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Chapter Education Day returns as in-person event in 2022
HACA members old and new joined together on Saturday,
March 26, at Northern Virginia Community College in Annandale, VA, for the chapter’s first in-person Chapter Education
Day since 2019.
As in past years, the event featured a track for adults with a
bleeding disorder and their caregivers, and a track for parents
or caregivers of a child with a bleeding disorder, plus a general session for all audiences.
A special thanks to the speakers who led the various sessions:
• Nina Duggan, Miriam Goldstein, Ann Kendall and Robin
Monin, who were our panelists for the “I Wish I Would
Have Known” panel;
• Angela Lambing, MSN, ANPC, GNPC, who led both the
session on medical marijuana for our adult track, and
shared decision making for the parent track;
• Dr. Gary Kupfer of the Georgetown HTC who led a session for the adults on joint health;
• Janet Rivera of Optum Health for leading the “Factor
Funnies” program, and Janet Martin of Takeda for presenting “My Factor, My Body,” both for the school-aged
kids;
• Perry Parker, a professional golfer who has hemophilia,
who led a session and golf clinic for the kids.
• Miriam Goldstein, director of advocacy at HFA, who also
gave a federal policy update.
Thank you everyone who gave up time on a Saturday to
attend, as well as the sponsors who participated. More photos
and list of exhibitors are on page 3.
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CHAPTER NEWS
Evento Dave & Busters para hispanohablantes
Únase a otros miembros de habla hispana y sus familias en
Dave & Busters en Silver Spring, MD, el sábado 9 de abril, de
11 a. m. a 2 p. m., para un poco de educación y diversión.
Félix García, educador de pacientes de Medexus Pharma,
dirigirá una sesión llamada "La valentía está en nuestra sangre" y cubrirá temas como asumir la responsabilidad de su
salud, ser proactivo y participar en la comunidad. También se
servirá el almuerzo y después del programa, todos los participantes recibirán una tarjeta PowerCard para disfrutar de los
juegos y actividades en Dave & Busters. Esperamos conectarnos con nuestros miembros de habla hispana en este evento.
Pulse aquí para registrarse.
La estación de metro más cercana es the Silver Spring Metro
en la línea roja, y está a 0,3 millas de distancia.
Dave & Busters event for Spanish speakers
Join other Spanish-speaking members and their families at
Dave & Busters in Silver Spring, MD, on Saturday, April 9,
from 11 a.m.-2 p.m., for some education and fun.
Felix Garcia, patient educator with Medexus Pharma, will
lead a session called “Brave is in Our Blood” and will cover
topics such as taking responsibility for your health, being
proactive and participating in the community. Lunch will also
be served, and after the program, all participants will receive
a PowerCard to enjoy the games and activities at Dave &
Busters. We look forward to connecting with our Spanishspeaking members at this event. Click here to register.
The closest metro station is the Silver Spring Metro on the
red line, and is 0.3 miles away.

‘Bleeder and a Buddy’ program at TopGolf
Many people in our community have a hard time explaining to
their unaffected friends the impact HACA has on their lives. It
might be hard to talk to unaffected friends about the importance of having a bleeding disorder support group. Maybe
your unaffected friends want to know how their walk donations help those with bleeding disorders. HACA’s first-ever
Bleeder and a Buddy Outreach Event will now provide you
with the opportunity to share HACA with your unaffected
friends or family members.
The event will take place on Sunday, May 1, from 4-7 p.m. at
Top Golf at National Harbor, Oxon Hill, MD. This event is open
for members and friends 21 years of age and older (no children, please). Cost is $25 per HACA member (limit two HACA
members per family; each member must bring a friend).
The $25 admission includes:
• Free admission for one friend per community member
• A free beer or wine ticket for you and your guest
• Dinner
• 2 hours of golf
• Door prizes
There will also be a raffle; tickets can be purchased in advance
for $2 each, or $3 each day of the event.
Registration is limited, and the deadline to sign up is April 24.
After you register, you will receive a confirmation email with a
link to PayPal so you can pay the $25 per member admission
fee and purchase raffle tickets in advance.
Click here to register.

Women’s event at Board & Brush

2022 HACA
CALENDAR OF EVENTS
To register for any event, contact admin@hacacares.org or 703-3527641.

APRIL
9
Education Event for Spanish Speakers
10
Board of Directors Meeting
20-23 HFA Symposium
MAY
1
14
21

Bleeder and a Buddy Event
Infusion Program
Women’s Group Event

Look for more details on upcoming events in HACA’s bi-weekly update
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The Women’s Support Group will get together on Saturday,
May 21, at Board & Brush in Fairfax, VA. The event will start
at 10 a.m. with
a program led
by Sara Ceresa
of Octapharma
on “Taking Care
of You.”
You will be able
to choose from
a pre-selected
craft (picture at
right)when you
register, and
following the
program, we
will work on our Board & Brush wood signs. We will also bring
in lunch since the event is scheduled to end around 2 p.m.
Click here to register.
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Members enjoy in-person education event at NOVA
Thanks to this year’s exhibitors:
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New board elected at meeting
HACA’s Annual Meeting took place as part of Chapter Education Day on March 26, and we are excited to welcome three
new board members, who will start their terms on June 1.
They are Shawna Gray, William Hubbert and Chinedu Felix
Osuchukwu.
The Executive Committee was also approved. For 2022-23,
officers are: Daniel Hay, President; Callie Victor, VicePresident; Mallory O’Connor, Secretary; and Shawna Gray,
Treasurer.
Re-elected current board members are Artura Jackson, Steve
Long, Lindsay Runion, Luke Runion, Jennifer Sleboda, Callie
Victor and Marissa Zanno. They will serve another term from
2022-2024.
April Owens, who has served as a board member since 2016,
has termed out after three two-year terms on the board.
Thank you for your service to HACA, April!
Chinedu Felix Osuchuku
Connection to the community: I live with hemophilia, so it
affects me and my family. As a hemophiliac, I am very lucky to
be at the age I am and still be healthy, and I feel that I could be
of great influence for my age group and family. I also became
an artist in part due to my condition so it is something that I
can never get rid of but always embrace.
Skills, resources, expertise and professional information: I am
a professor and educator, so I have a wealth of experience
with problem solving and many connections to the educational
field in DC. Additionally, I have a
close connection with many of my
generation within the hemophilia
community having been here so
long, and I am aware of the
changes and needs of the community. I am also a visual artist,
which is a unique perspective that
could bring other opportunities. I
recently served as a commissioner
for Arts and Humanities for DC. I
have a way of motivating people
young and old, which could help with attendance and because
of my status in the city with the mayor, my students, and as an
artist. I also have a connection to Nigeria, where my family is
from, and I am a member of Hemophilia of Nigeria, which
could help with connections to advocacy work and more.

Click here to register for the Walk

Shawna Gray
Connection to the community: My family and I have been
blessed to be part of the HACA family since 2015. We have
learned so much about Lauryn’s von Willebrand disease and
other bleeding disorders. I truly believe that we must pass it on
and give back to others in the same way that so many people
have poured into our lives. I hope to bring a fresh perspective
●
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to the board and use our family’s unique and personal experience to advocate on behalf of people with bleeding diseases.

Skills, resources, expertise and professional information: I
have served in various leadership capacities both personally
and professionally. I have served in every elected position
within Zeta Phi Beta Sorority,
Inc. at both the undergraduate
and graduate level. My family
and I ran a nonprofit youth football organization for over 10
years. I volunteer at my children’s school and in our church.
Finally, I currently work as deputy director of a mission support
office that delivers centralized
human resources, stakeholder
engagement, regulatory support, and scientific peer review
services at the Environmental Protection Agency. I am most
willing to leverage my skills and experience for HACA’s good.
Will Hubbert
Connection to the community: HACA has done so much for
me as a person with a bleeding disorder in the capitol area,
and I want to show my gratitude by lending my abilities and
time to the organization as it
works to advocate for and support the bleeding disorders community. This goes doubly for
younger members of the community or people with bleeding disorders who are either recently
diagnosed or relatively new to
community orgs like HACA. When
I was younger, I met tons of incredible mentors and role models
who taught me about living with hemophilia through our
shared membership in HACA, and I want to follow in their
footsteps and “pay it forward” by providing a similar role for
the next generation.
Skills, resources, expertise and professional information:
From my time working with kids at Hole in the Wall Gang
Camp and studying educational lesson planning in college, I
can help create and facilitate programs for young adults. From
my time volunteering/interning with HFA and NHF before then
working for the National Psoriasis Foundation’s advocacy
team, I can contribute to HACA’s advocacy work. Finally, as a
researcher who’s studied the community’s history in some
depth and corresponded with other important researchers in
the field, I can use my experience and connections to help HACA display current historical materials or finding funding for
their preservation. I’m also enthusiastic about the organization
and the cause, so I’ll always be willing to dive into any task you
throw my way!
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HACA Winter Events
Men gather for axe throwing
The HACA Men’s Support Group met at Bad
Axe Throwing in Fairfax on Saturday, February 12, for an afternoon of axe throwing.
All men of the chapter
are invited to participate in the men’s
group, and it consisted of both men that have a bleeding disorder, spouses, and
fathers of a child with a bleeding disorder.

The event kicked off with a short tutorial from a coach, then
the men were off and throwing! Paul Brayshaw won the tournament, and was rewarded with a seat on the Bad Axe throne
(see photo above).

vWD Education Event at National Harbor
HACA partnered with CSL Behring for a program for members
with von Willebrand
disease on Saturday,
February 26, at McCormick & Schmick’s at
National Harbor.
This event was our first
in-person gathering in
2022, and about 15
members were in
attendance. Kristin Prior, who spoke on the topic of “Embracing
the Whole Picture: The Psychological Challenges of Living with a
Bleeding Disorder.” Kristin talked about how her son’s diagnosis
with a bleeding disorder as a baby led to her eventual diagnosis
as well. She was supposed to join us in person for the event,
but flights from her home state of Vermont were cancelled due
to snow, and she joined the group virtually. The conversation
still flowed freely, and participants enjoyed a good talk and
great lunch!
Thank you to CSL Behring for partnering with us on this event.

‘Bad Blood’ showing via Amazon Watch Party
The Young Adults Group and other adult members of the chapter got together online on Sunday, February 27, for a watch
party of the documentary “Bad Blood: A Cautionary Tale.”
The 2011 documentary is a heartbreaking recollection of the
devastation the AIDS epidemic and hepatitis C on the hemophilia community in the 1980s and 1990s.
After viewing the documentary, the group gathered via Zoom
with Shelby Smoak and Paul Brayshaw, two HACA members
who were personally affected, and Robin Monin, HACA program manager, who lost an uncle to AIDS. Shelby and Paul
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spoke about their personal experiences and the importance of
vigilance in the bleeding disorders community. Thank you to
Shelby and Paul for participating.

Branded dinner at Maggiano’s
As one of our Platinum
walk sponsors in 2021,
CSL Behring was given
the opportunity to hold a
branded dinner that was
promoted by HACA.
The dinner took place on
Sunday, March 6, at
Maggiano’s in Springfield, VA.
The healthcare speaker was Dezarae Morales, RN, of the South
Texas Hemophilia Treatment Center, who attended virtually
and talked about the product Idelvion. The patient advocate
was Shonda, who spoke about raising her son, who has severe
hemophilia B.

Advocates meet virtually for Washington Days
For the second year in a row, the National Hemophilia Foundation held its annual Washington Days advocacy training and
meetings virtually.
The training took place on
Tuesday, March 1, and members visited with their legislators’ staffers on Wednesday,
March 2.

HACA and Virginia Hemophilia Foundation members visited with Jonah Kim from Sen.
Mark Warner’s office and Veena Muraleetharan from Sen. Tim
Kaine’s office. HACA members also had visits with the offices of
Rep. Don Beyer and Rep. Gerry Connolly.
This year’s talking points included the Help Ensure Lower Patient (HELP) Copays Act, which addresses the accumulator adjustor issue.

CatJammers raise money for HACA
A group of local bluegrass musicians gathered on Thursday,
March 31, to hold a jam session and raise money for HACA.
The CatJammers, which is
the name the group uses
for their charity jam sessions, brought in more
than $400 in tips to support HACA during Bleeding
Disorders Awareness
Month.
Thanks to Nancy Lisi for
organizing the jam session,
and Steve Long for being the contact with the musicians for
many years.
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HACA, VHF teaming up for family camp in Charlottesville during July

The Virginia Hemophilia Foundation (VHF) and the Hemophilia Association of the Capital Area (HACA), in partnership with Camp Holiday Trails (CHT), will be providing a
modified camp event this summer for their members.
Join us at Family Day Camp on Saturday, July 16, for a day
of fun camp activities at Camp Holiday Trails in Charlottesville, VA. The event will include arts and crafts; canoeing and kayaking; archery; the challenge course, which
features ziplining and rock wall climbing; and traditional
camp songs.

Family Day Camp is open to families impacted by an inherited bleeding disorder and is designed for children between the ages of 5-17 that are camp-ready and/or looking to attend camp in the next two years.
Lodging is available at the Sleep Inn and Suites Monticello
for Friday and Saturday nights. Day camp will begin at CHT
at 9 a.m. Saturday, and run through 4 p.m. There will be
an educational dinner on Saturday night at a local restaurant featuring “Gene Therapy Jeopardy” and presented by
BioMarin. There is no programming on Sunday.
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CHT requires that all staff, campers, and volunteers will need
to be fully vaccinated for COVID-19 as per the Centers for
Disease Control (CDC) with no exemptions. All participants
(children and adults) will need to provide proof of vaccination
by providing a copy of their vaccination card at least 3 weeks
prior to event (Friday, June 24). Also, additional mitigation
efforts will be utilized: masks and social distancing when indoors, sanitizing/cleaning on a regular basis along with ventilation and moving activities outside as much as possible to
decrease the possibility of exposure to COVID-19. Please note
that this policy is based on CDC guidelines and may change.
For additional information or questions about the policy contact CHT directly at campisgood@campholidaytrails.org or
434-977-3781.

Eligible families are those impacted by an inherited bleeding disorder who live in the territorial jurisdiction of VHF
and HACA.
Prospective participants must follow this link to fill out a
Google form; this is not a guarantee of participation. Click
here for the application and admission guidelines. VHF
and HACA staff will reach out to confirm your participation. Deadline to register is Friday, June 10. Click here to
fill out the form.
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Scholarship form now available
HACA is now accepting applications for its annual scholarship
program, the George & Linda Price Scholarship.
Like last year, we will be offering $16,000 in scholarships, and
the amount awarded will depend on the number of applicants
chosen.
The Price Scholarship can be applied toward full– or part-time college classes, as
well as vocational training programs. The
scholarship is open to anyone, not just
high school or college students. It can also
be applied toward advance degree work.
We also have our Job Readiness Grant
Program available year-round for job
training programs or certification programs needed to move a career forward.

Infusion program with Children’s
planned for May
HACA and the Children’s National HTC are working together
to host an infusion/injection workshop for families, kids and
teens on Saturday, May 14.
The workshop will take place at the Fairlington Community
Center, 3308 S. Stafford Street, Arlington, VA, from 10 a.m.1 p.m.
The event will kick off with some videos: a greeting from
new nurse coordinator Elle Levy (who will not be able to
attend in person), an infusion instruction video, and an injection instruction video. There will also be some teens on
hand that will demonstrate self-infusion or self-injection
skills.

If you are wondering which of the programs apply to you: If you are planning for
traditional college classes or a longerterm training program, apply for the Price
Scholarship. If you are looking to take a
short-term training class, or are looking to take a certification
course, apply for the Job Readiness Grant.

We will then have stations where participants can practice
on dummy arms, working with infusion nurses. We will also
have child life specialists on hand to sit with the younger
children where they can “practice” on dolls or stuffed animals.

Deadline to apply is June 1. Each application has the specific
guidelines included.

Click here to register.

Click here for the Price Scholarship application.
Click here for the Job Readiness Grant application.

NHF meeting to go hybrid in 2022
The National Hemophilia Foundation is returning to an inperson conference in August.
The annual Bleeding Disorders Conference takes place August
25-27 in Houston. The meeting will take place at the George R.
Brown Convention Center in Houston.
Click here for the agenda and to register.
BDC will host both a full-scale inperson conference, as well as a comprehensive virtual platform that features conference highlights, since we
know that many community members may be unable or don’t wish to
travel quite yet.
Vaccinations are required for people age 5 and up. Masks will
also be required.
HACA offers the Sandi Qualley Scholarship Fund to help with
costs for a member or family to attend one of the annual
meetings. Click here for the guidelines and application.

Lunch will be served between noon and 1 p.m.

Buy shirts in HACA Bonfire shop,
participate in social media challenge
HACA has raised more than $250 in the last few months
through the sale of HACA shirts and sweatshirts on its online
shop.
Those items are still available, and
now we’ve added masks with the
HACA logo and shirt design. At this
time, they come in white child medium and white adult medium, but
we will add more colors and sizes
as they become available. Proceeds from the sales of the shirts
and the masks will go to HACA.
Click here to go to the shop.
And once you have your shirt, participate in HACA’s Traveling T
-shirt Contest this spring. Take a picture of yourself or family
members in a HACA t-shirt or mask if you travel this spring,
and then send it to admin@hacacares.org, or post on Facebook and tag HACA.
Prizes will be given to 1) Whoever traveled the farthest from
HACA’s headquarters in Springfield, VA; and 2) Whoever posts
the most interesting picture with their mask or shirt, regardless of place (no travel necessary).
Prizes and winners will be announced on April 30.
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Participate in HACA’s needs
assessment survey online
Every few years, the Hemophilia Association of the Capital Area distributes a survey to assess the needs of the bleeding disorders community in the DC Metro Area. We are undertaking
that process again
through the month of
April.
Your feedback is important, whether you
are an active member
or not. We want to
know your thoughts
on our programs, our
communication, our
brand, and what the
chapter can do to
help you and your family.

Participe en la encuesta de evaluación
de necesidades de HACA
Cada pocos años, la Asociación de Hemofilia del Área Capital
distribuye una encuesta para evaluar las necesidades de la comunidad de trastornos hemorrágicos en el Área Metropolitana
de DC. Estamos emprendiendo ese proceso nuevamente hasta
el mes de abril.
Tus comentarios son importantes, ya seas un miembro activo o
no. Queremos conocer su opinión sobre nuestros programas,
nuestra comunicación, nuestra marca y lo que el capítulo
puede hacer para ayudarlo a usted y a su familia.
La encuesta está disponible en línea a través de un formulario
de Google en inglés y español, y permanecerá anónima, a
menos que esté interesado en el servicio del comité o la junta.
Si prefiere un formulario en papel para completar y enviar por
correo, envíe un correo electrónico a Brenda a director@hacacares.org y podemos enviarle uno por correo.

The survey is available online through a Google form in both
English and Spanish, and will remain anonymous, unless you
are interested in committee or board service. If you would prefer a paper form to fill out and mail back, please email Brenda
at director@hacacares.org and we can mail you one.
This is your chance to have a say in HACA’s programs and services. Your voice matters! Take our needs assessment survey

Esta es su oportunidad de opinar sobre los programas y servicios de HACA. ¡Tu voz importa! ¡Tome nuestra encuesta de
evaluación de necesidades hoy!

Encuesta en español

Survey in English

Thanks to our donors, sponsors
The Hemophilia Association of the Capital Area gratefully
acknowledges our donors who have given so generously. Below are donations received from January 1-February 28. We
have made every effort to ensure all donations are listed.
Organizational Contributors
Bayer Healthcare
BioMarin
Cigna Health
Genentech
Hemophilia Federation of
America
National Hemophilia
Foundation
Sanofi Genzyme
Superior Biologics
Takeda

●

Individual Contributors
Amazon Smiles Donors
Kathy Krug
Christie Nix
Dianne Shangold
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Virginia General Assembly 2022 Wrap-Up
By Becky Bowers-Lanier
The Virginia General Assembly adjourned sine die on Saturday,
March 12. The members did not complete their business, leaving the budget bill incomplete and a number of bills
that were “in conference,”
resolving differences in language between two bills
with the same purposes.
Virginia Governor Glenn
Youngkin, whose term began
in January, has called the
Assembly back into “special”
session on April 4, ostensibly
to complete its unfinished
work on the budget ant the
remaining bills in conference. In the manner of
“rumors and inuendoes” on
which we lobbyists operate,
no one has seen hide nor
hair of any of the budget
conferees in Richmond, and
while they can operate virtually, it seems unlikely that they
would be meeting entirely virtually on matters of such significance as the Commonwealth’s budget for 2022-2024. Consequently, this lobbyist is pessimistic that the April 4 session will
achieve its mission, at least in the short term.
As for the budget, the “hold up” is over tax cuts. Governor
Youngkin has proposed a gas tax cut and perhaps other tax
cuts that he promised the voters. His proposals seem to be
backed by House Republicans in general. At least one Senate
Republican has publicly expressed concern about cutting taxes
when core services may be adversely impacted. Writing in the
Richmond Times Dispatch on March 26, Senator Emmett Hanger stated, “It’s our duty to look to the future, and recognize
these dollars are finite and must be spent wisely.” So, we will
stay tuned to see what happens April 4..
After April 4, the General Assembly will return for the
“reconvened” session, currently scheduled for Wednesday,
April 27. The reconvened session is designed to deliberate on
any gubernatorial actions taken on bills passed in the regular
session.

get a veto on these bills; consequently, several passed. These
include HB 768, HB 884, SB 195, and SB 335. We are disappointed that these types of health plans will be offered, since
they have the potential to
draw away healthy individuals
from the ACA plans, thus increasing the cost of health
insurance for people with
more expensive conditions.
On the tax bills, these bills
that would exempt sales taxes
on food and essential personal hygiene products are on
their way toward passage.
Both bills, HB 90 and SB 451,
are in conference and the
differences between the two
will be resolved in the April 4th
session. Exempting personal
hygiene products from sales
tax is a policy issue that we
supported because of its disproportionate impact on girls
and women with inherited bleeding disorders.
Finally, the school health services bills are designed to create a
state-level school health policy advisory committee to provide
advice to the General Assembly about student health conditions. Both bills, HB 215 and SB 62, passed and are awaiting the
Governor’s signature, which is due April 11.
If you have any specific questions about these or any other
bills, please do not hesitate to contact Becky Bowers-Lanier at
bowerslanier@gmail.com and many thanks for your advocacy
on behalf of our community!
Becky Bowers-Lanier is the owner of B2L Consulting and has
worked with HACA and the Virginia Hemophilia Foundation on
advocacy and lobbying for many years.
HACA and VHF will have a Zoom call on Wednesday, April 27, at
noon, for a wrap-up with Becky of the special session. Click here
to register.

We followed several types of bills during the session, including
health insurance bills, bills on food and personal hygiene taxes,
school health services bills, and some miscellaneous bills. The
complete bill list can be found here.
On the health insurance bills, our community lost the battle
that we successfully fought the past three years to prevent the
enactment of “association” health plans. With the change in
the Governor’s seat, we realized that we would not be able to
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HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA

BOARD OF DIRECTORS 2021-2022
Daniel Hay, President
Alexandria, VA

Ashley Hay
Alexandria, VA

April Owens
Fort Washington, MD

Callie Victor, Vice President
Burke, VA

Artura Jackson
Largo, MD

Luke Runion
Silver Spring, MD

Mallory O’Connor, Secretary
Washington, DC

Patrick Kanu
Laurel, MD

Jennifer Sleboda
Falls Church, VA

Lindsay Runion, Treasurer
Silver Spring, MD

Steve Long
Springfield, VA

Marissa Zanno
Washington, DC

HEMOPHILIA TREATMENT CENTERS

ADULTS:

CHILDREN:

Georgetown University Hemophilia
Treatment Center

Children’s National Health System

Lombardi Cancer Center

Sheikh Zayed Campus

3800 Reservoir Road, NW

for Advanced Children’s Medicine

Washington, DC 20007

111 Michigan Avenue, NW

202-687-0117

Washington, DC 20010

Hemophilia Treatment Center

202-476-5000

Find Us on the Web
www.HACAcares.org
Follow Us on Social Media:
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