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Plans for Virtual Education
Day coming together
HACA’s 2021 Chapter Education Day will be a one-day virtual
experience on Saturday, March 27.

The event will start with a general session for all audiences at
10 a.m. Dr. Gary Kupfer of Georgetown University Hemophilia
Treatment Center l will present an update on emerging therapies, a popular and ever-changing topic.
Our first breakout sessions start at 11 a.m. For parents and
caregivers of a child with a bleeding disorder, we’ll have a session on “Virtual Education Tips and Tricks” with Juliana Bloom,
Ph.D. Dr. Bloom will discuss her best practices to have your
children learning actively in an online environment.
There will also be a session for adults with bleeding disorders;
details are still being ironed out.
At noon, join us for our Sponsor Open House. Participants will
be assigned to Zoom breakout rooms, and representatives
from our industry partners will move through each room to
talk briefly about their company and products. Participate in all
of the sponsor sessions, and your family will receive a GrubHub
gift card (maybe for a late lunch?).
The next portion of the day will be a quick Annual Meeting to
announce the Executive Board and Board of Directors. Keep an
eye out to vote via SurveyMonkey in early March.

and guardians track. The adults and caregivers track will feature “Trauma-PTSD in the Bleeding Disorders Community” with
Mena Zaminsky, MFT, Trauma and Addictions Specialist. This
intimate, small group session addresses PTSD in the bleeding
disorder community, both the impact and how to move forward. Attendees will participate in an art therapy project
(supplies will be sent in advance) and discuss strategies to deal
with the traumatic stress of being and/or caring for a loved one
with a bleeding disorder.
When you register, you will be asked to check which track of
the breakout sessions you would like to attend, in order to give
us a headcount. We hope all participants will join us for the
general session and open house. See you March 27!

There will be two more breakout sessions to close out the day
from 1:15-2:15. “Recognizing Anxiety and Depression in Children” will be led by Megan Connolly, Ph.D, and Dana Footer,
Psy.D, both psychologists at Children’s National for the parents

2021

The material provided in HACA News is for your general information only. HACA does not give medical advice or engage in
the practice of medicine. HACA under no circumstances recommends particular treatment for specific individuals, and in all
cases recommends that you consult your physician or treatment
center before pursuing any course of treatment.

Publisher
Hemophilia Association of the Capital Area
Editor

Brenda Bordelon, Executive Director

REGISTER HERE
Mission Statement
HACA’s mission is to support advocacy, education, and awareness efforts that build and sustain community among all people
impacted by bleeding disorders.

Hemophilia Association of the Capital Area
8136 Old Keene Mill Road, Suite A312
Springfield, VA 22152
Phone 703-352-7641, Fax 540-427-6589
E-mail: admin@HACAcares.org • www.HACAcares.org

CHAPTER NEWS
Washington Days registration now
open, will take place virtually
The National Hemophilia Foundation’s annual Washington
Days advocacy event will be a fully virtually conference in
2021.
This year’s event will be held March 1-5, and will include virtual training and virtual meetings with your legislators. There is
also a planning webinar for beginner and advanced advocates
on Tuesday, February 16. Registrants are expected to participate in all scheduled events.

NHF’s Washington Days is an opportunity for people affected
by bleeding disorders to advocate for issues that are important to them. In 2020, Washington Days had more than
450 volunteer advocates from 45 states that met with legislators and staff to discuss federal funding for bleeding disorder
programs and access to skilled nursing facilities (SNFs). The
issues and priorities for 2021 Washington Days will be announced soon.
To register, click here.

Bingo Night with DrugCo Health
Join HACA and DrugCo Health on Friday, February 19, at 6:30
p.m. for Virtual Family Bingo Night! Family members of all ages
can get in on the fun and enjoy the games. There will also be
chances to win a prize. Participants will receive a package containing the bingo cards and supplies prior to the event. The
deadline to register is Wednesday, February 3. Register here.

2021 HACA
CALENDAR OF EVENTS
To register for any event, contact admin@hacacares.org or 703-3527641.

FEBRUARY

19
21
24

Partner Program with Drugco
Virtual vWD Education Event
Virtual Infusion Education

MARCH
1-5
7
13
27

Virtual NHF Washington Days
Virtual Partner Program with Bayer.
Register here
Virtual Families Group
Virtual Chapter Education Day
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New board members wanted for 2021-23
We are looking for a few new board members! If you are interested in joining the HACA Board, please email Brenda Bordelon at director@hacacares.org for a short questionnaire.
The governance committee and board of directors will approve the slate in early March, and the membership will vote
online via SurveyMonkey since we are unable to meet in person for our annual meeting. The final slate will be announced
during the virtual meeting on March 27, with new board
members beginning their term on June 1. Board members
must be able to attend four meetings each year. We are currently conducting our meetings via Zoom due to the pandemic, but do expect to resume in-person meetings later this year
when it is safe to do so. Meetings take place in January, April,
June and September. Deadline to apply is February 12.

Bring your questions to virtual vWD session
Do you have a child with von Willebrand disease? Have you
been recently diagnosed? This is your opportunity to ask questions of members who have been there before. The format of
this session will be a Q&A with a panel of adults with vWD.
Bring your questions, and prepare to learn from each other.
The session will take place via Zoom on Sunday, February 21,
at 4 p.m. Register here.

Second session on preparing your child
for infusions set for February
Joe Bauer and Tawni Rochester, child life specialists at Children’s National Medical System, will join us again on Wednesday, February 24, from 8-9 p.m. to help parents dealing with
the stress that comes along with infusions and injections. Joe
and Tawni will focus on distraction techniques and methods to
promote cooperation and safety during potentially painful procedures. Thank you to CSL Behring for supporting our infusion
classes. Click here to register.

Families virtual group event to include
education, puppies and kittens
The Families of Young Children group will have a virtual gathering on Saturday, March 13. The event starts at 9:45 a.m. with
a session on “The Basics of School Advocacy” with Juliana
Bloom, Ph.D. This session guides parents and caregivers on
how to best advocate for their child with a bleeding disorder in
the school setting. This presentation includes an overview of
IEPs, 504s and health care plans utilized in schools.
Following the education session, we will have a fun treat. HACA
member Ashley Hay will give a behind-the-scenes tour of the
Animal Welfare League of Arlington, and meet some of the
cats, dogs and other animals looking for homes.
Click here to register.
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Visits with Santa are highlight of HACA holiday Zoom party
HACA’s annual holiday party is one of the chapter’s most well-attended event,
and despite the pandemic, 2020 was no different!
Like most of our 2020 activities, this event took place via Zoom. Presents from
Santa were mailed out to young members in advance. During the two-hour
event, each family got some time in a Zoom breakout room with Santa and Mrs.
Claus, and the children had the chance to open their gifts from Santa and have a
private chat! Thanks to David and Terry Stone for reprising their roles as Santa
and Mrs. Claus for the fifth year!
Each family received a holiday box with a cookie kit, craft supplies, bingo card,
holiday headbands and more. While waiting for a turn with the Clauses, the children and their parents made ornament crafts, answered some holiday trivia,
played bingo and decorated cookies.
Thanks to the parents who took on wrapping the gifts that were sent via Amazon.
Our 2021 party will hopefully be in person
again, and we plan to have a big celebration!
Thanks to this year’s event sponsors: Biomatrix and the Colburn-Keenan Foundation.

Click here to register for the Walk
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How people with bleeding disorders can safely get back to exercise
By Donna Behen
Hemaware
Has the COVID-19 pandemic disrupted your normal exercise
routine? Maybe your gym closed down. Or your favorite hiking
trail suddenly got a lot more crowded, so you stayed away for
fear of catching the virus. Or, like a lot of people these days,
maybe stress and anxiety has made you lose your motivation to
work out.
Whatever the reason, lots of people who were physically active
before the pandemic have found themselves increasingly more
sedentary over the last four or five months. But staying physically active has a number of well-documented benefits. In addition to improving cardiovascular health, bone health, muscle
flexibility and
strength, regular exercise can also lower
the risk of falls, reduce pain and contribute to maintaining a
healthy weight. Exercise also causes biochemical changes that
can improve mood
and increase energy
level.

What can people with
bleeding disorders do
to get back to regular
exercise at home after
a few months (or
more) of sitting on the
couch? For answers,
we consulted two
physical therapists who work at hemophilia treatment centers
(HTCs). Here’s what they recommend:
Consult Your HTC Physical Therapist
Especially for people with bleeding disorders, no “one size”
exercise fits all, says Sherry Herman-Hilker, PT, MS, physical
therapist at the University of Michigan’s Hemophilia and Coagulation Disorders Program. “Every person with a bleeding disorder is different and has unique considerations that need to be
taken into account when developing an exercise program,” she
says. People need to consider the activity they are interested
in, the condition of their joints and muscles, their current fitness level, and what resources are available to them at home,
Herman-Hilker says.
Start Slowly
Don’t make the mistake of thinking that you can pick up where
you left off, says Cindy Bailey, PT, DPT, OCS, SCS, ATC, director
of Physical and Occupational Therapy at the Orthopaedic He-
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mophilia Treatment Center of the Orthopaedic Institute for
Children in Los Angeles. “If you have been doing nothing, then
you are at a much lower fitness level than you were when you
left the gym or your workouts back in March,” she says.
Begin with Walking
“Walking is the first form of exercise we suggest for those who
have not been exercising,” Bailey says. “Your first day, do
about a quarter-mile warmup walk, then stop and stretch your
lower body: buttocks, front of the hips, hamstrings, quads and
calves. Then continue your walk for 20 minutes at a minimum.”
As you get used to walking, you can increase either your time
or your intensity level, but never increase both time and intensity at the same time
or you’ll risk doing too
much too soon. You
can also add in upper
body (shoulders and
trunk) stretches.
Add in Strength Training to Your Fitness
Plan
“Once you’re used to
a walking workout
and having no problems, you may begin
some calisthenic-type
exercise with light
weights, your body
weight or resistance
bands,” Bailey says.
The same rule applies
for increasing a
weight or resistance band program. Either increase your
amount of weight or resistance, or increase your number or
repetitions. Never increase both variables at the same time. “If
you get soreness or pain, you won’t know what caused it if
multiple variables were changed,” Bailey says.

Protect Your Joints
People with bleeding disorders who have joints that have been
damaged by bleeding need to carefully select exercises that
will not aggravate their existing issues, Herman-Hilker says.
“Think about which joints are problematic for you and consider
activities that keep the joints moving but without high impact,”
she says. In addition to walking, other good choices include
swimming and biking. A general rule of thumb is to avoid activities that cause you pain.
Reprinted with permission from the National Hemophilia Foundation
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Cómo pueden hacer las personas con trastornos hemorrágicos
para volver a hacer ejercicio de forma segura
físico muy inferior a cuando dejó el gimnasio o el entrenamiento en marzo”, dice.

Por Donna Behen
Hemaware

Comience caminando
¿La pandemia de COVID-19 ha interrumpido su rutina normal
de ejercicios? Quizás su gimnasio cerró. O su sendero favorito
de repente se llenó de gente y usted se mantuvo alejado por
miedo a contagiarse el virus. O, como muchas personas en la
actualidad, quizás perdió la motivación por estrés o ansiedad.
Cualquiera sea el motivo, mucha gente que era físicamente
activa antes de la pandemia se ha vuelto cada vez más sedentaria en los últimos cuatro o cinco meses. Pero mantenerse
físicamente activo tiene diversos beneficios comprobados.
Además de mejorar la salud cardiovascular y de los huesos, y la
flexibilidad y fuerza muscular, hacer ejercicio con regularidad
también puede reducir el riesgo de caídas y el dolor, y contribuir a mantener un peso saludable. El ejercicio también genera cambios bioquímicos que pueden mejorar el estado de
ánimo y aumentar el nivel de energía.
¿Qué pueden hacer las personas con trastornos hemorrágicos
para volver a hacer ejercicio con regularidad en el hogar
después de meses (o incluso más tiempo) de estar sentadas en
el sofá? Para obtener respuestas, consultamos a dos fisioterapeutas que trabajan en centros de tratamiento de la hemofilia
(Hemophilia Treatment Center, HTC). Esto es lo que recomiendan:
Consulte al fisioterapeuta de su HTC

“Caminar es la primera forma de ejercicio que sugerimos a
quienes no se han ejercitado”, dice Bailey. “El primer día, entre
en calor caminando durante un cuarto de milla aproximadamente, luego deténgase y elongue la parte inferior del cuerpo:
los glúteos, la cadera, los músculos isquiotibiales, los cuádriceps
y las pantorrillas. Luego, siga caminando como mínimo durante
20 minutos”.
A medida que se acostumbra a caminar, puede aumentar el
tiempo o el nivel de intensidad, pero nunca aumente ambos al
mismo tiempo o correrá el riesgo de hacer demasiado ejercicio
demasiado pronto. También puede añadir elongación de la
parte superior del cuerpo (hombros y torso).
Añada entrenamiento de fuerza a su plan de actividad física
“Una vez que se acostumbre a ejercitarse caminando y no tenga
problemas, puede comenzar a hacer ejercicios de calistenia con
pesas livianas, su peso corporal o bandas de resistencia”, dice
Bailey. La misma regla se aplica para intensificar un programa
con pesas o bandas de resistencia. Aumente ya sea la cantidad
de peso o la resistencia o bien aumente la cantidad o las
repeticiones. Nunca aumente ambas variables al mismo tiempo.
“Si siente dolor, no va a saber qué lo causó si cambió múltiples
variables”, dice Bailey.
Proteja las articulaciones

Especialmente en el caso de personas con trastornos hemorrágicos, no hay un solo tipo de ejercicio que se adapte a todas
las personas, dice Sherry Herman-Hilker, fisioterapeuta
(Physical Therapist, PT) y máster en Cirugía (Master of Surgery,
MS), fisioterapeuta del Programa de hemofilia y trastornos de
la coagulación de la Universidad de Michigan. “Cada persona
con un trastorno hemorrágico es diferente y tiene consideraciones únicas que deben tenerse en cuenta cuando se diseña
un plan de ejercicios”, dice. Las personas tienen que pensar en
la actividad que les interesa, el estado de las articulaciones y
los músculos, el nivel de estado físico actual y qué recursos
tienen en la casa, dice Herman-Hilker.

Las personas con trastornos hemorrágicos que tienen articulaciones dañadas por las hemorragias tienen que seleccionar
cuidadosamente ejercicios que no agraven los problemas existentes, dice Herman-Hilker. “Piense qué articulaciones le causan problemas y considere las actividades que las hagan moverse, pero sin mucho impacto”, dice. Además de caminar, otras
buenas opciones incluyen nadar y andar en bicicleta. La regla de
oro general es evitar actividades que le causen dolor.

Comience de a poco
“No cometa el error de pensar que puede retomar desde
donde dejó”, dice Cindy Bailey, fisioterapeuta (PT), doctora en
Fisioterapia (Doctor of Physical Therapy, DPT), especialista en
Ortopedia Clínica (Orthopedic Clinical Specialist, OCS), especialista en fortalecimiento y acondicionamiento físico (Strength
and Conditioning Specialist, SCS), preparadora física certificada
(Athletic Trainer, Certified, ATC) y directora de Fisioterapia y
Terapia Ocupacional del Centro de Tratamiento Ortopédico de
la Hemofilia del Instituto Ortopédico para Niños de Los Ángeles. “Si no ha hecho nada, entonces tiene un nivel de estado
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News You Can Use: COVID-19 links and other information
COVID-19

Virginia

Hemophilia Federation of America has a dedicated hub
for coronavirus updates and information

Maryland

The National Hemophilia Foundation is keeping tabs on
product availability
The World Federation of Hemophilia has also issued
statements on COVID-19
Keep up with the Centers for Disease Control and
Prevention for guidelines and information
State health departments also update their information
daily. You can also find out more information about
COVID vaccines now through these sites:

COVID-19 assistance still available
HACA created a COVID-19 assistance fund in April, and as of
February 1, more than $6,500 has been distributed to HACA
members to help with household bills and holiday expenses.
If you have been financially affected by COVID-19, due to loss
or reduction of income, you could receive up to $500 of your
expenses paid. This includes rent/mortgage, phone, water,
gas and power bills. You can also apply for a $100 gift card
from the grocery store of your choice (applied toward the
$500 limit).
You can self-refer for the funding. Fill out the form and include copies of the bills that need to be paid. You must provide us with the name, address and account number to send
payments.
Click here for more details and the form.

District of Columbia
BD IN THE NEWS
COVID-19 vaccination guidance for people with bleeding
disorders
HFA COVID vaccination webinar from January 26, 2021
Organizations develop guidelines on the diagnosis and
management of von Willebrand disease
New research fellowship available from NHF
Researchers uncover a previously underappreciated
mechanism that turns off clotting factor in hemophilia A
Optimal disease control advised for hemophilia B
patients
Evaluation of bleeding events in women and girls with
hemophilia

INDUSTRY NEWS
BioMarin announces positive Phase 3 gene therapy trial
results in adults with severe hemophilia A
Roctavian sustains drop in bleeding rate, Phase 3 data
shows
Hemlibra lowered number of hemophilia A bleeds over
nearly six years

Asistencia de COVID-19 todavía disponible

Generation Bio announces non-viral gene therapy
milestone achievements

HACA creó un fondo de asistencia COVID-19 en abril, y al 31
de julio, se han distribuido más de $ 3,000 a los miembros de
HACA para ayudar con las facturas de los hogares.

Esperoct now available for treatment of hemophilia A

Si ha sido afectado financieramente por COVID-19, debido a
la pérdida o reducción de ingresos, podría recibir hasta $ 500
de sus gastos pagados. Esto incluye alquiler / hipoteca, teléfono, agua, gas, teléfono y facturas de energía. También
puede solicitar una tarjeta de regalo de $ 100 en el supermercado de su elección (aplicado al límite de $ 500).

Eloctate can induce faster immune tolerance than other
regiments
Voluntary recall issued for batch of Mononine for
hemophilia B

Puede autorreferirse para la financiación. Complete el formulario e incluya copias de las facturas que deben pagarse.
Debe proporcionarnos el nombre, la dirección y el número
de cuenta para enviar pagos.
Haga clic aquí para más detalles y el formulario.
●
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Thanks to our donors, sponsors

In Memoriam: Maria Nodarse

The Hemophilia Association of the Capital Area gratefully
acknowledges our donors who have given so generously. Below are donations received from November 1-December 31,
2020. We have made every effort to ensure all donations are
listed.
Organizational Contributors

Greg Key

Bayer

Cynthia Kulenguski

Colburn-Keenan Foundation

Dr. Randall Lewis

CSL Behring

Eboni Morris

CVS Specialty

James Morris

Octapharma

Christy Nix

Pfizer

Linda Price

Sanofi Genzyme

Sandi & Ron Qualley

Our deepest sympathies to the Swiger family on the loss of
Vivian Swiger’s mother, Maria Nodarse, in November. Click
here for Mrs. Nodarse’s obituary.
Many thanks to Vivian and her sisters for asking for donations
to HACA in lieu of flowers. The chapter has received more than
$2,300 from friends and family in honor of Mrs. Nodarse.
Thank you to the following donors:
Grace Little
Chelsea Sells
Margaret Crook
Carmen Mugge
Matt Glassman
Leo Faucette
Jacqueline Daly
Sara Alfaro
Deniz Hardy
James May
Maureen Jamieson
Cynthia Costenbender

Melissa Ridderbos
Individual Contributors

Diane Shangold

Amazon Smiles Donors

Shelby Smoak

Timothy Duggan

Vivian & Jim Swiger

Miriam Goldstein & David
Hubbert

Callie & Joe Victor

Abelardo & Angela Ruiz
Georgiann Bank
Michael & Dianne Handy
The Jacovindas
Alves Donor Fund
Dale & Sharon Wince
Charlotte & Christopher
Kohler
Maria & Cary Butterworth
Pat & Tony Troilo
Denise Mockbee
Marta & James Stewart

Wint Weisman

Recaps of other chapter activities

Virtual Virginia state advocacy meeting

Board & Brush activity with CSL Behring

HACA partnered with the Virginia Hemophilia Foundation for a
state advocacy meeting on Monday, January 18, at 6:30 p.m.
Becky Bowers-Lanier, our state advocacy coordinator, updated
everyone on the General Assembly’s 2021 session. We also
talked about the new Phone2Action software we will be using
to reach out to our lawmakers through the session and beyond. This event took place in lieu of our annual Richmond
Days training, which was cancelled for 2021 because of COVID19.
Join the state advocacy committee for weekly check-in sessions. All members are welcome to join and learn more about
what is happening in Virginia during its 30-day session. Click
here to register.

HACA and CSL Behring partnered for a webinar and fun crafting
event on Sunday, December 6. The evening began with a talk
with patient advocate Krissy Miller on “Building Your Support
System.” Then CSL Behring Community Support Liaison Jessica
Graham led participants through assembling their pre-selected
Board & Brush craft. There were three holiday-themed selections to pick from, and everyone received their package the
week before the event. Jessica taught everyone how to prepare
their boards, lay out the decal, put on the paint and remove the
decal. The results were beautiful, and everyone had a new holiday decoration to add to their collection. Thank you, CSL Behring, for partnering with us!
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Thank you to Genentech and Sanofi Genzyme for supporting
our advocacy event.

Women enjoy time together on Zoom
The Women’s Support Group met for a check-in and mental
health break on Sunday, January 24. All participants received a
pampering box in the mail ahead of the event. This was an opportunity for the women to catch up after the holidays and
enjoy some quiet time together.
Look for more details in the HACA weekly update regarding
meetups in February and March. The next official women’s
group activity will take place in May.
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HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA

BOARD OF DIRECTORS 2020-2021
Robin Monin, President
Springfield, VA

Chris Guelcher
Bethesda, MD

Luke Runion
Silver Spring, MD

Callie Victor, Vice President
Burke, VA

Artura Jackson
Largo, MD

Jennifer Sleboda
Falls Church, VA

Daniel Hay, Secretary
Alexandria, VA

Steve Long
Springfield, VA

Michelle Stielper
Culpeper, VA

Lindsay Runion, Treasurer
Silver Spring, MD

Mallory O’Connor
Washington, DC

Member at Large
Patrick Kanu
Laurel, MD

Melissa Alba
Fairfax, VA

April Owens
Fort Washington, MD

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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