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Afternoon of fun at Bleeder & A Buddy Top Golf event 
HACA members, along with their families and friends, came 
together at Top Golf National Harbor on Sunday, May 1, for 
our first-ever Bleeder and a Buddy outreach event. 

The purpose of the event was to share information about 
bleeding disorders and the mission of HACA with non-affected 
family and friends of chapter members. Each member was 
required to bring along a “buddy,” who attended for free. 
There was also a basket raffle, with baskets donated by board 
members or created with funds donated by them. We had a 
pet basket, a dog basket, a gardening basket, a Nalls Produce 
basket, a whiskey sour basket, and more. 

Following a short presentation by HACA Executive Director 
Brenda Bordelon and a few words from president Daniel Hay, 
participants enjoyed a buffet dinner and then two hours of 
golf from the third floor deck. Everyone also received drink 
tickets for beer or wine. 

Thank you to our board members for their donations and par-
ticipation.  



CHAPTER NEWS 

 

2022 HACA 
CALENDAR OF EVENTS 
To register for any event,  contact admin@hacacares.org or 703-352-
7641. 

JUNE 

11  Families of Young Children Group 

12  Board of Directors Meeting 

18 Young Adults Group 

 

JULY 

15-17 Family Camp at Camp Holiday Trails 

23 vWD Education Event and Branded Program 
 for Takeda  

 
Look for more details on upcoming events in HACA’s bi-weekly update or 

at www.hacacares.org 
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Families group to meet at Scramble  

Our Families of Young Children group had to postpone its 
March gathering at Scramble in Alexandria, VA, due to in-
clement weather, and it’s now been rescheduled for Satur-
day, June 11, from 2-4 p.m.  

Scramble is a fun indoor soft play area that has slides, mazes, 
and an obstacle course made specifically for older children, 
and there is a soft imaginative play area for the younger chil-
dren. Pizza, and drinks are provided for the kids, with snacks 
and water for the adults.  

This is an indoor event and Scramble asks that guests sign a 
good faith statement of their health and COVID risk; they 
also check temperatures on arrival. Guests older than 2 that 
are not vaccinated are required to wear masks, those that 
are vaccinated are encouraged to wear masks.  

The registration limit has been met but we have a waiting 
list. Click here to sign up. 

vWD education event in person this year 

HACA’s education day for people with von Willebrand dis-
ease returns in-person this year on Saturday, July 23, from 
9:30 a.m.-2 p.m. at the Walter Reed Center, Arlington, VA.  

The event kicks off with check-in and visits with exhibitors 
from 9:30-10 a.m.  The first session is “vWD Guidelines: 
What They Mean to You” with a speaker from NHF, and the 
second session will be “Life Transitions: Growing Up with a 
Bleeding Disorder” with Kristin Prior of CSL Behring.  

We will also have a branded program on Vonvendi from 1-2 
p.m. Takeda was our top sponsor for our Fall Festival and 
Walk in 2021,  and this gives them the opportunity to pro-
vide a program on a specific product.  

HACA’s Young Adults Group will be meeting at a Washington 
Nationals game on Saturday, June 18. The game starts at 4:35 
p.m. Come see the Nats take on the Philadelphia Phillies and 
get to know 
some of your 
fellow young 
adult chapter 
members!  

Space is very 
limited, and each 
young adult be-
tween the ages 
of 18 and 30 with 
a bleeding disorder is allowed to bring along one guest.  

Metro is the easiest way to get into DC for the game. HACA 
will not reimburse participants for parking for this event. You 
will receive your ticket via email in advance.  

Click here to register.  

Nationals game for young adult members 

Save the date for chapter picnic in August 

HACA will have its annual chapter picnic on Sunday, August 14, 
at Watkins Regional Park in Upper Marlboro, MD.  

We will meet at Shelter 4 from 11 a.m.-2 p.m. for lunch and 
time to visit with fellow HACA members and event sponsors.  

The shelter borders on a small playground, and we will have 
some games on hand as well. HACA will also provide tickets for 
the carousel. We will also have a naturalist from the park’s 
nature center on hand for two hours with an educational table 
display.  

Watkins Regional Park is also home to the amazing Wizard of 
Oz playground (see photo above), a nature center and the Old 
Maryland Farm. There’s enough to keep the kids busy all day at 
the park!  

Look for registration information on the HACA website, 
www.hacacares.org, and in the bi-weekly update coming up in 
July.  

mailto:admin@hacacares.org
https://hacacares.org/event/family-group-at-scramble/?fbclid=IwAR3x462WWaK56xMYu2_lzcccyatgC4raZHIO8pD5MEjDtFmKfqE3MRRqkV4
https://hacacares.org/event/young-adults-at-nats-field/
https://hacacares.org/
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Get to know Elle Levy, new nurse at Children’s HTC 
Elle Levy, RN, MSN, PPNP-BC, CPHON,  joined the Children’s 
National Health Center Hemophilia Treatment Center staff as 
nurse practitioner back in January. She stepped in upon the 
retirement of Chris 
Guelcher, longtime 
nurse practitioner, and 
while many families 
have already met Elle 
through clinic visits, we 
thought we’d get a little 
more information to 
share with families 
through some Q&A with 
Elle herself!  

Q: Tell us a little about 
your background and 
how you got involved 
working with bleeding 
disorders. 

A: My journey into the 
bleeding disorders com-
munity was not a linear 
one. A little-known fun 
fact about me is that I 
started off as a theater major in college! After a year or so, 
though, I realized that I wanted to make a tangible difference 
in people's lives, so I started taking more science and education
-based courses, ultimately graduating with a bachelor's in psy-
chology and a minor in child and adolescent mental health 
from New York University. I worked as a clinical research assis-
tant at the Children's Hospital at Montefiore in the Bronx, NY, 
in pediatric oncology, and it was there that I became acquaint-
ed with what it meant to be a nurse practitioner. I got my nurs-
ing degree and master's in pediatric nursing from Yale Universi-
ty, where one of my rotations was at the Hole in the Wall Gang 
Camp in Ashford, CT. This is where I met my first hemophilia 
patient and was hooked. I just couldn't believe this wasn't 
something we were learning about in school! Once I graduated, 
I returned to the Children's Hospital at Montefiore as their HTC 
NP. They had only become an HTC a couple of years prior, so it 
gave me the chance to build the program from the ground up, 
and I'm proud of the work that I did there. But I'm from 
Gaithersburg, MD, so once Chris Guelcher (who I consider one 
of my mentors) announced she was leaving and she knew I was 
looking to move back to the area, she called me. It was very 
lucky timing! 

Q: What has your experience been like at Children’s since you 
arrived in January? 

A: I count my lucky stars every day for getting the opportunity 
to work at Children's! The entire team has been so welcoming 
and helpful while I've been learning the ropes around here. 
Everyone just wants to help and do right by our patients. We 

work quite well together even though it's only been a few 
months, and genuinely enjoy each other's company, which 
makes work that much more enjoyable. It's clear that our fam-

ilies have strong, positive 
ties with the HTC and our 
team, and I'm grateful that 
I've been invited into these 
relationships.  

Q: What would you like 
patients to know about you 
if they haven’t met with 
you yet? 

A: Just because we haven't 
seen you in clinic yet, I still 
want to hear from you if 
you've got questions or con-
cerns! I want to make sure 
that your treatment plan 
really works for you and 
your family so if you are 
unhappy, I want to know 
sooner rather than lat-
er.  Talking with families is 
the best part of my job so 

don't be shy! We are up and running with a wonderful new 
nurse coordinator, Kristen Parker, and physical therapist, Chel-
sea Lasky, in addition to Marissa and Dr. Guerrera. I've been 
honored by the acceptance and trust from the bleeding disor-
ders community and am really looking forward to collabo-
rating for many years to come! 

Thanks to our donors, sponsors 

The Hemophilia Association of the Capital Area gratefully 
acknowledges our donors who have given so generously. Be-
low are donations received from March 1-April 30. We have 
made every effort to ensure all donations are listed.  

Organizational Contributors 
Biomatrix Health Group 
CSL Behring 
Genentech 
HemaBiologics 
Mallinckrodt 
Pharmaceuticals 
National Hemophilia 
Foundation 
Octapharma 
Optum Rx 
Paragon Healthcare Specialty 
Pfizer  
Spark Therapeutics 
Takeda 

Individual Contributors 
Amazon Smiles Donors 
Grant Belsham 
Brenda Bordelon 
Timothy Duggan 
Daniel & Ashley Hay 
Theresa Henderson 
Patrick Kanu 
Stephen Long 
Robin Monin 
Christie Nix 
Linda Price 
Callie Victor 
Marissa Zanno 
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Several HACA families gath-
ered at Dave & Busters in 
Silver Spring, MD, on Satur-
day, April 9, for a program, 
lunch and some fun!  

Felix Garcia, patient educator 
with Medexus Pharma, led a 
session called “Brave is in Our 
Blood” and led a discussion 
on topics such as taking re-
sponsibility for your health, 
being proactive and partici-
pating in the community.  

A buffet lunch was served, 
then everyone received a 
PowerCard to enjoy the fun 
and games of Dave & Busters. 
Thanks to our event sponsor 
Medexus Pharma.   

HACA Spring Events 

Event for Spanish-speakers at Dave & Busters 

¡Varias familias de HACA se reunieron en Dave & Busters en 
Silver Spring, MD, el sábado 9 de abril para un programa, al-
muerzo y diversión! 

Félix García, educador de pacientes de Medexus Pharma, dirigió 
una sesión llamada "La valentía está en nuestra sangre" y dirigió 
un debate sobre temas como asumir la responsabilidad de su 
salud, ser proactivo y participar en la comunidad. 

Se sirvió un almuerzo buffet, luego todos recibieron una tarjeta 
PowerCard para disfrutar de la diversión y los juegos de Dave & 
Busters. Gracias a nuestro patrocinador del evento Medexus 
Pharma. 

Evento para hispanohablantes en Dave & Busters 

HACA and the Children’s National HTC hosted an infusion/
injection workshop for families, kids and teens on Saturday, 
May 14, at the Fairlington Community Center in Arlington, VA.  

The event started 
with viewing a short 
introductory video 
about infusions and a 
welcome video from 
Elle Levy, the new 
nurse practitioner at 
Children’s.   

A couple of teen pa-
tients from Children’s 
also participated to 
show off their infu-
sion skills.  

The nurses from Chil-
dren’s hospital were 
excellent teachers as 
they taught every-
one— from 4-year 
olds to adults—the 
proper way to inject 
themselves with sub-
cutaneous medications, as well as IV meds. Dummy arms were 
used for practice.  

Thanks to our infusion clinic sponsors Accredo, CSL Behring 
and Takeda.  

 

HACA represents at HFA Symposium 

HACA was well-represented at this year’s HFA Symposium, the 
first in-person conference since 2019.  

The event took place at the Marriot RiverCenter in San Antonio 
April 20-23, with the 
theme “A Texas-Sized 
Family Reunion.”  

Several HACA families and 
members attended, in-
cluding two HACA mem-
bers who sit on the HFA 
executive board, Steve 
Long and Luke Runion. 
Executive Director Brenda 
Bordelon and Program Manager Robin Monin also attended.  

The event kicked off with a keynote address on Wednesday, 
and ended Saturday morning with a viewing of “Bombardier 
Blood.” In between were sessions for parents, patients, and 
chapter staff members, as well as visits with sponsors in the 
exhibit hall and a final night event at the hotel.  

Save the date for next year’s Symposium: April 13-16 in Orlan-
do. If you are interested in attending, keep an eye out for de-
tails about the Sandi Qualley Scholarship in 2023!  

Parents, kids practice skills at workshop 
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Women create at Board & Brush 

The HACA Women’s Group had its first in-person gathering 
since last fall’s women’s retreat on Saturday, May 21.  

The group gathered at Board & Brush in Fairfax and it was a mix 
of both veteran members and some new faces.  

The program kicked off with a presentation on “Taking Care of 
You” led by Sara Ceresa of Octapharma, our event sponsor.  

Then the work began! Participants were given their pre-
arranged projects (and a glass of wine) and began to start the 
several hour process of staining and stenciling. Participants also 
enjoyed lunch and conversations about their kids, lives, and 
what’s next for women with bleeding disorders.  

Everyone left that day with their completed project. Thanks to 
the Board & Brush staff for walking participants through each 
step.  

A special thanks to Octapharma for sponsoring this event!  

Save the date for our annual Women’s Retreat, which is coming 
up September 9-11 at Meadowkirk at Delta Farm in Middle-
burg, VA. More details to come later this summer.  
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HACA merch makes the rounds this spring 
Last fall, HACA began selling t-shirts and sweatshirts with a de-
sign created by Elsa Kendall, as well as masks with the HACA 
logo. This spring, we asked members to send photos of them in 
their HACA swag while traveling, with a prize going to the per-
son who traveled the farthest.  

We got quite a few picture, but by far the farthest HACA gear 
ventured was with Patrick Kanu to the San Diego area! Thanks, 
Patrick, for taking HACA with you to California! He received a 
gift card as a prize.  

Here’s some of the photos submitted for the contest. Thanks to 
everyone for participating! 

If you haven’t ordered your HACA gear yet, our Bonfire shop is 
still open. Click here to go to the shop.  

Patrick Kanu, above, with his mask near the Pacific Ocean.  

Above: HACA gear at the HFA Symposium in San Antonio!  

Above:  Debbie Huskie at the Ice Palace at 
Saranac Lake, NY, with her HACA tee!  

Right: Can you spot her? T-shirt design crea-
tor Elsa poses with Albert Einstein outside the 
National Academies of Science in DC.  

Above: HACA t-shirts spotted on these little guys at the Alamo!   

Above: Nina Duggan brought hers along to a trip to the Outer Banks!  

https://www.bonfire.com/hacas-first-annual-design-contest/
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Four reasons to establish care at a hemophilia treatment center 
By Donna Behen 
Hemaware 
 
If you or someone you love has been diagnosed with hemophil-
ia, von Willebrand disease or another type of bleeding disorder, 
you’ve probably heard about hemophilia treatment centers 
(HTCs). 
 
HTCs were created because people with bleeding disorders, 
their families and healthcare professionals literally demanded 
them. In 1973, the National Hemophilia Foundation (NHF) 
launched a two-year campaign to establish a nationwide net-
work of centers to diagnose and treat hemophilia and other 
bleeding disorders. The goal was to provide an extensive range 
of coordinated services for patients and families within a single 
facility. 
 
Today, there are approximately 141 HTCs across the country, 
which are partially funded by the Centers for Disease Control 
and Prevention (CDC) and other federal agencies. Although 
they are called hemophilia treatment centers, HTCs provide 
care for people with von Willebrand disease and other bleeding 
disorders. 
 
Depending on where you live, you might have to travel several 
hours to receive care at an HTC. If that’s the case, it’s still a 
good idea to establish care at one of these centers, even if you 
aren’t able to visit the HTC more than once or twice a year. 
 
Here are four reasons why establishing care at an HTC is so im-
portant: 
 
1. Comprehensive Care 
Comprehensive care treats the whole person and the family, 
through continuous supervision of all the medical and psycho-
social aspects of bleeding disorders. With comprehensive care, 
every facet of the person is addressed, including their physical, 
emotional, psychological, educational, financial and vocational 
needs, not just visits with a blood disorder doctor. 
 
Studies show that this comprehensive care model leads to im-
proved health for people with bleeding disorders. A 2000 CDC 
study of 3,000 people with hemophilia showed that those who 
used an HTC were 40% less likely to die of a hemophilia-related 
complication compared with those who did not receive care at 
an HTC. Similarly, a separate study by CDC researchers revealed 
that people who used an HTC were 40% less likely to be hospi-
talized for bleeding complications. 

2. Multidisciplinary Team of Specialists 
HTCs provide specialized care from a multidisciplinary team of 
providers. 
 
Members of the care team at an HTC can include: 
Hematologists: Physicians who specialize in blood disorders. 

Pediatricians: Physicians who specialize in caring for infants, 
young children and teenagers. 
Nurses: Medical specialists in bleeding disorders care. 
Social Workers: Specialists who assist you with the issues of 
daily living, such as adjusting to living with a bleeding disor-
ders, and locating resources (e.g., insurance, transportation, 
housing). 
Child Life Specialists: Specialists who focus on the develop-
mental needs of children, and help children cope through edu-
cation, preparation and play. 
Physical Therapists: Specialists in activity, exercise and rehabil-
itation. 
Occupational Therapists: Specialists in managing everyday 
tasks with any limitations resulting from bleeding disorders. 
Orthopedists: Physicians who specialize in disorders of the 
bones and joints. 
Dentists: Specialists in disorders of the teeth and gums. The 
dentists at HTCs are experts in treating children with oral 
bleeding problems. 
 
The HTC team can also consult with a patient’s regular primary 
care physician, dentist or specialist. HTCs can educate and sup-
port health care providers who perform cardiac testing, colon-
oscopies or other services in adults. 
 
3. Emphasis on Education 
 
In addition to treatment, one of the major goals of an HTC is 
education. For example, when a child begins prophylaxis treat-
ment, HTCs teach parents and caregivers, and, eventually, the 
children, how to infuse themselves so they can treat at home. 
Infusing at home can save time, reduce discomfort and in-
crease convenience during a bleed, because patients don’t 
have to travel to an emergency room and wait. 
 
HTCs educate others, as well. HTC staff members often visit 
schools so that they can help educate teachers, administrators 
and school nurses learn what hemophilia is, what activities are 
safe for children to participate in, and how to recognize an 
emergency. 
 
4. Access to New and Improved Treatments 
 
HTCs gather and share information about common health is-
sues and medical complications that affect people with bleed-
ing disorders, with the goal of advancing care and improving 
outcomes. Patients who receive care at HTCs also have access 
to a variety of studies and clinical trials, which gives them ac-
cess to new treatments that may not yet be widely available. 
However, involvement in research initiatives is completely 
voluntary, and is not a requirement for being treated at an 
HTC. 
 
Reprinted with permission of Hemaware 

https://dbdgateway.cdc.gov/HTCDirSearch.aspx
https://pubmed.ncbi.nlm.nih.gov/10887103/
https://pubmed.ncbi.nlm.nih.gov/10887103/
https://pubmed.ncbi.nlm.nih.gov/11260280/
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4 razones para establecer atención en un centro de tratamiento de hemofilia 
Por Donna Behen 
Hemaware 
 
Si a usted o a un ser querido le han diagnosticado hemofilia, 
enfermedad de von Willebrand u otro tipo de trastorno hem-
orrágico, probablemente haya oído hablar de los centros de 
tratamiento de hemofilia (hemophilia treatment centers, HTC). 
 
Los HTC se crearon porque las personas con trastornos hemor-
rágicos, sus familias y los profesionales de la salud literalmente 
los exigían. En 1973, la Fundación Nacional de Hemofilia 
(National Hemophilia Foundation, NHF) lanzó una campaña de 
dos años para establecer una red nacional de centros para 
diagnosticar y tratar la hemofilia y otros trastornos hemorrági-
cos. El objetivo era proporcionar un gran abanico de servicios 
coordinados para pacientes y familias dentro de un solo cen-
tro. Hoy en día, hay aproximadamente 141 HTC en todo el país, 
que son financiados parcialmente por los Centros para el Con-
trol y la Prevención de Enfermedades (Centers for Disease Con-
trol and Prevention, CDC) y otras agencias federales. Aunque 
se denominan centros de tratamiento de hemofilia, los HTC 
brindan atención a personas con la enfermedad de von Wil-
lebrand y otros trastornos hemorrágicos. 
 
Dependiendo de dónde viva, es posible que deba viajar varias 
horas para recibir atención en un HTC. Si ese es el caso, sigue 
siendo una buena idea establecer la atención en uno de estos 
centros, incluso si no puede visitar el HTC más de una o dos 
veces al año. Aquí hay cuatro razones por las que establecer 
atención en un HTC es tan importante: 
 
1. Atención integral 
La atención integral trata a toda la persona y a la familia, medi-
ante la supervisión continua de todos los aspectos médicos y 
psicosociales de los trastornos hemorrágicos. Con una atención 
integral, se abordan todas las facetas de la persona, incluidas 
sus necesidades físicas, emocionales, psicológicas, educativas, 
financieras y vocacionales, no solo las consultas con un médico 
especialista en trastornos sanguíneos. 
 
Los estudios demuestran que este modelo de atención integral 
mejora la salud de las personas con trastornos hemorrágicos. 
Un estudio de 2000 realizado por los CDC de 3,000 personas 
con hemofilia mostró que aquellos que usaron un HTC tenían 
un 40 % menos de probabilidades de morir por una complica-
ción relacionada con la hemofilia en comparación con aquellos 
que no recibieron atención en un HTC. De manera similar, un 
estudio separado realizado por investigadores de los 
CDC reveló que las personas que usaban un HTC tenían un 40% 
menos de probabilidades de ser hospitalizadas por complica-
ciones hemorrágicas. 

2. Equipo multidisciplinario de especialistas 
Los HTC brindan atención especializada de un equipo multidis-
ciplinario de proveedores. Los miembros del equipo de 
atención en un HTC pueden incluir: 

Hematólogos: médicos especializados en trastornos san-
guíneos. 
Pediatras: médicos que se especializan en el cuidado de 
bebés, niños pequeños y adolescentes. 
Enfermeras: Médicos especialistas en la atención de trastor-
nos hemorrágicos. 
Trabajadores sociales: especialistas que lo ayudan con los 
problemas de la vida diaria, como adaptarse a vivir con un 
trastorno hemorrágico y localizar recursos (por ejemplo, se-
guro, transporte, vivienda). 
Especialistas en vida infantil: especialistas que se enfocan en 
las necesidades de desarrollo de los niños y ayudan a los ni-
ños a sobrellevar la situación mediante la educación, la 
preparación y el juego. 
Fisioterapeutas: especialistas en actividad, ejercicio y rehabil-
itación. 
Terapeutas ocupacionales: especialistas en el manejo de las 
tareas cotidianas con las limitaciones derivadas de los trastor-
nos hemorrágicos. 
Ortopedistas: médicos que se especializan en trastornos de 
los huesos y las articulaciones. 
Dentistas: especialistas en trastornos de los dientes y encías. 
Los dentistas de los HTC son expertos en el tratamiento de 
niños con problemas de hemorragia bucal. 
 
El equipo del HTC también puede consultar con el médico de 
atención primaria, dentista o especialista habitual del pa-
ciente. Los HTC pueden educar y apoyar a los proveedores de 
atención médica que realizan pruebas cardíacas, colon-
oscopías u otros servicios en adultos. 
 
3. Énfasis en la educación 
Además del tratamiento, uno de los principales objetivos de 
un HTC es la educación. Por ejemplo, cuando un niño comien-
za un tratamiento de profilaxis, los HTC enseñan a los padres 
y cuidadores y, finalmente, a los niños, cómo inyectarse ellos 
mismos para poder tratarlos en casa. La infusión en el hogar 
puede ahorrar tiempo, reducir las molestias y aumentar la 
comodidad durante un sangrado, porque los pacientes no 
tienen que viajar a una sala de emergencias y esperar. 
 
Los HTC también educan a otros. Los miembros del personal 
de HTC visitan a menudo las escuelas para que puedan 
ayudar a educar a los maestros, administradores y enfer-
meras escolares para que aprendan qué es la hemofilia, qué 
actividades son seguras para que los niños participen y cómo 
reconocer una emergencia. 
 
4. Acceso a tratamientos nuevos y mejorados 
Los HTC recopilan y comparten información sobre problemas 
de salud comunes y complicaciones médicas que afectan a las 
personas con trastornos hemorrágicos, con el objetivo de 
promover la atención y mejorar los resultados. Los pacientes 
que reciben atención en los HTC también tienen acceso a una 
variedad de estudios y ensayos clínicos, lo que les da acceso a 
nuevos tratamientos que pueden no estar todavía amplia-
mente disponibles. 

https://dbdgateway.cdc.gov/HTCDirSearch.aspx
https://pubmed.ncbi.nlm.nih.gov/10887103/
https://pubmed.ncbi.nlm.nih.gov/10887103/
https://pubmed.ncbi.nlm.nih.gov/11260280/
https://pubmed.ncbi.nlm.nih.gov/11260280/
https://pubmed.ncbi.nlm.nih.gov/11260280/
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