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Rain doesn’t deter spirits at 10th annual Walk 

Continued on page 3 

The rainy wrath of the remnants of Hurricane Ian 
couldn’t keep our walkers away from the 10th annual 
HACA Fall Festival and Walk on Saturday, October 1. 

The group was a little smaller, and we stayed on the 
paved trails at the park, but the rain stayed away for a 
few hours and allowed us to enjoy time together at 
Lake Accotink Park.  

This year’s top individual fundraiser was Catherine 
Greene, and her team, Rock Steady for Eddie, also 
took home the honor of top fundraising team.  

The walk brought in more than $75,000 to support 
HACA programs and activities. Thanks to all of the 
companies that supported us (see page 3 for a com-
plete list of sponsors) and individuals that gave. We 
couldn’t do it without your support.  

A special thanks as usual to the brothers of Chi Psi 
fraternity at George Mason University for showing up 
early and staying late to help us manage the event. 
They’ve been volunteering at HACA’s fall event since 
2010, starting with our Ride or Stride event. 

Thanks as well to Valerie Welch, who was on hand to 
photograph the event.  

The day’s activities were slightly curtailed due to the 
unpredictability of the weather, and the walk itself 
took place on the pavement around the park marina. 
Because of the inclement conditions, there were very 
few other people at the park to compete with for side-
walk space!  

The kids played some new games this year, and everyone enjoyed lunch 
from Willard’s Barbecue.  

This was our last walk at Lake Accotink Park. The lake will be dredged in 
2023, and we are currently working on a new site for next year.  
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2022 HACA 
CALENDAR OF EVENTS 
To register for any event,  contact admin@hacacares.org or 703-352-
7641. 

OCTOBER 

15 Community Event at Dave & Buster’s  

22  Men’s Group Event 

20 Advocacy Lunch and Learn 

29 Families Event 

 

NOVEMBER 

5  Education Event for Spanish-speakers 

9 Advocacy Stakeholders Meeting 

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

at www.hacacares.org 
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Men to meet for educational dinner 

The HACA Men’s Support Group is meeting on Saturday, Oc-
tober 22, from 4-6 p.m. at  Fire Station 1 Restaurant in Silver 
Spring. This is an an opportunity for all men of the chapter age 
18 and up to gather together  - men with a bleeding disorder, 
fathers and spouses.  

Shelby Smoak of Biomatrix will lead an informal discussion on 
the varied impacts a chronic illness like a bleeding disorder 
has on patients and families. Shelby will facilitate discussions 
on overcoming insurance obstacles; preparing for anticipated 
changes in 2023; maintaining health equity; and navigating 
disease costs, including strategies for avoiding medical debt. 
Bring your questions and come ready to share and discuss.  

The group will meet in a private room at the restaurant, 8131 
Georgia Avenue, Silver Spring, MD. Participants will order off 
the menu up to $25 per entrée. HACA will also purchase soft 
drinks or tea; alcoholic beverages must be purchased sepa-
rately by the member.  

Click here to RSVP.  

Community event at Dave & Buster’s  
HACA members are invited to join us on Saturday, October 
15, from 11:30 a.m.-2 p.m. at the Dave & Buster’s in Capitol 
Heights, MD.  

This event will feature speaker Debra Jacobs, Ed.M., a finan-
cial coach who will talk about “Financial Wellness 101.” Her 
presentation touches on values and money – something 
that’s really helpful to start thinking about early in life! – as 
well as specific steps people can take to build wealth. The 
presentation will focus on three foundational concepts: 
spending less than you earn, paying yourself first, and in-
vesting early and often. Debra will appear via Zoom, but 
promises that it’s a fun, interactive workshop!  

Lunch will also be served, and following the presentation, all 
participants will receive a PowerCard to play games in the 
Dave and Buster’s game room. Members under 18 need to be 
accompanied by an adult. 

Click here to RSVP. Space is limited, so register today!  

Families group to meet for fall fun 

Families with children aged 12 and younger are invited to join 
us on Saturday, October 29, at Cameron Run Regional Park in 
Alexandria, VA. We 
will meet in picnic 
shelter #1 to paint 
pumpkins, enjoy fall 
snacks, as well as 
yummy apple cider. A 
small pumpkin, paint 
and smocks will be 
provided for each 
child.  Please register 
by October 27. The 
park is located at 
4001 Eisenhower Ave, Alexandria, VA 22304. If you need assis-
tance with transportation, please reach out to Brenda or Rob-
in.  

Click here to RSVP.  

Join constituents, advocacy committee members, and commu-
nity stakeholders from throughout Virginia for a lunchtime 
virtual advocacy education meeting that covers topics relevant 
to the bleeding disorders community.  

The topic of this session is “Testifying and Serving on Boards 
and Commissions.” Join us to learn about developing and 
providing testimony in legislative and regulatory meetings, as 
well as applying and serving on local and state-based boards 
and commissions. 

Speakers are Brenda Bordelon, HACA Executive Director, and 

Fall advocacy sessions 

Andrew Lamar, Principal, Lamar Consulting, member of the 
Board of Visitors, University of Mary Washington. The event 
will take place on Thursday, October 20, at noon via Zoom.  

Click here to register.  

HACA and VHF will also team up for an advocacy stakeholders 
meeting on Wednesday, November 9, from 4-6 p.m. via 
Zoom. 

Join constituents, advocacy committee members and commu-
nity stakeholders from throughout Virginia for an educational 
meeting that will cover a wide range of advocacy topics rele-
vant to the bleeding disorders community. Click here for more 
information and to register.  

mailto:admin@hacacares.org
https://hacacares.org/event/mens-group-at-firehouse-1/
https://hacacares.org/event/teens-vyoung-adults-at-dave-busters/
mailto:director@hacacares.org
mailto:admin@hacacare.org
mailto:admin@hacacare.org
https://hacacares.org/event/families-group-pumpkin-painting/
https://www.lamar-consulting.com/people
https://events.r20.constantcontact.com/register/eventReg?oeidk=a07ejd28g1p03c08714&oseq=&c=&ch=
https://vahemophilia.org/event-program/vhf-haca-virtual-advocacy-stakeholder-and-education-meeting-3/?blm_aid=0
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Continued from page 1 

Thank you to our Walk Sponsors 

Presenting Sponsor 

Platinum Sponsors 

Gold Sponsors 

Bronze Sponsor Kilometer Sponsor 

Other top fundraising teams were The B’s Knees, which raised 
more than $1,600; Team HACA, which brought in more than 
$1,500; Saul’s Patrol, at $1,108 and The Little A Team, with 
$1,065 raised.  

Other top individual fundraisers were Wesley Hay, with 
$1,000 raised; and Nina Duggan, who raised $722.  

Our other walk day prize winners were 

Best Team Name: The B’s Knees 

Best Team T-shirt: Saul’s Patrol 

Biggest Team: Rock Steady for Eddie 

And the event passport drawing winner was Sharon Vergara.  

Thanks again to all our event participants, fundraisers and 
sponsors! More information to come in early 2023 about next 
year’s new walk location and activities.  

It’s also not too late—the walk website will be live thru Octo-
ber 31. Click here to donate.  

Rainy conditions didn’t stop walk 

https://secure.qgiv.com/event/hacawalk2022/
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Watkins Park popular spot for annual chapter picnic 

HACA’s annual chapter picnic took place on Sunday, August 14, 
at Watkins Regional Park in Upper Marlboro, MD.  

The group met at one of the picnic shelters at the park, which 
adjoined a small playground. Biomatrix brought along sand art 
for the kids, and a naturalist from the park also stopped by with 
some reptilian friends, including a snake! 

Everyone enjoyed lunch from Chipotle, then rides on the merry-
go-round. Families also spent some time at the Wizard of Oz-
themed playground at the park.  

The weather cooperated for the day, with low humidity and no 
rain (at least not until people were heading home).  

Thank you to our event exhibitors: Bayer Healthcare, BioMarin, 
Biomatrix, CSL Behring, DrugCo, Genentech, HemaBiologics, 
Novo Nordisk, Paragon and Takeda.  
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Women gather for weekend of education, relaxation at Meadowkirk 
The women of HACA enjoyed another nice weekend at Mead-
owkirk at Delta Farm in Middleburg, VA, for their annual re-
treat September 9-11.  

The weekend kicked off Friday night with some get-to-know 
you games to welcome returning members and some new 
participants.  

Saturday’s agenda included the annual presentation of 
“Taking Care of You” with Anna Bell, breakout sessions for 
both caregivers and women with a bleeding disorder in the 
afternoon, and a session on financing a chronic condition. 
There was also yoga outdoors in the afternoon, and free time 
for participants as well. After dinner, the women enjoyed a 
craft in the dining hall led by Michelle Stielper of Biomatrix.  

Sunday morning wrapped up with breakfast, then good-byes 
and the drive home.  

Thank you to this year’s sponsors: The Colburn-Keenan Foun-
dation, Biomatrix, CSL Behring, Genentech, CVS Specialty 
and the Hemophilia Federation of America. 

The group with birdhouses they designed during the crafts portion.  



PAGE 6 

HACA Events 
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Families with young children meet at park 

HACA families with children under the age of 5 with a bleeding disorder met 
for lunch and then socialized in the soft playroom at Chinquapin Park Recrea-
tion Center on Saturday, September 24. 

The event started with the children playing with blocks, coloring, and playing 
tag while the parents talked and got to know each other.  We then moved to 
the soft playroom, where the little ones had a ball running down slides, bal-
ancing on soft beams, and jumping onto mats.  The children—and their par-
ents— all went home happy and tired after the day’s event! 

The next families group event is coming up on October 29. See page 2 for 
more details.  

 

Branded dinner program with Sanofi at National Harbor 

HACA members met at Bond 45, a beautiful restau-
rant overlooking National Harbor, to talk joint bleeds 
with Sanofi on Sunday, September 25. The food was 
fantastic and included 10-layer red velvet cake, and 
chocolate brownie cake as dessert. While we were 
dinning on the restaurant’s top-notch cuisine, we lis-
tened as Rebecca Gorde,  a Community Relations and 
Education Manager for Sanofi, talked to us about the 
company’s products for hemophilia patients.  It was a 
very informative— and delicious—evening. 

Sanofi was a Platinum sponsor for HACA’s 2021 Fall 
Festival and Walk, and this branded program is one of 
the benefits of that sponsorship.   
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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 July 1-August 31. We have 
made every effort to ensure all donations are listed.  

Organizational Contributors 
BioMarin 
Colburn-Keenan Foundation  
CSL Behring 
DrugCo 
Genentech 
Novo Nordisk 
NuFactor 
Paragon Specialty Healthcare 
Pfizer 
Sanofi 

Takeda 
 
Individual Contributors 
Amazon Smiles Donors 
Brenda Bordelon 
Steve Long 
Christie Nix 
Valerie Perkins 
Dan Taylor 
Callie Victor 
Suzette Villanueva 
 

Alternatives to recalled desmopressin nasal spray 
What alternatives are there for Stimate nasal spray?  

That’s a question many people in the bleeding disorders com-
munity have been asking since summer 2020, when Ferring 
Pharmaceuticals issued a voluntary recall of the nasal spray 
version of desmopressin (DDAVP). The nasal spray is commonly 
used to treat von Willebrand disease (VWD) and mild hemo-
philia A and is sold under the brand name Stimate.  

Desmopressin is a synthetic analog of vasopressin, which 
boosts plasma levels of von Willebrand factor and factor VIII 
and helps stop bleeding. The nasal spray is often prescribed for 
people with frequent nosebleeds, serious bruising, or heavy 
menstrual periods (menorrhagia). DDAVP is also sometimes 
given to people before procedures that involve the mucous 
membranes, such as dental work, as well as for home treat-
ment of minor injuries and before minor surgeries.  

Stimate, which is owned and manufactured by Ferring, was 
recalled due to superpotency, meaning that some products 
contained higher-than-specified amounts of the medication. In 
June 2022, the company announced that the nasal spray will 
not be available until mid-2024 at the earliest. 
 
Here are some other medication options that are available as 
alternatives to the recalled nasal spray:  

DDAVP Nasal Spray from STAQ  

In September 2021, a DDAVP nasal spray manufactured by 
STAQ Pharma Inc. (DDAVP NS) began distribution. As of April 4, 
the product had been fully licensed in 44 states, and the Na-
tional Hemophilia Foundation (NHF), the Hemophilia Federa-
tion of America (HFA), and the Hemophilia Alliance were work-
ing with the manufacturer to get licenses in the remaining 
states. 

“The Hemophilia Alliance and its members were delighted to 
fund the development of DDAVP NS for the bleeding disorders 
community,” says Joe Pugliese, president and CEO of the He-
mophilia Alliance. “We have been working closely with NHF and 
HFA to help ensure coverage for and access to the product. If 
you have questions about how to obtain DDAVP NS and you are 
a patient, please contact your health care provider. If you are a 
health care provider with questions, please contact me.”  
 
Antifibrinolytics  

Oral medications such as tranexamic acid (Lysteda) and ami-
nocaproic acid (Amicar) help promote blood clotting by pre-
venting the breakdown of fibrin, which is the main protein in-
volved in a blood clot.  

Robert Sidonio Jr., M.D., director of hemostasis and thrombosis 
clinical operations at the Aflac Cancer and Blood Disorders Cen-
ter of Children’s Healthcare of Atlanta, says he often prescribes 
high doses of an antifibrinolytic instead of DDAVP for patients 
with mildly reduced levels of von Willebrand factor or mild he-
mophilia A or B who are having minor mucosal surgeries. “We 
have been following this strategy for a while now, and we also 

apply it to nonmucosal procedures, such as skin biopsies, 
ear tube placement, colonoscopies, and tattoos,” Sidonio 
says.  

IV or Subcutaneous DDAVP  

Before the nasal spray version was introduced, DDAVP was 
primarily given as an injection, either intravenously or sub-
cutaneously. Both of these options are still available.  

“If DDAVP is working well for someone and they want to be 
maintained on the same medication, then subcutaneous 
injections of DDAVP, which patients can be taught to do at 
home, are an option that’s worth considering,” says Alexis 
Koon, PharmD, a hematology/oncology pharmacy resident 
at Atrium Health Carolinas Medical Center in Charlotte, 
North Carolina, who co-authored a 2021 paper outlining 
alternatives to the recalled nasal spray. Sidonio notes, how-
ever, that subcutaneous DDAVP is less practical for obese 
and overweight people because of the high volume of injec-
tions needed in addition to the higher rate of side effects 
such as facial flushing, headaches, and nausea.  

Factor Replacement Products  

People who have more severe VWD or who don’t respond 
to DDAVP are often prescribed factor replacement therapy, 
which is injected into a vein in the arm to replace the miss-
ing factor in the blood.  

“If the patient has a clinically severe phenotype of VWD and 
it isn’t clear how invasive the procedure is, then we will 
need to rely on factor replacement, typically one dose prior 
to the procedure, followed by a prolonged course of an an-
tifibrinolytic with possible additional factor doses,” Sidonio 
says. “For persons with mild hemophilia A and B, we have 
definitely been using more single-dose factor replacement, 
particularly if their levels are below 30%.”  

Reprinted from Hemaware 

mailto:joe@hemoalliance.org?subject=Health%20care%20provider%20question%20about%20DDAVP%20NS
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Alternativas al aerosol nasal de desmopresina 
¿Qué alternativas hay para el aerosol nasal Stimate? 

Esa es una pregunta que muchos pacientes y padres de la co-
munidad de trastornos hemorrágicos se deben estar haciendo 
desde el verano de 2020, cuando Ferring Pharmaceuticals retiró 
del mercado en forma voluntaria la versión en aerosol nasal de 
la desmopresina (DDAVP). El aerosol nasal suele utilizarse para 
tratar la enfermedad de von Willebrand (VWD) y la hemofilia 
leve A, y se vende con la marca comercial Stimate. 

La desmopresina es un análogo sintético de la vasopresina, la 
cual aumenta los niveles de plasma del factor de von Wille-
brand y el factor VIII y ayuda a detener las hemorragias. El ae-
rosol nasal a menudo se receta a personas con hemorragias 
nasales frecuentes, hematomas graves o menstruaciones abun-
dantes (menorragia). A veces, la DDAVP también se da a perso-
nas antes de procedimientos que incluyen a las mucosas, como 
tratamientos odontológicos, para el tratamiento domiciliario de 
lesiones leves y antes de cirugías menores. 

Stimate, que es propiedad de Ferring Pharmaceuticals, es fabri-
cado por esa compañía y distribuido y vendido en los Estados 
Unidos por CSL Behring, fue retirado del mercado por motivos 
de superpotencia; es decir, algunos productos contenían canti-
dades de medicamento mayores que las especificadas. En 
2021, la compañía anunció que el aerosol nasal no estará dispo-
nible hasta la segunda mitad de 2023, en el mejor de los casos.  

Estas son algunas opciones de medicamentos disponibles como 
alternativas al aerosol nasal retirado del mercado: 

Aerosol nasal DDAVP de STAQ 

En septiembre de 2021, comenzó la distribución de un aerosol 
nasal DDAVP fabricado por STAQ Pharma Inc. (DDAVP NS). Al 4 
de abril de 2022, el producto había obtenido la licencia comple-
ta en 44 estados, y la Fundación Nacional de Hemofilia (NHF), la 
Federación de Hemofilia de América (HFA) y Hemophilia Allian-
ce estaban trabajando con el fabricante para obtener las licen-
cias en los estados restantes. Estados 

 
“La Hemophilia Alliance y sus miembros estaban encantados de 
financiar el desarrollo de DDAVP NS para la comunidad de tras-
tornos hemorrágicos,” dice Joe Pugliese, presidente y director 
ejecutivo de Hemophilia Alliance. “Hemos estado trabajando en 
estrecha colaboración con NHF y HFA para ayudar a garantizar 
la cobertura y el acceso al producto. Si tiene preguntas sobre 
cómo obtener DDAVP NS y es un paciente, comuníquese con su 
proveedor de atención médica. Si usted es un proveedor de 
atención médica y tiene preguntas, comuníquese conmigo.” 

Antifibrinolíticos 

Medicamentos orales como el ácido tranexámico (Lysteda) y el 
ácido aminocaproico (Amicar) ayudan a promover la coagula-
ción sanguínea porque previenen la descomposición de la fibri-
na, que es la principal proteína involucrada en un coágulo san-
guíneo. 

El Dr. Robert Sidonio Jr., MD, director de operaciones clínicas 
de hemostasia y trombosis de Aflac Cancer and Blood Disor-
ders Center of Children's Healthcare de Atlanta, dice que suele 
recetar dosis altas de un antifibrinolítico en lugar de DDAVP a 
pacientes con niveles levemente reducidos del factor de von 
Willebrand o hemofilia A o B leve que van a tener cirugías me-
nores en las mucosas. “Hace un tiempo implementamos esta 
estrategia y también la aplicamos para procedimientos que no 
incluyen a las mucosas, como biopsias de la piel, colocación de 
tubos para oídos, colonoscopías y tatuajes,” dice Sidonio.  

DDAVP intravenosa o subcutánea 

Antes de la versión de aerosol nasal, la DDAVP principalmente 
se inyectaba, ya sea por vía intravenosa o subcutánea. Ambas 
opciones siguen disponibles.  

“Si la DDAVP funciona bien para una persona que quiere seguir 
recibiendo el mismo medicamento, las inyecciones subcutá-
neas de este fármaco, que los pacientes pueden aprender a 
darse en su casa, son una opción que vale la pena considerar,” 
dice Alexis Koon, doctora en farmacología, residente de farma-
cología hematológica/oncológica de Atrium Health Carolinas 
Medical Center de Charlotte, Carolina del Norte, coautora de 
un reciente artículo que describe las alternativas al aerosol 
nasal retirado del mercado. Sin embargo, Sidonio observa que 
la DDAVP subcutánea es menos práctica para pacientes obesos 
y con sobrepeso debido a la gran cantidad de inyecciones ne-
cesarias, además del mayor índice de efectos secundarios co-
mo enrojecimiento facial, dolores de cabeza y náuseas. 

Productos de reemplazo de factor 

A los pacientes que tienen la enfermedad de von Willebrand 
más grave o que no responden a la DDAVP se les suele recetar 
una terapia de reemplazo de factor, que se inyecta en la vena 
del brazo para restituir el factor que falta en la sangre.  

“Si el paciente tiene un fenotipo clínicamente grave de la en-
fermedad de von Willebrand y no se sabe qué tan invasivo es 
el procedimiento, tendremos que confiar en el reemplazo de 
factor: por lo general, una dosis antes del procedimiento, se-
guida del tratamiento prolongado de un antifibrinolítico con 
posibles dosis de factor adicionales,” comenta Sidonio. “Para 
personas con hemofilia A y B leve, sin duda utilizamos más el 
reemplazo de factor de una dosis, en especial si los niveles 
están por debajo de 30%.” 

Reimpreso de Hemaware 
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https://hacacares.org/event/evento-en-espanol/
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https://www.hemlibra.com/about/clinical-trials.html?c=hea-17b2c90b204
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https://www.hemlibra.com/about/clinical-trials.html?c=hea-17b2c90b204
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Burke, VA 

 

Mallory O’Connor, Secretary 

Washington, DC 

 

Shawna Gray, Treasurer 

Crofton, MD 

 

 

 

 

Ashley Hay 

Alexandria, VA 

 

William Hubbert 

Arlington, VA 

 

Artura Jackson 

Largo, MD 

 

Patrick Kanu 

Laurel, MD 

 

Steve Long 

Springfield, VA 

 

Chinedu Felix Osuchukwu 

Washington, DC 

 

Lindsay Runion 

Silver Spring, MD 

 

Luke Runion 

Silver Spring, MD 

 

Jennifer Sleboda 

Falls Church, VA 

 

Marissa Zanno 

Washington, DC 

 

ADULTS: 

Georgetown University Hemophilia 
Treatment Center 

Lombardi Cancer Center 

3800 Reservoir Road, NW 

Washington, DC 20007 

202-687-0117 

CHILDREN: 

Children’s National Health System 

Hemophilia Treatment Center 

Sheikh Zayed Campus 

for Advanced Children’s Medicine 

111 Michigan Avenue, NW 

Washington, DC 20010 

202-476-5000 

Find Us on the Web  

www.HACAcares.org 

Follow Us on Social Media: 

HEMOPHILIA TREATMENT CENTERS 
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https://www.facebook.com/HACAcares/
https://www.instagram.com/hacacares/?hl=en
https://twitter.com/HACAtweets

