
Mission Statement 

HACA’s mission is to support advocacy, education, and aware-

ness efforts that build and sustain community among all people 

impacted by bleeding disorders. 
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6412 Brandon Avenue, Suite 412   
Springfield, VA 22150 

Phone 703-352-7641, Fax 540-427-6589 

E-mail: admin@HACAcares.org • www.HACAcares.org 

The material provided in HACA News is for your general infor-

mation only. HACA does not give medical advice or engage in 

the practice of medicine. HACA under no circumstances recom-

mends 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 

2
0

2
2

-2
3

 

December 2022/January 2023 Volume 38, Issue 6 

 

 

Continued on page 7 

HACA rings in holidays with festive gathering 
HACA had its annual holiday extrava-
ganza on Saturday, December 10, and 
filled the evening with special guests 
and lots of fun! 

Captain America and Spider-Man made 
an appearance to lead the kids through 
a superheroes training academy, photo 
opportunities, and one-on-one visits. All 
of the kids enjoyed the time spent with 
their favorite superheroes.  

Our other special guest was Mrs. Claus 
(Terry Stone), who handed out the gifts 
to the kids. Best wishes to Santa, who 
had to stay back at the North Pole to 
get ready for Christmas.  

There was food, music, and lots of time 
for families to visit and for the kids to 
play at the roomy Oswald Durant Cen-
ter in Alexandria, VA. We also had a 
facepainter on hand who created 
unique designs for the kids.  

Thank you to our event exhibitors, who 
help make this event possible: Bioma-
trix, CSL Behring, DrugCo, Genentech, 
HemaBiologics and the Colburn-
Keenan Foundation.  
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2022/23 HACA 
CALENDAR OF EVENTS 
To register for any event,  contact admin@hacacares.org or 703-352-
7641. 

DECEMBER 

10 Holiday Event 

 

JANUARY 

8 Board of Directors Meeting (virtual) 

17, 31 Weekly Advocacy Check-Ins 

22 Community Event (virtual) 

24  Advocacy Education Meeting (virtual) 

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

at www.hacacares.org 
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Chapter events go virtual in January  

Community cooking class with Chef Mike 

Since the weather can be unpredictable the first month of 
the year, we are going virtual for our January events. 

After you register for each event, you will receive a confirma-
tion email that will include the link to register through Zoom. 
You will then receive the link to join the event at the ap-
pointed time.  

Most of our chapter events resume in person during Febru-
ary (and yes, with the caveat that the weather may turn 
them virtual if needed!).  

Throughout the pandemic, 
one of our more popular 
programs was the different 
virtual cooking classes. We 
will be returning to that 
format on Sunday, January 
22, for a community cooking 
class with Chef Mike Hargett 
from 4-5 p.m. via Zoom.  

Chef Mike is an Oregon-
based chef with hemophilia 
who trained at the Cordon 
Bleu. He will be leading us through an easy-to-make at home 
recipe for the whole family can prepare. We will cook from 4-
5, and then you can enjoy the meal following the tutorial. A 
full list of ingredients and the recipe will be provided ahead 
of time. Chef Mike can help with any substitutions that have 

to be made due to dietary restrictions or allergies. HACA will 
pay for groceries; please submit your receipt for reimburse-
ment following the class. If you need help with getting grocer-
ies, please check the box in the registration form and we will 
reach out to you to coordinate.  

Click here to register.  

Get ready to advocate in 2023 

HACA and the Virginia Hemophilia Foundation are teaming up 
again this year for Virginia state advocacy programming. The 
Virginia legislative session starts in January, and there will be 
both weekly check-ins and an advocacy education meeting 
with our advocacy consultant Becky Bowers-Lanier.  

The weekly check-ins will take place on Tuesdays via Zoom at 
4:30 p.m.: January 17, January 31, February 7, February 14 and 
February 21. Becky will give an overview of the past week’s 
events in the General Assembly, as well as any actions that will 
need to be taken about proposed legislation of interest to the 
bleeding disorders community. Click here to register for the 
check-ins.  

The virtual education program will take place a couple of 
weeks after the session begins, and Becky will focus on pro-
posed legislation of interest forecasted for the 2023 General 
Assembly that might affect the bleeding disorders community, 
its partners and stakeholders, and how you can help if needed. 
You’ll also learn more about those weekly check-in meetings. 
The education program takes place on Tuesday, January 24, at 
7 p.m. Click here to register for the education session.  

Registration now open for Camp Youngblood  

HACA and the Virginia Hemophilia Foundation are teaming up 
again for Camp Youngblood July 16-21, 2023.  

Camp Youngblood is a weeklong overnight camp at Camp Holi-
day Trails for children with inherited bleeding disorders, their 
siblings, and children of members of the inherited bleeding 
disorders community that reside within HACA and VHF’s cover-
age area. The camp is located in Charlottesville, VA.  

Camp offers a week a fun and learning, including activities such 
as canoeing, fishing, swimming, horseback riding, nature trails, 
climbing wall, ziplining, arts and crafts, drama, music, dance, 
sports, cabins with air conditioning, delicious meals, campfires, 
a fully equipped Med Korner where kids can practice infusing, 
and more.  

The enrolling parent or guardian will fill out a short prescreen-
ing survey to determine eligibility (required for all applicants, 
even returning campers). Program requirements can be found 
here.  Click here for the prescreening survey.  

You should receive notice of eligibility within a week  of filling 
out the survey. If you are eligible, you will receive a direct link 
to the Camp Youngblood application.  

If eligibility is approved, all parts of the application must be 
filled out by March 31.  Click here for more dates and infor-
mation.  

mailto:admin@hacacares.org
https://hacacares.org/event/community-event-chef-mike/
https://events.r20.constantcontact.com/register/eventReg?oeidk=a07ejgr0hdq050cdcf8&oseq=&c=&ch=
https://events.r20.constantcontact.com/register/eventReg?oeidk=a07ejgr0h9c5bcb76b7&oseq=&c=&ch=
https://hacacares.org/wp-content/uploads/2022/12/2023-Camp-Youngblood_Program-Guidelines_12.5.pdf
https://vahemophilia.org/2022/12/02/vhf-haca-camp-youngblood-pre-screening-survey/
https://hacacares.org/registration-now-open-for-camp-youngblood/
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FDA approves first gene therapy for hemophilia B 
CSL recently announced that the U.S. Food and Drug Admin-

istration (FDA) approved Hemgenix (etranacogene dezapar-

vovec-drlb), the first and only one-time gene therapy for appro-

priate adults with hemophilia B. Hemgenix is approved for the 

treatment of adults with hemophilia B who currently use factor 

IX prophylaxis therapy or have current or historical life-

threatening hemorrhage or have repeated, serious spontane-

ous bleeding episodes. In the ongoing clinical trial, Hemgenix 

reduced the rate of annual bleeds and 94 percent of patients 

discontinued factor IX prophylaxis and remained prophylaxis-

free. 

 

“As part of our promise to patients, CSL is committed to deliver-

ing innovative and groundbreaking solutions to address unmet 

medical needs, and we are proud to introduce the next wave of 

breakthrough medicines for people living with hemophilia B,” 

said Paul Perreault, CSL’s Chief Executive Officer and Managing 

Director. “We recognize and thank all trial participants, scien-

tists and investigators—without whom this important achieve-

ment would not have been possible—and look forward to see-

ing the positive impact of Hemgenix on the hemophilia B com-

munity.” 

 

Hemophilia B is a rare, lifelong bleeding disorder caused by a 

single gene defect, resulting in insufficient production of factor 

IX, a protein primarily produced by the liver that helps blood 

clots form. Treatments for moderate to severe hemophilia B 

include prophylactic infusions of factor IX replacement therapy 

to temporarily replace or supplement low levels of blood-

clotting factor and, while these therapies are effective, those 

with hemophilia B must adhere to strict, lifelong infusion sched-

ules. They may also still experience spontaneous bleeding epi-

sodes as well as limited mobility, joint damage or severe pain as 

a result of the disease. For appropriate patients, Hemgenix al-

lows people living with hemophilia B to produce their own fac-

tor IX, which can lower the risk of bleeding. 

 

“We are thrilled to witness this milestone in hemophilia B treat-

ment,” said Kim Phelan, Chief Operating Officer of The Coalition 

for Hemophilia B. “Over the years we have seen a variety of 

advancements for the hemophilia community, but gene therapy 

is the first treatment option to offer those living with hemophil-

ia B - and caregivers - the possibility of freedom from the need 

for regular, ongoing infusions.” 

 

The FDA approval is supported by results from the ongoing 

HOPE-B trial, the largest gene therapy trial in hemophilia B to 

date. Results from the study demonstrated that Hemge-

nix allowed patients to produce mean factor IX activity of 39 

percent at six months and 36.7 percent at 24 months post infu-

sion. Seven to 18 months post-infusion, the mean adjusted an-

nualized bleeding rate (ABR) for all bleeds was reduced by 54 

percent compared to the six-month lead-in period on factor IX 

prophylactic replacement therapy (4.1 to 1.9). In addition, 94 

percent (51 out of 54) of patients treated with Hemgenix dis-

continued use of prophylaxis and remained free of previous 

continuous routine prophylaxis therapy. The most common side 

effects (incidence ≥5%) were liver enzyme elevations, head-

ache, elevated levels of a certain blood enzyme, flu-like symp-

toms, infusion-related reactions, fatigue, nausea and feeling 

unwell. 

 

“Hemgenix is unique in its approach to increasing mean factor 

IX activity and hemostatic protection in those with hemophilia 

B, and today’s approval could fundamentally transform the 

treatment paradigm for this life-long condition,” said Dr. Steven 

Pipe, Professor and the Laurence A. Boxer Research Professor of 

Pediatrics and Professor of Pathology at the University of Michi-

gan and a lead investigator in the HOPE-B study. “As a clinician, 

I look forward to being able to provide a new treatment option 

that may help patients treated with HEMGENIX become free 

from the regular infusion schedule that many people living with 

hemophilia B rely on to protect them from the debilitating 

effects of the condition.” 

 

The multi-year clinical development program for Hemgenix was 

led by uniQure (Nasdaq: QURE), and sponsorship of the clinical 

trials transitioned to CSL after it acquired global rights to com-

mercialize the treatment. 

 

“Today’s approval of the world’s first gene therapy for hemo-

philia B is an historic achievement based on more than a decade 

of research and clinical development,” said Matt Kapusta, Chief 

Executive Officer, uniQure. “We have always believed that gene 

therapy had the potential to provide transformative benefits to 

people living with hemophilia B and are excited that the hemo-

philia community will have a new, safe and effective treatment 

option available to them.” 

 

CSL Behring, a CSL business, will make Hemgenix available for 

eligible people with hemophilia B as soon as possible. 

 

Hemgenix is still currently under assessment by other regulato-

ry agencies. 

Press release from CSL, https://www.cslbehring.com/

newsroom/2022/fda-hemgenix 
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Financial coach Debra Jacobs, Ed.M., gave a virtual talk about “Financial Well-
ness 101” on Saturday, October 15, at the Dave & Buster’s in Capitol Heights, 
MD.   

Debra appeared via Zoom for this fun, interactive workshop sponsored by the 
Hemophilia Federation of America.  

Lunch was served, and participants then received PowerCards to play games in 
the Dave and Buster’s game room.  

Thanks to HFA for sponsoring this educational and fun event for HACA mem-
bers!  

Families with children aged 12 and younger got together on 
Saturday, October 29, at Cameron Run Regional Park in Alex-
andria, VA., to paint pumpkins and play.   

The group gathered at the picnic shelter for the craft and 
snacks while parents assisted and visited with the other adults 
present. An added bonus that day was a trunk-or-treat event 
going on at the park, as well as a fire truck for climbing and 
exploring.  

The next families group event will take place on Saturday, Feb-
ruary 18, at the Lawton Community Recreation Center in Chevy 
Chase, MD. The event will be a combined infusion workshop 
and families group, with a program led by Elle Levy of the Chil-
dren’s National HTC on making the best of your clinic visit. 
Look for more details in upcoming Chapter Connection emails.  

Thank you to Genentech for supporting our families program 
in 2022.  
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HACA Fall Events 
Families meet at park for fall crafts 

Financial wellness topic of event at Dave & Buster’s  
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HACA Fall Events 
Families gather at annual event for Spanish-speaking chapter members 
Each November, HACA hosts an educational event for the 
Spanish speakers in our community.  

This year, the event took place on Saturday, November 5, at 
the Homewood Suites in Springfield, VA, from 10 a.m.-2 p.m. 

Katherine Cabrera of the National 
Hemophilia Foundation led both 
educational sessions. The first ses-
sion was “Pain Explained,” where 
participants learned more about 
how pain affects people with 
bleeding disorders, as well as ap-
proaches for managing pain.  

Following the first session, we had 
a break for lunch and meetings 
with our event exhibitors.  

The second session in the after-
noon was “Shared Decision Making,” Participants learned 
that they are the subject matter expert of their bleeding dis-
order or their child’s, and how to advocate and communicate 
with healthcare providers and be part of the shared decision-
making process.  

Thank you to this year’s sponsors: Biomarin, CVS Specialty, 
CSL Behring, HemaBiologics, Optum, Sanofi and Takeda.  

Family attends Junior National Championship in Arizona 

Phil and Luke Monin represented HACA in November at CSL 
Behring’s Gettin’ in the Game Junior National Championship.  

Luke was among approximately 60 young athletes from around 
the country who attended the national sports competition in 
Phoenix designed specifically for kids with bleeding disorders.  

The kids and teens, ages 7-18, spent the weekend learning the 
fundamentals of golf or baseball, where they were cheered on 
by caregivers and CSL Behring employee volunteers. Luke par-
ticipated in the golf clinics.  

Luke, 7, was most impressed by the amount of snacks and bev-
erages he received after playing.  

“I really liked going because after golf you got to drink as much 
Gatorade and eat as many Cheez-Its as you wanted! I had four 
bottles of Gatorade and five bags of Cheez-Its.,” he said. “I also 
liked that I got the most improved award and got to go to the 
front of everyone to accept it.”  

“It was great to see the kids learn new skills, build confidence, 
compete in real-world sports settings, and celebrate their 
achievements,” said his dad, Phil. “The kids proved to them-
selves that they can do anything they set their minds to, re-
gardless of their bleeding disorders.”  
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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. Below are donations received from September 1-
October 31, 2022. We have made every effort to ensure all donations are listed.  

Organizational Contributors 
Bayer Healthcare 
Biomatrix Health Group 
Genentech 
Octapharma 
Pfizer 
Ubelhart Rogstad & Associates 
 
Individual Contributors 
Amazon Smiles Donors 
Rochelle Alley 
Neriza Ambat 
Lynne Anderson 
Brandi Angel 
Mark Antell 
Ruth Back 
Donna Barry 
Nichole Bartlett 
Candace Barth 
Grant Belsham 
Swati Bose 
Lauren Brandes 
Paul Brayshaw 
Steve Brusk 
Colleen A Burke 
Sheila Bunting 
Rocio Campos 
Heidi Capati 
Deb Caskey 
Melissa Caskey 
Philip Ceconi 
Vanessa Chang 
Anna Cheshire 
Tatum Clements 
William Cooksey 
Jamie Cross 
Lindsay Crowell 
Samantha Jackson Dilts 
Kerry Dingle 
Emily Dombkowski 
Sarah Dominis 
Melissa Downs 
Kirstin Drye 
Heather Duggan 
Nina Duggan 
Steve Duggan 
Timothy Duggan 
Ellen Egana 
Marianne El-Khoury 
Raquel Esguerra 
Lucille Fain 
Cristin Fair 
Frank L. Falgiano III 

Sarah Farkas 
Steve Fox 
Heidi Franco 
Nantika Ghafur 
Marci Giang 
Laura Goertzel 
Miriam Goldstein  

Michele Good 
Joanne Gootman 
Carla Greene 
Catherine Greene 
Jane Hanley Greene 
Michael Greene 
Molly Grasso 
Ashley Hay 
Barbara Herrmann 
Jennifer Hickman 
Angela Hipolito 
Joey Hipolito 
Keri Holt 
Will Hubbert 
David Huskie 
Jeanne Ireland 
Adrian Kaseko 
Omari Kaseko 
Karen Kirsch 
Natalie Klein-Raymond 
Audrey Ko 
Alex Krasavin 
Cynthia Kulenguski 
Ricky Lasser 
Phuong Lee 
Rommel Loja 
Elaine Lovering 
Dvora Lovinger 
Delina Lyon 
Lodi Magsino 
Heather Malkani 
Jennifer Manlove 
Jessica Irving Marschall 
John Meanor 
Ryan Melton 
Myrna Mercardo 
Dasha Migunov 
Michelle Mills 
Patricia Morin 
Mary Nagler 
Erlinda Navarro 
Lisa Nichols 
Christie Nix 
Mallory O’Connor 
Jeremy Ogusky 
Tanya Palacio 

Joy Perez 
Lamoines President 
Linda M. Price 
Lauren Prince 
Dean Prokopowich 
Leah Quin 
Maria Kristina Ramos-Contreras 
Kristine Rodriguez 
Lisa Rodvien 
Monica Rogers 
Angela Rollamas 
Violeta Roman 
Jessica Rowden 
Lindsay Holmes Runion 
Luke Runion 
Ronald Runion 
Kelly Rushing 
Emily Sachs 
Jennifer Salerno 
Jocelyn Sarah 
Mary Savinar 
Elizabeth Shaw 
Monika Shepard 
Bernice Siegel 
Angelina Simon 
George Sleboda 
Jamie Sleboda 
Jennifer Sleboda 
Martin Sleboda 
Richard Sleboda 
Cynthia Smith 
Chelsea Spear 
Terry Stone 
Michelle Stielper 
Clare Stroud 
Uriah Summers 
Deepa Sundararaman 
Miriam Sutherland 
Leah Tallman 
Carrie Treagy 
Jamie Trevitt 
Rosette Urcia 
Heather Van Olst 
Jean Van Olst 
Jeff Van Olst 
Lorie Van Olst 
Phyllis Van Olst 
Sharon Vergara 
Francesca Wakefield 
Samantha Waldenberg 
Kelli P. Washington 
Marissa Zanno 
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Holiday fun for HACA members at annual gathering 

After the superhero fun, the kids were called to the stage by 
family to get their gifts from Mrs. Claus.  

Then the new annual HACA holiday party tradition began: in-
door snowball fight!! Thanks to Michelle Stielper for making 
that suggestion in 2021—this is becoming the highlight of the 
event! Parents, kids, Mrs. Claus and even Spider-Man and Cap-
tain America got in on the fun (that shield really came in 
handy!).  Cotton snowballs flew around the room! This was 
HACA’s gift to all parents that attended—hopefully all the kids 
slept well that night!  

A special thank-you to Heather and Amy Alba, and Jean Calla-
han, who helped keep things running smoothly all night!  



 

 

HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA 

BOARD OF DIRECTORS 2022-2023 

Daniel Hay, President 

Alexandria, VA 

 

Callie Victor, Vice President 

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

