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A new normal for HACA as
COVID-19 pandemic continues
As 2021 draws to a close, HACA is moving forward with plans
for 2022. One thing is clear: nothing is really clear!

Community spread is still at the substantial or high level in the
HACA coverage area, according to the Centers for Disease Control, but vaccination rates are also high. And with news of the
Omicron virus now making headlines, it seems like COVID-19
will be hanging around for a while longer.
This fall, we’ve had a combination of both indoor and outdoor
events. We had a successful Women’s Retreat in September, as
well as several dinners and an education event for Spanishspeakers indoors. But we did punt to outdoors for our December holiday event. We are planning some indoor events for
January, and will move forward with those plans as long as participants agree to wear masks and take precautions. Of course,
if there’s a spike in cases, or we find out the new variant
doesn’t respond to vaccines, we’ll have to change our plans. So
stay tuned to our bi-weekly updates for more information.
Clear as mud!
If you are making end-of-the-year charitable contributions,
please keep HACA in mind. We will be mailing out our annual
campaign letter soon, so keep an eye out for that before the
holidays.
For those who donated to the HACA Fall Festival and Walk in
October, a list of donors is included in this issue. Thank you for
your continued support of our walk event. The date for 2022
will be Saturday, October 1.

Though our offices are now virtual, HACA will be closed December 27-31 for the Christmas and New Year’s holidays. Staff may
also be on leave in the days leading up to Christmas, so please
be patient if you reach out and don’t get a reply immediately.
We will be checking our emails during that week.
Happy holidays to you and yours!
Brenda Bordelon
Executive Director
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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.
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CHAPTER NEWS
Infusion coaching sessions for adults available
Thanks to a recent grant from the Hemophilia Alliance Foundation, HACA and Georgetown University Hospital Hemophilia
Treatment Center have presented a series of virtual meetings,
and coaching sessions to help adult patients and caregivers
who want to improve their infusion or injection skills.
The goal of the program is to raise confidence and allay anxieties in patients who don’t infuse on a regular basis but need to
improve their skills.
We are still scheduling coaching infusion sessions via Zoom this
fall. An infusion nurse will watch as you practice at home, and
will answer any questions you have. Please reach out to Brenda Bordelon if you are interested in scheduling a session.

HACA and VHF join forces for General Session
advocacy events
Join HACA and the Virginia Hemophilia Foundation for a virtual advocacy education program on Monday, January 17 —
Martin Luther King Jr. Day, the traditional date for our annual
advocacy day. This program will focus on the 2022 General
Assembly. Join in and hear details from advocacy consultant,
Becky Bowers-Lanier, about proposed legislation of interest to
the bleeding disorders community, its partners and other
stakeholders. You will also learn more about the VHF/HACA
legislative updates that will occur weekly via zoom during the
2022 General Assembly session and how you might be able to
get more involved. The event will take place via Zoom from 78 p.m. Click here to register.

2021-22 HACA
CALENDAR OF EVENTS
To register for any event, contact admin@hacacares.org or 703-3527641.

DECEMBER
11
HACA Winter Festival Holiday Event
JANUARY
9
Board of Directors Meeting
17
HACA/VHF Virtual State Advocacy Event
18
Virginia Session Check-In
22
Women’s Group Program
29
Teen Group Program

There will also be weekly General Assembly check-ins on Tuesdays at 4:30 p.m. from January 18-March 15. We will gather to
get an overview of the past week’s events in the Virginia General Assembly and get insight from Becky on what to look for,
trends and any actions that will need to be taken about proposed legislation of interest to the bleeding disorders community. When you register via Zoom, the same link can be used
for all the sessions. Click here to register.

Join painting event with women’s group
The HACA Women’s Support Group will get together on Saturday, January 22, from 10 a.m.-2 p.m. at Board & Brush in
Fairfax, VA, for an educational program and craft.
The event will kick off with breakfast and a program with the
Hemophilia Federation of America. You will be able to choose
from a pre-selected craft when you register, and following
the program, we will work on our Board & Brush wood signs.
Check bi-weekly updates in January for more details on the
event and a link to sign up.

Teens to meet for virtual event
The HACA Teen Task Force will meet on Saturday, January 29,
for a virtual event on self-advocacy. Learn more about advocating for yourself at school, with your friends, at the doctor’s
office, and more.

More details to come in the January bi-weekly chapter updates. Stay tuned and save the date.

Save the Date: Chapter Education Day
HACA will have its annual Chapter Education Day in person
after a two-year hiatus on Saturday, March 26, from 9 a.m.-3
p.m., at Northern Virginia Community College in Annandale,
VA.
As in past years, the event will feature a track for adults with a
bleeding disorder and their caregivers, and a track for parents
or caregivers of a child with a bleeding disorder, plus a general session for all audiences.

We will also have child care with White House Nannies for
children age 6 and under. There will be programs for kids ages
7-12 and teens ages 13-18.
There will be coffee and pastries upon arrival, and lunch will
be served as well.
Look for more details in early 2022 as we develop the event
agenda.

Look for more details on upcoming events in HACA’s
bi-weekly update
●
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Meet Elsa, the winner of our
first shirt design contest
HACA recently held a contest to find a design for a chapter tshirt, and the winner is Elsa Kendall.
Elsa, a 10th-grader with hemophilia A, joined HACA with her
family a few years ago, after moving to the Washington, D.C.,
area.
"In the intervening time,
HACA has become an
integral part of my life,"
she said. "As a member
of HACA, I've had the
privilege of learning
more about my bleeding
disorder, working with
the Teen Task Force to
create engaging and educational events for young
adults, and lobbying Congress on a variety of
healthcare-related issues. All of these experiences have been enlightening and engaging, and the memories and friendships I’ve made are irreplaceable."
About her design:

"In this design, I've tried to express three ways HACA seeks to

empower the bleeding disorders community: communicating
with local communities to spread bleeding disorders awareness, advocating at the federal level for comprehensive care,
and connecting families with bleeding disorders. I'm excited to
use the skills I've learned through HACA to educate others
about my bleeding disorder and further empower my community."
Congratulations to Elsa!
Our shop is now open! You can buy a variety of shirts with the
new design, ranging from kids and adults t-shirts to longsleeved tees to sweatshirts. This is a fundraiser for HACA
through Bonfire, and a portion from all of the sales will go to
the chapter.
Click here to go to the shop - they will make great holiday gifts!
Our goal is to sell 50 items.

Social worker joins HACA board
Marissa Zanno recently stepped onto the HACA Board of Directors after the departure of Chris
Guelcher.
Marissa has served as the hematology social worker at Children’s National Hospital since
2013. One of the populations
she works with are children diagnosed with bleeding disorders.
“I love working with patients
and their families with hematology diagnoses, to provide support and resources throughout their time at Children’s Hospital,” Marissa said.
HACA Board of Directors elections are coming up in March
2022, and nominations are now being accepted. If you are interested in serving on the HACA board, please reach out to
Brenda Bordelon at director@hacacares.org.
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Family fall fun at Butler Orchard
HACA Families Group had an amazing turnout for its gathering on
Saturday, October 30, at Butler Orchards in Maryland.
HACA families spent three hours enjoying all that the farm had to
offer. The younger kids, as well as of their parents, raced down
the giant slides, and then got lost in the corn maze. Another
group of kids enjoyed the farm animals and pretending to be
pirates on the giant playground.
Towards the end of the day, the group met up at a firepit for socializing and s’mores. From the hay loft jump to the pony rides,
fair food to the tractor ride, everyone had a great time.
Thank you to our Families group sponsors for 2021: Cigna Health
(Accredo), Genentech and Novo Nordisk.

Click here to register for the Walk

●
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HACA Fall Programs
Teens meet at Upton Hill park for mini-golf

Children’s says good-bye to longtime nurse and hematologist
Children’s National Hospital is saying good-bye to two valued
team members this fall.

A small group
of HACA teens
met at Upton
Hill Regional
Park in Virginia
on Saturday,
October 23 to
socialize, have
lunch, and play
a round of mini
golf.

Chris Guelcher, longtime Program Coordinator for the Hemostasis and Thrombosis Program (HTC) in the Center for Cancer
and Blood Disorders (CCBD) at Children’s National Hospital,
announced her retirement from Children’s with a letter to
patients in early October.

The teens along with their parents, played 18 holes of deluxe
minigolf, that included a large hill you had to navigate your ball
down, water traps, and hidden tunnels.
A few great ideas for future programs were discussed. This included ways to give back to the community by making gift bags
for younger kids, as well as having a program on how teens can
better advocate for themselves in school, and the doctor’s
office. Thank you to Biomatrix, CSL Behring, Genentech, Novo
Nordisk, and Takeda for supporting our Teen Task Force in
2021.

“I have been honored to be a part
of the Children’s National family
since 1992,” she wrote in the letter.
“I love my patients and families and
I have worked very hard with the
multi-disciplinary team to provide
quality care during my tenure at
Children’s. I am heartbroken to be
leaving the wonderful patients and
families with inherited blood disorders and thrombosis/thrombophilia
that I have shared in the care of
since 1997 (in some cases even
longer). I have taken great pride in
my role at the HTC and its expansion during my tenure.”

HACA Young Adult Group meets to
talk gene therapy

Chris is not leaving the bleeding disorders community entirely. She will be starting a new job in the pharmaceutical industry in the area of bleeding disorders. Her last day at Children’s
was November 19.

On Sunday, October 24, the young adult group met at Succotash Restaurant in National Harbor, Maryland, to talk about the
future of gene therapy.

Elle Levy, nurse practitioner from the Hemophilia Treatment
Center in Montefiore in New York, will be joining the team in
January.

The program was led by BioMarin and was part of their Gene
Therapy Learning Academy. During the session, participants
learned about the gene
therapy approval process and the science of
gene therapy, explaining
the complicated subject
in a way everyone can
understand. To top it all
off, from the country
ham and pimento
cheese crudité to the
friend chicken and
waffles, and the pecan
pie, the food was excellent.

As a result of her departure, Chris also stepped off the HACA
board of directors. She will be replaced on the board by
Marissa Zanno.
Dr. Carly Varela, a hematologist on the Children’s team who
saw patients at the Pediatric Specialists of Virginia clinic , will
be departing in December, she announced in a recent letter
to patients.

Dr. Michael Guerrera, director of the Children’s HTC team,
will be getting licensed and credentialed to see patients in
Virginia. During the transition, children can be seen at the
Children’s Hospital main location in DC (weekly clinics on
Monday afternoon) or in the Montgomery County clinic (first
Tuesday of the month).

The young adults showed interest in a “buddy program” between them and the younger kids in the chapter. Stay tuned for
a possible program during our annual education day in March. If
you have an idea for a future event, please reach out to Brenda
or Robin.

PAGE 5

Volume 37, Issue 6 ● December 2021/January 2022

Día de la educación para hispanohablantes celebrado en Springfield
Gracias a todos los que asistieron a nuestro Día de la Educación
anual para hispanohablantes el sábado 6 de noviembre. El
evento se llevó a cabo en Homewood Suites en Springfield, VA,
y asistieron seis familias.
Patricia Espinosa Thomson de Takeda habló sobre "Salud y
bienestar emocional: Explorando la conexión mente-cuerpo".
Después del almuerzo y las visitas a los expositores, Lily Gomez
de Sanofi Genzyme dirigió una sesión sobre "Crianza de los hijos con una enfermedad crónica".
Gracias a los expositores de este año: Accredo, Bayer, BioMarin, CVS Specialty, Sanofi y Takeda.
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New paper highlights integrated care model and the national HTC network
For more than 40 years, the hemophilia treatment center
(HTC), the U.S. HTC Network (USHTCN), and its model of integrated, patient-centered care has been essential in helping
people with hemophilia (PWH) achieve optimal health outcomes.
Authors of a new paper posit that while the value of these specialized centers is well understood by central stakeholders, purchasers of health insurance and the broader medical community may not be privy to the full breadth and scope of the USHTCN, its intricate and deliberate structure, and its adeptness at
meeting the physical, psychosocial, emotional needs of its patients.
The paper, “ Integrated Hemophilia Patient Care via a National
Network of Care Centers in the United States: A Model for Rare
Coagulation Disorders,” was published in the Journal of Blood
Medicine (JBM). It lays out the key components of the integrated care model, the structural underpinnings of the USHTCN,
and the myriad of benefits to patients.
The authors describe HTCs functioning as highly coordinated,
multidisciplinary teams within an evolving national network,
uniquely positioned to deliver holistic care to an expanding
patient population. Over time, this patient population has
grown to encompass von Willebrand disease, rare factor deficiencies, and underserved groups including women and girls
with inheritable bleeding disorders.
The authors define the fundamental staffing components at the
core of every federally funded HTC, including a hematologist,
registered nurse, physical therapist, and social worker, plus key
extended multidisciplinary team members such as genetic
counselors, orthopedic surgeons, oral surgeons/dentists, nutritionists, and other providers.
The paper also provides an accounting of the critical services
and dynamic coordinating capacity of HTCs within a regional
and national framework. The benefits of such an integrated
system are vast, and include timely specialty laboratory services, coordinated pharmacy services, robust data collection,
adherence to clinical guidelines, standards of care and consistent provider education/training opportunities. These and
other aspects of integrated care have a profound, real-world
impact on patients.

and improve patient/family functioning; while at the same time
reducing avoidable emergency room visits, hospitalizations, and
overall costs.”
The positive impact of these and other services on patients at
HTCs are captured via periodic national patient satisfaction surveys with the topline results included in this paper.
The authors also explain the current funding mechanisms that
support HTCs, and the associated challenges, including fair and
optimal reimbursement for services and patient access to the
USHTCN.

Readers of this article will walk away with a strong sense of
HTCs and the USHTCN as the cornerstone of optimal care for
patients with inheritable bleeding disorders.
“Herein, we have described what HTCs do and how they do it
through a team-based, multidisciplinary approach that incorporates the affected person in shared decision making. We have
shown that PWH/caregivers are highly satisfied and have presented evidence for why this model of care has been and will
remain the gold standard in the United States,” conclude the
authors. 2
“This article can serve as a reference document for all stakeholders in the care of PWH and other rare coagulation disorders
Taking all the benefits into account, we believe that purchasers
of health care will conclude, as we do, that HTCs provide the
highest- quality care for their beneficiaries, delivering optimal
health outcomes at the lowest total cost of care.”
The paper, which was published online by JBM on October 21,
2021, is open access –
Follow this link to read the full article.
Valentino LA, Baker JR, Butler R, Escobar M, Frick N, Karp S, Koulianos K, Lattimore S, Nugent D, Pugliese JN, Recht M, Reding
MT, Rice M, Thibodeaux CB, Skinner M. Integrated Hemophilia
Patient Care via a National Network of Care Centers in the United States: A Model for Rare Coagulation Disorders. J Blood Med.
2021 Oct 21;12:897 911. doi: 10.2147/JBM.S325031. PMID:
34707421; PMCID: PMC8544265.

“These services ensure that PWH and other congenital coagulation disorders have access to highly specialized care to reduce
morbidity and enhance wellness, promote a longer lifespan,
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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.
We have made every effort to ensure all donations are listed.
Organizational Contributors
Bayer
Biomatrix Health Group
CSL Behring
CVS Specialty
Genentech

HEMABiologics
Medexus
Novo Nordisk
NuFactor
Sanofi Genzyme
Shell Oil Company Donation
Matching Gifts
Takeda
Ubelhart Rogstad &
Associates

Individual Contributors
Amazon Smiles Donors
Name
Aimee Tokarski
Alaric Smith
Alex Krasavin
Allison Aubel
Alma Deang
Alyssa Hartley
Ana Romero
Andrew & Katie Corchis
Andrew Cross
Andrew Manning
Angela Hipolito
Anthony Selino
Antonia Gates
April Owens
April Ranslem
Ashley Hay
Barbara Broussard
Barbara Herrmann
Becky Steffen
Benjamin Beaton
●

Bernice Siegel
Bethany Swain
Bill Hochheiser
Brenda Bordelon
Brenda Riley
Brian Drye
Brian Morrissey
Caitlin Craun
Caitlin Matheny
Callie Victor
Candace Barth
Carla Greene
Carrie Treagy
Cassie Phongphouthai
Cate Ferguson
Cecilia Ragland
Charles Fitzpatrick
Cheryll Glisson
Chris Guelcher
Christa Lynch
Christie Nix
Christine Booker
Christine Carletta
Christopher Peters
Christopher Ross
Clare Stroud
Colleen A Burke
Craig Dukin
Cristina Horne
Cynthia Smith
Daniel Dombkowski
Daniel Hay
Danielle Perkins
Darrick Verdell
Dasha Migunov
David Huskie
David Rody
Deb Caskey
Deborah Morey
Deborah Palumbo
Deepa Sundararaman
Diana Gualdoni
Diana Handy

Donna Barry
Donna Parks
Dvora Lovinger
Eamon Joyce
Edmond Duggan
Eileen and Tom Sheehan
Elijah McCready
Elizabeth Botten
Elizabeth Curtin
Elizabeth Shaw
Ellen Burke
Ellyce and Barry Cooper Cohen
Emily Dombkowski
Emily Sachs
Emily Schleier Floyd
Eric Kratzer
Felecia Fort
George Sleboda
Gordon `Todd
Grant Belsham
Harriet & Ed Siebert
Harvey Gates Jr.
Heather Duggan
Ike Adams
Iliana Fernandez
Jacqueline Cooper
James Bennett
Jamie Cross
Jamie Sleboda
Janet Bennett
Janice Williams
Jasmin Tacoloy
Jean E. Callahan
Jean Van Olst
Jeff Van Olst
Jennifer Anthony
Jennifer Hickman
Jennifer Salerno
Jeremy Ogusky
Joanne Feliccia
joanne Gootman
Joey Hipolito
John Atkinson
John Griggs
John McNeil
John Meanor
Joy Perez
Joyce Curameng
Judy Kratzer
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June Kilby
Kai Bandy
Karen Johnson
Karen Keigher-Wimer
Kate Deglans
Kate Greene
Kathleen Crockett
Kathryn Dudley
Kathy Cox
Kelley Laird
Kelli P. Washington
Kelly Rushing
Kerry Dingle
Kiera Piliere
Kirstin Drye
Kyle Fiet
L Jacqueline Kelly
Lamoines President
Laura Alls
Laura Goertzel
Laura Mulherin
Laura Shelters
Lauren Brandes
Lauren Hadlich
Leah Quin
Leanne Brockman
Lin Sleboda
Linda M. Price
Linda Neubaum
Linda Weldon
Lindsay Crowell
Lisa Nichols
Lora Shea-Webster
Lorie Van Olst
Lynne Anderson
Madeline Lewis
Mallory O'Connor
Marcelle Williams
Margaret Stielper
Maria Kristina RamosContreras
Marian Burns
Marianne El-Khoury
Marie Pogozelski
Mark Hopson
Martin Sleboda
Mary Beard
Mary Brick
Mary Jean Alluisi
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News You Can Use

Fitusiran curbs bleeds in hemophilia A, B with inhibitors

FDA places gene therapy study on clinical hold
BD NEWS

Extended Factor 9 preventive therapies may not ease
pain, study finds

1 in 1,000: The story of a fentanyl victim
New data analysis sheds light on bleeding patterns in
young vWD patients
Patient-reported data informs new study on sexual
health and hemophilia

SCHOLARSHIPS
Click here to access a portal for bleeding disorders
community scholarship opportunities

NHF applauds implementation of Hemophilia SNF Access
Act

INDUSTRY NEWS
Sigilon reports trial updates for investigational
hemophilia A therapy
Hemlibra helps prevent bleeds in mild, moderate
hemophilia A, data shows
Novel gene therapy for hemophilia A leads to reduced
bleeding events
Catalyst halts clinical development of experimental
therapy

Continued from page 8
Mary Nagler
Mary Parker
Mary Savinar
Mauricio Milian
McDonald Toole
Meaghan Stevens
Meghan Sparrow
Melissa Anne Croslow
Melissa Caskey
Melissa Downs
Melissa Ridderbos
Michael Guerrera
Michael Levy
Michelle Mills
Michelle Stielper
Miriam Sutherland
Molly Timmers
Monika Shepard
Nancy Williams
Nathan Lankford
Neville Bossi Vadl
Nichole Bartlett
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Nicole Devitt
Nikki Macalalad
Nina Duggan
Nindiya Ramchandani
Noreen Hay
Omari Kaseko
Pat Sweeney
Patricia Morin
Patricia Snapp
Patrick Kanu
Paul Brandt
Paula Beckman
Philip Ceconi
Phyllis VanOlst
Rachel Holdsworth
Ralph Culver
Rebecca Dillon
Rebecca Johnson
Rebecca Wood
RIchard Sleboda
Rick Beckner
Robert Divilio

Robin Kelly
Rochelle Alley
Rocio Campos
Rose A. Marshall
Russell Bradley
Ruth Back
Ryan Melton
Saiqa Panjsheri
Samantha Baratz
Samantha Jackson Dilts
Saul's Patrol Walk Team
Selena Marshall
Sharon Allen
Sharon Livesay
Sharon Vergara
Sharon Wells
Sheila Dunbar
Sheila Marshall
Shelby Smoak
Sherri Feliccia
Spencer Duggan
Spencer Villanueva

Stephanie Richman
Steve Campbell
Steve Duggan
Steve Long
Steven McNeil
Tanya Palacio
Tera Money
Terry Stone
Theresa Sotto
Timothy Duggan
Tobias Loss-Eaton
Todd Delcambre
Todd Swain
Tracy Wolff
U-Turn for Christ
Vanessa Chang
Virginia Seitz
Vital Quintinilla
Walter Edwards
Yabo Lin
Yona & Tom McNish
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HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA

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

Ashley Hay
Alexandria, VA

April Owens
Fort Washington, MD

Callie Victor, Vice President
Burke, VA

Artura Jackson
Largo, MD

Luke Runion
Silver Spring, MD

Mallory O’Connor, Secretary
Washington, DC

Patrick Kanu
Laurel, MD

Jennifer Sleboda
Falls Church, VA

Lindsay Runion, Treasurer
Silver Spring, MD

Steve Long
Springfield, VA

Marissa Zanno
Washington, DC

HEMOPHILIA TREATMENT CENTERS

ADULTS:

CHILDREN:

Georgetown University Hemophilia
Treatment Center

Children’s National Health System

Lombardi Cancer Center

Sheikh Zayed Campus

3800 Reservoir Road, NW

for Advanced Children’s Medicine

Washington, DC 20007

111 Michigan Avenue, NW

202-687-0117

Washington, DC 20010

Hemophilia Treatment Center

202-476-5000

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