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HTC doctors among speakers at Chapter Education Day

HACA looks forward to welcoming mem-
bers to our annual Chapter Education
Day, which is scheduled for Saturday,
March 16, at the Ernst Cultural Center in
Northern Virginia Community College in
Annandale, VA, from 9:30 a.m.-2:30 p.m.

The day will kick off at 10 a.m. with a ses-
sion on payer cost-sharing practices with
Kollet Koulianos, MBA, president of P3
Consultants. She has a long history in the
bleeding disorders community and is very
knowledgeable on topics such as accumu-
lator adjustors and co-pay maximizers.

Following the general session, we will
have two breakout sessions, one for par-
ents and families of a child with a bleed-
ing disorder, and the other track for
adults with a bleeding disorder.

The first session will take place from
11:15-noon, and the second from 1:30-
2:30 p.m. The parents’ session will be in
the main room, with the adult sessions in
the President’s Dining Room right off the
main room.

For the parents’ track, first up is Dr. Mi-
chael Guerrera of the Children’s Hospital
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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.
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HTC to talk about
participation in
sports for children
with a bleeding
disorder. The after-
noon session will
be “Don’t Fear the
Poke” with a speak-
er from the Nation-
al Bleeding Disor-
ders Foundation
(NBDF). This ses-
sion will explore
needle fear and
phobia and will
provide you with
essential skills to
navigate the daunt-
ing task.

For the adult track,
we will start off the
day with a session
on “Mental Health: A Deep Dive” with a
speaker from NBDF. This workshop will
investigate mental health issues seen in
the bleeding disorders community and
provide innovative skills and resources
to you. In the afternoon, Dr. Gary Kup-
fer of Georgetown University Hospital is
back for another opportunity to “Ask a
Doctor” about any topic, including the

innovative new therapies that are now
available to patients.

Between each track will be lunch in the
main room starting around noon with
the annual meeting led by Callie Victor,
vice-president of the HACA Board of Di-
rectors. There will be time to enjoy

Continued on page 5
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CHAPTER NEWS
Register today for infusion workshop

Join us at the Lawton Community Center in Chevy Chase, MD
on Saturday, February 17, from 10 a.m.-1 p.m. to sharpen
your infusion and injection skills, as well as learning about
school advocacy.

Nurses from Children’s National will be on hand to help prac-
tice on dummy arms. This is a great opportunity to start talk-
ing about infusion or injection with your child, or to brush up
on your skills. Marissa Zanno, social worker at Children’s Hos-
pital, will lead a program on the basics of school advocacy.
Learn about the importance of 504 plans, IEPs and IHPs, as
well as your legal rights and options.

We will have drinks, fruit, and pizza for those who
attend. An interpreter will also be on hand for our Spanish-
speaking members.

Click here to register.

vWD luncheon in Bethesda

HACA will host an event for people with von Willebrand dis-
ease on Saturday, February 24, from
noon-2 p.m. It will be held in Bethesda,
MD where Dr. Claudio Sandoval, Direc-
tor of Scientific and Medical Affairs in
Hematology for Octapharma, will pre-
sent a talk on preventing or resolving
iron deficiency in people with bleeding
disorders, especially females with
heavy menstrual bleeding. This program is geared towards
those with von Willebrands disease, but all community mem-
bers who are interested in this topic are welcome to register.

2024 HACA

CALENDAR OF EVENTS

To register for any event, contact admin@hacacares.org or go to https:
hacacares.org/events

FEBRUARY
17 Infusion/Injection Workshop
24 vWD Education Event

MARCH

6-8 Washington Days with NBDF
10 Sanofi Branded Dinner

16 Chapter Education Day

23 Men’s Group
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The luncheon will take place at Matchbox Bethesda, and
guests will choose from a salad, entrée of either a burger,
chicken sandwich or cheese pizza, and a dessert. Matchbox
Bethesda is located at 7278 Woodmont Avenue, Bethesda,
and the public parking lot is located near the entrance to the
restaurant.

Click here to register.

Men’s event coming up in March

Plans are underway for a men’s gathering on Saturday, March
23.

We are working with Sanofi to pro-
vide an educational program for the
men of the chapter with dinner,
followed by viewing of the March
Madness games that evening.

We are still working on a location, but it will take place in
Montgomery County.

Keep an eye out in the weekly updates for more details to
come, or go to the HACA website.

Save the date for spring fundraiser

Everyone is invited to join HACA on Saturday, May 18, for an
afternoon at Two Twisted Posts Winery, located at 12944
Harpers Ferry Rd, Hillsboro, VA.

This is a family-friendly event, and we encourage you to bring
your whole family, as well as friends outside of the bleeding
community! Bring a picnic and enjoy the music of iliandi, the
duo of Spencer Duggan and his wife, Iliana Fernandez. Adults
can sample Two Twisted Post’s delicious selections of wine,
and the kids can enjoy some outside time at the winery, locat-
ed in western Loudoun County in the beautiful Virginia coun-
tryside.

While you are enjoying the scenery, take a look at our items
up for auction! Starting in late April, we will host an online
auction to help raise funds to support HACA programs such as
travel grants for national meetings, scholarships for students,
summer camp, and more. We will have a QR code available
that day, so you can go online and bid at the event. The win-
ners will be announced that day but you not have to be pre-

sent to win. Current items include:

:e Tickets to the Richmond Children’s Museum, valued at $36
e 2 Tickets to the Signature Theater, valued at $200
e 2 tickets to The Lego Discovery Center, valued at $S80

e 4 tickets to George Washington’s Mount Vernon, valued at
$180

Keep an eye out for more information on auction items and
how to bid at on the HACA website.

Registration is not required for the Two Twisted Posts event.
For more information on the winery, click here.
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Celebrating 60 years of HACA in 2024

By Brenda Bordelon
HACA Executive Director

I’'m really starting to feel my age. It seems like just yesterday
that we were preparing for HACA’s 50th anniversary in 2014.
And here we are on the eve of 60 years!

Back in 2014, when | was the chapter administrator and three
years into my tenure as a HACA employee, | put together a
comprehensive history of the chapter, based on historic docu-
ments and interviews with board and staff members past and
present at the time. | learned so much about not just the his-
tory of HACA but the history of bleeding disorders as well. This
information was compiled into a booklet that we distributed at
the then-NHF’s Bleeding Disorders Conference in DC in 2014,
as well as at chapter events. Click on the link here to read
more.

So what’s happened between 2014 and 2024? We’ve had the
typical staff changes and office changes. | left HACA briefly in
2014 to work for another organization but stayed involved as a
board member in 2015. Karen Kirsch (then Krzmarzick)
stepped down from the position of executive director in late
2015, and | was chosen to succeed her beginning in January
2016. Our office moved in 2016 from Fairfax to Springfield,
and then in 2021, when our lease was up for renewal, we de-
cided to close down our physical office and begin working
from home.

Other changes our chapter has seen in the past 10 years:

e  We've grown some of our events, such as our holiday
event and picnic, to the point that we now see about 100
members each year at these events.

e  We moved our Chapter Education Day to Northern Virgin-
ia Community College in 2017, and have been there ever
since!

e Our Fall Festival & Walk moved away from the National
Mall after 2016 and took place at Lake Accotink Park in
Springfield from 2017-2022 (except for 2020). We moved
to Bluemont Park in Arlington for 2023, but I'm excited to
say we are moving back to Lake Accotink in 2024.

e Our Women’s Group grew by leaps and bounds and we’ve
had a Women’s Retreat each year since 2018. 2024’s
dates are September 20-22.

e We have a vibrant Families Group for those families that
have a child with a bleeding disorder that meets several
times a year, and we’ve also had successful infusion and
injection workshops the last couple of years.

e We were able to recover from the initial shock of COVID
shutdowns in 2020 and 2021 to offer a variety of Zoom
events, including a holiday event, virtual walk, cooking
classes, women'’s retreat, education day, check-ins for our
women’s group, and much more. We became more nim-

|
Volume 40, Issue 1 e February/March 2024 e

PAGE 3

At the 2014 HACA reunion luncheon: Jean Callahan and Sandi Qualley, former
HACA executive directors; Karen Kirsch (then Krzmarzick), executive director
from 2011-2015; and Brenda Bordelon, chapter administrator from 2011-2014
and executive director from 2016-present.

ble and creative with virtual programming, and still offer
educational sessions via Zoom.

e We've seen changes at both of our hemophilia treatment
centers, welcoming Michelle Cha, Leah Kramer and Dr.
Gary Kupfer to the team at Georgetown, as well as Elle
Levy and Kristen Parker to the Children’s nursing staff. At
Children’s, we said goodbye to beloved nurse Chris
Guelcher in 2022 and physical therapist Eena Kapoor in
2020. Carolyn Francis, longtime nurse at Georgetown,
retired in 2015.

But the biggest change by far are the new therapies that have
improved the lives of patients in those 10 years. This includes
longer-acting factor
products, the introduc-
tion of Hemlibra and
subcutaneous treat-
ment, and now gene
therapy.

We’ve had countless
sessions at our Chapter
Education Day about
the topic of new thera-
pies, and members
have also learned more
about new products
directly from compa-
nies at branded dinner presentations from our top Fall Festival
and Walk sponsors.

It’s hard to even imagine what's coming down the pike in the

next 10 years, but we will continue to work with our HTC phy-
sicians and industry partners to keep the community educat-

ed.

We will be using the logo Matthew Stone created last year to
commemorate 60 years of HACA so look for it on HACA materi-
als this year! We will also be celebrating throughout the year,
so keep an eye out for those moments as well!

Happy anniversary, HACA!
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Winter Events
Takeda shares info about Vonvendi

On Sunday, January 21, HACA members joined Morgan Cook,
community education specialist for Takeda, at McCormick &
Schmick’s at National Harbor to learn about the company’s
vWD product, Vonvendi. Following Morgan’s talk about the
product’s clinical trial and different uses, patient advocate
Leslie Allen shared her story of being a woman with vWD. She
stressed the importance of learning how to self-infuse or
learning how to infuse a loved one. Not only does this save
time infusing at home instead of the ER, it also can save a life
during an emergency.

Thank you, Takeda, for supporting HACA’s 2023 Fall Festival
and Walk.

Women get creative at VisArts event

The HACA women’s group gathered at VisArts in Rockville, MD,
on Saturday, January 27, for an afternoon of creative fun.

The event kicked off with lunch and time for socializing. Then
the painting began. Everyone
donned smocks and gloves, and
the class instructor showed the
=S8 different types of ways to create

w & artwork using fluid painting. This
is the ultimate creative painting
experience — no brush required.
Everyone created three 6 x 6
inches paintings. Fluid painting is
| a type of abstract art that uses
acrylic paints mixed with differ-
ent pouring mediums to create a
fluid, flowing consistency. The
acrylic paints react with each other when combined to create
extraordinary patterns and designs.

The artwork will be available for pickup at chapter events this
spring. Thank you to CSL Behring for supporting our women’s
programs in 2024!
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Camp registration open ihrough sprmg, S|gn up Ioduy

Summer camp registration is now open
for Camp Youngblood, the annual camp
presented by HACA and the Virginia He-
mophilia Foundation at Camp Holiday
Trails (CHT) in Charlottesville, VA. Click
here to fill out the pre-screening to
begin the application process. Camp will
take place Sunday, July 14-Friday, July
19.

Camp Youngblood is a week-long over-
night camp at CHT for children ages 7-17
with inherited bleeding disorders, their
siblings, and children of members of the
inherited bleeding disorder community
that reside within the VHF or HACA cov-
erage area. Kids enjoy a week of fun and
learning with others that are faced with
similar challenges and life experienc-

es. Go here to learn more about the
admission guidelines.

NEW THIS YEAR: Friday, July 19, will be

“CYB Family Friday.” Camper families are invited to join in on
all the fun starting at 9 a.m. Lunch will be provided by CHT, and
everyone will depart at 2 p.m. During this time, there will be a
mini “family day camp” that will allow campers and their fami-
lies a glimpse of Camp Magic together! VHF/HACA are looking

HTC doctors on agenda for Education Day

Continued from page 1

lunch, visit with our exhibitors and visit with your fellow HACA
members.

HACA is pleased to announce that we will have interpreters on
hand again this year to work with our Spanish-speaking com-
munity members. Handouts will also be provided in Spanish.

We are also thrilled that the staff from Camp Holiday Trails will
be there to provide a day of pop-up camp for the kids and
teens! There will be a variety of camp activities provided in-
doors and outdoors for kids ages 7-18. If you plan to bring your
child to participate in camp activities, please register by Sun-
day, March 3. Your child will not be able to participate if you
do not register by this date.

And as in past years, childcare for children through age 6 will be
provided by White House Nannies.

If you have transportation issues, please indicate this in your
registration and we will work with you to provide a gas card,
Uber or other assistance.
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into providing an overnight stay at a hotel close to CHT on that
Thursday, July 18; in the pre-screening survey, please let us
know if this would be of interest to you and we will be in touch
with more details.

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 November 1-
December 31, 2023. We have made every effort to ensure
all donations are listed.

Organizational
Contributors
Colburn-Keenan

Julia LeFevre
Ben Marcus
Hilda McPherson

Foundation James & Nancy Morris
Kedrion Biopharma Foundation
Octapharma Christie Nix

Optum Rx Kellie Owens

Sanofi Genzyme Linda M. Price

Eileen Prophett

Individual Contributors Donna Starkey

Sarah Amack

Miriam Goldstein & David
Hubbert

Daniel & Ashley Hay

Greg Key

Kathy Krug
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HACA and the Virginia Hemophilia Foundation (VHF) teamed up

with the Healthcare for All Virginians (HAV) Coalition for its first
Richmond Days advocacy event since 2019.

We tried something new this year: instead of having the event
on Martin Luther King Jr. Day as in years past, we decided to
hold the event on a regular Monday and chose Monday, Janu-
ary 29.

This was also our first time visiting lawmakers in the brand-new
General Assembly Building, which just opened in November.

Advocates who traveled to Richmond on Sunday night enjoyed
dinner at Wong Gonzalez, just a block from the Hilton, where
we stayed.

Monday morning everyone gathered in the south meeting room
of the 7th floor for breakfast and a place to meet. Lawmakers
were all invited to stop by, and several did! Del. Kathy Tran
stopped by to say a few words (and then later introduced the
group on the House of Delegates floor).

Appointments were scheduled with lawmakers between 9 and
10:30 a.m. HACA chapter members met with staffers for Dele-
gates Kathy Tran, Mark Sickles, and Dan Helmer, and with Del.
Vivian Watts. They also met with Sen. David Marsden, and
dropped off information for Sen. Jennifer Carroll Foy, who was
busy in meetings.

This year’s ask was support for House Bill 970 Cover All Kids,
which passed unanimously in a Health and Human Services sub-
committee just days before our event. Del. Tran, who spoke to
our group, introduced the bill in the subcommittee. This bill
would make state-funded health care accessible to all kids un-
der age 19, including undocumented immigrants.

We also just used this as an opportunity to meet our elected
officials and let them know why healthcare and access to all
therapies are important for people with bleeding disorders.

Thank you to Takeda for supporting our advocacy efforts.

Del. Kathy Tran (in yellow) stopped by to say a few words to our group.
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Study suggests patients preferences evolving along with treatments

In recent years, the arrival of novel hemophilia treatments that
are effective and less burdensome to administer have opened
up new possibilities for the consumers of these therapies. This
begs the question — How might this evolving landscape be im-
pacting treatment preferences for people with hemophilia?

Investigators sought answers to this question in a new study,
“Patient and Caregiver Preferences for Haemophilia Treat-
ments: A Discrete-Choice Experiment,” which was published in
the journal Haemophilia. The study was informed by a literature
review and a survey open to adult males with hemophilia age
18 years and older, and caregivers of teen/adult males with
hemophilia age 17 years or younger.

The surveys, which were submitted online from February to
April 2022, generated a sample of 151 affected adults and 151
caregiver respondents. Each respondent evaluated hypothetical
hemophilia treatment profiles defined by six attributes via a
discreet choice experiment (DCE). The DCE was used by the
authors to quantify preferences and learn more about trade-
offs individuals consider when making decisions about available
treatments.

Respondents answered questions based on six attributes: num-
ber of annual spontaneous bleeds; ability to live a more active
lifestyle; how a medicine is prepared/administered; frequency
of administration; risk of an inhibitor; risk of hospitalization due
to treatment side-effects.

The burdens of treatment administration (intravenous and sub-
cutaneous) and storage were also explored through a best-
worst (BWS) scaling exercise, used to assess an individuals’ pri-
orities. It captures extremes including best and worst items,
most and least important factors, biggest and smallest influ-
ences.

“In the BWS exercise, adult respondents and caregivers had
overall similar preferences regarding the burden of treatment
administration features, reported the investigators “Both sam-
ples found frequent and longer IV infusions most burdensome
and a Sub-Q injection every 2 months least burdensome.”

DCE results indicated that both adult patients and caregivers
preferred treatments that enabled a more active lifestyle and
are associated with a lower inhibitor risk. Notably, both groups
valued an active life more than reducing spontaneous bleeds.

“These findings suggest that adults with haemophilia and care-
givers of children with haemophilia are willing to make
tradeoffs for potential improvements in lifestyle not offered by
clotting factor concentrates, bypass agents or activated factor
VIII mimetics,” explained the authors.

The paper also acknowledged limitations. The sample generat-
ed from the survey included English speakers exclusively and
respondents were predominantly white, highly educated. In
addition, the survey was only available online, which would
exclude individuals/families who do not have internet.

The authors posit that this study underscores the importance of

a shared decision-making (SDM) approach to hemophilia care.
Through SDM, healthcare providers and patients/caregivers
may arrive at decisions that factor in the current treatment
landscape and individual preferences.

Citation

Garcia VC, Mansfield C, Pierce A, Leach C, Smith JC, Afonso M.
Patient and caregiver preferences for haemophilia treatments:
A discrete-choice experiment. Haemophilia. 2024 Jan 10. doi:
10.1111/hae.14928. Epub ahead of print. PMID: 38198352.

From the National Bleeding Disorders Foundation

NBDF announces new CEO

The National Bleeding Disorders Foundation (NBDF) Board
of Directors recently announced that Phil Gattone, M.Ed., is
the organization’s next president and chief executive
officer. He will take the helm Feb. 12, 2024, to help ad-
vance NBDF’s focus of innovative, inclusive research, edu-
cation, advocacy. Gattone was president and CEO of the
Epilepsy Foundation of America (EFA) from 2012-2019.

“Phil is an organizational leader and communicator who
understanding the dynamic of a national organization and a
chapter network, and he recognizes the importance of a
strong collaboration between the two,” said Ryan Griffith,
NBDF Board of Directors chair. “He’s skilled at long-term
strategy but also knows the importance of adapting and
shifting throughout challenging times.”

Under Gattone’s leadership and vision, the EFA experi-
enced record growth in community engagement, strategic
partnerships, marketing, programming, and fundraising. In
less than 10 years during Gattone’s time as CEO, the EFA’s
annual revenues expanded by more than $15 million.

Additionally, Gattone successfully built alliances with multi-
ple community partners, elevating the EFA’s position within
the national and global epilepsy community. He introduced
new cost-effective solutions that elevated mission impact
and united the foundation. For his work, the EFA estab-
lished the Phil Gattone Award for Exemplary Service to rec-
ognize his lifetime of significant achievements.

Gattone succeeds Len Valentino, MD, NBDF's president and
CEO since 2020. During his four-year tenure at NBDF, Val-
entino helped organize programs and events such as the
first Health Equity Summit, the Research State of the Sci-
ence, National Research Blueprint, and Pathway to Cures.

NBDF’s search committee, along with search firm DHR, dili-
gently worked over six months to find the right person to
lead the organization.
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HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA
BOARD OF DIRECTORS 2023-2024

Daniel Hay, President Ashley Hay Chinedu Felix Osuchukwu
Alexandria, VA Alexandria, VA Washington, DC
Callie Victor, Vice President William Hubbert Lindsay Runion
Burke, VA Arlington, VA Silver Spring, MD
Mallory O’Connor, Secretary Artura Jackson Jennifer Sleboda

Washington, DC Largo, MD Falls Church, VA

Steve Long Marissa Zanno
Washington, DC

Shawna Gray, Treasurer
Crofton, MD Springfield, VA

HEMOPHILIA TREATMENT CENTERS

ADULTS: CHILDREN:
Georgetown University Hemophilia Children’s National Health System
Treatment Center Hemophilia Treatment Center
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

202-476-5000

Find Us on the Web

www.HACAcares.org

Follow Us on Social Media:
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