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Families enjoy day camp at Holiday Trails after 2-year hiatus
HACA and the Virginia Hemophilia Foundation teamed up to
provide our members a fun-filled day at Camp Holiday Trails in
July.
Kids and adults alike enjoyed classic camp activities as well as a
few new adventures. In arts and crafts, we made designs out
of fuse beads. Participants were able to choose between classic
designs or design their our own.
During nature time, the group braved the heat to go on a nature scavenger hunt. We learned how to ID edible plants— as
well as ones to stay away form. Some lucky campers even saw
an Eastern Big-Eyed Click Beetle!
After lunch we were able to test our skills on the archery range
where beans exploded out of the slingshots, and paper zombies were stopped by flying arrows.
We ended up at the challenge course, which consisted of a 40foot rock wall. Not to be outdone by the kiddos, our own
grownup members Veronica, Ryan and staff member Robin
made it to the top of the wall! It was a great time for everyone,
and we can’t wait to do it again next year!
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CHAPTER NEWS
Still time to sign up for chapter picnic

Registration open for Women’s Retreat
The fifth annual Women’s Retreat is coming up again this year
September 9-11 at Meadowkirk in Middleburg, VA.
The retreat has become a beloved event for the women of the
chapter. It will include opportunities to socialize with other
members, education sessions, delicious food, time to walk
around the beautiful grounds of the retreat center, and more.
The event kicks off Friday evening with some get-to-know you
games and sipping wines from local vineyards.

HACA’s annual chapter picnic is coming up on Sunday, August
14, at Watkins Regional Park in Upper Marlboro, MD.
We will meet at Shelter 4 from 11 a.m.-2 p.m. for lunch and
time to visit with fellow HACA members and event sponsors.
From 11:30 a.m.-12:30 p.m., a naturalist from the park’s nature center will be on hand with an educational exhibit.
The shelter borders on a small playground, and we will have
some games on hand as well. HACA will also provide tickets for
the carousel.
Watkins Regional Park is also home to the amazing Wizard of
Oz playground (see photo above), a nature center and the Old
Maryland Farm. There’s enough to keep the kids busy all day at
the park!
Register here by Wednesday, August 10.

2022 HACA
CALENDAR OF EVENTS
To register for any event, contact admin@hacacares.org or 703-3527641.

AUGUST
14
Chapter Picnic
25-27 NHF Bleeding Disorders Conference
SEPTEMBER
9-11 Women’s Retreat
12
Board of Directors Meeting (virtual)
18
Men’s Group Program
24
New Families Group
25
Sanofi Branded Dinner
Look for more details on upcoming events in HACA’s bi-weekly update or
at www.hacacares.org

●

Education topics on Saturday will include “Taking Care of You”
with Anna Bell, our traditional Saturday morning session; a
two-track session in the afternoon (“Reproductive Health,
Menstruation and Menopause,”
with NHF, and a rap session on caregiver trauma); and a group session
to close out the educational offerings. There will be the usual afternoon break for either leisure time,
or an outdoor activity. Saturday
evening will feature either the option of doing a craft led by Michelle
Stielper (another retreat tradition)
or socializing around the firepit. We
will end the event on Sunday with
our closing ceremony.
Breakfast, lunch and dinner on Saturday, and breakfast on
Sunday are all provided.
All participants must be full vaccinated against COVID-19 to
attend (this is defined by the CDC as completion of the 2-dose
series of Pfizer or Moderna, or one dose of the Johnson &
Johnson vaccine). If you attended in 2021, you do not have to
present proof of vaccination again. We encourage but don’t
required boosters. We will also require masks in the indoor
spaces since we are in pretty close quarters, and that everyone take a home test within 24 hours of arrival to prevent the
spread of this very contagious variant. Please indicate in your
registration if you need one sent to you.
Click here to register.

Men to gather over dinner in Silver Spring
The HACA Men’s Support Group is meeting on Saturday, September 18, from 4-6 p.m. at Fire Station 1 Restaurant in Silver
Spring. We are still working on the program, but it will be an
opportunity for all men of the chapter age 18 and up to gather
together - men with a bleeding disorder, fathers and spouses.
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 separately by the member.
Look for more details in upcoming chapter bi-weekly updates.

August/September 2022 ● Volume 38, Issue 4

PAGE 2

Back to Camp

Thank you to our Camp Sponsors

Continued from page 1

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 May 1-June 30. We have
made every effort to ensure all donations are listed.
Organizational Contributors
Bayer
Cigna Health
CVS Specialty
Grifols
Medexus
Octapharma
Optum
Novo Nordisk
Takeda

Cristina Horne
Patrick Kanu
Christie Nix
Bethany Swain

Individual Contributors
Amazon Smiles Donors
Jonathan Glicoes
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Register today for HACA Fall Festival & Walk coming up in October
The HACA Fall Festival & Walk is just around the corner, and the
website is live and ready for you to register!
This year is the 10th anniversary of our annual walk, which started in 2013 as the Hemophilia Walk at the National Mall. In 2017,
we moved the walk to Lake Accotink Park.
Get your team together for another day of fun at Saturday, October 1, from 8:30 a.m.-1 p.m. The event will feature the usual
fun and games, but will also feature a visit from some superheroes this year!
We have some incentives to get you registered early:
•

Register between August 1 and September 1 to be entered
into a drawing for a $25 Target gift card.

•

The team captains of the first 10 teams formed by September 1 will be entered into a drawing for a $25 Amazon gift
card.

Start planning your team t-shirts now and inviting your friends
and family to attend, because awards will be given for the best t
-shirts and largest teams. And of course, Best Team Name will
also be awarded, so get those creative juices flowing!
The purpose of the walk is the raise funds for HACA, and donations will support:

●

•

The George & Linda Price Scholarship Program and the
HACA Job Readiness Grant.

•

HACA’s annual donation to NHF’s Judith Graham Poole
Postdoctoral Research Program.

•

Medical assistance jewelry for adults and children.

•

And more!

Click here to sign up today!
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vWD event in person after two years
For two years, HACA’s annual von Willebrand disease summer
education event was virtual via Zoom. On Saturday, July 23, we
were able to gather again in person at the Walter Reed Recreation Center in Arlington, VA.
The event kicked off with a program on vWD updated guidelines, led by Katherine Cabrera of NHF. You can find the new
diagnostic guidelines here, and the management guidelines
here.
After a delicious lunch from Texas Jack’s Barbecue, Kristin Prior
of CSL Behring shared her story of her life as both an affected
individual and mother of a young man with vWD and hemophilia.

The day concluded with a branded program on Vonvendi by
Takeda. Takeda was the top sponsor at our 2021 Fall Festival &
Walk, and one of the benefits is a presentation of a branded
program about a company product.
Thanks to this year’s event sponsors CSL Behring, CVS Specialty, Octapharma and Takeda.
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Price Scholarship winners chosen

HACA Summer Events

HACA would like to congratulate its four George and Linda
Price Scholarship winners for the 2022-23 school year. They
are: Melissa Alba, Stephanie Jackson, Johanna Mattos and
Jack Prophett.

Family Group gathering at Scramble

Melissa is continuing her master’s program in social work at
George Mason University,
and is on schedule to finish
the two-year program in the
spring of 2023.
Stephanie will be entering the
American College of Education to pursue her master’s
degree in elementary education. She has been an educator for 30 years.
Johanna will be returning to
Stephenson University in
Maryland as a sophomore nursing student.
Jack will be completing his senior year at the College of William
and Mary as a finance major.
The George and Linda Price Scholarship is offered each year,
and up to $16,000 in funds are distributed to qualified applicants. It was established to honor the generous volunteerism
of the late George Price and his wife, Linda, who is still an active member of the community.
Eligible applicants are chapter members with a bleeding disorder, as well as siblings, parents or spouses.
Look for the 2023-24 applications in April 2023.

The HACA family group met at
Scramble in Alexandria for an
afternoon of fun in the soft play
area on Saturday, June 11. The
parents spent the time talking
about what activities the kids
would be doing over the summer, and the trips that were
planned, while the kids played
tag, and climbed over giant balls
shaped like planets. There was
an astronaut zone where the
kids could play in a giant spaceship, and a jungle zone where
they climbed a rope net and
jumped over “holes.” But no
matter where they explored,
they always ended up at the top
of the giant slide!
An event for families of children
age 5 and under is coming up on
Saturday, September 24, at
Chinquapin Recreation Center
(see more details on page 2),
and all families are invited to
our annual fall event, which is
scheduled for Saturday, October
29, more details to come soon.
Thank you to Genentech for
supporting our families group.

Job Readiness Grants still available
In 2021, HACA began offering fund to help members pay for
job training programs and/or certification to support their career goals.
This is an ongoing program and applications are available anytime on our website—click here for guidelines and application.
Members of HACA with a bleeding disorder, as well as siblings, parents or
spouses, are eligible to apply. Priority
will be given to those who actively participate in HACA activities.

●

Young Adults meet at Nats Park
The Young Adults Group got together on Saturday, June 18,
for a Washington Nationals game at Nats Park in DC.
Sadly, the Nats lost to the
Philadelphia Phillies, 8-7, but
the group still enjoyed a sunny day at the ballpark!
The next Young Adults Group
gathering will be on Saturday,
October 15, and will be
meeting along with the Teen
Group at the Dave & Busters in Capitol Heights, MD. The event
will include a hybrid presentation on learning to budget. Look
for more details and registration coming soon.
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Funding future breakthroughs in bleeding disorders research
Each year, HACA makes a donation to NHF’s Judith Graham
Pool Postdoctoral Research Fellowships program. This article
gives a little background on the program.
By Lisa Fields
Hemaware
Named for the pioneering Stanford University physiologist who
discovered the method for creating cryoprecipitate in 1965,
revolutionizing care for people with hemophilia, the Judith Graham Pool Postdoctoral Research Fellowships support individuals conducting basic science and preclinical research in bleeding
disorders. Since the fellowship’s founding by the National Hemophilia Foundation (NHF) in 1972, it has helped scientists
deepen their understanding of bleeding disorders with hopes of
developing better treatments and, someday, a cure.
In recent years, NHF chapters, families and family foundations
have exclusively funded the fellowship program, commonly
known as JGP, demonstrating their support for the crucial work
that fellows do.
“None of the funding for JGP is through pharma or industry
partners,” says Michelle Witkop, DNP, FNP-BC, head of research
for NHF. “That fact helps to free up the researchers in ways that
we might not even realize.”
Each year, JGP awards funding to three to five postdoctoral
fellows. Researchers receive $104,000 over two years, making it
“one of the top awards nationally for inherited bleeding disorders,” Witkop says.

HACA has contributed to the fellowship program for at least
10 years, with a donation of $5,000 in 2021, the largest to
date.
“When people ask, ‘How can I support research?’ encourage
your local chapter board to support the JGP,” Witkop says. “If
a chapter sends $1,000, that $1,000 will go to a researcher.
That’s important for people to know.”
Reprinted with permission from Hemaware

News You Can Use
BD NEWS
HFA Names Interim CEO
New Genotyping Recommendations Issued by MASAC
Diabetes, HIV can lead to high blood pressure in men
with hemophilia

Concizumab reduces bleeding in hemophilia A and B
patients: Phase 3 Trial
INDUSTRY NEWS
FLT180a, Gene Therapy for Hem B, Sustaining Higher FIX
Levels
Sanofi Provides Fitusiran Trial Updates at ISTH
Prophylactic Therapy for Glanzmann Thrombasthenia
Moves Towards Clinical Trials
Sanofi and Sobi report progress with BIVV001
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Paper features Q&A resource on shared decision making and gene therapy
As investigational hemophilia gene therapies move closer
to regulatory authorization, community stakeholders
have recognized the acute need for people with hemophilia (PWH) and healthcare professionals (HCPs) to be
fully engaged in shared decision making (SDM). While the
concept of SDM whereby patient and provider collaborate to reach informed treatment decisions has gained
support in recent years, the arrival of such a paradigmshifting will present unique challenges and opportunities.
Disparities in health literacy, the proliferation of inaccurate and contradictory content on social media, direct-topatient marketing, plus the sheer complexity of gene
therapy, may prevent a PWH from fully engaging in SDM.
While some HCPs may also lack a thorough enough understanding of gene therapy, hindering their full participation in the SDM model. In addition, an HCP’s perception of their patient’s comprehension of this therapy may
not align with their patient’s actual understanding, a discordance that further compromises SDM, increasing the
potential for delayed treatment decisions and other negative outcomes.
In light of these anticipated obstacles, an international
and multidisciplinary group known of as the Council of
the Hemophilia Community (CHC) was convened. Composed of independent advisors, HCPs, industry and patient representatives, the goal of the CHC was to fill these
information gaps through the development of a resource
that would help generate an ongoing dialogue between
PWH/HCP, with patient-centricity as it’s guiding principle.
The CHC held three roundtable meetings between November 2020 and May 2021 wherein they fleshed out a
series of questions and answers that would best foster a
genuine SDM process amongst PWHs/HCPs. The majority
of the decided-upon questions fell under several overarching categories including treatment regimen/
adherence requirements, treatment predictability and
variability, treatment durability, and the risk/benefit profile.
Each of the questions were subsequently assigned to the
five stages of the patient “decision making journey.”
These included:
•
•
•
•
•

Pre-gene therapy information seeking
Pre-gene therapy decision making
Treat initiation
Short-term post-gene therapy follow up (less than
one year since receiving gene therapy)
Long-term gene therapy follow up (more than one
year after receiving gene therapy).
●

A recent paper published online in the journal Patient
Preference and Adherence (PPA), describes in greater
detail the process of developing the resource and context
in which it was created. Read the open-access PPA article.
The authors highlight the value of this tool to enhance
SDM relevant to hemophilia gene therapy, while also
hinting at its potential utility in other disease groups.
“The educational and decision support resources described herein recognize that each patient’s decision journey will evolve throughout their lifetime with their individual preferences at different life stages, and with the
emergence of new therapies and a growing evidence
base,” explain the authors. “The Q&A resource provides
HCPs and PWH with timely, relevant information, facilitates discussions, and empowers PWH to engage in
shared decision-making. As gene therapy products enter
the market, the themes and questions mapped here
should stimulate discussion and aid interactions among
HCPs, PWH, and family members, to ensure that they are
fully informed and realize the clinical potential of this
treatment. While the issues discussed here pertain to hemophilia, they could also be applied to other hereditary
diseases with multiple treatment options.”
Access “Hemophilia Gene Therapy: Your Questions Answered” in PDF.
Citation
Wang M, Negrier C, Driessler F, Goodman C, Skinner MW.
The Hemophilia Gene Therapy Patient Journey: Questions
and Answers for Shared Decision-Making. Patient Prefer
Adherence. 2022 Jun 9;16:1439-1447. doi: 10.2147/
PPA.S355627. PMID: 35707346; PMCID: PMC9191577.
Disclaimer: NHF provides periodic synopses of articles
published in peer reviewed journals, the purpose of
which is to highlight papers that cover a wide range of
topics and speak to a broad spectrum of the inherited
blood disorders community. Topics include shared decision making, gene therapy, health equity, and more. NHF
hopes you find this content to be informative and engaging.
Any questions about the article featured here should be
directed to the publishing journal and/or the study authors. This content is for general information only. NHF
does not give medical advice or engage in the practice of
medicine. NHF under no circumstances recommends particular treatment for specific individuals and in all cases
recommends that you consult your physician or local
treatment center before pursuing any course of treatment.
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HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA

BOARD OF DIRECTORS 2022-2023
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

Luke Runion

Washington, DC

Largo, MD

Silver Spring, MD

Shawna Gray, Treasurer

Patrick Kanu

Jennifer Sleboda

Crofton, MD

Laurel, MD

Falls Church, VA

Steve Long

Marissa Zanno

Springfield, VA

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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