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Get ready for advocacy in 2020
programming
for adults,
teens and children. There’s
childcare for
ages 5 and
under, and
dinner and
overnight accommodations
will be provided.

Don’t let the winter
cold deter you from
doing your part as an
advocate for the
bleeding disorders
community!
HACA kicked off the
advocacy “season”
with an advocacy dinner on Sunday, November 17, at Maggiano’s Restaurant in
McLean.
Miriam Goldstein of
the Hemophilia Federation of America talked about issues
facing the bleeding disorders on the federal level.
Thanks to our 2019 advocacy sponsors: CSL Behring, Genentech, Novo Nordisk, Sanofi and Takeda.
Advocacy Events
The 2020 Advocacy Training and Richmond Days event will
take place Sunday, January 19, and Monday, January 20 at the
Omni Hotel in Richmond. The event starts on Sunday with
advocacy training starting at 1:45 p.m., and includes separate

On Monday,
the day will
start with a breakfast at the Omni and will be followed by
meetings with legislators at the Pocahontas Building.
Remember, this is a family friendly event – kids of all ages are
welcome! Overnight accommodations are covered as well. The
chapter can help with transportation through distribution of
gas cards and can also help with the parking fee at the hotel if
needed.
RSVP by January 6 to reserve your hotel room and make an
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Mission Statement
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impacted by bleeding disorders.
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CHAPTER NEWS
Scholarship Opportunity with HFA
The Hemophilia Federation of America will have its annual
Symposium April 23-25, 2020, in Baltimore, MD, and the organization is generously offering scholarships to cover hotel
costs for three nights for HACA members. If you are interested in attending Symposium, click here for program guidelines
and application. Deadline to apply is December 31.

email Brenda Bordelon at director@hacacares.org for a short
questionnaire. The governance committee will meet to approve
the slate in mid-March, and the membership will vote during
the annual meeting portion of the education day event.
Board members must be able to attend four meetings each
year, preferably in person. Meetings usually take place at various libraries around Northern Virginia.

Volunteers Needed
The NBC-4 Health & Fitness Expo is coming up January 19-20,
2020, and HACA needs volunteers to man the booth both days.
Hours on Saturday are 9 a.m.-5 p.m., and shifts are 8:30-11
a.m.; 11 a.m.-1 p.m.; 1-3 p.m.; and 3-5 p.m. Sunday hours are 9
a.m.-4 p.m., and shifts are 8:30-11 a.m.; 11 a.m.-1 p.m.; and 1-4
p.m. The event will take place in Halls B and C at the Washington Convention Center.
If you have a minor child or teen who would like to volunteer
for service hours, an adult must accompany him or her during
their shift. To register, click here.

Holiday Fundraiser with Minted
Board Members Wanted
The annual election of HACA board members will take place
at Family Education Day on Saturday, March 28, 2020, with
new board members beginning their term in June 2020. If
you are interested in becoming a board member, please

Still need to order holiday cards? See the special offer below to
save through Minted and support HACA.

2019-2020 HACA
CALENDAR OF EVENTS
To register for any event, contact
admin@hacacares.org or 703-352-7641.

DECEMBER
8

FIRST Focus Group with HFA, Arlington, VA

14

Holiday Gathering, Sherwood Center, Fairfax

JANUARY
12

Board of Directors Meeting, Arlington, VA

19-20

Advocacy Training & Richmond Days, Omni
Hotel, Richmond Virginia. RSVP here

26

Women’s Group, 1-4 p.m., VisArts, Rockville,
MD. RSVP here

●
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Fishing fun at the National Mall
When you think of an outdoor activity like fishing, the National Mall isn’t
usually what you would expect as a destination to hook a big one! But
HACA members learned there are plenty of fish in the pond at the Constitution Gardens pond in the heart of the mall near the Lincoln Memorial.
Event sponsors Octapharma, Aptevo and Biomatrix teamed up to bring
Brandon Young of Country Boy Fishing to the DC area for a day of fun.
Brandon provided the rods, reels and advice on baiting and casting. No
fish were killed as a result—it was a catch-and-release event.
The mission of Country Boy Fishing is to engage the youth and hemophilia communities with innovative ways to go back into nature by utilizing
the platform of fishing.
According to an article in NHF’s HemAware magazine, Brandon, who has
severe hemophilia A, went fishing for the first time at age 3 … and was
hooked! He wasn’t allowed to play traditional sports because of his
bleeding disorder, so he’d spend weekends watching fishing shows.
Country Boy Fishing is a culmination of his desire to promote an activity
he loves and connect with others in the bleeding disorders community.
Thanks, Brandon, for bringing your program to HACA and the DC area!

Photos by Bethany Swain
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HACA well-represented at Bleeding Disorders Conference
The annual National Hemophilia Association Bleeding Disorders Conference took place October 3-5 in Anaheim, CA.
More than 2,500 people from around the country participated in the conference.
Representatives from HACA included Executive Director
Brenda Bordelon, Board of Directors Vice President Robin
Monin, Board Member Mallory O’Connor, Terry Stone,
Matthew Stone, Veronica Scott and Blane Endale. Veronica
and Blane attended as panel members for some of the sessions. Program Assistant Patti Williford attended as well as
an NYLI participant.
The three days of the conference were packed with sessions,
with tracks for persons with von Willebrand disease, women
with bleeding disorders, rare bleeding disorders, spouses and
partners, adult men, chapters, en espanol, teens, nurses,
social workers, physical therapists and more. There were
industry breakfast symposiums, a packed exhibit hall, and a
fun final night event. Topics ranged from mental health to
medical marijuana, from alternative therapies to emerging
therapies, from healthcare policy to how to communicate
with your spouse—just to name a few!

Executive Director Brenda Bordelon, above, with this year’s Chapter of Excellence
awards, and on stage, below, with CEO Val Bias and other chapter leaders

HACA was also recognized with
other chapters at the awards ceremony on Saturday for receiving the
Chapter of Excellence Award in
three categories: Board Governance and Leadership, Advocacy and
Public Policy, and Programs and
Services.

Stone honored during Teen Impact Awards at NHF meeting
One of the highlights of the annual Bleeding Disorders Conference is the
Teen Impact Awards. The annual awards program recognizes teens in the
bleeding disorders community ages 13-18 who are making a positive impact in homes, schools and communities
This year, HACA nominated Matthew Stone, a longtime chapter member
who has been instrumental in getting our new Teen Task Force up and
running. Matt is a great leader who wants to give back to the chapter as a
mentor and role model to the younger teens in the group.
Matt was one of 75 teens from 31 states honored at the awards show, a
mix of serious and silly. Each teen was introduced and asked a question;
some were highlighted in short videos that aired throughout the evening.
The Teen Impact Awards are hosted by Believe Limited’s Patrick James
Lynch, creator of “Stop The Bleeding!” and other community programs.
Special guests included Chris Bombardier, mountaineer and executive
director of Save One Life Foundation, NFL player Josh Gordy, and Nikole
Scappe.
You can watch this year’s Teen Impact Awards here.
●

Matthew Stone, right, with Chris Bombardier at
the Teen Impact Awards

December 2019/January 2020 ● Volume 35, Issue 6

PAGE 4

HACA board member recounts experience at meeting
By Robin Monin
The NHF conference this year was a great mix of networking,
socializing, and informative decisions ranging from how to comfort your child during infusions, to fundraising for your chapter,
new medical advancements in the bleeding community, and
updates on federal healthcare policy.
With all of these different sessions, my favorite by far, and the
one that really stayed with me, was the keynote speaker. Mike
Rayburn brought up the idea of “What if”. What if you could
reprogram your brain to stop saying I can't, and start looking
for I can.
I feel like sometimes we get caught up in the I can’ts, It’s easy
to do, I can’t play football, I can’t go on vacation because of a
bleed, and we start down an unhealthy spiral of doubt and sad-

ness, but if we could turn that all
around, and start looking at the
opportunities instead of the
pitfalls, our lives and the lives of
those we touch would be happier
and better because of it.
He went on to say that this isn’t
easy, the “What If” mentality does
not always come naturally, but
once you let go of the naysayers,
and once you start asking yourself
“what's holding me back” then you
can start owning it, uncertainty can
equal opportunity if you can just
Robin Monin
ask yourself “what if.”
I felt like his words were the common thread throughout the
conference, from a talk teaching you about new techniques to
calm a terrified toddler (what if we could find a new way to
comfort them?), learning about the new healthcare bills going
through congress (what if I could convince my rep to vote for
the bill, how would I do that?), or learning how to deal with
marital stressors while raising a child with a bleeding disorder
(What if this obstacle needs to be overcome, how do we do it
together?)
Mike Rayburn ended with saying “To do things you have never done before, you need to start with doing something
you've never done before.” I did that by attending the NHF
conference, and I am so happy that I did.

HACA members enjoy the final night event at the NHF Bleeding
Disorders Conference.

HACA Executive Director Brenda Bordelon with Kelly Waters and Megan
Schowengerdt during the chapter sessions at the meeting.
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HACA Board Member Mallory O’Connor with her father, Michael O’Connor,
at the final night event.
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The Virginia Hemophilia Foundation, in partnership with HACA, received a State-Based Advocacy Coalition grant for 2019 to support its already-successful state advocacy program. One of the goals of this grant was to have
an advocacy stakeholders meeting, which took place on Friday, November 15, in Richmond.
The event started with an overview of the Virginia Bleeding Disorders Program, led by coordinator Jan Kuhn, RN, MPH.
Marvin Figueroa, Deputy Secretary of Health and Human Resources for the state of Virginia,
stopped by and talked about the future of short-term health plans. Even though Governor
Ralph Northam vetoed a bill in 2019, he expects it will be on the table again in 2020.
Becky Bowers-Lanier, HACA and VHF’s advocacy consultant, gave a state update, while Miriam Goldstein of HFA talked about what’s happening on the federal level.
Thanks to our 2019 advocacy sponsors: CSL Behring, Genentech, Novo Nordisk, Sanofi and Takeda.

Advocacy

Continued from page 1

appointment to meet with your legislator. Click here to register.
The Hemophilia Foundation of Maryland is not gathering in
Annapolis this year, but will instead hold a series of advocacy
dinners throughout the state. You can learn more on their
website or Facebook page

disorders community as they arise, and keep members apprised as to what’s happening. Look for future articles in HACA
News, and information on our Facebook page. If you are interested in getting involved, email Brenda Bordelon to add your
name to the list.
Being part of the legislative process is empowering. Make your
voice heard and participate in Richmond Days (if you are a Virginia resident) and Washington Days!

NHF’s Washington Days will take place February 26-28, with
training on Wednesday at the Hyatt Regency Capitol Hill, and
visits with lawmakers on Thursday. Friday is reserved for additional state advocacy training. NHF has an introductory webinar for those who have not attended before; click here to
view. Registration will open soon; click here for updates and
more information.
Advocacy Committee
The HACA board has created a new committee, HACA in Action. The committee will tackle issues that affect the bleeding
●
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Evento reúne a miembros de habla hispana
Gracias a todos los que asistieron a nuestro Día de Educación
anual en español el sábado 16 de noviembre. El evento tuvo
lugar en el Centro Comunitario Walter Reed en Fairfax, y cinco
familias asistieron.
Fel y Laura Echandi, guías de la Fundación Nacional de Hemofilia, dirigieron una sesión sobre cómo controlar el estrés y
mejorar el bienestar. Martha Boria con la Federación de Hemofilia de América presentó una sesión sobre abogacía.
Gracias a los expositores de este año: Accredo, Bayer, CVS
Specialty, Novo Nordisk, Pfizer, Sanofi y Takeda.
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Fundraiser at Two Twisted Posts brings in donations for chapter
HACA members enjoyed a beautiful cool fall day at Two Twisted Posts Winery in Purcellville on Sunday, November 3, for the
third annual fundraising day.
Two Twisted Posts donated—to HACA, a percentage of the
proceeds from the sales on that day. The tasting room was
hopping all afternoon as guests arrived to sample the wines,
and many bottles were purchased as well.
Thanks to the talents of Michelle Stielper, Terry Stone, Kirstin
Drye and Nina Duggan, HACA also had a table of holiday crafts
for sale. There was a wide assortment of both fall and Christmas decorations, as well as hand-poured candles. More than
$500 was raised through this effort!
HACA’s favorite duo, iliandi, performed as well that afternoon
in the barrel room.

●
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Fun on the farm for families group
The Families of Young Children group met up at Frying Pan Park
in Herndon, VA, in October for playtime, a picnic and a wagon
ride.
Eight families gathered together to meet, share stories, and
tour the farm. Frying Pan Park preserves and interprets farm life
in Fairfax County from the 1920s through the 1950s. Kidwell
Farm houses draft horses, chickens, peacocks, rabbits, sheep,
goats, cows and pigs. The group also took a wagon ride around
the park.
The next families group meeting will be in March 2020. More
details coming soon.
Thank you to Genentech and Novo Nordisk for supporting the
families group in 2019.
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Retreat offers opportunity for men to gather, learn

HACA and the Virginia Hemophilia Foundation teamed up November 9-10 for the first joint Men’s Retreat at Wintergreen
Resort in Central Virginia.
Saturday featured sessions on the healing power of music,
healthy aging, coping with male expectations and physical therapy.
Participants enjoyed time socializing that evening with a tour of
local microbreweries and dinner.
Sunday morning featured a session on healthy eating.
Thank you to this year’s sponsor of the men’s retreat for HACA:
CSL Behring.

●
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Registration now open for Camp Youngblood

The Hemophilia Association of the Capital Area (HACA) and
the Virginia Hemophilia Foundation (VHF) are teaming up
again for Camp Youngblood in 2020! The dates are Sunday,
July 5th – Friday, July 10th .
NEW THIS YEAR: In order to make the registration process run
more smoothly, the enrolling parent or guardian will fill out a
short Camp Youngblood prescreening survey to determine
eligibility. This is required for all applicants, even returning
campers.
The process was put into place to make sure everyone meets
the eligibility criteria before filling out the lengthy application.
The criteria is based on the HACA/VHF Camp Youngblood Application and Admission Guidelines – you can find them here:
https://vahemophilia.org/wp-content/uploads/2019/11/Camp
-Youngblood_Program-Guidelines_10.19.pdf
Camp staff will review each survey and those who meet the
criteria will be sent a password to access the 2020 Camp
Youngblood application. Those who do not meet the criteria
will be notified as well.
ALSO NEW IN 2020: We will also be offering a Family Camp
weekend at Camp Holiday Trails (CHT) that will take place Friday, July 10th – Sunday, July 12th, which is immediately after
PAGE 11

the summer camp session. Families will participate in the
same fun activities as campers, stay in cabins and come to
know the meaning of "camp magic" at CHT. If you are interested in registering for Family Camp, add all your family members to your account before starting the application, then
select “Camp Youngblood & Youngblood Family Camp Weekend” as your session.
The Camp Youngblood application process is open enrollment
and not first come first served. This will allow VHF, HACA, and
CHT the chance to review applications and manage the roster
according to the application/admission guidelines. All application deadlines must be adhered to in order to be considered.
Family Camp has limited space. Eligible families will be chosen from confirmed Camp Youngblood campers using a
lottery system.
The application process is now open on the Camp Holiday
Trails website, https://www.ultracamp.com/clientlogin.aspx?
idCamp=398&campCode=chd. The deadline for submitting
applications is March 30, and all camp paperwork and the
medical assessment is due by April 30. These dates are earlier
than in years past, which is why the application has opened
earlier as well.
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Teens represent HACA at annual Junior National Championship
By Elsa Kendall
This November, I had the privilege of playing golf at the CSL
Behring Junior National Championship, (JNC) a national event
for kids with bleeding disorders such as hemophilia and von
Willebrand disease, held annually in Arizona. The JNC encourages kids to stay active despite their bleeding disorders and to
use the strength gained from dealing with bleeding disorders to
overcome other stressful situations. While there, I also had the
pleasure of talking to the founder of the JNC, pro golfer Perry
Parker, who started this event 18 years ago with help from CSL
Behring.
I first met Perry at a meeting earlier this year when he taught a
golf clinic. He shared with me his story of growing up and playing sports with a bleeding disorder, and that his grandmother
was the one who suggested he play golf after he was repeatedly injured while playing basketball and baseball. A few years
later, when he was 16 years old, he broke par for the first time
at the Willowick golf course in Santa Ana, California, the oldest
golf course in Orange County. Since then, he has competed in
the Asian, Australasian, Canadian, Japanese, Nike, and P.G.A.
tours as well as other smaller competitions. Having hemophilia
is what Perry credits with allowing him to overcome struggles
throughout his life, a message he shared this year with the kids
at the Junior National Championship, while encouraging us to
dream the impossible. In a 2018 inspirational video produced
by Greg Healy, Perry Parker said the following:
“Hemophilia has made me stronger, and I’ve been successful
because of it. I know that might sound weird, but the reason
why is that I can handle anything that life throws at me after
what I’ve dealt with because of hemophilia. I can handle adversity, and I can overcome setbacks, and that’s allowed me to be
successful on and off the golf course.”
The JNC was a fantastic and exhilarating experience. It allowed
me to connect with other kids from across the country, participate in a friendly golf competition (I hit the longest drive, an
accomplishment I am very proud of), and, most of all, have fun!
Participating in the JNC has allowed me to feel more comfortable both talking about and playing sports with hemophilia. I
hope to continue to play golf in the future and look forward to
potentially playing in a youth league or on a high school golf
team. In the future, I also will be helping to organize activities
for HACA’s Teen Task Force meetings; I am excited to give back
to my community. I am so grateful to HACA for providing this
opportunity to me, and I hope that I can attend the JNC again in
the future.

●

Elsa with her Longest Drive
award.

James Cosman and Elsa with our local CSL
Behring representative, Kristen Carter.

HACA had three participants in this year’s JNC: James Cosman,
Nathan Skowronski and Elsa Kendall.

This year’s Junior National Championship participants from around the country.

Elsa (front) with JNC pros Pete Dyson (baseball), Tim Grams (swimming), Jesse
Schrader (baseball), and Perry Parker (golf).
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Thanks to our donors and sponsors
The Hemophilia Association of the Capital Area gratefully acknowledges our donors
who have given so generously. Below are donations received from September 1October 31, 2019. We have made every effort to ensure all donations are listed.

Frank Falgiano
Christine Falknor
Sherri Feliccia
Iliana Fernandez

Organizational Contributors

Emily Blumberg

Laura Flaherty

Abt Associates Inc

Anna Bollini

Marion Forcht

Aptevo

Brenda Bordelon

Nancy Forcht

CSL Behring

Liz and Matt Bowman

Michele Fulcer

CVS Specialty

Debbie Brandan

Noreen Gallen

Express Scripts

Frances Brayshaw

Andrew Gilmore

Genentech

Peggy Brock

Patricia Gisinger

Novo Nordisk

Leanne Brockman

The Glansdorp Household

Octapharma

Ashley and Parker Brown

Sheri Glisson

Rumsfeld Family Fund

Robert Brown

John Good

Sanofi

Colleen Burke

Steven Goodnight

Stellar Solutions Foundation

Marian Burns

Shawna and Ronald Gray

Takeda

Jean Callahan

Carla Greene

TD Bank

Caitlin Carrington-Fair

Rich Grote

Ubelhart, Rogstad & Associates

Melissa Caskey

Christine Guastello

Deb Caskey

Juan Pablo Guerrero Amparan

Elizabeth Cedar

Daniel Halper

Molly Checksfield

Shannon Han

Sadhana Chunduri

John Hand

Tracy Condon

S.E. Hartary

Kristina Contreras

Noreen Hay

Catherine Coronejo

Ashley Hay

Nora Crisostomo

Kevin Hay

Melissa Croslow

Matthew Henderson

Jamie Cross

Cindy Herrera

Kasie Culi

Barbara Herrmann

Joyce Curameng

Laura Hoard

Moeena Das

Erik Hoffman

Linda Davis

Ruby Holmes

Todd Delcambre

Cristina Horne

Kavita Desai

Chris Hornig

Ashleigh Dickerson

Krissy Hudgins

Patricia Drye Morin

Lynda Hulkower

Steve Duggan

David Huskie

Timothy Duggan

Kimberly Ingram

Ed Duggan

Reuben Jeffery

Debbie and Michael Edwards

Kurt Johnson

Romichelle Elegido

Becky Johnson

Raquel Esguerra

Jennifer Jones

The Eslinger-Pruitt Household

Ilker Karapinar

Individual Contributors
Amazon Smiles Donors
Max Abelson
Kristen Achterhof
John Adams
Melissa Alba
Bianca Alba
Heather Alba
Nolan Albarelli
Rochelle Alley
Neriza Ambat
Catharine Anderson
Jessica Andrews
Mark Antell
Elias Anteneh
Haidee Azul
Lauren Baird
Samantha Baratz
Candace Barth
Benjamin Beaton
Clinton Beckner
Brenda and Fred Beloin
Janet Bennett
Tricia Bennett
PAGE 13

Volume 35, Issue 6 ● December 2019/January 2020 ●

Gail Kelly

Jeremy Ogusky

Virginia Seitz

Jennifer Urbahn

Leanne Kidwell

Craig Palosky

Dawn Seto

Kristen and Keith Urbahn

June Kilby

Donna Parks

Elizabeth Shaw

Rosette Urcia

Diana Kinker

Ilisa Paul

Linda Shepard

Julie Van Alstine

James Kirchick

Brandon Perry

Lauren Sheram

Phyllis Vanolst

Natalie Klein-Raymond

Bina Peterson

Rodney and Laurie Shockley

Pedro Ventura

Daniel Kolodner

Stephanie Phillips

Dee Siegel

Marina Ventura

Brad Kramer

Edward Pineda

Jamie Sleboda

Josephine Vergara

Lauri Lanigan

David Podhaskie

Lin Sleboda

Sharon Vergara

Peter Lees

Lamoines President

George Sleboda

Callie and Joe Victor

Julie Lefevre

Linda Price

Richard Sleboda

Justin Walker

Annie Leverich

Stacy Rapacon

Cynthia Smith

Elise Walters

Sharon Livesay

Jennifer Reed

Shelby Smoak

Darlene Warren

Steve Long

Amanda Roberts

Susan Sobay

Deborah Warren

Daniel Rosen

Robin Sproul

Kelli Washington

Daria Luddy

Christopher Ross

Heather St Hilaire

Charlotte Williams

Delina Lyon

Jennifer Rothberg

Meaghan Stevens

Jackie Willis

The M.C. Household

Lindsay Runion

Amy Steward

Robin Wright

Nikki Macalalad

Therese Russo

David and Terry Stone

Marissa Zanno

William Maher

Emily Sachs

Clare Stroud

Paul Zidlicky

Diane and John Majors

Jennifer Salerno

Susan Sutherland

Andrew Manning

Jennifer Salvador

Miki Suzuki

United Way

Danielle Margiotta

Dom Salvemini

Charlie Szrom

Mary Carbone

Rose Marshall

Teresa Santalucia

Lois Thompson-Kendall

Timothy Duggan

Elena Mazzeo

Cynthia Santiago Pagan

Gordon Todd

Margaret McCarthy

Pamela Schmidle

Sarah Tonucci

Rachel McCleery

Mark Schumacher

Carrie Treagy

Leslie McMillan

Amanda Schwartz

Alexander Twerdahl

Tobias Loss-Eaton

Steven McNeil
John McNeil
Yona McNish
John Meanor
Dasha Migunov
Eva Miller
William Minor
Courtney Mitchell
Robin Monin
Mary Monin
Nathaniel Moore
Benjamin Mundel
Joseph Natividad
Linda Neubaum
Lisa Nichols
Stephen Niles
Christy Nix
Mallory O'Connor
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HEMOPHILIA ASSOCIATION OF THE CAPITAL AREA

BOARD OF DIRECTORS 2019-2020
Dana Brayshaw, President
Falls Church, VA

Mark Antell
Arlington, VA

April Owens
Fort Washington, MD

Robin Monin, Vice-President
Springfield, VA

Chris Guelcher
Bethesda, MD

Jennifer Sleboda
Falls Church, VA

Callie Victor, Secretary
Burke, VA

Daniel Hay
Alexandria, VA

Michelle Stielper
Culpeper, VA

Sandesh Mohan, Treasurer
Ashburn, VA

Artura Jackson
Largo, MD

Member at Large
Patrick Kanu
Laurel, MD

Melissa Alba
Fairfax, VA

Mallory O’Connor
Washington, DC

HEMOPHILIA TREATMENT CENTERS
ADULTS:

CHILDREN:

Medstar Georgetown University Hospital

Children’s National Health System

Center for Hemophilia and

Hemophilia Treatment Center

Thrombophilic Disorders

Sheikh Zayed Campus

Lombardi Cancer Center

for Advanced Children’s Medicine

3800 Reservoir Road, NW

111 Michigan Avenue, NW

Washington, DC 20007

Washington, DC 20010

202-687-0117

202-476-5000

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