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Infusion coaching for adults
to be offered this summer
Thanks to a recent grant from the Hemophilia Alliance Foundation, HACA and Georgetown University Hospital Hemophilia
Treatment Center will present a series of virtual meetings,
coaching sessions, and in-person events 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.
The first virtual session will take place at 7 p.m. Wednesday,
June 23, via Zoom, and will talk about overcoming anxiety and
needle phobia. Click here to register.
During July and August, an infusion nurse from Georgetown
will be available to provide coaching via Zoom. She will watch
as you practice at home, and will answer any questions you
have. There’s limited space available per session.
In August, Dr. Gary Kupfer of Georgetown University Hospital
HTC, will lead a session on the importance of compliance for
infusing or injecting.
We are working on scheduling two in-person infusion workshops, one for the fall of 2021, and one for the winter of 2022.
At this workshop, infusion nurses will be on hand and you can
practice on dummy arms or using BayCuffs.
Stay tuned to HACA’s weekly update for more details as they
are finalized.
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Navigating a post-COVID world
This time last year, we were still getting used to this new
virtual world that we found ourselves living in. The chapter—like others around the country— moved to online
events, and navigating Zoom meetings and webinars was a
challenge the first couple of months. And then it became
the new normal.
Well, with more and more people getting vaccinated, and
vaccines to be available for children soon, people are
emerging from their cocoons and getting out again! And
we are starting to plan some in-person events!
We are undertaking this process carefully, scheduling outdoor events where you can still socially distance (and we
have a big supply of masks and hand sanitizers).
Our first outdoor group event is our Families of Young Children group coming up on June 12 with limited space (see
page 2). And the chapter picnic returns this year on Sunday, August 22, with a simple picnic and outdoor games
and activities.
We are going to ease back into indoor events, though. I
had hoped our first in-person event would be our vWD
education day, but we’ve made the decision to go virtual
again this year. Our women’s retreat in September will
probably be our first in-person indoor event.
I am hopeful that everyone in the metro DC area who
wants a vaccine will have one soon, and by the end of the
year, we will be back to business as usual. Please bear with
us as we navigate the next few months!
Brenda Bordelon, Executive Director

Mission Statement
HACA’s mission is to support advocacy, education, and awareness efforts that build and sustain community among all people
impacted by bleeding disorders.
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CHAPTER NEWS
In-person family event coming soon
The Families of Young Children group, which is open for all
families that have a child or children with a bleeding disorder
age 5 and under, will gather in person for a hike through Huntley Meadows Park on Saturday, June 12, starting at 3:15.
The event will feature a naturalist-led tour of the boardwalks
and trails of the park starting at 3:30 p.m. The group will meet
at the Outdoor Classroom, on the right side of the path as you
walk toward the visitor center. The group will split into two
groups of 15, with a guide for each group that will lead a
presentation, nature walk and items to touch and examine.

Although this is an outdoor event, masks will be required.
HACA will have masks on hand for children and adults if needed. Please do not attend if you or your child are experiencing
symptoms of COVID-19.
Bring a cooler with a picnic lunch and a picnic blanket. Following the tour, the group will gather near the visitor center for
dinner (not provided by HACA) and time to visit. There is limited space available.
Huntley Meadows Park Visitor Center is located at 3701 Lockheed Blvd. Alexandria, VA 22306. GPS has been known to

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

JUNE
6
12
14
20
23

Virtual Takeda Branded Program
Families of Young Children Group
Virtual Board of Directors Meeting
Young Adults Group
Adult Infusion Education Program

JULY
11
24-25
31

Virtual Spanish-language Partner Program with
Takeda
vWD Education Event
Family Camp Pop-Up Camp in Northern
Virginia

AUGUST
7&14 Family Camp Pop-Up Camps in Hampton and
CHT in Charlottesville
22
Chapter Picnic
25-28 Virtual NHF Bleeding Disorders Conference
Look for more details on upcoming events in HACA’s
weekly update
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cause issues in determining the correct entrance to the park.
You’ll want to make sure you enter at the intersection of Lockheed Blvd and Harrison Lane. Click here to register.

Young Adults Group plans first gathering
Join the first-ever HACA Young Adults Group in-person gathering on Sunday, June 20, from noon-2 p.m. at the small lakeside
pavilion at Lake Accotink Park in Springfield, VA. This group is
open to young adults with a bleeding disorder ages 18-29. For
this inaugural gathering, the group will meet for some social
time at the pavilion to talk and play games. Lunch will be provided; please register by Thursday, June 17, so we can get your
lunch order. Board member (and 23-year-old college student)
Patrick Kanu will be leading the group. Get to know other
young adults that are living with a bleeding disorder. Masks will
still be required, and space is limited due to COVID-19 restrictions. Click here to register.

Learn more about company, product
Each year, HACA is grateful to the companies who sponsor our
Fall Festival and Walk. Our top donors are given the opportunity to present a branded program to our members as one of the
benefits for supporting the chapter at a high level. This gives
you, the member, a chance to learn more about the companies and the products available to people with bleeding disorders. We call these “branded” programs because the presenters will tallk about specific products offered by each company
(as opposed to the educational dinners and webinars that are
presented by a company, but don’t mention specific products
by name and are more general in nature).
On Sunday, June 6, Takeda will present a session called VWiD,
with information on Vonvendi, a therapy for adults with von
Willebrand disease. The VWiD program provides the opportunity for members to hear stories, receive information, and
connect with other members of the community. It will be led
by Janet Martin, MSN, RN-BC, CPN. Click here to register.
CSL Behring is having two branded webinars series: For Afstyla
on Sunday, June 13 at 3 p.m.; and for Idelvion on Wednesday,
June 16, at 8 p.m. Register through HACA’s Constant Contact
website so we will know who is participating, and you’ll receive an email with the link to sign up through the third-party
event host. If you participate, you will receive a $25 GrubHub
gift card. Click here for June 13 and here for June 16.

Save the Date: Chapter Picnic Returns!
HACA will have its annual chapter picnic again on Sunday, August 22, from 11 a.m.-2 p.m. at Occoquan Regional Park in Lorton, VA. We will be meeting at pavilion 4, and will have lunch
catered by Brickmakers restaurant. There’s an open field next
to the pavilion, so we will have games and activities. We will
follow CDC guidelines regarding masks and social distancing.
Stay tuned for more details in future Weekly Updates.
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vWD education event to remain
virtual this summer

Spring Activity Recap
Cooking with Chef Mike
HACA partnered with Biomatrix for a family-friendly cooking class with Chef Mike on
Saturday, April 10.

HACA will hold its annual von Willbrand education event on Saturday, July 24 and Sunday, July 25, with one session each day.
The event will take place virtually.
The first session on Saturday will start at 10 a.m., and the program topic is still TBD; keep an eye out in HACA weekly updates
for more information.

The event started out with a
short program led by Terry
Rice of Biomatrix about selfcare during times of struggle.
Then he turned over the program to Chef Mike, who led us
step by step from his home in
Portland, OR. On the men for
the day’s cooking class was a side salad with honey Dijon dressing, and Bada Bing Chicken A la King. Chef Mike talked about
his struggles with hemophilia—and two organ transplants—
while he led us through the steps of preparing both of these
delicious dishes. At the
end of the session, it
was time to eat!
Thank you to Biomatrix
for sponsoring this
event!

The Sunday session will be at 7 p.m. and Dr. Gary Kupfer, director of the Georgetown University Hemophilia Treatment Center,
will lead a discussion on treatment options for von Willebrand
disease, as well as information on any new therapies on the
horizon.
Each session will begin with a few words from our event sponsors, and will end with breakout rooms so participants can learn
a little more about vWD products from each company.
Look for registration information in HACA weekly updates.

HACA, VHF team up with Camp
Holiday Trails for camp pop-ups

Dads group kicks off with Zoom

This summer, HACA and the Virginia Hemophilia Foundation
are working with Camp Holiday Trails to bring an in-person
family camp to a park near you and your family!

HACA started off its new Fathers Support Group on Sunday,
April 18, with a program led by HFA facilitator Jim Boutin. The
talk was designed to inspire dads to become more active by
providing ideas they can easily implement. Thank you to the
Hemophilia Federation of America for giving us this opportunity! Keep an eye out for future gatherings.

We are teaming up to provide three pop-up daycamp programs at three locations in the state, with the first one in
Northern Virginia at Lake Fairfax Park. Families will only be
allowed to attend one of the three camps, and HACA will not
pay for travel or overnight accommodations at the out-oftown camps.

Teens meet, play ‘Jeopardy’ and cook

The event will be outdoors, and will include protocols such as
mask-wearing, social distancing, and using a family “pod”
model where families will sit and interact together.

HACA’s Teen Task Force met on Saturday, May 1 for an afternoon full of fun! The event kicked off with a game of bleeding
disorders jeopardy in which participants got to test out their
knowledge on a variety of topics such as infusions, exercise,
and joints. Next, Sara Heilman of Strong Bold Healthy led a
cooking class and taught attendees how to make a Two Cheese
Mac N Cheese for dinner and Chocolate Dipped Peanut Butter
Ritz Cookies for dessert. Then participants got to enjoy their
delicious, homemade meal. Thank you to Sara Heilman for
leading the cooking class and to the Hemophilia Federation of
America, CSL Behring, and Takeda for supporting our Teen
Task Force.

There will be creative activity programming for the whole
family at each camp. At least one parent and/or caregiver per
family needs to be in attendance. You will not be allowed to
leave your child at the event.
Programming is geared toward ages 5-17. Ages 5 and under
are welcome to attend, but there will not be any childcare/
supervision provided.
The event will also include a boxed lunch and snacks during
event, as well as a CHT t-shirt and other swag. There is no
charge to attend.
The dates, times and locations are:
Saturday, July 31, 10:00 am – 2:00 pm – Location: Lake Fairfax
Park
Continued on page 4
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HACA board member graduates with associate’s degree and honors
HACA board member Patrick Kanu recently graduated with an
Associate of Arts degree with honors from Montgomery College
in Maryland.
Patrick has come a long way since he was born in Sierra Leone
in West Africa in 1997.
“In my early childhood, growing up in Sierra Leone was quite
harsh because I suffered from severe hemophilia B,” he said. “In
Sierra Leone, there are scarce resources, and many people are
not educated on bleeding disorders and illnesses.”
Patrick and his family emigrated to the United States in 2000,
where he was able to obtain treatment for hemophilia that
were not available in his home country.
“Growing up in the USA, I was not the most talented, gifted, or
smartest person,” he said. “However, I knew that I had goals
that I wanted to accomplish. Although I have severe hemophilia
B, I did not let it deter me from my aspirations. I knew if I
worked hard, I could accomplish any goal I envisioned.”
Patrick attended Montgomery College for two years, and received exceptional grades because of his hard work and determination for success. He graduated on Friday, May 21, with
honors and a 3.86 GPA.
Additionally, he was the vice president of Phi Theta Kappa Honor Society, an accomplishment he said is significant in his life,
which he describes as “...the epitome of hard work, dedication,
and diligence.”

Board member Patrick Kanu recently graduated with an associate’s degree with honors
from Montgomery College.

“This accomplishment signifies that anyone can accomplish
their goals even if they are suffering from a rare bleeding disorder,” he said. “All it takes is hard work, perseverance, and believing in yourself.

Pop-up family camps coming soon
Continued from page 3

Saturday, August 7, 10:00 am – 2:00 pm – Location: Sandy
Bottom Nature Park
Saturday, August 14, 10:00 am – 2:00 pm – Location: Camp Holiday Trails

Click here to register for the Walk

Registration is not confirmation of attendance. The final decision regarding eligibility are determined by VHF, HACA, and CHT
using Camp Youngblood Program Guidelines.
All in-person safety protocols will be based upon the recommendations of the Camp Holiday Trails Medical Advisory Committee, and they will continue to monitor local, state, and federal guidelines.
Click here to begin the registration process.

●
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Study looks at neuraxial anesthesia, postpartum complications in hemophilia
Findings from a recently published study in the Journal of Anesthesia suggest that pregnant patients with hemophilia whose
factor VIII or IX levels drop below 50% at the time of receiving
neuraxial anesthesia are more likely to experience postpartum
complications. Neuraxial anesthesia refers to the administration of local anesthetics and analgesia to targeted locations in
the spinal area. Epidurals are a commonly utilized form of neuraxial anesthesia, often used as a method of pain relief during
labor.

of women with bleeding disorders during pregnancy, labor, and
delivery. It also addresses the critical postpartum period with
specific treatment recommendations designed to both mitigate
the risk of bleeding-related complications in women and to
enable the early diagnosis of affected infants. The document
also does include recommendations on the appropriate use of
neuraxial anesthesia.

Investigators were led by Brandon Togioka, MD, Associate Professor, Department of Anesthesiology and Perioperative Medicine at the Oregon Health & Science University in Portland.
Togioka and his colleagues conducted two sets of literature
reviews in October 2019. The first review, which included 13
articles, encompassed individual case reports and case series
that described neuraxial techniques in patients with hemophilia—regardless of sex, age, or pregnant status. The second review, which included 19 articles, looked for case reports and
series that outlined bleeding outcomes among pregnant patients.

News You Can Use

Findings from the first review showed that 3 of 134 patients
had neuraxial hematoma with paraplegia (paralysis of the legs
and lower body). All three of these patients presented with a
factor level of 1%. The second review showed that out of 2,712
deliveries, postpartum hemorrhage occurred in 193 patients
(7.1%), which necessitated blood transfusion in 60% of these
patients. Overall, postpartum bleeding complications were
nearly “twice as likely” where factor levels were below 50%.
“In summary, we found low level evidence (Level 4) that factor
VIII and IX levels should be greater than 50% for delivery and
neuraxial techniques. In our review of 134 neuraxial placements and 2,712 deliveries, neuraxial hematomas were found
with a factor level of 1% and hemorrhagic complications were
higher when factor activity was <50%,” explained Togioka and
his fellow authors. “Therefore, factor levels should be assessed
and increased above 50% prior to neuraxial technique and delivery.”
The review , “Delivery and Neuraxial technique Outcomes in
Patients with Hemophilia and in Hemophilia Carriers: A Systematic Review,” was published March 2021 in the Journal of
Anesthesia.

Click here to download MASAC Document 265

BD NEWS
National bleeding disorders organizations announce
collaborative project
Hemophilia B patients in US face great financial, personal
burden
COVID-19 vaccines do not stop emerging therapy options
for those with bleeding disorders
HFA offering mental health training for bleeding disorders
community members

INDUSTRY NEWS
CSL Behring announces closing of global
commercialization and license agreement with uniQure
Jivi may prevent minor surgery bleeds in severe
hemophilia A patients
Hemlibra found effective for severe hemophilia A in
clinical setting
Catalyst’s FIX gene therapy more effective than Padua in
early study
SCHOLARSHIPS
Click here to access a portal for bleeding disorders
community scholarship opportunities
SURVEYS
National HTC Patient Satisfaction Survey— open through
June 30
Parents of Kids with Hemophilia A or B—run by the
Hemophilia Federation of America

Please note that earlier this year, NHF’s Medical and Scientific
Advisory Council (MASAC) issued MASAC Document 265 which
provides recommendations for the diagnosis and management
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Board members start new term in June

Thanks to our donors, sponsors

June marks the beginning of the new term for HACA Board of
Directors members.

The Hemophilia Association of the Capital Area gratefully
acknowledges our donors who have given so generously. Below are donations received from March 1-April 30, 2021. We
have made every effort to ensure all donations are listed.

HACA welcomes Ashley Hay (pictured) to
the board of directors for 2021-2023. Ashley
has a son with severe hemophilia B, and
works as director of community support for
the Animal Welfare League of Arlington.
Returning board members are Daniel Hay,
Patrick Kanu and Mallory O’Connor
Thanks again to departing board members
Michelle Stielper, who served three twoyear terms, and Melissa Alba, who served one term.

Volunteers needed for chapter committees
HACA is looking for committee members for the following
chapter standing committees: Advocacy, Communications/
Social Media, Fundraising and Programming Services. This is a
way for you to get more involved, get to know chapter board
members and have some input into chapter activities. As a
committee member, you would participate in quarterly committee calls, as well as help out with other tasks determined by
the committee chairs. If you would like more information on
the committees, email Brenda at director@hacacares.org.

HACA bids farewell to program coordinator

Organizational Contributors

Shell

Bayer

Superior Biologics

BioMarin

Takeda

Biomatrix

Individual Contributors

Cigna

Amazon Smiles Donors

Genentech

Timothy Duggan

Grifols

Ellen Herbert

Hemophilia Alliance

Christy Nix

Hemophilia Federation of
America

Linda Price

Mallinckrodt
Pharmaceuticals

Lin Sleboda
Connie Wonder

Medexus
Octapharma
Pfizer

Sanofi Genzyme

Virtual NHF conference set for August
Registration is now open for the National Hemophilia Foundation’s 73rd Bleeding Disorders Conference. This year's
meeting will take place on August 26-28, with an additional
day of pre-conference workshops on August 25. BDC 2021
will be held in a fully virtual environment to ensure the health and safety
of participants.

For almost two years, Patricia Williford worked behind the
scenes as HACA’s program coordinator, assisting with planning
events and handling administrative tasks. Patti graduated from
George Mason University in December 2020, and is taking a job
this summer at Camp Holiday Trails in Charlottesville, where
she spent many summers as a camper and a counselor. She’s
still working on plans post-summer, but we know wherever she
lands, she will excel! Thank you, Patti, for all you have done for
HACA in the last two years. We will miss you!

●
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With more than 90 educational sessions lead by seasoned experts, the
possibilities for learning are endless.
You'll have a chance to discover first-hand what's new from
our exhibitors through round tables and 1:1 video calls.
Connect with the bleeding disorders community in our networking events, through games, and much more! NHF is
offering the full 4-day Conference for free to community
members.
Click here for more information and to register.
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BOARD OF DIRECTORS 2020-2021
Robin Monin, President
Springfield, VA

Chris Guelcher
Bethesda, MD

Mallory O’Connor
Washington, DC

Callie Victor, Vice President
Burke, VA

Ashley Hay
Alexandria, VA

April Owens
Fort Washington, MD

Daniel Hay, Secretary
Alexandria, VA

Artura Jackson
Largo, MD

Luke Runion
Silver Spring, MD

Lindsay Runion, Treasurer
Silver Spring, MD

Patrick Kanu
Laurel, MD

Jennifer Sleboda
Falls Church, VA

Steve Long
Springfield, VA

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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