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 Chapter Education Day coming up in March 
HACA looks forward to welcoming members to our annual 
Chapter Education Day, which is scheduled for Saturday, 
March 25, at Northern Virginia Community College in Annan-
dale, VA. 

The theme for our 2023 event is “The Future of Bleeding Dis-
orders,” and the day will kick off with a joint session from 10-
11 a.m. for all participants on emerging therapies with Dr. 
Gary Kupfer, co-director of the Georgetown University Hospi-
tal hemophilia treatment center.  

The conversation on how these emerging and future thera-
pies will affect different populations will continue in the 
breakout groups. From 11 a.m.-noon, Dr. Kupfer will talk with 
adults that have a bleeding disorder and caregivers on navi-
gating new therapies and how they will affect older patients. 
Then from 1:30-2:30 p.m., Dr. Kupfer and Kristen Parker, 
nurse coordinator at Children's Hospital hemophilia treat-
ment center, will talk with parents and families on the topic 
of “What Does the Future Look Like For My Child?” in regards 
to new and emerging therapies.  

For parents and families, the session from 11 a.m.-noon will 
be “How to Be A Savvy Community Member.” This interactive 
session will give you information on the sometimes confusing 
acronyms – HTC, 340B, HRSA, etc – which can be a roadblock 
to getting care. You will learn the critical questions to ask 
when choosing a medication provider. Finally, you will gain an 
understanding of the responsibility that parents, patients, 
pharmaceutical and homecare representatives have in fol-
lowing the rules and laws that affect us all.  

For adult participants, the conversation will continue after 
lunch from 1:30-2:30 p.m. on “Aging as Person with a Bleed-

ing Disorder.” This session will be led by an educator with the 
National Hemophilia Foundation, and will be a discussion-based 
workshop that will explore what’s been learned about aging 
with a bleeding disorder while providing a space for sharing 
lived experiences.  

HACA is pleased to announce that we will have interpreters on 
hand to work with our Spanish-speaking community members. 
Handouts will also be provided in Spanish as well.  

We are also thrilled that the staff from Camp Holiday Trails will 
be on hand as well that day to provide a day of pop-up camp for 
the kids and teens! We are still working on details, but there will 
be a variety of camp activities provided indoors and outdoors 
for kids ages 7-18.  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.  

Looking forward to seeing you on March 25!  

CLICK HERE TO REGISTER 

https://hacacares.org/event/chapter-education-day-2/
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2023 HACA 
CALENDAR OF EVENTS 
To register for any event,  contact admin@hacacares.org or 703-352-
7641. 

FEBRUARY 

5  Bayer Dinner 

11  Women’s Event 

18  Infusion/Injection and Families Event 

25 vWD Education Event 

 

MARCH 

11  Men’s Event 

19  Takeda Branded Dinner 

25 Chapter Education Day 
Look for more details on upcoming events in HACA’s bi-weekly update or 

at www.hacacares.org 
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Music therapy for women’s group 

Join the women of HACA for a relaxing event on Saturday 
February 11, with a session of music therapy with therapist 
Iliana Fernandez and a program on constructive conversa-
tions with Linda Pollhammer of Pfizer. We will start at 11 
a.m. for an hour of music therapy, followed by lunch and the 
program. The event will take place at the Fairlington Com-
munity Center, 3308 S. Stafford Street, Arlington, VA. Click 
here to register.  

Weekly advocacy check-ins for Va. session 

HACA and the Virginia Hemophilia Foundation have teamed up 
again this year for Virginia state advocacy programming. The 
Virginia legislative session started in January, and weekly 
check-ins and with our advocacy consultant Becky Bowers-
Lanier continue through February.  

The weekly check-ins will take place on Tuesdays via Zoom at 
4:30 p.m.: February 7, February 14 and February 21. Becky 
will give an overview of the past week’s events in the General 
Assembly, as well as any actions that will need to be taken 
about proposed legislation of interest to the bleeding disor-
ders community. Click here to register for the check-ins.  

Luncheon program with Bayer 
Fernando Andrzejevski, Hemophilia Community Executive 
for Bayer, for a program on “Personalizing Your Treatment 
Plan” on Sunday, February 5, at noon. The luncheon will 
take place at Maggiano’s Little Italy at Springfield Town Cen-
ter, Springfield, VA. Thank you to Bayer for being a Platinum 
level sponsor for our 2022 Fall Festival and Walk.  

Click here to register.  

Learn more about vWD at luncheon event 

HACA will host an educational event for people with von Wil-
lebrand disease and members who may be interested in learn-
ing more about vWD on Saturday, February 25, at 1 p.m.  

Janet Martin, MSN, RN-BC, CPN, of Takeda will lead “von Wil-
lebrand Disease: A-Z” Learn about inheritance patterns and 
types of 
vWD and 
its various 
symptoms, 
including 
those that 
are specific 
to women, 
as well as 
treatment 
approach-
es. The 
luncheon 
will take place at McCormick and Schmick’s at National Harbor 
in Oxon Hill, MD. HACA will reimburse you for the cost of park-
ing if needed, and if transportation assistance is needed, 
please reach out to Brenda or Robin. Click here to register.  

Adynovate the topic of Takeda branded event 

Takeda will present a luncheon for the HACA community on 
Sunday, March 19, on their product Adynovate. Janet Martin, 
MSN, RN-BC, CPPN, will provide a clinical overview of Ady-
novate, and patient advocate Dylan G. will also talk about his 
experiences with the product. The luncheon will take place 
starting at noon at McCormick and Schmick’s at National Har-
bor in Oxon Hill, MD. Thank you to Takeda for being the top 
sponsor for the 2022 HACA Fall Festival and Walk; the oppor-
tunity to host this branded presentation was part of the spon-
sorship package. HACA will reimburse you for the cost of park-
ing if needed, and if transportation assistance is needed, 
please reach out to Brenda or Robin. Click here to register.  

Men’s Group to meet in March 

The HACA Men’s Support Group is meeting on Saturday, 
March 11, from 4-6 p.m. at  Rock Bottom Brewery, 7900 Nor-
folk Avenue, Bethesda, MD. This is an an opportunity for all 
men of the chapter age 18 and up to gather together  - men 
with a bleeding disorder, fathers and spouses.  

Shelby Smoak of Biomatrix will lead an informal discussion on 
the varied impacts a chronic illness like a bleeding disorder 
has on patients and families. Shelby will facilitate discussions 
on overcoming insurance obstacles; preparing for anticipated 
changes in 2023; maintaining health equity; and navigating 
disease costs, including strategies for avoiding medical debt. 
Bring your questions and come ready to share and discuss.  

The group will meet in a private room at the restaurant,  

Click here to register.  

mailto:admin@hacacares.org
https://hacacares.org/event/womens-group-gathering/
https://events.r20.constantcontact.com/register/eventReg?oeidk=a07ejgr0hdq050cdcf8&oseq=&c=&ch=
https://hacacares.org/event/bayer-branded-luncheon/
https://hacacares.org/event/von-willebrand-education-event/
https://hacacares.org/event/takeda-branded-luncheon/
https://hacacares.org/event/mens-group-at-rock-bottom-brewery/
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HACA and the Virginia Hemophilia Foundation are teaming up 
again for Camp Youngblood July 16-21, 2023.  

Camp Youngblood is a weeklong overnight camp at Camp Holi-
day Trails for children with inherited bleeding disorders, their 
siblings, and children of members of the inherited bleeding 
disorders community that reside within HACA and VHF’s cover-
age area. The camp is located in Charlottesville, VA.  

Camp offers a week a fun and learning, including activities such 
as canoeing, fishing, swimming, horseback riding, nature trails, 
climbing wall, ziplining, arts and crafts, drama, music, dance, 
sports, cabins with air conditioning, delicious meals, campfires, 
a fully equipped Med Korner where kids can practice infusing, 
and more.  

Registration now open for Camp Youngblood  
The enrolling parent or guardian will fill out a short prescreen-
ing survey to determine eligibility (required for all applicants, 
even returning campers). Program requirements can be found 
here.  Click here for the prescreening survey.  

You should receive notice of eligibility within a week  of filling 
out the survey. If you are eligible, you will receive a direct link 
to the Camp Youngblood application.  

If eligibility is approved, all parts of the application must be 
filled out by March 31.  Click here for more dates and infor-
mation.  

HACA, VHF and Camp Holiday Trails hosted a camp information 
session on Thursday, January 12. Click here for the link to the 
video on YouTube.  

https://hacacares.org/wp-content/uploads/2022/12/2023-Camp-Youngblood_Program-Guidelines_12.5.pdf
https://vahemophilia.org/2022/12/02/vhf-haca-camp-youngblood-pre-screening-survey/
https://hacacares.org/registration-now-open-for-camp-youngblood/
https://youtu.be/E_4StS7Xhjs
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National Hemophilia Foundation Bleeding Disorders Conference coming to  

DC area in 2023; travel grant applications now available  

Bleeding Disorders 101: Back to Basics 

Are there people in your life that you’d like to learn more about 
bleeding disorders? This unique program is for teachers, child-
care workers, babysitters, family mem-
bers, partners, or others who are in-
terested in learning more about bleed-
ing disorders.   

Dr. Michael Guerrera, director of the 
Comprehensive Hemostasis and 
Thrombosis Program at Children’s Na-
tional Hospital, will lead the program 
on Wednesday, February 8, from 8-9 
p.m. via Zoom.  The basics of hemophilia as well as von Wil-
lebrand disease will be covered.  This virtual event is for anyone 
who wants to learn more about the different bleeding disorders, 
including community members who would like a refresher.  

Click here to register; you will receive the Zoom link after regis-
tration.  

HACA teaming up with Children’s HTC for programs this spring 
HACA and the hemophilia treatment center at Children’s Na-
tional Medical System will be partnering for two events in Feb-
ruary, and plans are in the works for an event in April as well.  

Infusion/injection training and Families program  

Learning to infuse or inject your child or helping them learn is 
an important skill to master. We will have a session 
on Saturday, February 18, from 10 a.m.-1 p.m. with nurses 
from Children’s National to help practice on dummy arms. This 
is a great opportunity to start talking about infusion or injection 
with your child, or to brush up on 
your skills.  

We will also provide lunch and Elle 
Levy, Advanced Practice Nurse Practi-
tioner at the Children’s HTC, will lead 
a presentation on “Maximizing Your 
Clinic Visits” geared toward families 
of children with a bleeding disorder.  

The event takes place at the Lawton 
Community Center, 4301 Willow Lane, Chevy Chase, MD. Click 
here to register.  A waiting list has started for the event.  

HACA and the HTC are teaming up for a workshop for girls with 
a bleeding disorders and their mothers/female caregivers. It will 
take place Saturday, April 29, from 10 a.m.-2 p.m. in Arlington, 
VA. Look for more details at www.hacacares.org in the coming 
weeks.  

The National Hemophilia Foundation will host its 75th Annual 
Bleeding Disorders Conference at the Gaylord Nation Resort 
and Conference Center in National Harbor, MD, from Thursday, 
August 17, to Saturday, August 19.  

HACA is pleased to be one of the host chapters for this year’s 
conference and to welcome NHF for this momentous anniver-
sary!  

We hope to see lots of HACA faces among the attendees at this 
year’s meeting! With that in mind, HACA is offering grants 
through the Sandi Qualley National 
Meeting Scholarship Program. Grants are 
intended to cover the cost of event regis-
tration and help with parking and travel to 
and from the meeting site. We will be 
offering a limited number of grants: up to 
$600 for families of two or more people, 
and $300 for individuals. Grants will be 
paid as reimbursements to the scholarship winners for expenses 
incurred; however, if this is a hardship, please indicate this on 
the scholarship form.  

Early registration is already open for the BDC; register by March 
24 for the best prices. Currently, registration is $105 for Con-
sumers/Teen Track, and $85 for the two-day Kids Program and 
$100 for the three-day Kids Program. Prices increase between 
March 25 and May 26 to $130 for Consumers/Teen, $95 for the 
two-day Kids Program and $115 for the three-day Kids Program.  

NHF also offers financial assistance for consumers interested 
in attending the conference. This is only applicable for adult 
and teen registration; there is no financial assistance for the 
Kids Program. Chapter board members do not qualify for assis-
tance. For more details, click here. Deadline is March 24.  
 
Deadline to apply for the Qualley Scholarship for the BDC is 
May 15. Click here for the application.  
 
If you are interested in attending the BDC for the entire event 
and staying on site, NHF offers several travel grants, and appli-
cations are now available through February 26. There are sev-
eral different types of grants available: for families and individ-
uals, women with a bleeding disorder, people with an ultra-
rare bleeding disorder, those with inhibitors, and Spanish-
speaking members of the bleeding disorders community. Click 
here to learn more about each grant and how to apply.  

Those who are awarded a grant will be required to stay on-site 
for four nights and five days (check in on August 16 and depar-
ture on August 20) and must attend the sessions during con-
ference hours.  

The last time there was a national conference in the DC area 
was 2014, so this is great opportunity to meet people with 
bleeding disorders from throughout the country and attend a 
variety of educational sessions. Click here for the event web-
site and more information.  
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https://hacacares.org/event/bleedingdisorders101/
https://hacacares.org/event/injection-infusion-and-family-event/
https://na.eventscloud.com/website/48326/financial-assistance/
https://hacacares.org/support-resources/scholarships/
https://na.eventscloud.com/website/48326/travel-grants/
https://na.eventscloud.com/website/48326/travel-grants/
https://na.eventscloud.com/website/48326/travel-grants/
https://na.eventscloud.com/website/48326/home/
https://na.eventscloud.com/website/48326/home/
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News You Can Use 

BD NEWS 

NHF Assumes Leadership of American Plasma Users 
Coalition 

WFH Launces Global Registry to Monitor Gene Therapy 
Outcomes 

INDUSTRY NEWS 

Hemab Therapeutics Announces First Patient Dosed in 
Phase 1/2 Study of HMB-001 for Glanzmann 
Thrombasthemia 

Biomarin shares update including next steps for 
investigational gene therapy 

Pfizer Announces Trial Updates for Investigational 
Hemophilia Gene Therapy 

Long-term Data Reinforce SPK-8011 Gene Therapy’s 
Potential for Hem A 

Hemlibra Helps Keep Bleeding Under Control in Babies in 
HAVEN 7 

Takeda Announces Trial Results on Investigational 
Therapy for Ultra Rare Blood Disorder  

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, 2022. 
We have made every effort to ensure all donations are listed.  

Organizational Contributors 
Biomatrix Health Group 
Colburn-Keenan Foundation 
Genentech 
Medexus Pharmaceuticals 
Novo Nordisk 
Stellar Solutions Foundation 
 
Individual Contributors 
Amazon Smiles Donors 
Rayna Conetta 
Timothy Duggan 
Miriam Goldstein & David 
Hubbert 
Daniel & Ashley Hay 
Chrissy Holt 
Greg Key 
Kathy & Cliff Krug 
Cynthia Kulenguski 

Steven Musher 
Christie Nix 
Stephen Nix 
Kellie Owens 
Linda M. Price 
Eileen Prophett 
Sandi & Ron Qualley 
Melissa Ridderbos 
Vivian Swiger 
Patricia Underland 
 

Registration now open for HFA Symposium 

The Hemophilia Federation of America will have its annual 
Symposium educational meeting April 13-16 in Orlando.  

Registration is $45 for adults 18 and up; and $15 for children 
under age 18.  

HACA is offering the Sandi Qualley National Meeting Attend-
ance Scholarship. We will award 
one scholarship, which may be 
used to defray the cost of airfare, 
hotel accommodations and regis-
tration fees. The maximum 
award will not exceed $1,000 for 
an individual or $2,000 for a family of two or more persons. 
The applicant will be responsible for meals and other inciden-
tals. When you complete the registration for Symposium, fill 
out the application for HFA’s travel grant for hotel rooms. Click 
here for the link to the scholarship application.  

For more information on Symposium, click here.  

Georgetown HTC welcomes new social worker 
The Georgetown University Medical Center Hemophilia Treat-
ment Center recently welcomed a new social worker: Leah 
Kramer, LICSW.  

Leah is a native of the DMV and com-
pleted her Master’s in Social Work at 
the University of Maryland, Baltimore. 
After living on the West Coast for six 
years, she recently returned to the DC 
area to be closer to family and friends, 
and to support her beloved DC sports 
teams. 

Her clinical background includes expe-
rience in behavioral health, both as a 
therapist and as a clinician assessing 
psychiatric emergencies in emergency departments. She also 
worked in outpatient settings, including oncology and primary 
care clinics, and spent three years as an HIV social worker in 
an outpatient internal medicine clinic in San Francisco. 

“Working with HIV patients solidified my interest in working 
with individuals diagnosed with chronic illnesses,” Leah said.  
“I see many similarities and shared challenges between the 
HIV and bleeding disorder communities, both often consid-
ered ‘invisible' illnesses, including navigating complex medical 
systems, and the psychosocial strains of managing a lifelong 
condition.” 

“At Georgetown's HTC, I look forward to supporting patients 
and their families and advocating for their needs to access 
care effectively,” she continued. “I also aim to be active in the 
HTC community, promoting awareness about hemophilia 
through outreach and education. Lastly, I hope to empower 
patients and their families to become more involved in the 
hemophilia treatment community.” 

https://www.hemophilia.org/news/nhf-assumes-leadership-of-the-american-plasma-users-coalition
https://www.hemophilia.org/news/nhf-assumes-leadership-of-the-american-plasma-users-coalition
https://hemophilianewstoday.com/news/global-registry-will-monitor-outcomes-hemophilia-gene-therapy/
https://hemophilianewstoday.com/news/global-registry-will-monitor-outcomes-hemophilia-gene-therapy/
https://www.prnewswire.com/news-releases/hemab-therapeutics-announces-first-patient-dosed-in-phase-12-study-of-hmb-001-to-treat-bleeding-disorder-glanzmann-thrombasthenia-301717243.html
https://www.prnewswire.com/news-releases/hemab-therapeutics-announces-first-patient-dosed-in-phase-12-study-of-hmb-001-to-treat-bleeding-disorder-glanzmann-thrombasthenia-301717243.html
https://www.prnewswire.com/news-releases/hemab-therapeutics-announces-first-patient-dosed-in-phase-12-study-of-hmb-001-to-treat-bleeding-disorder-glanzmann-thrombasthenia-301717243.html
https://www.hemophilia.org/news/biomarin-provides-update-including-next-steps-for-investigational-gene-therapy
https://www.hemophilia.org/news/biomarin-provides-update-including-next-steps-for-investigational-gene-therapy
https://www.hemophilia.org/news/pfizer-announces-trial-updates-for-investigational-hemophilia-gene-therapy
https://www.hemophilia.org/news/pfizer-announces-trial-updates-for-investigational-hemophilia-gene-therapy
https://hemophilianewstoday.com/news/long-term-data-reinforce-spk-8011-gene-therapy-potential-hem-a/
https://hemophilianewstoday.com/news/long-term-data-reinforce-spk-8011-gene-therapy-potential-hem-a/
https://hemophilianewstoday.com/news/hemlibra-safely-keeps-bleeding-under-control-babies-haven-7/
https://hemophilianewstoday.com/news/hemlibra-safely-keeps-bleeding-under-control-babies-haven-7/
https://www.hemophilia.org/news/takeda-announces-trial-results-on-investigational-therapy-for-ultra-rare-blood-disorder
https://www.hemophilia.org/news/takeda-announces-trial-results-on-investigational-therapy-for-ultra-rare-blood-disorder
https://hacacares.org/support-resources/scholarships/
https://www.hfasymposium.org/
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By Michael Hickey 

Hemaware 

Long-term joint damage is a real concern for people with 
bleeding disorders, as repeated bleeds — the pooling of blood 
around a joint — can degrade cartilage. That’s why it’s so im-
portant to recognize bleeds and take swift action if one occurs. 
Read on for more about why cartilage degradation happens 
and what someone with a bleeding disorder can do about it. 

First, it’s important to know exactly what a joint bleed, also 
known as hemarthrosis, is. 

What Is Hemarthrosis? 

Hemarthrosis, or articular bleeding, means bleeding into the 
joint cavity. For people without hemophilia, hemarthrosis often 
occurs after an injury. But for those in the bleeding disorders 
community, joint bleeds are a more common occurrence. 
 
How Does Hemophilia Cause Joint Bleeds? 

Hemophilia is an inherited bleeding disorder in which the blood 
does not clot properly because it contains low levels of clotting 
factor proteins (either factor VIII or factor IX). As a result, even 
small injuries can cause major bleeds that last for a long time if 
not treated. Spontaneous bleeds, which occur without an ap-
parent cause, are also common among those with hemophilia; 
this includes internal bleeding, particularly in joints. And recent 
research indicates that an increasing number of women in the 
bleeding disorders community are dealing with joint issues. 
 
What Happens When Someone with Hemophilia Has a Joint 
Bleed? 

Symptoms of joint bleeds can be subtle, and visible signs may 
not appear right away. Early symptoms include feelings of pain 
at the joint; bubbling, heat, or tingling sensations in the joint; 
swelling but no apparent bruising; and a need to hold the 
affected limb in a bent or flexed position. 

As the bleeding continues, pain and stiffness in the joint get 
worse. The skin at the joint feels warmer than elsewhere on 
the body, swelling increases, and the person may feel reluctant 
to move the joint or use the affected limb. 

What Happens to Joints After Frequent Bleeds? 

For people without hemophilia, a joint bleed is often the result 
of an injury and is rare enough that they will heal and recover. 
But joint bleeds are more common for people with hemophilia, 
and joints can degrade if bleeds are frequent enough, eventual-
ly leading to joint conditions such as arthritis. 

More specifically, degradation occurs in the synovium and the 
cartilage around the bones. The synovium is the connective 
tissue found in articulated joints — such as the knees and el-
bows — and it lines the entire inner surface of the joint, except 

Frequent bleeds take a toll on joints 

where the joint is lined with cartilage. 

The synovium produces synovial fluid that protects and lubri-
cates the cartilage and bone within a joint capsule to reduce 
damage during movement. If the synovium degrades and no 
longer produces synovial fluid, the joint has no protection 
against friction damage. The synovium also removes fluid and 
debris from the joint. So, when there is blood in the joint, the 
synovium absorbs it. Blood contains iron, and when the synovi-
um absorbs blood, it is believed that the iron causes the syno-
vium’s lining to thicken. As the synovium gets thicker, it con-
tains more blood vessels, making subsequent bleeds more like-
ly.  

Joint Bleeds: Treatment and Prevention 

Prevention starts with leading a healthy lifestyle, including low-
impact exercises that keep joints and muscles strong, such as 
walking, swimming, bicycling, and playing tennis. Clotting fac-
tor treatment therapy is also an effective way to prevent 
bleeds, as it increases the amount of factor in the body to lev-
els that lead to better clotting. 

An effective treatment to help reduce pain and swelling from 
an active bleed is a simple method called RICE, which stands 
for rest, ice, compression, and elevation. It’s important to note 
that if you suspect a bleed in the head, throat, back, or stom-
ach, it could be life-threatening. Call your hemophilia treat-
ment center and go to the emergency room, or call 911. 

Treating joints damaged by chronic bleeds may require sur-
gery, such as a synovectomy to remove the synovium. This 
stops the bleeding cycle caused by the synovium that has thick-
ened after many bleeds. There is also joint replacement sur-
gery, in which the damaged joint and bone are removed and 
replaced with plastic and metal parts. 

Reprinted with permission from the National Hemophilia Foun-
dation 

https://www.ncbi.nlm.nih.gov/books/NBK525999/
https://hemaware.org/womens-health/what-women-bleeding-disorders-need-know-about-joint-problems
https://hemaware.org/womens-health/what-women-bleeding-disorders-need-know-about-joint-problems
https://www.stjude.org/treatment/patient-resources/caregiver-resources/patient-family-education-sheets/hematology/joint-bleeds-in-hemophilia.html
https://www.webmd.com/osteoarthritis/what-is-hemarthrosis
https://www.verywellhealth.com/what-is-synovium-188024
https://www.verywellhealth.com/what-is-synovium-188024
https://www.hemophiliafed.org/home/understanding-bleeding-disorders/complications/joint-damage/
https://www.hemophiliafed.org/home/understanding-bleeding-disorders/complications/joint-damage/
https://vwdconnect.org/wp-content/uploads/2018/02/Playing-It-Safe.pdf
https://vwdconnect.org/wp-content/uploads/2018/02/Playing-It-Safe.pdf
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Find Us on the Web  
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Follow Us on Social Media: 
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