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HACA Fall Festival & Walk Plans to be Adjusted for COVID 

Saul Vergara is a young, 9-year-old boy who has captured the 
hearts of so many people. Since the day he was born, prema-
ture on the 4th of July, Saul continues to show his strength and 
resiliency despite living with a lifelong condition called hemo-
philia B. This condition requires weekly intravenous infusions 
and Saul is so brave to endure these infusions given to him by 
his grandparents, aunts & parents. It is definitely a family effort 
to make sure Saul's infusions are painless as possible. 

Every year for the past five years, Saul leads his pack in the 
quest to find a cure against hemophilia B during the annual 
Hemophilia Association of the Capital Area (HACA) Fall Festival 
and Walk. Saul calls his pack “Saul's Patrol,” who are a team of 
family, friends and community that support him. Saul's Patrol 
gets bigger and bigger each year...and it's easy to spot them 

Why We Walk: Saul’s Patrol 
Join the Hemophilia Association of the Capital Area for its 
eighth annual Fall Festival & Walk on Saturday, September 19, 
at Lake Accotink Park in Springfield, VA. 

Funds raised through our annual walk event help support pro-
grams such as our George & Linda Price Scholarships, support 
groups, patient assistance for items such as MedicAlert brace-
lets, our annual donation to NHF’s Judith Graham Poole Post-
doctoral Research Program, and more.  

This year's event is a little different than our prior walk due to 
the COVID-19 pandemic. The number of people allowed to 
attend in-person at Lake Accotink Park will be limited by what-
ever phase Virginia is in the day of the event. Right now we are 

anticipating that Virginia will probably 
be back in Phase 2 by walk day, so we 
are limiting the number of on-site par-
ticipants to about 40 (not counting staff 
or exhibitors). If we continue Phase 3, 
the number will be higher.  

However, we encourage people to sign 
up as a virtual walker and plan to walk 
in their neighborhood or community. 

Information will be available closer to walk day about meet-
ups in different areas, if you want to walk with other HACA 
members in a socially distanced manner!  

Participants who sign up as virtual walkers will receive a Walk 
in a Box: T-shirts for their family members, swag from our walk 
sponsors, gift cards for a picnic lunch, and other items that can 
be utilized on walk day. Please register by September 4 in or-
der to have your box shipped to you in time for the event.  

Continued on page 3 
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2020 HACA 
CALENDAR OF EVENTS 
To register for any event,  contact 
admin@hacacares.org or 703-352-7641. 

AUGUST 

28-30 Virtual Women’s Retreat 

 

SEPTEMBER 

10 Partner Webinar with Sanofi 

14 Board of Directors Meeting 

19 Fall Festival & Walk  

 

OCTOBER 

4  Partner Webinar with Spark 
 Therapeutics 

17  Virtual Couples Retreat 

24 Industry Symposium/”Bombardier 
 Blood” Screening 

31 Virtual Halloween Craft and Costume 
 Contest for Kids and Families 
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Join us for virtual women’s retreat 

Congratulations to Price scholarship winners 

Daniel Krug and Brien Krug 
were each awarded the George 
and Linda Price Scholarship for 
the 2020-21 school year.  

Daniel, a recent graduate of the 
University of Virginia, will con-
tinue his studies as a graduate 
student at UVA’s Batten School of  Leadership and Public Policy.  

Brien will be a sophomore at James Madison University, where 
he is majoring in sports and recreation management. Each will 
receive $3,000 in funding for the school year.  Thank you to the 

We have two partner webinars coming up in September and 
early October.  

In September, we will partner with Sanofi Genzyme on Thurs-
day, September 10, at 7 p.m. for a session called “Spotlight 
on Unaffected Siblings.” Click here to register.  

Ever wonder how hemophilia may impact unaffected brothers 
and sisters? Raising multiple kids can have plenty of ups and 
downs, especially if one child has a chronic condition like he-
mophilia. Sometimes balancing the needs of the child without 
hemophilia can be a challenge. This workshop will help to 
empower parents and caregivers with new tools to ensure 
that each child’s needs are met. 

October’s session with Spark Therapeutics is titled 
“Understanding Gene Therapy Research and Its Potential Ap-
plication to Hemophilia.” The webinar will take place Sunday, 
October 4, from 7-8 p.m. Click here to register.  

This presentation is intended to walk you through the journey 
that started over 50 years ago with the beginnings of gene 
therapy research. We will walk through the basics of genetics 
and how that plays a role in hemophilia. With that 
knowledge, we will look at how gene therapy is meant to 
work and discuss both the potential for and the challenges of 
investigational gene therapy research in hemophilia today. 
The session will be led by Laureen Temple, Senior Patient Edu-
cation Liaison.  

Partner webinars scheduled for fall 

 

HACA’s annual women’s retreat is going virtual this summer. 
Join us August 28-30 for three events that combine both net-
working and education.  

Friday, August 28—Happy hour and Crafting, 7 p.m.: Those 
who have attended our women’s retreat know that craft night 
is a fun way to end the day! Michelle Stielper will lead this 
year’s craft again. Pour yourself a glass of wine and enjoy 
some Zoom socializing! We will mail you the craft supplies 
ahead of time. Click here to register.  

Saturday, August 29—Education Session with Anna Bell, 10 
a.m.-noon:  Anna is returning to facilitate a session on mental 
health during periods of stress like the one we are facing now.  
Click here to register.   

Sunday, August 30—Cooking Class with Strong Bold Healthy, 
4-6 p.m.: Back by popular demand, another cooking class with 
Sara Heilman of Strong Bold Healthy. Close out the weekend 
with some family time, and enjoy dinner together at the end 
of the session! HACA will reimburse you for your supplies. 
Click here to register. 

And save the date: We have scheduled our 2021 in-person 
retreat for June 18-20 at Meadowkirk in Middleburg, VA. 

Remembering Dr. David Elliott  

Dr. David L. Elliott died suddenly 
on July 2, 2020, not long after 
being discharged from Johns 
Hopkins after a short stay for an 
infection. David is survived by his 
wife, Pauline Tang.  

He was a longtime patient at 
Georgetown until a few years ago, and according to former 
nurse Carolyn Francis, he was a great historian for the treat-
ment of hemophilia. He had severe Factor 8 deficiency and 
was 88 year old at the time of his passing.  

He was a noted mathematician; for more information on his 
professional accomplishments, click here.  

mailto:admin@hacacares.org
https://events.r20.constantcontact.com/register/eventReg?oeidk=a07eh8bujs1e7295c61&oseq=&c=&ch=
http://events.constantcontact.com/register/event?llr=lkxd96lab&oeidk=a07eh04bo12581ac138
http://events.constantcontact.com/register/event?llr=lkxd96lab&oeidk=a07eh7x75ev26ceec41
http://events.constantcontact.com/register/event?llr=lkxd96lab&oeidk=a07eh7xd1ozfa3a83e1
http://events.constantcontact.com/register/event?llr=lkxd96lab&oeidk=a07eh7xd1yi0ce47eb9
https://isr.umd.edu/news/story/david-l-elliott-an-appreciation
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One change we have instituted this year is a $10 registration fee 
per adult. This will help us cover the cost of mailing out boxes to 
participants. A promo code is available to those who are unable 
to pay the fee, so please reach out to HACA staff for that infor-
mation before registering.  

Please do not attend if you have a fever or have been sick within 
two weeks of the event or if you have been exposed to someone 
who has been ill. Participants are required to wear a mask and 
practice social distancing. We will be giving away masks as well. 
Lunch will be individual boxed lunches.  

Keep an eye on HACA social media channels and weekly updates 
to learn more about any changes. See you September 19!  

because of the red shirts that they wear. 

Prior to the walk, Saul's Patrol raises donations to support Saul 
and HACA, so Saul and other children living with hemophilia 
will have access to resources specially designed for them, to 
learn more about hemophilia B and other bleeding disorders, 
and one day find a cure. 

Saul's Patrol and their leaders are honored and excited to be 
chosen as HACA's Honorary Chairs for 2020. Thank you! 

Why We Walk 
Continued from page 1 

Click here to register for the Walk 

Walk plans for 2020  
Continued from page 1 Thank You to Our Walk Sponsors 

As of July 31, 2020 

Platinum Sponsors 

Gold Sponsors 

mailto:director@hacacares.org
https://secure.qgiv.com/event/hacawalk2020/
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Summer Camp, Family Camp and Teen Retreat all go virtual during July 

By Patti Williford 

For the children and teens of HACA, the COVID-19 pandemic 
meant not being able to attend the most anticipated event of 
the year: Camp Youngblood. While camp couldn’t take place in 
person this year, the camp fun didn’t stop. HACA and VHF part-
nered with Camp Holiday Trails to put on a week of virtual 
camp activities in July for Camp Youngblood campers.  

The week kicked off with a teen hangout. Participating teen 
campers met through Zoom to catch up with one another as 
well as some counselors. This was a great time for old friends 
to check in on each other and socialize.  

On Tuesday night, campers and their family members partici-
pated in an infusion clinic led by VHF member and nurse Amy 
Walker. Those who joined in got to watch an infusion take 
place, learn more about the process of treating with clotting 
factor and increase their confidence and comfort with it.  

The camp activity for Wednesday night was a scavenger hunt. 
Participants were given a list of items often found around the 
house and had 15 minutes to find as many objects as they 
could. Items searched for included things like a camp shirt, 
hand sanitizer, and Christmas wrapping paper.  

The classic campfire took place in virtual form on Thursday 
night. Campers and counselors came together to sing a variety 
of camp songs such as “donut shop”, “yeah, toast!” and “boom 
chicka boom.”  A counselor then shared a spooky story while 
everyone viewed a virtual, crackling fire.  

Lastly, for those campers who are aging out of Camp 
Youngblood there was a grad ceremony, which is a very special 
tradition. The ceremony started out with a thankful circle and a 
grad video made by camp staff. Counselors then took time to 
honor the aging-out campers before singing some special camp 
songs reserved for closing ceremonies.  

Thank you to Camp Holiday Trails and all the campers and fami-
lies who participated in virtual Camp Youngblood! 

Thanks as well to our 2020 camp sponsors:  

Summer Camp Recap Teen Retreat Recap 

By Patti Williford 

Each year, HACA and VHF teens meet up for a teen retreat con-
sisting of education and fun, but this year that was not possible 
due to the COVID-19 pandemic. So instead, HACA and VHF 
hosted a Teen Retreat Virtual Education Series that consisted 
of a few Zoom meetings over the span of a couple of weeks in 
June and July. 

The series began with “Looking to the Future: Careers and How 
They are Evolving!” on Sunday, June 28. Kirstin Drye, HACA 
member and human resources expert, led the teens through 
activities and discussions about career planning. The meeting 
started out with a game of virtual rock, paper, scissors. Next, 
participants were given 75 seconds to go and find their “best 
dress” for an interview and interview dress codes were re-
viewed. Attendees then discussed future career aspirations, the 
impact of the pandemic on jobs, various career pathways, ap-
plying for positions, and much more. All who joined in had a 
great time and took away numerous tips for pursuing a profes-
sion.  

The HACA/VHF Advocacy Committee had a virtual program on 
Tuesday, July 14, and the teens of both chapters were invited 
to be a part of the event. The topic was “Virtual Reality: Advo-
cacy Meetings in the Age of Zoom.”  

Teen member Elsa Kendall shared her experience with the 
event. “The event for teens and adults centered around advo-
cacy in the time of the pandemic, with tips and a role-play 
teaching how to act when meeting in a virtual setting with your 
legislator,” she said.  

 The role-play starred HFA’s Creative Director Michael 
DeGrandpre; Kelly Fitzgerald, Grassroots Vice President of Alli-
ance Group Ltd.; VHF’s Advocacy Co-chairs Krista Davidson and 
Ann Kendall; and Elsa.  

“ Its dialogue — which would first feature an inaccurate 
prompt or response before showing the correct way to address 
the virtual room — was a mixture of humorous falsities and 
helpful tricks ranging from proper lighting to how to block out 
noise,” Elsa said. “As a teen, I was excited to have a session 
with both adults and teens, and eager to meet new guests. 
Overall, the event was a fantastic way to learn how to navigate 
advocacy given the ever-changing times.” 

Teens also participated in the teen hangout, which took place 
in conjunction with Camp Youngblood, as well as the virtual 
campfire.  

Thank you to all the HACA teens who participated in our Teen 
Retreat Virtual Education Series! Keep an eye out for more ex-
citing Teen Task Force events in the future.  

Thanks as well to our sponsors:  
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Family Camp Recap 

Just like summer camp and teen retreat, this year’s Family 
Camp became a virtual event. Events were spread out between 
July 7 and 14. 

A virtual infusion class took place on Tuesday, led by nurse Amy 
Walker. Those who joined in got to watch an infusion take 
place, learn more about the process of treating with clotting 
factor and increase their confidence and comfort with it.  

There was an educational webinar Tuesday on “Setting Educa-
tional Expectations.”  The webinar talked about the impact of 
setting expectations at home, and having a proactive relation-
ship with your child’s school.  

Family camp participants also joined in on the virtual campfire 
that took place Thursday evening, as well as an advocacy webi-
nar on July 14. 

Thanks to everyone who joined us for family camp. Hope we 
can meet in person for 2021! 

Thanks as well to this year’s sponsors:  

Organizational Contributors 

Bayer 

BioMarin 

Cigna Health 

CSL Behring 

Hemophilia Alliance Foundation 

Takeda 

 

Individual Contributors 

Amazon Smiles Donors 

Margaret Bechtel (In memory of Gloria Grindell) 

Jose Bendezu 

Timothy Duggan 

Beverly Woods 

Christy Nix 

April Owens 

Linda Price 

Chris and Eileen Prophett 

 

Thanks to our donors, sponsors 
The Hemophilia Association of the Capital Area gratefully 
acknowledges our donors who have given so generously. Be-
low are donations received from May 1-June 30, 2020. We 
have made every effort to ensure all donations are listed.  

vWD education event goes virtual 

Each summer, HACA hosts a vWD Education Day event, but 
with COVID-19, this year’s event became a two-day virtual edu-
cational weekend.  

The first session took place on Saturday, July 25, and featured 
speakers Danielle Nance, MD, and Jeffrey Kallberg, PT, DPT.  

Dr. Kallberg kicked off the session with his presentation, “No 
Need To Panic: Planning and Caring for the Inevitable Injury.” 
He is a physical therapist at the South Texas Hemophilia Treat-
ment Center in San Antonio. “Injuries happen, and the more 
we plan for them, the better off we’ll be,” he said at the start of 
the presentation.  

He talked about how injuries occur, and the most common 
ones, such as strains, contusions, sprains and more. He remind-
ed viewers how to care for injuries, and how having a plan in 
place ahead of time is helpful.  

Dr. Nance touched on topics such as the unique needs of wom-
en with bleeding disorders; treatment options; issues with 
pain; communication with your health care provider; and more.  

Dr. Nance is a board-certified hematologist trained in blood 
disorders like anemia and blood cancers with additional train-
ing in hemostasis, thrombosis and blood banking. She pursued 
training in medicine because of her own diagnosis of hemophil-
ia and continued in hematology after her son was born with 
severe hemophilia.  

The second session on Sunday evening was led by Kelly Gonza-
lez of Biomatrix. Kelly’s presentation was called “vWD: Not the 
Little Sister of Hemophilia.” She urged people with vWD to not 
let themselves be marginalized by people who say “oh, you just 
have vWD,” and educate people—even in the bleeding disor-
ders community—on how vWD can severely impact a person’s 
life.  

You can view both presentations on HACA’s YouTube channel:  

Click here for Saturday’s presentation 

Click here for Sunday’s presentation 

 

Thanks to this year’s sponsors:  

https://youtu.be/dTjDEhdX66o
https://youtu.be/ePjLPn_YYlg
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NHF's Bleeding Disorders Conference will now be held 
virtually, and there’s a large variety of educational ses-
sions for you to experience from the safety and comfort 
of your home. The week-long virtual Conference will run 
from August 1 – 8, 
2020. The conference 
has been extended  in 
order to provide you 
with as much educa-
tion as possible, while 
still being mindful of 
your own schedule. 
Sessions will be offered throughout the day as well as dur-
ing evening hours, allowing access for attendees in differ-
ent time zones. Don't miss the opportunity to learn about 
the latest in treatments and therapies, a gene therapy 
update, issues facing women with bleeding disorders, 
how to manage living with VWD, and more. 

Individuals and families living with a bleeding disorder will 
find sessions that focus on the latest in new therapies, 
updates on gene therapy research, bleeding disorders and 
COVID-19, and sessions that explore mental health and 

well-being. There are sessions that speak directly to wom-
en with bleeding disorders, adult men, people with VWD, 
sessions in Spanish – and a special interactive camp for 
kids and young adults.  

For healthcare 
providers, this 
year’s sessions 
feature cur-
rent “hot” top-
ics such as 
gene therapy, 
managing pa-

tients on novel therapies, the latest in lab coagulation 
measures, medical marijuana, coordinating care for the 
aging population, and how today’s technology is impacting 
nursing care. Additional sessions are planned to address 
Covid-19 and provider mental health, ethical issues, man-
agement of women with bleeding disorders, and how to 
address trauma-informed care and resilience in patients.  

Click here for an interactive agenda 

The conference is free and open to all. Register here  

Something for everyone at NHF Virtual BD Conference 

https://events.hemophilia.org/ehome/bleedingdisordersconference/1011137/
https://events.hemophilia.org/ehome/506749
https://www.jivi-us.com/en/get-to-know-jivi/?utm_source=JiviExtensionStudy&utm_medium=print&utm_campaign=ji+lte
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Managing a Bleeding Disorder During a Pandemic: Answers to 6 Common 

Questions About COVID-19 
By Ian Landau 
Hemaware 

As the world continues to grapple with the COVID-19 pandem-
ic, the bleeding disorders community understandably has many 
questions about the disease’s specific effects on people with 
bleeding disorders. Below are answers to some of the most 
common questions and concerns. 

Does having a bleeding disorder mean I’m at 
a higher risk for contracting coronavirus? 

Having a bleeding disorder does not make 
one more susceptible to any viral infection, 
including COVID-19. However, as in the gen-
eral population, some segments of the bleed-
ing disorders community are at higher risk for 
severe disease. These include older adults 
and people of any age who have serious un-
derlying medical conditions in addition to 
their bleeding disorder, such as cardiovascu-
lar disease, diabetes, obesity, liver disease, high blood pressure 
and asthma. Contact your healthcare team to discuss any spe-
cific health-related concerns you may have. 

In terms of limiting one’s exposure to COVID-19, people with 
bleeding disorders should follow the same recommendations 
as the rest of the public: regular hand-washing with soap, shel-
tering in place, practicing social distancing and using a mask or 
other face covering at those times when it’s necessary to go 
outside the home. 

If I get COVID-19, will it make me more susceptible to bleeds? 

At this time, it is not believed that COVID-19 causes people to 
have more bleeds than normal. However, in cases where the 
virus leads to severe coughing there is an increased concern 
for head bleeds as well as throat and lung bleeds, all of which 
are potentially fatal and require immediate medical attention. 
If you do contract COVID-19, contact your HTC or your hema-
tologist so physicians treating you for the virus can coordinate 
your care closely with those who treat your bleeding disorder. 

Should I make any changes to my treatment regimen, and 
should I have a greater than normal supply of my bleeding 
disorder medications on hand during this crisis? 

At this time, experts recommend following your regular treat-
ment plan as prescribed by your healthcare providers. For peo-
ple who treat at home, NHF’s Medical and Scientific Advisory 
Council recommends having a 14-day supply of factor products 
available at all times during times of crisis, including during the 
COVID-19 pandemic. 

What should I do if I need to go to the ER to treat a bleed, a 
suspected port infection or another problem? 

As in more normal times, do not ignore serious concerns relat-

ed to your bleeding disorder. If you need to go to the ER for 
treatment, do so. However, be sure to call in advance so staff 
there is aware you are coming in and the reasons why. This 
advance notice allows the ER staff to prepare to help you in the 
safest, most effective and efficient way possible. 

I have an upcoming appointment at my HTC or 
with my hematologist, should I go? 

Call ahead before showing up at the HTC or clinic. 
Staff at the HTC or provider’s office will advise you 
on how to proceed if an in-person visit is deemed 
necessary. Many HTCs and healthcare providers are 
conducting telehealth visits. This means you can 
have your appointment remotely from home using 
your smartphone, tablet or computer. Check with 
your HTC or doctor’s office to see if this is an option 
for you. 

Where can I go to get the most reliable and cur-
rent information and resources on bleeding disorders and 
COVID-19? 

Visit NHF’s COVID-19 Information hub on its website for news, 
replays of NHF’s COVID-19 Town Hall Webinars and important 
updates from NHF CEO Leonard Valentino, MD. 
 
In addition, visit Hemophilia Federation of America’s COVID-19 
Resources page and the World Federation of Hemophil-
ia’s COVID-19 WFH Announcements and Statements. 

COVID-19 assistance still available 

HACA created a COVID-19 assistance fund in April, and as of 

July 31, more than $3,000 has been distributed to HACA 

members to help with household bills.  

If you have been financially affected by COVID-19, due to 

loss or reduction of income, you could receive up to $500 

of your expenses paid. This includes rent/mortgage, phone, 

water, gas and power bills. You can also apply for a $100 

gift card from the grocery store of your choice (applied to-

ward the $500 limit).  

You can self-refer for the funding. Fill out the form and in-

clude copies of the bills that need to be paid. You must pro-

vide us with the name, address and account number to 

send payments.  

Click here for more details and the form.  

https://hemaware.org/bleeding-disorders-z/do-you-know-signs-these-6-types-bleeds
https://www.hemophilia.org/Newsroom/COVID-19-Information
https://www.hemophiliafed.org/news-stories/2020/04/coronavirus-covid-19-what-hfa-is-doing/
https://www.hemophiliafed.org/news-stories/2020/04/coronavirus-covid-19-what-hfa-is-doing/
https://www.wfh.org/en/covid-19-communications#wfh
https://www.hacacares.org/assistance/covid-19
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Cómo tratar un trastorno hemorrágico durante una pandemia: respuesta para 

seis preguntas frecuentes sobre la COVID-19 
Por Ian Landau 
Hemaware 

Mientras el mundo continúa luchando contra la pandemia de la 
COVID-19, la comunidad con trastornos hemorrágicos sin duda 
tiene muchas preguntas sobre los efectos específicos de la 
enfermedad en las personas con trastornos hemorrágicos. A 
continuación encontrará la respuesta de algunas de las pregun-
tas y las inquietudes más frecuentes. 

¿Tener un trastorno hemorrágico significa que tengo más ries-
go de contraer el coronavirus? 

Tener un trastorno hemorrágico no lo predispone más a con-
traer ninguna infección viral, incluida la COVID-19. Sin embargo, 
al igual que en la población general, algunos segmentos de la 
comunidad con trastornos hemorrágicos tienen más riesgo de 
que la enfermedad sea grave. Estos incluyen adultos mayores y 
personas de cualquier edad que tienen afecciones médicas 
subyacentes graves además del trastorno hemorrágico, como 
enfermedad cardiovascular, diabetes, obesidad, enfermedad 
renal, hipertensión arterial y asma. Comuníquese con su equipo 
de atención médica para hablar sobre las inquietudes específi-
cas relacionadas con la salud que pueda tener. 

En cuanto a limitar la exposición a la COVID-19, las personas 
con trastornos hemorrágicos deben seguir las mismas 
recomendaciones que el resto del público: lavarse las manos 
con jabón regularmente, no salir, practicar el distanciamiento 
social y utilizar una máscara u otra protección en la cara cuando 
deban salir de su casa. 

Si contraigo la COVID-19, ¿estaré más propenso a hemor-
ragias? 

Por ahora, se considera que la COVID-19 no causa que las per-
sonas tengan más hemorragias de lo normal. Sin embargo, en 
los casos en que el virus causa tos grave, hay mayor pre-
ocupación por hemorragias en la cabeza y hemorragias en la 
garganta y los pulmones, las cuales son todas potencialmente 
mortales y requieren atención médica inmediata. 
 
Si contrae la COVID-19, comuníquese con su centro de trata-
miento de la hemofilia (hemophilia treatment center, HTC) o 
con su hematólogo para que los médicos que lo traten por el 
virus puedan coordinar su atención de cerca con los que tratan 
su trastorno hemorrágico. 

¿Debo hacer algún cambio en mi tratamiento y debo tener a 
mano un suministro mayor al normal de mis medicamentos 
para el trastorno hemorrágico durante esta crisis? 

Durante esta época, los expertos recomiendan que se cumpla el 
plan de tratamiento habitual tal como lo indicaron sus 
proveedores de atención médica. A las personas que se tratan 
en su casa, el Consejo Asesor Médico y Científico de la NHF les 
recomienda tener disponible siempre un suministro de 14 días 
de productos de factor durante épocas de crisis, incluida la pan-
demia de la COVID-19. 

¿Qué debo hacer si necesito ir a la sala de emergencias para 
tratar una hemorragia, la sospecha de un puerto infectado u 
otro problema? 

Al igual que en épocas más normales, no debe ignorar inquie-
tudes graves relacionadas con su trastorno hemorrágico. Si 
necesita ir a la sala de emergencias para recibir un tratamiento, 
hágalo. Sin embargo, asegúrese de llamar con antelación para 
que el personal sepa que usted irá y por qué. Este aviso previo 
permite al personal de la sala de emergencias prepararse para 
ayudarlo del modo más seguro, eficaz y eficiente posible. 

Pronto tengo una cita en mi HTC o con mi hematólogo. ¿Debo 
ir? 

Llame antes de acudir al HTC o a la clínica. El personal del HTC 
o del consultorio del proveedor le informará cómo proceder si 
se considera que es necesaria una visita en persona. Muchos 
HTC y proveedores de atención médica están realizando visitas 
de telemedicina. Esto significa que puede acudir a su cita en 
forma remota desde su casa utilizando su teléfono inteligente, 
tableta o computadora. Consulte con su HTC o consultorio mé-
dico para ver si esta es una opción para usted. 

¿Adónde puedo ir para obtener la información y los recursos 
más confiables y recientes sobre trastornos hemorrágicos y la 
COVID-19? 

Visite el centro de información sobre la COVID-19 de la NHF en 
su sitio web para enterarse de las novedades, reproducir semi-
narios web del Ayuntamiento sobre la COVID-19 de la NHF y 
recibir actualizaciones importantes del Director Ejecutivo de la 
NHF, Leonard Valentino, MD. 
 
Además, puede visitar la página de recursos para la COVID-
19 de la Federación de Hemofilia de América y los anuncios y 
declaraciones de la WFH sobre la COVID-19 de la Federación 
Mundial de Hemofilia (World Federation of Hemophilia, WFH). 

HACA creó un fondo de asistencia COVID-19 en abril, y al 31 
de julio, se han distribuido más de $ 3,000 a los miembros de 
HACA para ayudar con las facturas de los hogares. 

Si ha sido afectado financieramente por COVID-19, debido a 
la pérdida o reducción de ingresos, podría recibir hasta $ 500 
de sus gastos pagados. Esto incluye alquiler / hipoteca, te-
léfono, agua, gas, teléfono y facturas de energía. También 
puede solicitar una tarjeta de regalo de $ 100 en el super-
mercado de su elección (aplicado al límite de $ 500). 

Puede autorreferirse para la financiación. Complete el for-
mulario e incluya copias de las facturas que deben pagarse. 
Debe proporcionarnos el nombre, la dirección y el número 
de cuenta para enviar pagos. 

Haga clic aquí para más detalles y el formulario. 

Asistencia de COVID-19 todavía disponible 

https://hemaware.org/es/bleeding-disorders-z/conoce-los-sintomas-de-estos-6-tipos-de-hemorragias
https://www.hemophilia.org/Newsroom/COVID-19-Information
https://www.hemophiliafed.org/news-stories/2020/04/coronavirus-covid-19-what-hfa-is-doing/
https://www.hemophiliafed.org/news-stories/2020/04/coronavirus-covid-19-what-hfa-is-doing/
https://news.wfh.org/es/?s=covid
https://news.wfh.org/es/?s=covid
https://www.hacacares.org/assistance/covid-19
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News You Can Use: COVID-19 links and other information 

COVID-19 

Hemophilia Federation of America has a dedicated hub 

for coronavirus updates and information 

The National Hemophilia Foundation is keeping tabs on 

product availability 

The World Federation of Hemophilia has also issued 

statements on COVID-19 

Keep up with the Centers for Disease Control and 

Prevention for guidelines and information 

State health departments also update their information 

daily:  

Virginia 

Maryland 

District of Columbia  

If you are interested in seeing how states are responding 

through their state legislatures, click here 

INDUSTRY NEWS 

Gene Therapy Shows Promise for Hemophilia, But Could 

Be Most Expensive U.S. Drug Ever 

Complications from COVID-19 May Depend on von 

Willebrand Factor in the Blood 

Spark Therapeutics Announces Updated Data from Trial 

New Data from Safety Study Reinforces Safety Profile of 

Hemlibra 

Gene Therapy from BioMarin Drives Sustained FVIII 

Production 

CSL Behring Acquires Rights to Gene Therapy Product 

 

 

https://www.hemophiliafed.org/news-stories/2020/03/coronavirus-covid-19-what-hfa-is-doing/?utm_medium=email&utm_campaign=2020331_General_WashingtonWire&utm_content=2020331_General_WashingtonWire+CID_a01ecf6f3cd821a1d680d5e10787b246&utm_source=CM&utm_term=C
https://www.hemophilia.org/Newsroom/Industry-News/Updates-on-Product-Availability-During-COVID-19-Outbreak
https://news.wfh.org/author/wfh/
https://www.cdc.gov/coronavirus/2019-ncov/index.html
http://www.vdh.virginia.gov/coronavirus/
https://coronavirus.maryland.gov/
https://coronavirus.dc.gov/
https://www.govpredict.com/corona-virus-resource-center?utm_campaign=2020%20Corona%20Virus%20Response&utm_source=hs_email&utm_medium=email&utm_content=85237105&_hsenc=p2ANqtz-_2XtMY1uamOpkjxq8RZkvRaxjV8ztuOCk4CcPfZtFNorlGPY8gLSwMmih0AetPDHilZjMQE3V_3R1lBpC
https://www.npr.org/sections/health-shots/2020/07/20/800556057/gene-therapy-shows-promise-for-hemophilia-but-could-be-most-expensive-u-s-drug-e?fbclid=IwAR21NcTwIpW5XYlyS8Rn4x5w57cUoGZivVnAup2HdBYjs4c6U_0Hv3grgbw
https://www.npr.org/sections/health-shots/2020/07/20/800556057/gene-therapy-shows-promise-for-hemophilia-but-could-be-most-expensive-u-s-drug-e?fbclid=IwAR21NcTwIpW5XYlyS8Rn4x5w57cUoGZivVnAup2HdBYjs4c6U_0Hv3grgbw
https://medicalxpress.com/news/2020-07-complications-covid-von-willebrand-factor.html?fbclid=IwAR1KkDC5EJtQcSX7777dz2_LWup-lkfTCYql1Ma3rM-OMLNJfa58SASJOn4
https://medicalxpress.com/news/2020-07-complications-covid-von-willebrand-factor.html?fbclid=IwAR1KkDC5EJtQcSX7777dz2_LWup-lkfTCYql1Ma3rM-OMLNJfa58SASJOn4
https://sparktx.com/press_releases/isth2020/
https://www.gene.com/media/press-releases/14863/2020-07-12/new-data-from-phase-iiib-study-reinforce
https://www.gene.com/media/press-releases/14863/2020-07-12/new-data-from-phase-iiib-study-reinforce
https://hemophilianewstoday.com/2020/07/20/isth2020-biomarins-gene-therapy-hemophilia-drives-sustained-fviii-production-liver-biopsy-study-shows/
https://hemophilianewstoday.com/2020/07/20/isth2020-biomarins-gene-therapy-hemophilia-drives-sustained-fviii-production-liver-biopsy-study-shows/
https://hemophilianewstoday.com/2020/06/26/csl-behring-acquires-commercial-rights-amt-061-hemophilia-b-gene-therapy-from-uniqure/
http://www.bleedingdisorders.com/
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