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Letter From the President
By Victoria Hubbert
With nothing left but the holidays for 2021,
we look forward to stepping into the New
Year with some new announcements.
Please join me in welcoming Stephanie
Hill with Upstream Administration. She is
the new Executive Director for CCHF. I’m
sure you will get plenty of opportunities to
get to know her in the coming weeks!
And mark your calendars for our
Annual Surf and Turf Crab Feed on February 19! It’ll be hybrid this year, with plenty
of opportunities for you to get out of your
car and say hi to a friendly face or ten. Get
your tickets now!
And our silent auction is always a fun
addition to the Crab Feed. Would you like
to donate a themed basket to help with this

fundraiser? Reach out and ask how— we’d
love to get you involved!
Happy Holidays, friends, and have a
very Happy New Year!
— Victoria
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Nosebleeds
By Jennifer Michal, MSN, RN
Epistaxis. Epi-what? Epistaxis is the
medical term for a nosebleed. They are
a fact of life if you have a bleeding disorder. When they occur, however, they do
not have to rule your life! Keep reading
for some great tips on preventing and
controlling nose bleeds.
For people with bleeding disorders,
there are usually two components that
contribute to nosebleeds: (1) triggers and
(2) your bleeding disorder. Triggers cause
the nose to start bleeding, and a bleeding
disorder may be a reason why nosebleeds
are difficult to stop. A good strategy for
controlling nosebleeds is to avoid triggers
that start nosebleeds.
A trigger is just what causes the nose to
bleed. It can be an event or a situation. For
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example, allergies, dry hot air, exposure to
cigarette smoke, nose-picking or just having seasonal allergies may all be triggers.
Minimizing the triggers, if you can, may
result in fewer nosebleeds. So what can
be done to help prevent nosebleeds? Avoid

smoking, and second-hand smoke; keep
the nasal passages moist by using a lubricant saline gel, and saline spray up to 4
times a day; and use a cool mist humidifier
to balance out dry, warm air from heaters
during the winter.
When you do get a nosebleed, it is
important to follow these guidelines: Use
first aid first! Pinch the nose on the soft
part of the nose, not the hard part. Sit quietly and keep your head above your heart.
Press the nostrils together with an ice
pack. Call your hematologist if the bleeding does not stop after 30 minutes, recurs,
you are missing school or work because of
the bleeding or if you feel weak or faint.
Jennifer Michal, MSN, RN
Nurse Coordinator
UC Davis Hemostasis and Thrombosis Center

Letter From the Interim Executive Director

This is a season of reflection, thankfulness,
and festivities. But this is also a time to celebrate family. And we here at CCHF want
to thank you all for being part of our family. We know having a bleeding disorder
is never a choice, but being involved with
CCHF is.
I want to give a special shout-out to
all of our sponsors, board members, and
volunteers. You enable CCHF to continue providing education, advocacy, and

support to the bleeding community in
central California and beyond. We couldn’t
do this without you. Thank you so much!
Here are some of the things we accomplished together this year:
• We gave out six scholarships to six
amazing students
• We held our annual Surf and
Turf Crab and Tri-tip Dinner as a
drive-thru
• We provided trips to Sunsplash
Water Park, Top Golf, a pumpkin
patch, and the new Great Wolf Lodge
in Manteca
• We paid for rent, doctor expenses,
car registration, and bills through
our emergency assistance program.
• We also hosted an Industry Symposium and the Back to School and College and Career Fair
• We held our annual UNITE Walk on
September 26th
• We participated with the other California chapters in Familia de Sangre
and had an amazing virtual turnout
• We got the guys together in November for a virtual Men’s Retreat, which

was an incredible opportunity for
them to connect with other guys
from all over the state
As we prepare this newsletter, we are
getting ready for our holiday party. While
we aren’t able to get together in person this
time, we are sending out festive activity
supplies to all our registered families. And
we’re not forgetting to send presents to
participating kids!
On December 15, I’ll be closing out my
time as Interim Executive Director. I’m so
thankful for the time I’ve had with you. It’s
been a pleasure to be a part of this community, and I really hope you’ll reach out and
keep in touch.
On behalf of all of us here at CCHF, I
wish you a blessed holiday season and a
happy and healthy New Year.
Christina Duran

Making a positive
difference
IN THE COMMUNITIES
WE SERVE.
www.poppy.bank | (916) 945-2155
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Let Us Show You How We Put
Patients and Science at the Center
of Everything We Do

www.eloctate.com

www.alprolix.com

1-855-749-4363
© 2021 Genzyme Corporation. All rights reserved. ELOCTATE, ALPROLIX, and Sanofi Genzyme are registered trademarks of Sanofi or an affiliate.
MAT-US-2020820-v5.0-10/2021
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Liam
Hemophilia A

change
Because hemophilia should not come
between a dreamer and his dreams.

For more than three decades, Novo Nordisk has been advancing hemophilia treatment
and care. From developing innovative medicines to forging partnerships that create better
access to care, we drive change that allows people living with hemophilia to imagine a life
with as few limitations as possible.
For more information on all that we’re doing, visit www.novonordisk-us.com

Novo Nordisk is a registered trademark of Novo Nordisk A/S.
© 2021 Novo Nordisk All rights reserved. US20NNG00095 January 2021
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Five Things CCHF Can Do For You
We Are Here to Help!
#1: Emergency Assistance
Behind on rent or utility payments? Can’t
afford to renew registration on the car you
drive to work? We may be able to help.
CCHF offers emergency assistance
to individuals with bleeding disorders
(or their custodial parents or guardians)
who live in our service area—up to $500
yearly and $3,000 lifetime. If you have
already exhausted government and other
nonprofit resources, contact our office
to apply.
Subject to approval and available
funds, we will make payments on behalf of
eligible individuals directly to landlords,
utility companies or agencies like DMV
(not to individuals).
If you are in need, don’t wait until the
last minute to apply. Approval and sub-

mission of payment can take several days.
#2: Tutoring Education Fund
Need a little extra help academically?
Bleeding disorders can disrupt the educational process, so we offer reimbursement for tutoring expenses up to $300
per month. Eligible recipients are students in primary through high school
with bleeding disorders who reside in our
service area.
Tutors must be certified teachers
and there are other requirements. Assistance is subject to approval and available
funds. Contact us to review requirements
and confirm eligibility before you engage
a tutor.
#3: Scholarships
CCHF has three scholarship programs
available to people with bleeding disorders

who live in our service area. Each program
has different requirements. Applications
are generally due in March and scholarships awarded in May. Contact us for
details and application forms.
Applications are open now! Learn more
on page 9.
#4: Life-Long Learning Grants
CCHF encourages love of learning and fitness as important parts of a happy, healthy

B:7.5"
T:7.5"
S:7.25"

WHAT’S NEXT?
YOU DECIDE.

The Genentech logo is a registered trademark of Genentech, Inc.
©2020 Genentech USA, Inc. All rights reserved. M-US-00008064(v1.0) 10/20
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GENENTECH IN

HEMOPHILIA

B:4.5"

VISIT GENENTECHHEMOPHILIA.COM
TO SEE HOW WE’RE CREATING
WHAT’S NEXT, TOGETHER.

T:4.5"

S:4.25"

At Genentech, we’re committed to creating
programs for you, with you. From a web series
focused on finding the magic in life, to a
tournament for gamers, to workshops designed
to help you think well, do well, and be well, we’re
here to help you take on what comes next.

life. We will make grants of up to $300 per
year (lifetime maximum of $3,000) to pay
for, or reimburse, things like lessons for
music, dance, golf, swimming and many

similar activities for residents of our service area who have bleeding disorders.
Contact our office to apply for this benefit.

#5: American Medical ID
Need a medical ID bracelet? CCHF can
help make sure you have one. This service
is available only to members of the bleeding disorders community who reside in
our 27-county service area.
Our Service Area
CCHF offers the above programs exclusively for the benefit of people with bleeding disorders who reside in Alpine, Amador, Butte, Calaveras, Colusa, El Dorado,
Glenn, Lassen, Madera, Mariposa, Merced,
Modoc, Mono, Nevada, Placer, Plumas,
Sacramento, San Joaquin, Shasta, Sierra,
Siskiyou, Stanislaus, Sutter, Tehama,
Tuolumne, Yolo and Yuba counties.
For more information about all of the
above services, please visit cchfsac.org.

CCHF Men’s Retreat
On a mild Saturday in November, men of
the inherited bleeding disorder community virtually gathered to enjoy a CCHF
Men’s Retreat.
Despite being limited to Zoom, the
event received a wonderful turnout and
was extremely successful overall. Guys
were able to interact across generational
lines, have fun, play games, earn prizes,
and watch educational presentations.
A huge thank you to our sponsors for
making this event happen! The Hemophilia Federation of America, Takeda, CSL
Behring, Biomarin, Sanofi Genzyme, and
Genetech each played an important role in
the fun of the CCHF Men’s Retreat.
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Three Scholarships Now Open for Application!
Dear Members of CCHF’s Bleeding Disorders
Community,
We are now accepting applications for our
2022 scholarships!
CCHF has three scholarship funds,
each of which is offering scholarships of
$1,500 per year for up to four years, starting in 2021:
1. The Will and Gloria Curtis Scholarship, which is for people with
bleeding disorders and females
who are carriers.
2. The Jim Carey Scholarship, which

are attending an accredited trade
school will also be considered for
a scholarship.
3. The Jill Wayne RN Nursing Scholarship, which is for people with
a bleeding disorder, or who are
part of the immediate family of a
person with a bleeding disorder and enrolled in a registered
nursing program.
To be eligible for these scholarships,

is for children of people with a
bleeding disorder. Applicants who

you must email info@cchfsac.org for the
application form, fill it out and apply, and

must reside in one of the 27 counties that
CCHF serves (you can find the list online
at www.cchfsac.org) and must currently be
enrolled in an accredited college or trade
school and taking at least 12 units.
Applications are due on or before March 1,
2022.

Exploring the science behind gene
therapy research
Gene therapy research has the potential to bring an entirely new option to people
with specific genetic conditions. Many gene therapies are in clinical trials to evaluate
the possible risks and benefits for a range of conditions, including hemophilia.
HemDifferently is here with gene therapy education, providing accurate information
on the basics and beyond.
What questions do you have? Get them answered. Explore gene therapy
at HemDifferently.com
No gene therapies for hemophilia have been approved for use or determined to
be safe or effective.

©2021 BioMarin Pharmaceutical Inc. All Rights Reserved. MMRCGTH0037 0621
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MY DECIDING FACTOR:
Making time for what matters most.
As an adult living with von Willebrand disease (VWD), you may share a bleeding disorder
with others, but you have your own life, and your own needs. You may also have your own
Deciding Factor—something that drives you to talk to your healthcare provider about finding
a treatment that’s right for you. For Erica, it was that her frequent bleeding episodes were
taking time away from things that mattered most to her. She talked with her healthcare
provider, and together they decided that VONVENDI ® [von Willebrand (Recombinant)] was
right for Erica’s VWD.

VONVENDI
• Is used in adults (age 18 and older) diagnosed with VWD to treat and control bleeding
episodes and prevent excessive bleeding during and after surgery
Erica
Surprise, AZ
Diagnosed with VWD in 1981

Are you ready to ask about
VONVENDI for your VWD?
Visit VONVENDI.com to
learn more.

• Is the first and only recombinant von Willebrand factor (VWF), meaning it is
manufactured without human plasma or blood

• May be used with or without a recombinant factor VIII (rFVIII), as instructed by your
healthcare provider
VONVENDI Important Risk Information
Who should not use VONVENDI?
You should not use VONVENDI if you:
• Are allergic to any ingredients in VONVENDI.
• Are allergic to mice or hamsters.
Tell your healthcare provider if you are pregnant or breastfeeding because VONVENDI may
not be right for you.
Please see additional Important Risk Information below.

Important Risk Information (continued)
How should I use VONVENDI?
Your first dose of VONVENDI for each bleeding episode may be administered with a recombinant factor VIII as instructed by your healthcare provider.
Your healthcare provider will instruct you whether additional doses of VONVENDI with or without recombinant factor VIII are needed.
What should I tell my healthcare provider before I use VONVENDI?
You should tell your healthcare provider if you:
• Have or have had any medical problems.
• Take any medicines, including prescription and non-prescription medicines, such as over-the-counter medicines, supplements or herbal remedies.
• Have any allergies, including allergies to mice or hamsters.
• Are breastfeeding. It is not known if VONVENDI passes into your milk and if it can harm your baby.
• Are pregnant or planning to become pregnant. It is not known if VONVENDI can harm your unborn baby.
• Have been told that you have inhibitors to von Willebrand factor (because VONVENDI may not work for you).
• Have been told that you have inhibitors to blood coagulation factor VIII.
What else should I know about VONVENDI and von Willebrand disease?
Your body can form inhibitors to von Willebrand factor or factor VIII. An inhibitor is part of the body’s normal defense system. If you form inhibitors, it may
stop VONVENDI or factor VIII from working properly. Consult with your healthcare provider to make sure you are carefully monitored with blood tests for the
development of inhibitors to von Willebrand factor or factor VIII.
What are the possible side effects of VONVENDI?
You can have an allergic reaction to VONVENDI.
Call your healthcare provider right away and stop treatment if you get a rash or hives, itching, tightness of the throat, chest pain or tightness, difficulty
breathing, lightheadedness, dizziness, nausea or fainting.
Side effects that have been reported with VONVENDI include: nausea, vomiting, tingling or burning at infusion site, chest discomfort, dizziness, hot flashes,
itching, high blood pressure, muscle twitching, unusual taste, blood clots and increased heart rate.
Tell your healthcare provider about any side effects that bother you or do not go away.
You are encouraged to report negative side effects of prescription drugs to the FDA. Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.
Please see VONVENDI Consumer Brief Summary on the following page and talk to your healthcare provider.
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Important facts about VONVENDI®:
This leaflet summarizes important information about VONVENDI. Please
read it carefully before using this medicine. This information does not
take the place of talking with your healthcare provider.

What is VONVENDI?
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If you form inhibitors, they may stop VONVENDI or FVIII from
working properly. Consult with your healthcare provider to make
sure you are carefully monitored with blood tests for the
development of inhibitors to von Willebrand factor or factor VIII.
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Mailings
from CCHF

CALIFORNIA LE DA LA BIENVENIDA

APOYANDO A NUESTROS HIJOS

LA 5A CONFERENCIA ANUAL DE FAMILIA DE SANGRE

Familia de Sangre

La Fundación de Hemofilia
del Sur
La conferencia comenzó el viernes
17-19 de septiembre de 2021
Registrar
aquí:
https://familiadesangre.vfairs.com
de California, la Fundación de Hemofilia por la noche con la sala de exposiciones
del Norte de California, la Fundación de con visitas en vivo a través de Zoom, una
Hemofilia del centro de California y la sesión de apertura moderada por el ex
Asociación de Hemofilia Condiciones del miembro de la Junta de la NHF, Jorge de la
Condado de San Diego con nuestros invit- Riva, y bienvenida por parte de los patroados de la Asociación Puertorriqueña de cinadores. Luego, los asistentes eligieron
Hemofilia y de Sangrado fueron anfitri- entre un excelente concierto del Mariachi
ones de la Quinta Conferencia Anual Arcoiris de Los Ángeles y una noche de
Familia de Sangre recientemente. Aunque juegos familiares con el DJ Kevin, donde
se llevó a cabo de nuevo virtualmente, ¡más las familias tocaron algunas canciones
de 300 familias se unieron a nosotros para emocionantes con premios.
un fin de semana de educación, empoderamiento y apoyo!

From time to time, CCHF mails out
sponsor-provided materials, as was
done recently.
There have been questions about
whether factor information represents a recommendation from the
Central California Hemophilia Foundation. It does not.
This mailing and all mailings
that provide information about
factor products are for informational purposes only. Factor choice
should be a decision between the
patient’s health care provider and the
affected patient.
CCHF puts our return address on
the mailer, so if any mail is returned
it comes back to the foundation. It
is important to us to secure patient
confidentiality, and we never provide
personal patient information to any
of our sponsors.
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CCHF
P.O. Box 163689
Sacramento, Ca
95816

UPCOMING MEETINGS & EVENTS
JANUARY
4

CCHF Board Meeting

FEBRUARY
1 CCHF Board Meeting

MARCH
1 CCHF Board Meeting

14

Unidos por Sangre

11 Unidos por Sangre

11 Unidos por Sangre

15

Girl Talk

19 Annual Surf & Turf Crab

19 Girl Talk

29

Top Golf Event
with CSL Behring

Feed
26 Girl Talk
*The Hemophilia Council of
California (https://hemophiliaca.
org/) will be hosting the Future
Leaders and Legislative Day
Program in March and April.

*This is a projected timeline and is subject to changes and cancellations. For the most up-to-date
event calendar, please see cchfsac.org/events and sign up for our email notifications at
cchfsac.org/news.
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