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I can’t believe it is already September! Our 
board has been working so hard this year, 
and you know, work hard—play hard! 2021 
is just flying by with all the fun we’ve been 
having. 

CCHF has been able to do so much this 
year, but the year’s not over yet! We have 
some amazing things coming up for our 
bleeding community. 

Young Families would love to see you 
in a pumpkin patch in October. We missed 
this last year but couldn’t wait to bring this 
newly found tradition back! 

November 6th is our annual Men’s 
Retreat. It has to be virtual this year, but 
you won’t want to miss this. It’s the perfect 
time to reconnect with the guys. Keep an 

eye on our events page at www.cchfsac.org 
for more details!

Christmas is right around the corner, 
and we couldn’t be more excited. Our com-
mittees, board members and volunteers 
have overcome increasing diversities to 
make these events happen with as much 
fun and resources as possible! Even if 
Covid modifies our plans again, we can’t 
wait to see you this holiday season. 

All of us at CCHF are looking ahead to 
next year and we can’t wait to share all our 
exciting plans! I promise you’ll love them. 

Until next time,
— Victoria
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Future Leaders Make an Impact Virtually
By Hemophilia Council of California

Naomi Giron has been a Future Leader 
in 2019, 2020 and 2021. Her brother Ivan 
Jr. joined her in 2021. They follow in their 
father Ivan’s footsteps. He was a Future 
Leader back in 2005. Naomi said that, 
“[Being a Future Leader] taught me the 
importance of being part of the bleed-
ing disorder community and advocating  
for myself.” 

For over 20 years the Hemophilia 
Council of California has hosted Future 
Leaders with our founding member orga-
nizations to train and inspire young peo-
ple in the vitally important work of advo-
cacy. While we couldn’t gather in person 
again this year, we were pleased to be able 
to host 18 Future Leaders for a 7-part webi-
nar series that included 10 guest speakers, 
a pizza party, packages, cookies and most 
importantly the opportunity to share 
their bleeding disorders stories with CA 
Legislators.

 

Ilusion Perez said, “I liked playing games 
and that you sent things to our houses so 
that we could do [Future Leaders], even 
though it was virtual. I honestly thought 
compared to last year it was more inter-
active, which was weird because it was all 
online but it was fun being in the breakout 
rooms with everyone.” 

Students age 14-22 participated in a 
storytelling workshop, practiced sharing 
their story, and learned about advocacy, 
the legislative process and policy issues 
currently facing the bleeding disorder 
community. They also heard from guest 
speakers who work in the legislature and 
in public policy and learned about a vari-
ety of internship and leadership programs 
which they could apply for to further their 
interest in policy and advocacy.

Naomi, Ivan and Ilusion were joined 
by Mason McNany from CCHF and other 
youth from around the state. Future Lead-
ers culminated in Legislative Day where 

50 advocates met with more than 30 leg-
islators in virtual meetings to advocate for 
budget requests important to the bleeding 
disorders community among other things. 

We are already making plans for Future 
Leaders and Legislative Day 2022. Watch 
for more information and make plans to 
join us! No one can replace your voice for 
the bleeding disorder community.

Hemophilia Council of California’s Mis-
sion: To improve access to care and treatment 
options in order to advance the quality of life for 
people with bleeding disorders through advo-
cacy, education, and outreach in collaboration 
with its founding member organizations.
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Letter From the Interim Executive Director

Wow! Well, the summer just flew right 
on by, didn’t it? I can’t believe how much 
has been accomplished in 2021. I give a 
heartfelt thanks to all our sponsors, board 
members and volunteers who regularly 
give above and beyond to fulfill the mission 
of CCHF. 

This year so far: 
• CCHF has covered the cost of doz-

ens of hours of tutoring for chil-
dren who needed a little extra help  

• CCHF awarded six college scholar-
ships to help our community mem-
bers achieve their dreams of higher 
education

• CCHF has hosted dozens of virtual 
educational dinners, Girl Talk, and 
Unidos por Sangre events

• CCHF held fun in-person and virtual 
events for Young Families and the 
Bleader Squad

• CCHF’s Emergency Assistance pro-
gram has paid rent, dental bills, car 
registration, gas bills, electric bills, 
insurance bills, and has provided 
travel assistance for members of our 
bleeding community

• CCHF has hosted an Industry Sympo-
sium and the Back to School/College 
and Career Fair 

• CCHF provided 45 backpacks and 
school supplies for children in our 
community

• CCHF had an awesome drive-thru 
Surf & Turf Crab Feed and Tri-tip  
Dinner Fundraiser

• CCHF sent fourteen families to  
“Family Camp” at Great Wolf Lodge  
in Manteca

• By the time you’ve received this news-
letter, we’ll have also hosted our annual 
Unite Walk! It’s virtual again this year, 
but that just means more people can 
participate and help support all the 
wonderful things CCHF is doing for 
this community!  

2021 has been a great year of adapta-
tions, plans, and changes to plans. For 
many, it’s been a hard year after a hard 
year. But I love seeing how the commu-
nity comes together—in whatever format 
we can—to encourage and support each 
other. Let’s keep it up, and if you need a 
little extra encouragement and support, 
reach out to us. That’s why we’re here.

I hope to see you this holiday season,
Christina Duran

BACK TO 
SCHOOL 
KICK-OFF
Many thanks to our sponsors and volun-
teers who helped pull off an amazing Back 
to School event this year! We started the 
weekend with virtual educational events 
and wrapped up the weekend with an 
in-person outdoor picnic where we passed 
out backpacks and school supplies to our 
community kids. 
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At the end of September, we held our 
annual UNITE for Bleeding Disorders 
Walk! This  annual tradition is a wonderful 
opportunity for the community to gather 
in support of CCHF and to help raise funds 
to fulfill our mission. The original plan was 

to have the Walk in person, but air quality 
and Delta variant concerns encouraged us 
to embrace the positives of going virtual 
again. We hope to be back at Gibbons Park 
next year! By the time you are reading this, 
the walk will be over. But don’t worry! You 

can still donate by going here: 
https://www.uniteforbleedingdisor 

ders.org/index.cfm?fuseaction=donate. 
event&eventID=824

CCHF Virtual Unite Walk | September 26

©2021 BioMarin Pharmaceutical Inc. All Rights Reserved.  MMRCGTH0037  0621

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.
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FAMILY CAMP RECAP
Family Camp was a little different this 
year. Some have said there was nothing 
“camp” about it! 

Fourteen families gathered at the newly 
opened Great Wolf Lodge in Manteca for a 
fun-filled weekend of indoor water park-
ing, miniature golf, bowling, rope courses, 
Build-a-Bears, arcade games, food and 
more food! There was even a friendly chess 
game or two. 

Family Camp may have looked dif-
ferent than usual, but it was a perfect 
opportunity for family and community 
bonding after such an isolated year and a 
half. We thank our sponsors for making 
these opportunities happen for our CCHF 
families! 
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FIVE THINGS CCHF CAN DO FOR YOU
#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 its service area—up to $500 yearly 
and $3,000 lifetime. If you have already 
exhausted government and other non-
profit resources, contact our office to 
apply. 

Subject to approval and available funds, 
we will make payments on behalf of eligi-
ble 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 submis-
sion of payment can take several days.
#2: Tutoring Education Fund
Need a little extra help academically? 
Bleeding disorders can disrupt the educa-
tional process, so we offer reimbursement 

for tutoring expense up to $300 per month 
for 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 schol-
arships awarded in May. Contact us for 
details and application forms.
#4: Life-Long Learning Grants
CCHF encourages love of learning and fit-
ness as important parts of a happy, healthy 
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 ser-
vice 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 bleed-
ing disorders community who reside in 
our 27-county service area.
Our Service Area
CCHF offers the above programs exclu-
sively for the benefit of people with bleed-
ing disorders who reside in Alpine, Ama-
dor, 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 go to cchfsac.org.
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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

change
Novo Nordisk is a registered trademark of Novo Nordisk A/S.
© 2021 Novo Nordisk All rights reserved. US20NNG00095 January 2021

Liam
Hemophilia A
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MY DECIDING FACTOR:

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.

Erica
Surprise, AZ
Diagnosed with VWD in 1981

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

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

• Is the fi rst 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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What is VONVENDI?
VONVENDI is a recombinant medicine used to replace low levels
or not properly working von Willebrand factor in people with von
Willebrand disease. Von Willebrand disease is an inherited 
bleeding disorder in which blood does not clot normally.
VONVENDI is used in adults (age 18 years and older) 
diagnosed with von Willebrand disease to:
• Treat and control bleeding episodes
• Prevent excessive bleeding during and after surgery

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.

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 is the most important information I need to
know about VONVENDI?
VONVENDI can cause blood clots particularly in patients with
known risk factors for blood clots. Discuss this risk with your
healthcare provider.
You can have allergic reactions to VONVENDI. Symptoms may
include generalized itching; rash or hives; rapid swelling of the
skin or mucous membranes; chest pain or tightness; tightness
of the throat; low blood pressure; shock; drowsiness; nausea;
vomiting; tingling, prickling, burning, or numbness of the skin;
restlessness; wheezing and/or di culty breathing; 
lightheadedness; dizziness; or fainting. If symptoms occur,
stop using VONVENDI immediately and get emergency 
treatment right away.
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, 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.

What are the possible side e ects of VONVENDI?
Side e ects 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. These are not all the possible side e ects
with VONVENDI. You can ask your healthcare provider for 
information that is written for healthcare professionals.
Tell your healthcare provider about any side e ects that bother
you or do not go away.

What else should I know about VONVENDI and
von Willebrand Disease?
Consult with your healthcare provider to make sure you are
carefully monitored with blood tests to measure levels of von
Willebrand factor and factor VIII so they are right for you. 
You may infuse VONVENDI at a hemophilia treatment center
(HTC), at your healthcare provider’s o ce or in your home.
You should be trained on how to do infusions by your 
healthcare provider or HTC. Many people with von Willebrand
disease learn to infuse VONVENDI by themselves or with the
help of a family member.
Call your healthcare provider right away if your bleeding does
not stop after taking VONVENDI.
Medicines are sometimes prescribed for purposes other than
those listed here. Do not use VONVENDI for a condition for
which it is not prescribed. Do not share VONVENDI with other
people, even if they have the same symptoms that you have.

The risk information provided here is not comprehensive. To
learn more, talk with your healthcare provider or pharmacist
about Vonvendi. The FDA approved product labeling can be
found at https:\\www.shirecontent.com/ PI/PDFs/
VONVENDI_USA_ENG.pdf or call 1-800-828-2088.
You are encouraged to report negative side e ects 
of prescription drugs to the FDA. Visit 
www.fda.gov/medwatch, or call 1-800-FDA-1088.

Copyright ©2019 Takeda Pharmaceutical Company Limited. 300
Shire Way, Lexington, MA 02421. 1-800-828-2088. 
All rights reserved.

TAKEDA and the TAKEDA logo are trademarks or registered trade-
marks of Takeda Pharmaceutical Company Limited. 
VONVENDI is a registered trademark of Baxalta Incorporated, 
a Takeda company.

Issued 02/2019

S48947  06/19

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.

Copyright ©2020 Takeda Pharmaceutical Company Limited. 
300 Shire Way, Lexington, MA 02421. 1-800-828-2088. All 
rights reserved. TAKEDA and the TAKEDA logo are trademarks 
or registered trademarks of Takeda Pharmaceutical Company 
Limited.  VONVENDI is a registered trademark of Baxalta 
Incorporated, a Takeda company.  
US-VON-0055v1.0 05/20 

What is VONVENDI?
VONVENDI is a recombinant medicine used to replace low levels
or not properly working von Willebrand factor in people with von
Willebrand disease. Von Willebrand disease is an inherited 
bleeding disorder in which blood does not clot normally.
VONVENDI is used in adults (age 18 years and older) 
diagnosed with von Willebrand disease to:
• Treat and control bleeding episodes
• Prevent excessive bleeding during and after surgery

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.

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 is the most important information I need to
know about VONVENDI?
VONVENDI can cause blood clots particularly in patients with
known risk factors for blood clots. Discuss this risk with your
healthcare provider.
You can have allergic reactions to VONVENDI. Symptoms may
include generalized itching; rash or hives; rapid swelling of the
skin or mucous membranes; chest pain or tightness; tightness
of the throat; low blood pressure; shock; drowsiness; nausea;
vomiting; tingling, prickling, burning, or numbness of the skin;
restlessness; wheezing and/or di culty breathing; 
lightheadedness; dizziness; or fainting. If symptoms occur,
stop using VONVENDI immediately and get emergency 
treatment right away.
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, 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.

What are the possible side e ects of VONVENDI?
Side e ects 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. These are not all the possible side e ects
with VONVENDI. You can ask your healthcare provider for 
information that is written for healthcare professionals.
Tell your healthcare provider about any side e ects that bother
you or do not go away.

What else should I know about VONVENDI and
von Willebrand Disease?
Consult with your healthcare provider to make sure you are
carefully monitored with blood tests to measure levels of von
Willebrand factor and factor VIII so they are right for you. 
You may infuse VONVENDI at a hemophilia treatment center
(HTC), at your healthcare provider’s o ce or in your home.
You should be trained on how to do infusions by your 
healthcare provider or HTC. Many people with von Willebrand
disease learn to infuse VONVENDI by themselves or with the
help of a family member.
Call your healthcare provider right away if your bleeding does
not stop after taking VONVENDI.
Medicines are sometimes prescribed for purposes other than
those listed here. Do not use VONVENDI for a condition for
which it is not prescribed. Do not share VONVENDI with other
people, even if they have the same symptoms that you have.

The risk information provided here is not comprehensive. To
learn more, talk with your healthcare provider or pharmacist
about Vonvendi. The FDA approved product labeling can be
found at https:\\www.shirecontent.com/ PI/PDFs/
VONVENDI_USA_ENG.pdf or call 1-800-828-2088.
You are encouraged to report negative side e ects 
of prescription drugs to the FDA. Visit 
www.fda.gov/medwatch, or call 1-800-FDA-1088.

Copyright ©2019 Takeda Pharmaceutical Company Limited. 300
Shire Way, Lexington, MA 02421. 1-800-828-2088. 
All rights reserved.

TAKEDA and the TAKEDA logo are trademarks or registered trade-
marks of Takeda Pharmaceutical Company Limited. 
VONVENDI is a registered trademark of Baxalta Incorporated, 
a Takeda company.
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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.
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A ONCE-WEEKLY 
TREATMENT OPTION 
FOR HEMOPHILIA B. 

HOW DOES  
THIS FACTOR IN?

To find out about a prescription  
option, talk to your doctor or visit  

OnceWeeklyForHemophiliaB.com
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Did you know that you can support 
CCHF when you shop on Amazon? 

When you set up an Amazon 
Smile account, 0.5% of all your pur-
chases go to the charity or non-profit 
of your choice. (We hope you choose 
us!) You can still access all the same 
products available with a regular 
Amazon account, but this way you 
get the satisfaction of knowing you’re 
making a difference with every book, 
T-shirt, and movie you buy. 

So what are you waiting for? Get 
started today!

https://smile.amazon.com/

CCHF is not affiliated with Amazon. 
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CCHF
P.O. Box 163689
Sacramento, Ca 
95816

2021 MEETINGS & EVENTS

DECEMBER

HOLIDAY PARTY, TBD4

OCTOBER NOVEMBER
CCHF Board Meeting

Nutricion para Padres

Spark Educational 

Dinner

Unidos por Sangre

Girl Talk

HFA Virtual Symposium

Takeda Educational 

Dinner

Bayer Educational 

Dinner

CCHF Board Meeting

Men’s Retreat

Novo Nordisk Educational 

Dinner

Unidos por Sangre

NHF Chapter Leaders 

Seminar

Takeda Educational 

Dinner

Girl Talk

5

8

13

15

16

18-28

20

27

2

6

10

12

15-19

18

20

*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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