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Now is the time to pull together your team for our 2021 Unite for
Bleeding Disorders Walk, on Sunday, September 26th, at 9 a.m. at Gibbons Park in Carmichael.
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It will be a great morning of fun and friendship—a chance to see
friends from our community in person for the first time since COVID
struck, compete for prizes and help a great cause.
There will be coffee and goodies available, a bounce house for the kids
and, of course, the Pinwheel Ceremony commemorating community
members who no longer walk among us.
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Forming a team is easy, the Walk event itself is fun and ALL proceeds
stay local to help CCHF provide a variety of important services to our
regional community.
If you haven’t already registered, either as a team captain or as an individual walker, please send us an email (info@cchfsac.org) and we will
be in touch to help you get signed up.

Central California Hemophilia Foundation is dedicated to improving the quality of life for persons
impacted by inherited bleeding disorders through education, advocacy and support.
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Welcome to Summer 2021 with Us!
We are so excited for all the things we have to come, which I’ll share
more about later! CCHF has had the opportunity to recognize high
achievers of our past, as well as say good-bye. Throughout the last few
months there have been some changes to our foundation, one of which
includes us saying goodbye to our Executive Director for the past year,
Steve Heath. While we wish him all the best in his exciting new adventures, we were also placed with the responsibility of finding a way to
keep things running smoothly for you, our community, and most importantly, our priority. We have as a board decided to hire Duran Kinst Strategies (DKS) as our association management
team while we reestablish a more permanent solution. DKS is owned and operated by the Duran family so our Treasurer, Christina, has resigned from the board during this interim.
We are so excited for our future and so proud of how far we have come and how much we have been able to accomplish
as a community.
As was once said, smooth seas never made a skilled sailor.
So bring on the waves, friends! Summer is here and we are not stopping!
We have so much planned for the next few months, so let me just hit some of the highlights.
First up is our virtual Back-to-School Kickoff and Career Fair August 6-8th. This program helps get our students and
parents ready for the school year. It also gives useful tools for those looking to change or start careers!
In September, we are taking families in our bleeding community to Great Wolf Lodge in Manteca. With waterslides,
mini-golf, bowling, and a Build-A-Bear Workshop, there is something for everyone to enjoy!
And don’t forget the Unite for Bleeding Disorders Walk! We are able to hold the UNITE walk in person this year! Be sure
to join us on September 26th at Gibbons Park. All proceeds will be used to fund our programs.
I hope you all have a fantastic summer and we will see you soon!

—Victoria Hubbert, CCHF Board President

Check Out These Education & Networking Opportunities!
Girl Talk
Whether they’re patients, family members or caregivers, women of the bleeding disorders community
face special challenges. Girl Talk is a program that
gives women a forum where they can talk about issues, share knowledge and have some fun, too. The
group currently meets online at 12:30 p.m. on the
third Saturday of most months.

Unidos por Sangre

Young Families
Support systems are important, especially for families dealing with bleeding disorder diagnoses for the
first time. Young Families provides an opportunity
for families to get together, get to know each other
and learn from each other while having fun at the
same time. Sessions are currently conducted online
at 10:30 a.m. on the fourth Saturday of alternating
months.

CCHF is here to serve the entire bleeding disorders
Keep an eye on your email, our website and our Facommunity and language should not be a barrier.
cebook page and other social media for details for
Unidos por Sangre is a program for our constituents these programs and more.
who prefer to receive information in Spanish. Participants meet online at 7:30 p.m. on the second Friday
of most months for conversation, education and fun
with friends.

Six Scholarships Awarded!

CCHF’s Board of Directors has awarded $1,500 scholarships to
six outstanding young members of our regional community—
the most ever awarded in one year.
Selected by a committee of Board members, the six include:
Richardson Ballesteros, 21, who is studying Kinesiology at
Cosumnes River College.
Elizabeth Buchmiller, 21, a Liberal Studies/Teaching major at
Cal State-Sacramento.
Drake Charamuga, 21, a Construction Engineering Management major Cal State-Long Beach.
Sage Chavez, 20, who is majoring in Molecular Biology and minoring in Chemistry at CSU-Monterey Bay.
Payton Hensley, 21, who is studying Administrative Justice at
Sacramento City College.
Isabella Hoffman, 23, a Journalism student with a broadcasting
emphasis at Arizona State University.
CCHF awards scholarships annually. Information about the
scholarship program is available at https://www.cchfsac.org/
applications.

Looking Back Over the First Half of 2021
Christina Duran—Interim Executive Director
We’re only halfway through 2021 and we have already done so much! I’d like to
extend a huge thank you to our sponsors for allowing us to make an impact on
the bleeding community. We couldn’t do what we do without you!
Let’s take a quick look at everything we’ve been able to accomplish in the past six
months.
CCHF has been able to cover the cost of dozens of hours of tutoring for children who needed a little
extra help during the pandemic. Doing school is difficult enough and the challenges COVID brought
to education only made everything harder. We also provided six college scholarships to help our
community members achieve their dreams of higher education.

We’ve hosted a dozen virtual education dinners. Plus, Girl Talk and Unidos por Sangre have held virtual meetings every month to support women and the Spanish-speaking community respectively.
Our emergency assistance program has paid rent, dental bills, car registration, gas bills, and electric
bills for members of our bleeding community.
Your generous donations have made all of this possible.
But wait! There’s more!
In addition to our regular programs, we have provided some extra services to the bleeding community. Some of them provided additional education and others were just for fun.
We celebrated World Hemophilia Day with our virtual Industry Symposium, where we heard from
experts such as Dr. Leonard Valentino (CEO of the National Hemophilia Foundation) and Sharon
Meyers (CEO of the Hemophilia Federation of America) about what is going on in the medical and
legislative worlds.
This year, we made our annual Surf and Turf Crab and Tri-tip Dinner into a drive-through. This gave
us all a chance to get out of the house and do something fun!
Young Families and the Bleeder Squad sponsored a trip to Sunsplash Water Park so all our families
could go play in the sun.
Last, but definitely not least, we awarded two Volunteer of the Year Awards (We love you Coryene
Reyes and Elizabeth Santos!) and one Lifetime Achievement Award (You are amazing, Sean Hubbert!).

CCHF cannot thank you enough for your continued support. Because of you, we can be sure bleeding
disorders are never the end of the story.
Have an awesome summer!
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What Can CCHF Do for You?
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 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 submission of payment can
take several days.

Tutoring Education Fund
Need a little extra help academically? Bleeding disorders
can disrupt the educational 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.

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.

Life-Long Learning Grants
CCHF encourages love of learning and fitness 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 service
area who have bleeding disorders. Contact our office to apply for this benefit.

MedicAlert
Need a MedicAlert 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 go to
www.cchfsac.org

SARS-CoV-2 (COVID) Vaccines and Bleeding Disorders
By J.M. Ducore, MD, MPH and K. Schafer RN, BSN, MSN, FNP
Co-Chairs, Medical Advisory Committee
Three ‘risks’ must be considered when thinking about immunization: the risk of getting the disease,
the risk of having the disease (how sick you might get) and the risk of immunization. These risks can
vary, can change and in some respects, can be managed.
Obviously, the risk of getting the disease is less if you live in in an area with little COVID. If not, you
can reduce risk by social-distancing, wearing a mask, staying home, etc. The risk of having severe
disease increases with age, obesity, diabetes, hypertension, immune problems, lung disease and so
on. You can’t change your age, but you can control some of the risk factors.

As for immunization risk, the RNA vaccines (Pfizer and Moderna) appear very safe. Their side effects, if any, can be unpleasant, but not dangerous, and severe allergic reactions are very rare. For the
adenovirus-based vaccines, (Johnson & Johnson/Jannsen in the US and Astro-Zeneca outside the
US), the side effects, if any, are mostly just unpleasant. The exception has been very rare allergic reactions and a rare clotting problem, usually involving the veins around the brain and, so far, seen in
women between 16 and 50 years old. This risk appears to be about one in 100,000-200,000 for
women in this age group. It is probably not related to the clotting system, but to an immune reaction,
so having a bleeding disorder is not likely to make a difference. If you are a woman between 16 and
50, I would personally recommend getting one of the RNA vaccines (Pfizer or Moderna). If you are at
greater risk of getting sick, especially getting very sick, and the RNA vaccines are not available, it is
probably better to get the J&J vaccine than to not be vaccinated. Overall, the risks with these vaccines are much less than the risk of getting the disease.
I know of no information that people with bleeding disorders are more or less likely to get COVID, or
to have severe disease. The special risk for people with bleeding disorders is likely to be bleeding into
the muscle where they get the shot. This is usually preventable by using extra pressure at the injection site. It can also be lessened by getting the shot when receiving prophylaxis, such as a factor infusion.
Beyond your personal safety, you also need to think of those around you. You might not get very sick,
but what about an elder parent or relative who lives with you and their risk of contracting COVID
from you if you have not been vaccinated?
For each of you, this decision is between you and your doctor. I can make specific recommendations
for my patients only. Overall, the risks of the vaccines are low and the personal and societal benefits
are high.
What precautions should you take when getting your vaccine?
•

Check with your hematologist to determine if you will need to treat with your factor before receiving the vaccine.

•

A small, short needle is used to administer the vaccine (25 gauge). Since the vaccine is given into
the muscle (intramuscular), you should apply direct pressure to the injection site for 10 minutes
after the injection, or use a small ice pack for 5-10 minutes.

•

You may experience localized pain, mild swelling and warmth at the site of the injection for 24-48
hours. However, if your symptoms continue to increase, you should contact your hematology
team for advice.

2021 Meetings & Events
July
6th—CCHF Board Meeting, 6 p.m.+
7th—Unidos por Sangre, 7:30 p.m.+
14th—Novo Nordisk Educational Dinner, 6:30
p.m.+
15th—Grifols Educational Dinner, 6:30 p.m.+
16th—Teen Event (Jointly with Pacific Northwest BDC), 6:30 p.m.+
17th—Teen Event (Jointly with Pacific Northwest BDC), 10:30 a.m.+
17th—Girl Talk, 12:30 p.m.+
21st—Takeda Educational Dinner, 6:30 p.m.+
23rd—El Gran Secreto, 6 p.m.+
28th—Spark Therapeutics Educational Dinner,
En español, 6:30 p.m.+
August
3rd—CCHF Board Meeting, 6 p.m.+
6th-8th—Back to School Kickoff and Career
Fair, TBD+
18th—Takeda Educational Dinner, 6:30 p.m.+
19th—Bayer Educational Dinner, 6:30 p.m.+
20th—Unidos
por Sangre, 7:30 p.m.+
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August cont.
21st—Girl Talk, 12:30 p.m.+
25th-28th—NHF Bleeding Disorders Conference+
September
7th—CCHF Board Meeting, 6 p.m.+
10th-12th—CCHF Family Camp, Great Wolf
Lodge
15th—Takeda Educational Dinner, 6:30 p.m.+
17th-18th—Familia de Sangre+
22nd—Novo Nordisk Educational Dinner, 6:30
p.m.+
26th—CCHF Unite for Bleeding Disorders
Walk, Gibbons Park, 10 a.m.-noon
Other Key Dates
Oct. 18th-28th—HFA Virtual Symposium+
Nov. 5th-7th—Men’s Retreat
Dec. 4th—Holiday Party
+Virtual Event
(Check www.cchfsac.org for details)

