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Central California Hemophilia Foundation is dedicated to improving the quality of life for persons 

impacted by inherited bleeding disorders through education,, advocacy and support.

Don’t Miss 2021 Industry Symposium!

You won’t want to miss Central California Hemophilia Founda-
�on’s annual Industry Symposium on Saturday, April 17th, on 
Zoom.

We have lined up an excep�onal group of plenary and 
breakout session speakers—headed by the heads of the two 
na�onal organiza�ons with which CCHF is most closely aligned.

The 10 a.m. plenary session will feature Dr. Leonard Valen�no, 
President & CEO of Na�onal Hemophilia Founda�on. Dr. Valen-
�no will discuss a variety of topics, including World Hemophilia 
Day and the role of the World Federa�on for Hemophilia, 
NHF’s mission and vision, how COVID is impac�ng the bleeding 
disorders community and what you need to know about the 
vaccines. He also will talk about vWD guidelines and advocacy 
and NHF’s Na�onal research blueprint.

Then at 11:15, Sharon Meyers, President & CEO of Hemophilia 
Federa�on of America, will join us to talk about HFA and its 
mission. She will be joined by Sonji Wilkes, HFA Vice President 
for Policy and Advocacy, to talk about the changed Washington 
D.C. landscape and the implica�ons for the bleeding disorders 
community.

Both Valen�no and Meyers promised to leave �me for ques-
�ons from a�endees. This is a rare opportunity to hear from 
two highly respected na�onal leaders.

(Con�nued on Page 3)

Dr. Valen�no

Sharon Meyers

Six Awarded CCHF Scholarships

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 commi�ee of Board members, the six include:

 Richardson Ballesteros, 21, who is studying Kinesiology at Cosumnes River 
College.   

(Con�nued on Page 2)



President’s  message

I have to start this le�er by thanking all of you. Thank you 
to our board and community for not only enduring but per-
severing and ul�mately triumphing throughout the adversi-
ty of 2020. Thank you for showing that our history is not 
one only of sadness and pain but most importantly one of 
growth and strength that has laid the founda�on that has 
allowed our chapter to lead the way in virtual community 
bonding. I also want to thank you for entrus�ng me with 
this opportunity to help support and guide our community 
through this next phase of our existence.

For those of you whom I have not had the pleasure of mee�ng or knowing yet, I cannot wait un�l each opportunity pre-
sents itself to do so, please reach out to me! My name is Victoria AnneMarie Hubbert, I am the granddaughter of Allison 
Ennis, severe type A Hemophiliac, daughter of Sean Hubbert, mild/moderate type A hemophiliac, carrier and past presi-
dent of CCHF, and sister of David Hubbert, my life-long best friend through thick and thin and severe type A Hemophiliac. 
I have spent the majority of my life ac�vely volunteering with CCHF but took un�l the last 3 years to step into a roll hold-
ing more responsibility in the chair of governance, this has re-lit my passion for advocacy. I was honored to be nominated 
to become the president this past January and hope that I am able to at least par�ally fill the great shoes of our leaders' 
past, as well as add a bit of our current board of directors personal touch.

With that being said, I hope that this year yields a bit more freedom and stability, and I look forward to all of the incredi-
ble programs and opportuni�es that we have ahead of us for 2021. We are currently looking to expand our board of di-
rectors with all of our commi�ees accep�ng new members, as well as a few open seats on our board of directors, get 
your applica�ons in!!!! We cannot wait to hear what you have to say and be a part of this incredibly exci�ng �me!

       —Victoria Hubbert, CCHF Board President

CCHF Scholarships Announced

(Con�nued from Page 1)

 Elizabeth Buchmiller, 21, a Liberal Studies/Teaching major at Cal State-Sacramento.

 Drake Charamuga, 21, a Construc�on Engineering Management major Cal State-Long Beach.

 Sage Chavez, 20, who is majoring in Microbiology at Cal State-Monterey Bay.

 Payton Hensley, 21, who is studying Administra�ve Jus�ce at Sacramento City College.

 Isabella Hoffman, 23, a Journalism student with a broadcas�ng emphasis at Arizona State University.

Elizabeth Buchmiller Drake Charamuga Sage Chavez Payton Hensley Isabella Hoffman
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2021 CCHF Industry Symposium April 17th

(Continued from Page 1)

There will be two “flights” of educational breakout ses-
sions during the early afternoon. They will include an 
update on the California public policy scene from Lynne 
Kinst, Executive Director of Hemophilia Council of Cali-
fornia. There will also be a presentation on estate plan-
ning, trusts, advance directives and related issues by 
prominent Sacramento attorney Mark Drobny. Other 
sessions will be announced via email and Facebook as 
they are firmed up. 

Our sponsors include Sanofi Genzyme, Novo Nordisk, 
Bayer, Takeda, Spark and HFA. 

The Symposium is free, but as always, advance registra-
tion is required. To register, you can go to the CCHF 
website (www.cchfsac.org). There is a link on our home 
page that will take you to Eventbrite to register. 

Symposium Schedule

9:00-Log in/network

9:30-Opening Remarks

10:99-Dr. Leonard 

Valentino, NHF

11:00-Break

11:15-Sharon Meyers/

Sonji Wilkes, HFA

12:15-Lunch Break

1:00-Breakouts 1-6

2:00-Break

2:15-Breakouts 7-12

3:15-Closing Remarks

3:30-Open Networking

4:00-Room Closes







Execu�ve Director’s Corner

Thanks to your generous support and hard-working volun-
teers, our curbside crab feed was a real success—yet anoth-

er example of this community making lemonade 
out of lemons. Many nonprofits in the region just 
threw up their hands and canceled their annual 
events because of the con�nuing prohibi�ons on 
large group gatherings. Not this group! True, we 

had a few anxious moments, like two weeks before the 
event, with only about a dozen dinners purchased. But our 
commi�ee refused to give up. We sold 139 crab and tri-�p 
dinners.

And I have never had be�er crab. My family has a tradi�on 
of buying Dungeness crabs right off the boat over at Bodega 
Bay. This crab was be�er. If you didn’t buy a dinner, you 
missed out!

The tri-�p was also excellent—both the meat Brian Konrad 
donated and barbecued, and the meat Elizabeth Santos 
hustled up, when we started to run short. 

The pasta and salad were delicious and Muriel Herr’s maca-
roons and lemon sugar cookies were unbelievable! And 
then there were the amazing cheesecakes Cindy Picos do-
nated. 

I’ve paid a lot more for restaurant dinners that weren’t 
nearly as good. All in all, I think the $65 price tag was a bar-
gain.

Just as importantly, we came together and made the best 
of a sub-op�mal situa�on. And in the process, we reminded 
lots of people that we’re s�ll here and s�ll serving the com-
munity. 

We’re already working on next year’s crab feed and there is 
an interes�ng ques�on for us to ponder as we consider 
when and where to hold it:

Should we also offer the curbside pickup op�on again next 
year? We certainly proved we know how to do that. Even 
next year, not everyone will be comfortable with large 
crowds.

What do you think? It be interested in your thoughts. 
Where should we hold next year’s crab feed and should we 
offer curbside pickup? My email is steve@cchfsac.org. 
Thanks!
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What You Need to Know About Medi-CalRx
By Lynne Kinst, Execu�ve Director
Hemophilia Council of California

The scheduled launch of Medi-CalRx, a new program 
which changes the way the State of California pro-
cesses payments for prescrip�on drugs—including 
blood factor products—has been delayed, probably 
un�l May. 

In the mean�me, there will probably be some public-
ity about the new program, and you will most likely 
will get some no�ces about it from the State or your 
pharmacy provider. 

The most important thing for you to know about 
Medi-CalRx is that it should NOT impact your access 
to the medica�ons you rely on or the way you ob-
tain that medica�on. Your costs should not change. 
And, unless you have made other changes to your 
insurance, you should s�ll be able to fill your blood 
factor and other prescrip�on medica�ons through 
the same pharmacy you have been using.

So, what is Medi-CalRx all about and why should you 
care?

Previously, most medica�ons have been paid for 
through the Medi-Cal Managed Care program. The 
State paid a set amount per pa�ent per month to the 
insurer, and the insurer covered treatment and medi-
ca�on costs out of that payment. However, blood 
factor has been “carved-out” of Medi-Cal Managed 
Care since 2014 and paid for under a fee-for-service 
model. (“Fee-for-service” is when providers are paid 
separately for each treatment or medica�on they 
provide.) When Medi-CalRx goes into effect, all cov-
ered outpa�ent drugs, including physician-
administered drugs, medical supplies and enteral 
nutri�onal products, will all be paid via fee-for-
service agreements and there will be a new company 
processing all the payments. The State is doing this 
because it believes it can realize significant savings by 
nego�a�ng contracts for the large volume of drugs 
which will be purchased under Medi-CalRx.

Again, these changes should not affect you. If you do 
have any problems, please let HCC know as soon as 
possible. You can contact me at 
lkinst@hemophiliaca.org. 



What can CCHF Do for You?
Emergency Assistance

Behind on rent or utility payments? Can’t afford to renew reg-
istration 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 re-
sources, 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 un-
til the last minute to apply. Approval and submission of pay-
ment 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 and $3,000 lifetime 
for individuals 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 re-
quirements 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 $2,000) 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 disor-
ders. Contact our office to apply for this benefit.

MedicAlert

Need a MedicAlert bracelet? CCHF will pay for your first MedicAlert account. This is a one-�me service availa-
ble 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, El Dorado, Glenn, Lassen, Madera, Mariposa, Merced, Modo, Mono, Neva-
da, 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







Check Out These Educa�on & Networking Opportuni�es

Girl Talk

Whether they’re pa�ents, 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

CCHF is here to serve the en�re bleeding disorders com-
munity and language should not be a barrier. Unidos por 
Sangre is a program for our cons�tuents who prefer to 
receive informa�on in Spanish. Par�cipants meet online

at 7:30 p.m. on the second Friday of most months for 
conversa�on, educa�on and fun with friends.

Young Families

Support systems are important, especially for families 
dealing with bleeding disorder diagnoses for the first 
�me. 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 �me. Sessions 
are currently conducted online at 10:30 a.m. on the 
fourth Saturday of alterna�ng months.

Keep an eye on your email, our website and our Face-
book page and other social media for details for these 
programs and more.
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2021 Meetings & Events
March

1st-5th—NHF Washington Days+

2nd—CCHF Board Meeting, 6 p.m.+

4th—CSL Behring Educational Dinner, 6 p.m.+

10th—Pfizer Educational Dinner, 6 p.m.+

12th—Unidos por Sangre, 7:30 p.m.+

17th—Takeda Educational Dinner, 6 p.m.+

19th—Girl Talk, 12:30 p.m.+

24th—Grifols Educational Dinner, 6 p.m.+

27th—Young Families Program, 10 a.m.+

31st—Pfizer Educational Dinner, 6 p.m.+

April

1st—Bayer Educational Dinner, 6 p.m.+

6th—CCHF Board Meeting, 6 p.m.+

7th—Novo Nordisk Educational Dinner, 6 p.m.

8th-11th—HFA Symposium+

12th-14th—HCC Legislative Days+

17th—CCHF Industry Symposium, 9a-3p+

21st—Takeda Educational Dinner, 6 p.m.+

+Virtual Event

(Check www.cchfsac.org for details)

May

4th—CCHF Board Meeting, 6 p.m.+

5th—Spark Educational Dinner, 6 p.m.+

6th—Big Day of Giving+

14th—Unidos pos Sangre, 7:30 p.m.+

19th—Takeda Educational Dinner, 6 p.m.+

21st—Girl Talk, 12:30 p.m.+

23rd—Volunteer Appreciation, TBD+

26th—Novo Nordisk Educational Dinner, 6 
p.m.+

June

1st—CCHF Board Meeting, 6 p.m.+

11th—Unidos pos Sangre, 7:30 p.m.+

16th—Takeda Educational Dinner, 6 p.m.+

18th—Girl Talk, 12:30 p.m.+

23rd—Bayer Educational Dinner, 6 p.m.+

26th-28th—Western States Regional HTC Net-
work conference, Redondo Beach

Other Key Dates

August 7th—Back to School Kickoff

Sept. 10th-12th—Family Camp

Sept. 26th—Unite for Bleeding Disorders Walk


