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Interpretation
in
Windows/MAC

● In your meeting/webinar controls (bottom bar),
click interpretation
● En los controles de la reunión (barra inferior),
haga clic en interpretation
● Click “Spanish”
● Seleccione “Spanish” (Español)
● (Optional) Mute original audio if you would not
like to hear the (English) original audio while it is
being interpreted into Spanish
● (Opcional) haga clic en mute original audio si no
desea escuchar de fondo el audio original en
inglés)

● In Your Meeting/Webinar Controls, Tap … more
● En los controles de la reunión, haga clic en …
more (más)

Interpretation
in Android/IOS
Device

● Tap Language Interpretation
● Seleccione Language Interpretation
● Tap “Spanish”
● Seleccione “Spanish” (Español)
● (Optional) Mute original audio if you would not

like to hear the (English) original audio while it is
being interpreted into Spanish
● (Opcional) haga clic en mute original audio si no
desea escuchar de fondo el audio original en
inglés)

● Use chat to ask questions throughout the
webinar and have them answered at the end

Housekeeping
in 30 seconds
or less

● Please mute your phone or computer until Q&A
(Use *6 to mute or unmute)
● We strive to provide accurate information, but
neither the Hemophilia Council of California or
any of our speakers are providing medical advice
or legal counsel
● This webinar will be recorded and posted at a
later date
● Find additional resources & recordings at
www.hemophiliaCA.org/programs/webinars

An
Advocacy
Story –
Randi Clites

Randi is a fierce advocate for patients and families with rare
disorders. Her only child Colton, now 18, was born with severe
hemophilia and then diagnosed with leukemia at 15 months old.
Randi lives in Northeast Ohio with her husband Matt, Colton, and
their three dogs.
Randi became an advocate for affordable access to healthcare for
medically-fragile children by leading the parent advisory councils at
both Akron Children’s Hospital and Ohio’s Title V Program - Children
with Medical Handicaps - through the Department of Health. In
2012, she represented Ohio as a Family Scholar for the Association
of Maternal and Child Health Program. Randi helped develop an
annual Statehouse Day in 2008 for the hemophilia community that
has engaged hundreds of families in State Advocacy. She was the
advocacy coordinator for a coalition of providers, patients, and
non-profits serving bleeding disorders patients for over 10 years.
She took her passion of working on policy to public office, serving as
State Representative for the 75th House District during the 133rd
General Assembly. She passed bills to establish a Rare Disease
Advisory Council and protect vulnerable patients in Ohio. Randi
comes with a lot of non-profit experience in training patients and
parents to advocate for access to treatment.

Legislative
Day 2021

Issue #1

Maintain eligibility and beneﬁts for the
California Children’s Services (CCS) and
Genetically Handicapped Persons
Program (GHPP) programs:
●

●

These programs provide health care coverage to
people with hemophilia and other rare bleeding
disorders in CA. This coverage includes factor,
ancillary medical supplies, physical therapy and
needed medical procedures.
CCS covers children up to age 21; GHPP covers adults
21 and over.

Issue #2

Ensure continued access to factor, other
needed medications and to ancillary
medical supplies when the new Medi-Cal
Rx Program is established in California
(date TBA).
●

●

Patients should continue to receive timely access to
their factor, other drugs and related medical supplies
when the new Medi-Cal Rx program begins.
Ensure that the contractor, Magellan Medicaid,
authorizes factor in a timely fashion like it is done
today and that DHCS staﬀ remains involved from a
policy standpoint.

Issue #3

Maintain ﬂexibility for patients during the
COVID19 pandemic via TeleHealth when it is not
possible to visit their Hemophilia Treatment
Center (HTC) (either via virtual TeleHealth visits or
telephonic visits with HTC and other medical
caregivers)
●
●

Flexibility has been put in place by Governor Newsom
during the COVID19 pandemic to allow for
TeleHealth.
We support eﬀorts in the State Budget process during
2021 to extend TeleHealth beyond the pandemic.

Support for AB 752 (Nazarian) Patient Choice and
Transparency Act
●

Issue #4
●

HCC supports the Patient Choice and Transparency
Act which will make prescription drug cost
information available at the point-of-care, preventing
delays in care and medication nonadherence for the
patient while reducing administrative burdens on
providers.
AB 752 enables decision-making to occur where it
should – between a patient and their physician.
Patients will be central, active stakeholders in their
own health and more likely to stick with their
treatment plan.

Liz Helms

Liz Helms has been a leader within the patient’s rights
movement since her recovery from Temporomandibular
Joint Disorder (TMJ) in the mid-1990s. Her vision, breadth
of knowledge and unwavering commitment to coalition
building, grassroots advocacy, strategic planning, and
policy development has earned her immense recognition
and respect throughout California and nationally.
After co-founding the TMJ Society of California, a 501(c) 3
non-proﬁt organization dedicated to bringing about
changes in health care practices and laws to improve
treatment for TMJ suﬀerers, she has helped shepherd
many broad-based, ﬁrst of-its-kind patient rights laws in
California. Liz currently is the President/CEO of the
California Chronic Care Coalition, an alliance of
non-proﬁt, social consumer and provider organizations
united to improve the health of Californians with chronic
conditions or diseases.

AB 752

AB 752

We are excited to share that CCCC-sponsored AB 752 (Nazarian),
the Patient Choice and Transparency Act, will be heard by the
Assembly Committee on Health on Tuesday afternoon, April 13,
2021. Thank you to all our partners who have supported this
legislation with a letter of support so far. Your time and input is
valued, and your voice will make a diﬀerence for California's
patients!

AB 752

PATIENTS NEED YOUR VOICE - PLEASE CALL-IN AND
PROVIDE A "ME TOO" IN SUPPORT OF AB 752:
You can continue supporting California's patients and AB 752 by
calling in live to provide a "me too" on behalf of your organization.
Public Access Information “Me Too”
Public Toll Free Number: (877) 692-8957
Public Access Code: 2426237
Thank you for continuing to amplify messages about this
important legislation - a like and retweet go a long way! Be sure to
follow us @CAChronicCare to watch out for updates online!

Tips for
Telling Your
Story

Tips for
Virtual
Advocacy

• Talking Points

Prepare for
the meeting

• Practice
• Attire
• Background

• Share the agenda

• Approach with respect, but remember

Tips for Meeting
a Legislator or
their staﬀ

you're important too
• Keep it clear and understandable
• Keep track of time

• Question cues

What to
watch for

• Team Members have something

to add
• Support each other

Next
steps

• Tomorrow (Tuesday) – practice with
your team.
• Zoom meetings with the Legislature.
• Follow up with a thank you.
• Send an email or use social media to
say thank you and reinforce your “ask”.
• Phone2Action will be an easy way to
complete your follow up. You can also
share the P2A link on social media so
that others can weigh in with their
voice.

Overview
of
Upcoming
Webinars

Upcoming webinar –
May 12 – How to Access Mental
Health Resources

Thank You to
our 2021
Future
Leaders &
Legislative
Day Sponsors

Thank You to
our 2021
Public Policy &
Advocacy
Webinar
Series
Sponsors

Thank you for joining us!
Questions?
Reminder: this webinar is part of a series of
educational webinars presented by the Hemophilia
Council of California.

HCC’s 2021
Advocacy &
Policy
Webinar
series

A recording and slides will be available soon at
http://www.hemophiliaca.org/programs/webinars/
NEED HELP? Contact Lynne Kinst at (916) 572-7771 or
lkinst@hemophiliaca.org

