
Hello, BDCC Community!

 

Fall Advocacy Days
 
Dear Bleeding Disorders Community,
 
As August arrives, many of us are preparing for a season of transition. My own children go back to school this
week. Families are settling into new routines, and before long, the first signs of fall will be here. This time of year
is a reminder of the importance of preparation, community and making sure the needs of people living with
bleeding disorders are understood and supported.
 
At the Bleeding Disorders Council of California, we are also preparing for an important fall season. Our Fall
Advocacy Days are coming this October, and we need your voice.
 
Advocacy is strongest when lawmakers hear directly from the people whose lives are affected by the decisions
they make. Whether you are living with a bleeding disorder, caring for a loved one or supporting our community,
your experiences can help policymakers understand why access to quality, affordable care and treatment matters.
 
You do not need to be an advocacy expert to make a difference. You simply need to be willing to share your
story and your voice. BDCC will be there to provide the information, resources and support you need to
participate effectively.
 
As we head into fall, I encourage you to consider joining us for Fall Advocacy Days in October. When our
community comes together and speaks with a unified voice, we remind California's leaders that decisions about
health care have a real impact on real families.
 
Thank you for continuing to stand with BDCC and with one another. I look forward to advocating alongside many
of you this October and making sure the voices of California's bleeding disorders community are heard.
Wishing all of our students, parents, educators and families a healthy and successful start to the school year.
 
Warmly,
Lynne Kinst
Executive Director

Learn More

Register for Fall Advocacy Days

 

BDCC in the Community

This month was a little less busy, but just as important as always! Andrea and Stephanie set up an advocacy
booth at the Central California Bleeding Disorders Foundation's Education Day, which featured a fun carnival
theme, and Rigo represented BDCC at HFSC's recent Back to School Symposium.
 
Connecting with families at these local gatherings is at the heart of what we do. Every conversation, shared
resource and moment of connection helps strengthen our community ties and advances BDCC's mission to
empower, educate and advocate for everyone impacted by bleeding disorders across California.

 

August Webinar: "You're Leaving Home for College — Now What?"
 
Are you starting or returning to college this fall? Does taking charge of your health care while on campus
seem overwhelming? Once you turn 18, your health care is now YOUR responsibility — but don't panic! Take
some tips from our webinar speakers to manage this transition and keep your health on track while at college.
Parents, you'll also hear tips on how to build your teen's independence as they near this life and health care
transition.
 
Join BDCC for our August 26th webinar about the basics of getting and keeping your health care at college. You
will hear from a current college student and a health care provider who works with young people, describing how
to navigate this change in managing your health care right now.
 
Register for "You're Leaving Home for College - Now What? Health Care Access Tips for Young Adults" on
Wednesday, Aug. 26 at 6:30 p.m.!
 
Q&A after the presentation.
 
Simultaneous Spanish translation offered. / Se proporcionará traducción simultánea al español.
 
California community members who attend will be entered into a raffle to win one of two $25 gift cards to Amazon,
Target or Walmart (industry members and BDCC staff are not eligible).

Register Now

 

Meet Our Board: Zuiho "Z" Taniguchi

Meet our board member Z Taniguchi! For more than 30 years, Z has been a dedicated leader, advocate and
supporter within the bleeding disorders community, working to strengthen programs, expand opportunities and
support individuals and families affected by bleeding disorders.
 
He participated in one of BDCC's first Future Leaders Days in the early 2000s, and through his years of
involvement, Z has seen firsthand how mentorship, connection and shared experiences help young people build
confidence and form lifelong relationships.
 
Today, Z's commitment is also deeply personal. He and his wife are raising their daughter, who has von
Willebrand disease, giving him a unique perspective on the challenges and opportunities facing the next
generation of bleeding disorders families.

Watch the Video

 

ICYMI: Meet Our Board: Rigo Manzo
 
Meet our Board President, Rigo Manzo! Living with severe Hemophilia A since childhood, Rigo has been an active
member of the bleeding disorders community for many years. From attending summer camp as a child to
volunteering with the Hemophilia Foundation of Southern California (HFSC), his lifelong connection to the
community has inspired his commitment to advocacy and service.

 

August Coalition Meeting Details 
 

Thursday, Aug. 20
Online and in person

UC Student & Policy Center (1115-11th St., Sacramento)/via Zoom
 
CA Rare Disease Access Coalition
1-4 p.m.
(In-person registration & lunch: 12:15 p.m.)
 
Lunch is included for all in-person attendees before the Coalition meeting. Virtual participants will receive Zoom
login information in August.
 
Registration is open to anyone. Tickets or memberships available for purchase at the CRDAC tickets page.
 
The deadline to register for the in-person meeting is Aug. 13.
The virtual attendance registration deadline is Aug. 18.
 
Questions? Email Andrea at andrea@bdcouncilca.org.

Coalition Registration

 

The New Federal “Public Charge” Rule  
 
You may have heard about a newly updated federal “Public Charge” rule. It is very important that patients with
bleeding disorders continue to follow their treatment plan approved by their health care provider and stay in touch
with their provider.
 
If you have concerns about changes to the federal “Public Charge” rule, you can speak with your health care
provider. There are also legal resources on this website where you can consult with qualified nonprofit
organizations to help answer your questions about immigration laws and “Public Charge.”

Learn More

 

CSL Update on Hemgenix Supply
 
CSL Behring's “Letter to the Community” provides an update on Hemgenix supply and their ongoing commitment
to the hemophilia B community.  

Read the Letter

 

Changes to Medi-Cal Ahead: What You Need to Know  
 
Breaking News. The California state budget has just been approved. The result is some positive changes
for Medi-Cal beneficiaries.
 
Check out our blog below for some of the key issues that you should be aware of if you have Medi-Cal.

Read the Article

 

2026 Patient Health Care Survey
 
Comprehensive care through Hemophilia Treatment Centers is proven to improve quality of life for individuals with
bleeding disorders, yet many patients still face barriers through plans like Medi-Cal Managed Care and Kaiser.
 
To help address these challenges, strengthen care networks and advocate for better policies, patients and
caregivers are invited to share their experiences by taking the short 2026 Patient Health Care Survey (one
response per patient unless reporting a new access issue).

Take the English Survey

Take the Spanish Survey

 

Your Voice Matters: The IPAW Global Patient Survey 
 
The Plasma Protein Therapeutics Association (PPTA) is currently conducting its IPAW Global Patient Survey,
and they need to hear from the rare disease and bleeding disorders community.

 
For individuals and families living with rare conditions, data is one of our most powerful tools for change.
Complete this survey to make an impact in shaping future care and strengthening advocacy.
 
Whether you are a patient, caregiver, advocate or health care professional, your unique perspective ensures
the global plasma protein community develops a complete accurate picture of real-world needs.
 
The survey is anonymous and available in 12 languages. (Click the dropdown in the top right corner of the survey
page to change languages!)

Complete the Survey

 

STIMATE Expected to Return in October 2026 
 
In a letter sent to health care providers, Ferring Pharmaceuticals announced that STIMATE® (desmopressin
acetate) nasal spray is expected to be available in the United States beginning Oct. 2026.
 
STIMATE can be used to treat people with hemophilia A and mild to moderate von Willebrand disease.
 
NBDF is working to gain more information about the availability of STIMATE in the U.S., including how it will be
distributed, its inclusion in formularies and any other relevant information that could impact people’s ability to
access the treatment.

Learn More

 

Upcoming Local Events and Opportunities

1) Familia de Sangre: Celebrating 10 Years of Culture, Community and Connection
 
The countdown is on! In just a few weeks, the 10th Annual Familia de Sangre Conference — the nation's largest
national conference on blood disorders — will welcome over 700 community members to Anaheim for a weekend
of education, culture and celebration.
 
While registration is now closed, here is a preview of what attendees can look forward to at this year's conference:

El Mercadito Is Bigger Than Ever: Featuring 35 vendors (puestos) including pharmaceutical partners,
nonprofits, specialty pharmacies, community resources and an immigration resource organization.
Attendees can complete the Passport Program at the puestos for a chance to win prizes!
New "Remember Me" Booth: A special space in El Mercadito to share the names of loved ones from the
bleeding disorders community who have passed away, creating a meaningful group tribute.
10th Anniversary Celebration: A special anniversary dinner featuring live cultural performances, music,
dancing, a DJ, a photo booth and a few surprises to mark a decade of community.

Dates: Sept. 4–6, 2026
Location: Hilton Anaheim (777 W. Convention Way, Anaheim, CA 92802)

Learn More

 

2) Back-to-School Webinar
 
A new school year brings new opportunities — and new questions!
 
Join the Hemophilia Federation of America (HFA) on Tuesday, Aug. 18, at 7 p.m. ET for an informative webinar
designed to help families prepare for a smooth and successful back-to-school transition. They'll share practical
tips for communicating with school staff, planning for your child's health and safety and navigating common
school-related challenges.
 
You'll also get an overview of their School Tools Toolkit and learn how to use these resources to advocate for and
support students with bleeding disorders from preschool through high school.

Register

 

3) HFM National Women's Conference
 
Women with hemophilia and rare factor deficiencies have unique health care needs — and they deserve care,
education and community designed with those needs in mind.

The National Conference for Women with Hemophilia and Rare Factor Deficiencies returns Oct. 2–4, 2026, in
Detroit. Hosted by the Hemophilia Foundation of Michigan, this three-day conference brings together women from
across the U.S. to learn from leading experts, connect with peers and discuss topics including bleeding
management, iron deficiency, menopause, OB-GYN care, sexual health, research updates and more. 

There is no cost to attend for eligible participants. Transportation, hotel accommodations and meals are provided,
making this an incredible opportunity to build knowledge, confidence and lasting connections. Applications are
now open. 

Register

 

ICYMI: 
 
A) BDCC April Webinar: "Denials, Delays and Discouragement?"
 
Have you ever experienced challenges accessing health care? You aren’t alone. Many of us have felt like a small
voice shouting at a giant system when trying to get the care we deserve.
 
In this webinar, community members share their own stories of health care access struggles. Hear them describe
how they overcame those challenges!
 
You will see how sharing your story can help you and others get access to the care you need.

April Webinar

 

B) BDCC May Webinar: "Overcoming Barriers to Care in the ER"
 
Do you find it challenging to access care at emergency rooms in your area? Perhaps they do not have
treatments available for your bleeding disorder? This is an issue that often affects you in rural areas, but it can
be a challenge in cities as well.
 
In this webinar, you will hear our speaker, Dr. Sarah Tomlinson, a specialist in pediatric emergency medicine
whose husband has a bleeding disorder. She will give tips for your next ER visit on what to bring and how to
interact with ER staff.  Using her advice, you can ensure the best possible outcomes when you need emergency
care. Dr. Tomlinson will tailor her advice to people with bleeding disorders and other rare diseases. Why? Our
conditions and treatments are not always familiar to ER providers. That’s why it’s important to give those
providers the information they need so we can get the care WE need.

May Webinar

 

Advertise in Our Next Monthly Newsletter!
 
Don't miss the opportunity to advertise in upcoming BDCC newsletters! Our audience for each monthly newsletter
includes health care professionals, patients, families and advocates within the chronic and rare disease
community who are eager to stay informed about the latest developments in the field. 
 
Contact Andrea Palladino to explore the advertising options available and reserve your spot:
andrea@bdcouncilca.org 

 

Email Andrea at andrea@bdcouncilca.org for any questions.

 

Our Contact Information
Bleeding Disorders Council of California
717 K Street, Suite 501
Sacramento, CA 95814
916-572-7771
http://www.bdcouncilca.org
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