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2023 CALENDAR

W O M E N ’ S  C O M M U N I T Y  D I N N E R
May 10  •  Maggiano’s, Costa Mesa, CA

E M P O W E R M E N T  W E B I N A R  S E R I E S
May 17  •  Virtual Event

H F S C  C O M M U N I T Y  D I N N E R
May 23  •  Café Roma, San Luis Obispo, CA 

FA M I LY  R E T R E AT  W E E K E N D
June 2 - 4  •  Pali Mountain Retreat, Running Springs, CA

THANK YOU DONORS

G E N E R A L
Anonymous (3)  •  Grant and Catherine Wadman

I N  H O N O R
Harry and Juanita Boessler, in honor of Tyler, Abby and Michael 
Jane Brady, in honor of Amelie Iavicoli
Brenda Gonzalez, in honor of Matteo Salcida
Gloria Hernandez, in honor of Matteo Salcida

I N  M E M O RY
Sharon Hylton Filsinger, in memory of Mike Hylton
Rocky and Wynne Girard, in memory of Melissa A. Hodges
Kelly Green-Fice, in memory of Gerry Green
William and Judy Metscher, in memory of Richard Katz
Teresa Tabel, in memory of Jeff Tumidanski and Steve Tumidanski

G R A N T S  &  C O R P O R AT E  G I F T S
Anonymous  •  BJ’s Restaurants Foundation Inc  •  The Charitable Foundation, Inc.  •  Chevron  •  Deep C Digital
Fluor Corporation  •  Hemophilia Federation of America  •  Kroger  •  Microsoft  •  National Hemophilia Foundation
Northrop Grumman  •  United Way  •  U.S. Bank

BOARD OF DIRECTORS

R I C K  K E L LY, MBA   •  President
R O N  S TA A K E   •  Treasurer
S H I N  C H E N   •  Secretary
ELI ECONOMOU, ESQ.   •  NADIA EWING, MD 
SANDY KNIGHT, ESQ.   •  BRIAN IAVICOLI,  RN 
BOB NUMEROF, PHD   •  PEDRO SANCHEZ, MD 
SHAWN WHELAN, DO 
D O R I S  Q U O N ,  M D   •  Medical Consultant

HFSC TEAM

R I G O  G A R C I A ,  M P H   •  Executive Director
M I C H E L E  WA R N E R   •  Director of Development
L A U R A  D E S A I  •  Director of Operations
C A S E Y  O ’ B R I E N  •  Senior Events Manager
O M A R  T O R R E S  •  Outreach & Engagement Coordinator
S U S A N  H A L L - H A R D W I C K  •  Accounting

DISCLAIMERS: The Hemophilia Foundation of Southern California (HFSC) does not endorse any particular pharmaceutical manufacturer or home care company. PLEASE NOTE: The companies whose advertisements are listed herein have purchased this space, and are NEVER provided with member’s names, addresses or any other personal 
details. Paid advertisements should not be interpreted as a recommendation from HFSC, nor do we accept responsibility for the accuracy of any claims made by paid advertisements. Since we do not engage in the practice of medicine, we always recommend that you consult a physician before pursuing opinions expressed in this publication, 
which are not necessarily those of HFSC. Material printed in this publication may be reprinted with express prior written permission from the Executive Director.2

S H A K A  S U R F  F E S T  &  B E A C H  D AY
June 24  •  Santa Monica Beach, Santa Monica, CA

E M P O W E R M E N T  W E B I N A R  S E R I E S
July 12  •  Virtual Event

C A M P  B L O O D  B R O T H E R S  A N D  S I S T E R S
July 16 - 21  •  The Painted Turtle, Lake Hughes, CA 

H F S C  C O M M U N I T Y  D I N N E R
July 27  •  Location TBD, Riverside, CA

7 T H  A N N U A L  FA M I L I A  D E  S A N G R E
September 8 - 10  •  Anaheim Marriott, Anaheim, CA

T H E  H E M O P H I L I A  F O U N D AT I O N  O F  S O U T H E R N  C A L I F O R N I A
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R I G O  G A R C I A ,  M P H   •  Executive Director
M I C H E L E  WA R N E R   •  Director of Development
L A U R A  D E S A I  •  Director of Operations
C A S E Y  O ’ B R I E N  •  Senior Events Manager
O M A R  T O R R E S  •  Outreach & Engagement Coordinator
S U S A N  H A L L - H A R D W I C K  •  Accounting

Springtime, a time that is usually connected with a new beginning or 
transformation. A time where we do some cleaning and even hit the reset button. 
Think of what the Hemophilia Foundation of Southern California means to you. 
How can you be more involved? What can we do to get you more involved? 
What can we do to continue to grow together? This is the question I would like 
each and every one of our community members to think about and to answer. 
Let us know how we can continue to provide high quality programming to meet 
your needs. Spring is a time where we work to continue our growth!

We are a united community, and sometimes we need to pull together, not only 
during the good times, but when times are tough. I ask that during this time we
take a minute to remember our loved community member who left us too soon, 

HFSC has been busy these past few months hosting several dinners and webinars 
in addition to larger events including Industry Forum and the Women’s Retreat. 
During Bleeding Disorders Awareness Month in March, HFSC staff and community 
members traveled to both Washington DC and Sacramento to advocate for those 
affected by bleeding disorders. Thank you to all who met with federal and state 
lawmakers and for doing such a wonderful job of advocating for our community!

I am looking forward to seeing everyone at HFSC’s next event, Family Information 
Day, on May 6 at the Sheraton Cerritos, where we are excited to be able to provide 
much-needed information to our families. Over the course of the next few months, 
we will be busy planning for Familia de Sangre, a three-day educational conference

A LETTER FROM 
THE BOARD PRESIDENT

A LETTER FROM 
THE EXECUTIVE DIRECTOR

to empower, advocate and educate Spanish-speaking community members. The event will take place September 8-10 at the Anaheim 
Marriott.

Please also remember to register your children for Camp Blood Brothers and Sisters at The Painted Turtle July 16-21, so they can 
participate in the life-changing experience of going to a camp where they meet others like them while also learning about the life- 
saving technique of self-infusion and receiving education about their bleeding disorders. My son has attended for 3 years; The Painted 
Turtle is truly a magical place. If you need help with the application, please contact Omar at omar@hemosocal.org and ask for help as 
soon as possible. The application takes time, but is definitely worth the effort.

Not only do we have exciting events on the horizon, but we are working hard to raise funds that will provide many opportunities for 
our bleeding disorder community members. Speaking of raising funds, I ask that each of you sign up for our superhero-themed walk 
on November 4. Get a team together, ask your family, friends, and neighbors to join in and contribute. This event is an amazing
opportunity to raise money for our community, in support of advocacy and access to care, educational support programs, 
emergency financial assistance, Camp Blood Brothers & Sisters, and research. Registration is open at 
www.uniteforbleedingdisorders.org/event/socal.

Thank you all for your continued support, and I look forward to seeing you soon! In the meantime, please feel free to reach out to me 
with any questions or if I can help in any way. To register for any events, please visit www.hemosocal.org. - Rick Kelly, MBA

Leticia Nevarez; may the great memories she shared with the community get you through this tough time.
  
At the next event you attend, I ask you to reach out and meet someone new, make a new connection, make a new friend. We know 
each other because someone extended their hand and said hello to us. Let’s make sure that we continue the warm welcome to new 
community members, just like I was welcomed with open arms not too long ago. May we continue to support one another and may 
we continue to grow as one. - Rigo Garcia, MPH
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J A N U A RY
01.18.23

On Wednesday, January 18, HFSC hosted a Pipeline Products Webinar as a precursor to the in-person Industry Forum 
event. 75 families logged on to hear presentations from the Medical Directors of Southern California’s HTC’s: Dr. Doris 
Quon of Orthopaedic Treatment Center, Dr. Amit Soni of Center for Inherited Blood Disorders, and Dr. Guy Young of 
Children’s Hospital Los Angeles. Attendees also heard a quick word from our sponsors about what they would be 
presenting at the in-person event.

Thank you to our Medical Directors for speaking and thank you to our sponsors for their support.

INDUSTRY FORUM - 
PIPELINE PRODUCTS

J A N U A RY
01.21.23

HFSC was pleased to host Industry Forum on Saturday, January 21 at Pasadena City College. More than 200 
attendees enjoyed sponsor booth time outside on the campus quad, with a light breakfast provided by InfuCare Rx. 
Community members continued to the classrooms to attend breakout sessions from sponsors on a variety of topics 
including gene therapy and new treatment options. Children were excited to attend The Painted Turtle Outpost,
where they made crafts and played games with Painted Turtle Staff.
 
Thank you to all our volunteers for their help with this event and thank you to our community members for joining us! 

INDUSTRY FORUM - 
PASADENA CITY COLLEGE

T H A N K  Y O U  T O  O U R  P L AT I N U M  S P O N S O R ,  B AY E R !
Spots limited, apply today!

Must be fully vaccinated to attend.

C A M P

BLOODBLOOD
BROTHERSBROTHERS

AND SISTERSAND SISTERS

JULY 16 - 21 

AT THE PAINTED
TURTLE

APPLICATIONS NOW OPEN!

APPLY
 NOW!

Apply:
https://www.thepaintedturtle.org/apply

Applications must be completed by July 6
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F E B R U A RY
02.08.23

HFSC hosted the first emPOWERment Webinar of 2023 on February 8, “What’s New in Legislative Advocacy?” 
Attendees first heard updates on the national level from Josie Gamez, Government Relations Manager, at the National 
Hemophilia Foundation. Lynne Kinst, Executive Director of the Hemophilia Council of California, then presented local 
updates from the state. The webinar concluded with attendees hearing from our sponsors. 

emPOWERment 
WEBINAR SERIES

We recently held two webinar events where we sought input from our community groups, Mujeres Enlazadas por 
Sangre and Bleeders Reaching Out (BRO), on how to enhance our future programs. The “Mujeres Enlazadas por 
Sangre: ¡Queremos escuchar de ti!” webinar was held on February 15, 2023, and the “BRO: We Want to Hear From 
You!” webinar was held on March 1, 2023. Community members were encouraged to share their feedback on previous 
events they enjoyed, areas where we could improve, and ideas for new programming to introduce. We received valuable 
insights from the community on topics such as mental health and physical fitness, which we are examining to incorporate 
into our planning to ensure that our future events better meet the needs and interests of our community. We urge our 
community to let their voices be heard and participate in future discussions to best serve our members!

MUJERES & BRO WEBINAR
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T H A N K  Y O U  T O  O U R  e m P O W E R m e n t  S P O N S O R S !

G O L D S I LV E RP L AT I N U M
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Thank you to all who 
donated, in honor of 

BLEEDING DISORDERS 
AWARENESS MONTH !

Because of your generous 
support, we raised over $4,000 

to help us provide SCHOLARSHIPS 
for our community members! 

Amazon  •  Anonymous (3)  •  Matt and Hazel Borowsky  •  Marilyn Borowsky  •  Rachel Borowsky
Chevron  •  The Desai Family  •  Brenda Gonzalez   •  Sandra Green  •  Gloria Hernandez

The Iavicoli Family  •  The Kelly Family  •  Kendra Scott  •  Kroger  •  Sandra Knight
William and Judy Metscher  •  Microsoft  •  Matt Moyer and Rigo Garcia  •  Bob Numerof

Panda Express  •  Doris Quon  •  Jack Renauer  •  Jennifer Shields  •  United Way
David Warner  •  Michele and Doug Warner  •  Linda and Mike Queen  •  Shawn Whelan

Thank you to the City of Ventura for issuing a 
proclamation on behalf of our community and promoting 
awareness for those living with rare bleeding disorders! 
We are so appreciative of Mayor Joe Schroeder for
proclaiming the month of March as Bleeding Disorders 
Awareness Month. 

(pictured left: Executive Director Rigo Garcia and 
Community Member Mia Castaneda-Layman proudly 
showcase the proclamation for Bleeding Disorders 
Awareness Month)



Jivi®, now with up to 
7 YEARS OF DATA.

Talk to your doctor about the study.

Scan this QR code to learn more 
about the data at 

JiviExtensionStudy.com

©2022 Bayer. All rights reserved. Bayer,  the Bayer Cross, and Jivi are registered trademarks of Bayer. 6/22 PP-JIV-US-1786-1
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Advocates from across the country joined the National Hemophilia Foundation in Washington, DC on March 9 to 
meet with legislators at the Capitol. Southern California was represented by eight community members, asking 
Congress to support continued funding of our Hemophilia Treatment Centers (HTCs) by the National Institutes of 
Health (NIH), Centers of Disease Control and Prevention (CDC) and Health Resources and Services Administration 
(HRSA). Additionally, HFSC asked our legislators to sign onto HR 830, also known as the HELP Copays Act. This bill 
would require health insurance plans to apply certain payments made by or, on behalf of, a plan enrollee toward a 
plan’s cost-sharing requirements. 

HFSC would like to thank Representative Judy Chu (D-28) for taking time to meet with our group personally and 
hear our stories! We also would like to thank Representative Nanette Diaz Barragan (D-44) for co-sponsoring HR 830.

Thank you to all our great advocates who made the trip to DC: Langston Brown, Karlyn Johnson Brown, Mia 
Castaneda, Rigo Manzo, Leslie Guevara, Ivan Giron, Rigo Garcia, and Casey O’Brien.

HFSC WASHINGTON DAYS



We are excited to to welcome Omar Torres to the HFSC team as the 
Community Outreach & Engagement Coordinator. Omar is eager to 
connect and collaborate with individuals, families, and community 
leaders to best serve the bleeding disorders community. Though Omar 
recently joined HFSC on a professional level, Omar has been a member 
of the hemophilia community his entire life having been diagnosed with 
hemophilia at the age of 5. Omar has a tremendous passion for serving 
communities that are often overlooked and underrepresented. 
 
Prior to joining HFSC, Omar was a Consumer Service Coordinator at 
the Inland Regional Center. He was responsible for assisting, 
advocating, and securing social services for individuals with qualifying 
Developmental Disabilities that fulfill their needs, goals, and strengths. 
Additionally, Omar has worked as a Therapeutic Behavioral Specialist for 
one of California’s largest nonprofit behavioral & mental health agencies,

WELCOME OMAR TORRES 
TO THE HFSC TEAM!
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Jivi®, now with up to 
7 YEARS OF DATA.
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where he was responsible for providing strength-based interventions to address concerning behaviors among children 
and adolescents. Such experiences have allowed Omar to work closely with Medi-Cal, managed care plans, State and 
County agencies, behavioral health agencies, school districts, and local community leaders.
 
We are happy to have Omar join the team and continue to assist the community in his new role. You can reach Omar at 
omar@hemosocal.org.   
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On March 21st, 2023, the Hemophilia Foundation of Southern California (HFSC) attended Legislative Day hosted
by the Hemophilia Council of California (HCC) in Sacramento. Legislative Day is an important event where individuals, 
families, and allies of the bleeding disorders community across California come together to advocate for their needs
and raise awareness about the challenges they face in accessing healthcare.

This year, HFSC attended Legislative Day to share the stories of community members living with bleeding disorders
and advocate on issues that affect the bleeding disorder community. This included for the maintenance of programs
such as California Children’s Services (CCS) and the Genetically Handicapped Persons Program (GHPP). Both CCS
and GHPP provide critical support to individuals with bleeding disorders, including access to specialty care,
medications, and other essential health services. 

The primary issues that HFSC and HCC were advocating for was the protection of patient assistance programs.
Patient assistance programs are critical for individuals with bleeding disorders, as they help pay for expensive
medications and treatments that are necessary to manage their condition. 

Specifically, HFSC and HCC were advocating for the support and passage of proposed bill AB 874, which would
protect patient assistance programs by banning the use of copay accumulator programs. Copay accumulator
programs are a cost-saving measure used by some insurance plans and pharmacy benefit managers (PBMs) that
prevent the application of copay assistance towards a patient’s deductible or out-of-pocket maximum. This often
leads to patients paying more out-of-pocket for their medications and treatments, making it harder for them to access 
the care they need. AB 874 would require health insurance plans and PBMs to apply any amount paid by the insured 
through copay assistance to the patient’s deductible or out-of-pocket maximum. This would help ensure that patients 
with bleeding disorders can continue to access the care they need without having to worry about the financial burden
of high deductibles and out-of-pocket expenses.

Throughout the day, HFSC met with the staff of assembly members and senators in the counties that HFSC serves.
HFSC community members and staff shared their personal stories about serving individuals with bleeding disorders
and how patient assistance programs have helped community members access the care they need. HFSC also
discussed the importance of passing AB 874 and the impact it would have on the bleeding disorders community.

Legislative Day proved to be a successful event for HFSC and the bleeding disorders community. It provided a
platform for individuals and families to come together, advocate for their needs, raise awareness about the challenges 
they face, and push for positive change. By actively participating in such events, HFSC continues to serve and
advocate for important issues that affect the bleeding disorder community, including patient assistance programs
and the passing of AB 874. Moving forward, HFSC will continue to advocate to ensure that individuals with bleeding 
disorders in California and across the United States can access the necessary care to lead healthy and fulfilling lives.

SACRAMENTO LEGISLATIVE DAY
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Ninety HFSC community members along with volunteers, staff, and sponsors gathered at the Marriott Irvine Spectrum 
on Saturday, March 18 to Sunday March 19, 2023 for our annual Women’s Retreat. The day started off with participants 
visiting sponsor booths and making customized keychains as a memento of the weekend. During lunch, HFSC Executive 
Director, Rigo Garcia, presented “Mindful Moments” to give participants a way to bring themselves back to the present 
through mindfulness practices that can be done anywhere.
 
Participants then attended breakout sessions where they heard from Sandra Valdovinos Heredia (Mujeres Salud Mental 
and Women’s Mental Health sessions), Dr. Doris Quon, Medical Director at Orthopaedic Hemophilia Treatment Center 
(Updated vWD Guidelines session), Dr. Nina Hwang, Pediatric Hematologist at Center for Inherited Blood Disorders 
(Treatment for Mild Hemophilia session), Mia Castaneda (Teen Self-Care Kit session), Annabelle Garcia, Community
Education Specialist from Takeda (Women’s Empowerment and Advocacy session), Lena Volland, Director of Education 
at the National Hemophilia Foundation (Finding Strength Through the Struggle session), Cassie Roque, yoga instructor 
(Molly’s Yoga Break), and Dr. Terez Yonan, Adolescent Medicine physician at CHOC (Teen Rap Session). After a break,
the ladies gathered for a reception and sponsor booths before dinner. 

The dinner presentation and discussion, “Celebrating Connection in Our Hemophilia Community,” was led by Cynthia 
N. Chavez, CoRe Manager at Sanofi. At breakfast on Sunday, participants heard from Marjorie Hunt, Medical Science 
Liaison, from Octapharma on “Women and Bleeding: A Deep Dive.” 

2023 ANNUAL WOMEN’S RETREAT

T H A N K  Y O U  T O  O U R  W O M E N ’ S  R E T R E AT  S P O N S O R S !

G O L DP L AT I N U M

Thank you also to all our amazing volunteers: Lorrie LaCarra, Erika Clement, Linda Clement, Nicole Crook, Mesly 
Guzman, and Rosie Villalpando.







8-10 DE SEPTIEMBRE DE 2023 
ANAHEIM MARRIOTT

¡RESERVA LA FECHA!
¡Para la conferencia más grande de desórdenes 

sanguíneos y de hispanohablantes!

La inscripción se abrirá a finales de abril. 
¡Más información por venir!

S T U D Y  F I N D S  M A N Y  M O T H E R S  O F  C H I L D R E N  W I T H 
H E M O P H I L I A  E X P E R I E N C E  G U I LT

H E M AT O L O G Y  A D V I S O R 
February 21, 2023 by Vicki Moore, PhD 

MEDICAL ARTICLE SPOTLIGHT
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Researchers have found that some mothers of children with hemophilia (CWH) 
feel an increased sense of guilt regarding their child having this genetic condition, 
highlighting a possible need for support for mothers of CWH. The experiences 
of guilt and coping strategies in mothers of CWH were evaluated in a study with 
results reported in the journal Haemophilia. 

“We determined 40% of mothers felt increased guilt overall, while up to 64% felt 
guilt for a specific reason,” the researchers explained in their report. 

The researchers sent an anonymous electronic survey to mothers of CWH. 
Mothers eligible to participate in the study could be carriers, confirmed 
noncarriers, or nonbiological mothers. The researchers used the Parent Experience 
of Child Illness tool to assess maternal guilt, and they used the PROMIS Parent 
Proxy for Life Satisfaction tool to assess perceptions of the child’s life satisfaction, 
in addition to particular factors related to guilt and approaches to coping. 

From a total of 291 possible recipients, 26% responded to the electronic surveys, resulting in 87 mothers of CWH who 
provided responses. Mothers in this analysis had a mean age of 41.6 years, and their affected children had a mean age 
of 13.3 years. 

The researchers reported that mothers in this study population had perceptions of their child’s life satisfaction that 
were not very different from the average population. However, increased overall guilt was reported by 40% of mothers. 
Common specific reasons for guilt that were expressed by mothers involved a sense of causing their child to experience 
pain through infusions or a sense of having given their child an X chromosome associated with hemophilia. 

However, there were also factors that appeared to be associated with feeling less guilt. A sense of guilt appeared to 
decrease with age. Additionally, less guilt was felt by those who believed that the child had a high quality of life or 
those who underwent genetic counseling. 

Social support, self-education, and forming ties with other mothers in support groups were common ways that mothers 
coped. The researchers also indicated that coming to terms with a child’s hemophilia diagnosis was linked to improved 
emotional well-being among mothers. The researchers additionally pointed out that providers should not suggest that 
there is an expectation a mother would feel guilt. 

“This is the first study that quantitatively examined the scope and extent of guilt in biological and non-biological 
mothers of CWH,” the researchers wrote in their report. They concluded that immersion in the community provided 
social and educational benefits for mothers. They also noted that a sense of guilt had not been reported by the 
majority of mothers in the study, which they indicated was a sign of the adaptability and resilience of members of 
the hemophilia community. 

Reference: Sheridan N, Thompson B, Lichten L, Coleman K, Sidonio Jr R. The emotional experience of mothers of 
children with haemophilia: maternal guilt, effective coping strategies and resilience within the haemophilia community. 
Haemophilia. Published online January 31, 2023. doi:10.1111/hae.14746

Article provided by the National Hemophilia Foundation
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and we would be happy to send one to you!

¡Si desea una copia de este boletín de noticias en español, por favor póngase en contacto con la ofi cina de HFSC al 
626-765-6656 o info@hemosocal.org!

NON PROFIT
US POSTAGE 

PAID
PASADENA CA

PERMIT 562959 East Walnut Street Suite 114
Pasadena, CA 91106


