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Amazing Accomplishments in Our Community

Gen Y COmpletes tOuGh mudder

Living a normal life and being fit and healthy is what a lot of us strive for. I have been able to do so with the help of my family.  
One of my biggest accomplishments of 2014 was making the Cuyamaca Community College soccer team. I played center-mid 

and enjoyed every second of it. It was a tough season, we ended in third place, but it was a great experience. I am looking forward 
to coming back in even better condition next year and playing hard with my team.

Throughout the year I was able to enjoy hikes up Cowles Mountain, Iron Mountain, Three Sister Falls, and the Devils’ Punchbowl. 
Hiking was great training for my big event – the Tough Mudder. A Tough Mudder is a 10-12 mile team oriented obstacle course 
designed to test physical strength and mental grit, putting teamwork and camaraderie before finish times. Over 50 such events will 
be held worldwide in 2015, and will include wild obstacles like the Human Hamster Wheel, Ring of Fire, Ladder to Hell, Everest 
2.0 and more. As quoted in the New York Times, “the idea of a Tough Mudder is not to win…but to have a story to tell.” 

Oscar Ramos, Ricardo Ramos and I participated in our very first Tough Mudder this past October at Lake Vail near Temecula. 
It was an amazing experience going through the different obstacle courses and challenging ourselves on a different level.  We 
are looking forward to being part of the Mudder Legion and participating in our second Tough Mudder this spring. Despite any 
challenges you might face, you can accomplish anything if you put your mind to it and work hard!

By Gabriel Rios
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�e Hemophilia Council of California exists to provide public information and to coordinate activities which will promote and ensure the welfare of all California organizations representing persons with 
coagulation disorders and which will directly or indirectly improve the quality of life for all persons with coagulation disorders and their families in the state of California. 

Legislative Advocacy Update

Update on CCS Pilots From Senate Budget Subcommittee #3 on Health                                                      
(By Michelle Baass From April 24, 2014 Agenda with DHCS Responses Added by Terri Cowger Hill)

Update on CCS Pilots. One component of the 1115 Bridge to Reform Medi-Cal Waiver is to better coordinate care for children in CCS 
through four di�erent pilot programs: Existing Managed Care Plans (MCO), Enhanced Primary Care Case Management (EPCCM), Specialty 
Health Care Plan (SHCP), and Provider-Based Accountable Care Organization (ACO). The pilots are aimed at improving health outcomes, 
improving cost-e�ectiveness, creating clearer accountability, improving satisfaction with care, and promoting timely access to care and 
family-centered care. Five counties were awarded grants to carry out the four pilots on October 12, 2011. Below is an update on these pilots:

2013. There are approximately 1,500 enrolled CCS-eligible children who receive comprehensive health care under the umbrella of one 
organization. There is no longer a “carve-out” of CCS services through this demonstration. 

an Accountable Care Organization model CCS demonstration. Under this model, RCHSD will enroll children diagnosed with Hemophilia, 

progress has permitted DHCS to update the existing draft contract which will be reissued to Rady in the near future. While a projected 
date for operations to begin has not yet been determined, it is hoped that enrollments can begin during the fall of 2014. 

in discussions about alternative health care delivery models and improving quality of care for the CCS population. No decision has 
been made on a particular service delivery model, including managed care and will not be made until meaningful discussions with 

Questions to the Department of Health Care Services:
1. Please provide an overview of the Family Health Estimate and each of its programs. 

have a timeline for this process? DHCS: They plan to host a CCS Stakeholder Process this summer. HCC will have a seat on that workgroup. 
DHCS said they simply want to improve the CCS program and no decisions have been made on the CCS carve out from Medi-Cal Managed 
Care.

San Mateo can guide a statewide change in service delivery? Why would it be less challenging to transition all CCS children in the state 
to a coordinated delivery system than to implement pilot projects? DHCS: They are open to different CCS Pilots and also will consider a 
statewide delivery model. They want the Stakeholder Process to guide that discussion. They are open to different models in different parts of 
the state.

4. How can the Legislature assess what is the best model for these very fragile children with special health care needs without the 
bene�t from pilot projects as was originally planned? DHCS: We are open to CCS Pilots and look forward to the CCS Stakeholder Process.n 

measures and we will be advocating for their passage at our Annual Legislative Day in Sacramento on May 7th:
SB 1052/Torres – Drug Formulary Info at The Exchange: This bill would prohibit the Health Bene�ts Exchange from o�ering a quali�ed 

health plan unless the carrier o�ering the plan posts the drug formulary for the plan on the Internet Web site of the carrier, updates that 

plans o�ered by the carrier, and includes in any published formulary the prior authorization or step edit requirements for, and the range of 
coinsurance cost of, each drug included on the formulary. The bill would require the board of the Exchange to ensure that its Internet Web 

AB 1917/Gordon – Limits Drug Costs for Patients: With respect to a health care service plan contract or health insurance policy that is 

a covered outpatient prescription drug for an individual prescription for a supply of up to 30 days not exceed 1⁄24 of the annual out-of-

product. (SUPPORT)

or health insurance policy issued, amended, or renewed on or after January 1, 2015, that provides prescription drug bene�ts and imposes a 
mandatory mail order restriction for all or some covered prescription drugs to establish a process allowing enrollees and insured patients to 
opt out of the restriction, as speci�ed. (SUPPORT)

(GHPP). These are “safety net” programs for our patients that provide wrap around services and they guarantee maintained access to 

implemented and formally evaluated.                                                                                                          -By Terri Cowger Hill, HCC Legislative Advocate 
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Disclaimers

The Hemophilia Association of San Diego County (HASDC) 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 members’ 
names, addresses or any other personal details. Paid advertisements 
and paid inserts should not be interpreted as a recommendation from 
HASDC, nor do we accept responsibility for the accuracy of any claims 
made by paid advertisements or paid inserts.

Since we do not engage in the practice of medicine, we always recommend 
that you consult a physician before pursuing any course of treatment.

Information and opinions expressed in this publication are not necessarily 
those of the Hemophilia Association of San Diego County, or those of 
the editorial staff.

mATERIAl PRINTED IN THIS PublICATIoN
mAy bE REPRINTED wITH THE ExPRESS PRIoR wRITTEN

PERmISSIoN fRom THE ExECuTIVE DIRECToR.
NumbER AND quARTERly DATE muST bE INCluDED.
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By Nooshin Kosar, HASDC Executive Director

blah blah blah! n

DIrECTOr’S COrNEr

ESquINA DE LA DIrECTOrA

Happy 2015! With the New Year in full swing comes new programs and events for HASDC. We are looking 
forward to continuing our annual programs and are excited to implement three new programs. Please look 

out for more information about our Rush Charity Spin Class, Industry Symposium and “Beer for Bleeders” a craft 
brewery crawl here in San Diego. We would love to see you at our new events! 

In addition to new events, we are excited to announce the launch of our new website. The site will be launched 
at our Family Education Day to be held on March 21st. The site will launch in English first with a Spanish version coming soon. Please 
visit www.hasdc.org to see our changes as well as find out more information regarding programs, events, emergency assistance, 
scholarships and much more. 

Did you know that March is Hemophilia Awareness Month? Through our Rush Charity Spin Class, we are helping to raise awareness 
of hemophilia and other bleeding disorders here in San Diego County. Hemophilia affects 1 in 5,000 Americans whereas VWD affects 
1 in 100 making it the most common but also most under diagnosed bleeding disorder.  Help us raise awareness by sharing how you 
or a friend is affected by a bleeding disorder. Without awareness there can be no change.

Feliz 2015! Con el nuevo año en todo su apogeo llegan nuevos programas y eventos para HASDC.  Miramos con anticipación la 
continuación de nuestros programas anuales y estamos muy entusiasmados con la  implementación de tres nuevos programas. 

Espere por más información acerca de nuestra  Rush Charity Spin Class, Simposio de la Industria y “Beer for Bleeders” un recorrido 
de varias cervecerías en San diego.  ¡Nos encantaría  verlos en nuestros nuevos eventos! 

Además de nuestros nuevos eventos, estamos muy entusiasmados en anunciar el lanzamiento de nuestra nueva sitio web. El sitio 
web será lanzado el día del Programa Educativo Familiar que se llevará a cabo el 21 de marzo.  El sitio web será lanzado primero en 
inglés y en un futuro muy cercano lanzaremos la versión en español.  Por favor visite www.hasdc.org para ver nuestros cambios y 
también para encontrar más información acerca de los programas, eventos, asistencia de emergencia, becas y mucho más.

¿Sabía usted que marzo es el mes dedicado a concientizar al público sobre hemofilia? A través de nuestra Rush Charity Spin Class 
estamos ayudando a concientizar la población sobre hemofilia y otros desórdenes de sangrado aquí en el Condado de San Diego.  
Hemofilia afecta a 1 de 5,000 estadounidenses mientras que VWD afecta a 1 de 100 haciéndola el desorden de sangrado más común 
y menos diagnosticado de todos los sangrados. Ayúdenos a aumentar conciencia compartiendo cómo usted o un amigo(a) son 
afectados por un desorden de sangrado.  Sin concientización no puede haber cambio.

Misty McCartney joined the HASDC Board two years ago 
and currently acts as a Director at Large. Misty has a strong 

connection to the hemophilia community, she herself has both 
hemophilia and Von Willebrand disease, and both her sons have 
hemophilia.

Misty is currently taking a sabbatical from her position as a PE 
teacher for grades K-5 to devote more time to her family. Her 
eldest son Shane Jr. is a junior in high school (see following article 
for more information about Shane), and her youngest Shaun is in 

the 8th grade. She is a proud Navy spouse, her 
husband Shane Sr. has served for 21 years.

Misty was born in Leesburg, Florida and now 
resides in Coronado with her loving husband, 
two sons, and 3 dogs. She enjoys spending 
time with family and friends, shopping, walking 
on the beach and spoiling her little Yorkie 
Mia. Misty looks forward to seeing you at an 
upcoming HASDC event.

HASDC BOArD MEMBEr SPOTLIGHT

MISTy MCCArTNEy, DIrECTOr AT LArGE

Misty McCartney vino a formar parte de La Mesa Directiva de 
HASDC hace dos años y actualmente actúa como directora 

adjunta. Misty tiene una fuerte conección  a la comunidad de 
hemofilia; ella tiene ambos desórdenes,  hemofilia y Von Willebrand 
y sus dos hijos tienen hemofilia.

Actualmente Misty se está tomando una licencia de su posición 
como maestra de educación física de K-5 para dedicar más tiempo 
a su familia.  Su hijo mayor, Shane Jr. está en onceavo grado (vea 
artículo en otra sección de la revista para más información sobre 

Shane), y su hijo menor, Shaun está en octavo grado.  Ella es 
una orgullosa esposa de la Fuerza Naval.  Su esposo, Shane Sr. a 
prestado sus servicios en la Fuerza Naval por 21 años.

Misty nació en Leesburg, Florida y actualmente reside en 
Coronado con su amoroso esposo, dos hijos y tres perros.  Le 
encanta pasar tiempo con su familia y amistades, ir de compras, 
caminar en la playa y mimar a su  pequeña yorkie, Mia. Misty espera 
verlos  en futuros eventos de HASDC.

DESTACAMOS A MIEMBrO DE LA MESA DIrECTIVA DE HASDC
MISTy MCCArTNEy,  DIrECTOrA  ADjuNTA
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Source: reuters, November 19, 2014

It has now been three years since a group of patients with severe 
hemophilia B, or factor IX (FIX) deficiency, in London received 

a single dose of gene therapy as part of a new clinical trial. Early 
results of the trial were positive as these patients began to generate 
FIX levels ranging from 1%-6%. Prior to the study, they produced 
little to none of the crucial clotting factor protein.

This seemingly modest boost in FIX “expression” is important. 
The increase in FIX essentially transforms a patient symptomatically, 
from severe to mild, with the end result a significant, even dramatic, 
reduction in bleeds. Results described in a new article indicate 
that the initial breakthrough results have been sustained during the 
three years since the study began in 2011.

The report, “Long-Term Safety and Efficacy of Factor IX Gene 
Therapy in Hemophilia B,” was published in the November 20, 
2014, issue of The New England Journal of Medicine. The lead 
author of the update was Andrew Davidoff, MD, St. Jude Children’s 
Research Hospital in Memphis, TN. Davidoff has collaborated for 
more than a decade with a strong team of researchers, including 
coauthor Amit Nathwani, MD, PhD, at the University College 
London. “I believe that, scientifically, this is ready for prime time,” 
said Davidoff.

The gene therapy trial employed an adeno-associated virus 
serotype 8 (AAV8), a small virus that does not cause disease and 
produces mild immune responses, as a vector (delivery vehicles) 
to introduce a functioning FIX gene into the liver cells of subjects 
with severe hemophilia B. The goal of the trial was to trigger viable, 
long-term FIX protein production through a single administration 
of the therapy.

Overall, 10 subjects with severe hemophilia B participated 
in the study, six of whom received high doses of AAV8 and 
reached average FIX levels of 5.1%. According to investigators, 
this “resulted in a reduction of more than 90% in both bleeding 
episodes and the use of prophylactic factor IX concentrate.” Also, 
no toxic effects were reported.

“I think it’s going to have a big impact. The study showed both 
safety and efficacy, and the side effects were minimal,” said Timothy 
Nichols, MD, who heads the Francis Owen Blood Research 
Laboratory at the University of North Carolina at Chapel Hill. He 
was not involved in the study. “This is a single shot of medicine 
given to patients who are treating themselves two or three times 
a week,” he told Reuters Health over the phone. “Suddenly, they 
don’t have to take the medicine anymore.”

GENE THErAPy STuDy STILL 
SuCCEEDING THrEE yEArS LATEr

By Shane McCartney, Patient & Student

AMAzING TEENS

LOCAL TEEN PLAyS HIGH SCHOOL FOOTBALL

My name is Shane McCartney, and I’m from Coronado, California. I am a junior at Coronado High School and I have moderate 
hemophilia type A. This year I played a sport no one thought a person with a bleeding disorder could play – high school football.

After much communication between my parents, my doctors, my school and the school district, I was allowed to try out for the team 
this past summer. I made the team and took on the positions of kicker and punter for both the JV and Varsity squads. Although the 
Islanders didn’t have the most amazing season, I had an amazing time playing a game I love.

 Luckily I never had any problems with injuries, but I did my best to stay healthy. The only extra precautions I took during the season 
were getting my infusions (every Monday, Wednesday and Friday) and lifting weights to keep my joints and body strong. If you want to 
play a high risk sport like me, make sure to build up your body so it can handle the impact, a few guys (without bleeding disorders) quit 
the team because their bodies weren’t in shape. I am currently in off season weight training, and I plan to play one more season of football 
next year when I m a senior.

If you have a dream, do everything you can to make it happen and don’t let people tell you no. 
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2015 HASDC CAMP PROGRAMS 
  For boys and girls with a diagnosed bleeding disorder, carriers and siblings. 
  Cost: $25 application fee (per child); camper fees 100% covered 
  Contact HASDC for more information and a camp application. 
  Applications due May 1.  619.325.3570 or info@hasdc.org 

 
 
 

 
 
 
 
 
 
 
 
 
 

Why Children Attend Camp 
 Make new friends who face the same challenges 
 Do fun activities – hiking, swimming, ropes course, archery, crafts, horseback riding, and much more 
 Act like a kid – have campfires, roast marshmallows, sing songs and play games  
 Learn to self-infuse in a safe and supportive environment 

 

Why Parents Support Camp 
 High quality medical care – registered nurses from Rady Children’s Hospital and UCSD HTTC’s 
 Trained staff – one adult and one junior counselor per cabin, 6-8 campers per cabin 
 Children develop medical independence – learn to self-infuse in a safe and supportive environment 
 Children learn life skills and enhance self confidence 
 Children make new friends and create a community 
 All costs are covered by the Hemophilia Association of San Diego County and our generous sponsors 

 

 

 CAMP PASCUCCI TEEN LEADERSHIP CAMP 

Who Ages 7-14 Ages 15—18 

What 5 nights, 6 days resident camp 3 nights, 4 days resident camp 

When June 15-20 July 17-20 

Where YMCA Camp Whittle, near Big Bear Curry Village, Yosemite National Park 

New Event! - HASDC INDUSTRY SYMPOSIUM 
Please join us for a new educational event. Attendees will have the opportunity to learn about 

new products and services for the bleeding disorders community during manufacturer  
presentations and ask questions of industry representatives during the panel discussion. 

This afternoon of education at the Westin in Horton Plaza will finish with a San Diego 
Padres baseball game. Childcare  provided. Invitations to be mailed in late April. 

Topics: Programs & Support Services • Factor Product Updates • Treatment Advances   
 

Industry Symposium 
Saturday, May 30 

Westin San Diego Gaslamp Quarter 
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The Hemophilia Council of California (HCC) is pleased to 
announce that Advocacy Chair and HCC Board Member Tony 
Maynard has been appointed by the Department of Health Care 
Services to serve on the new California Children’s Services (CCS) 
Redesign Stakeholder Advisory Board (RSAB). The goal of the 
RSAB, according to their invitation letter, “is to improve quality and 
coordination of care, health outcomes, and access to healthcare 
for Children and Youth with Special Health Care Needs”. The first 
meeting was held in Sacramento on December 2nd and the group 
plans to meet at least 5 more times during 2015. There may also 
be subcommittees formed to tackle specific issues. 

Many questions were raised at the first meeting including: 

1.  Will the Department consider supporting an extension of the 
CCS “carve out” beyond January 1, 2016 to allow for time to 
develop a redesign proposal? 

TONy MAyNArD APPOINTED TO rEPrESENT HCC 
ON STATE CCS rEDESIGN ADVISOry BOArD 

THE HEMOPHILIA COuNCIL OF CALIFOrNIA: 
LOOKING FOrWArD TO 2015

HEMOPHILIA COuNCIL OF CALIFOrNIA 

ADVOCACy uPDATES

2. What are the detailed goals of the redesign process? What does 
DHCS want to get out of this process? 

3. Is the goal to achieve cost savings with a CCS redesign process? 

While no formal answers were given at this time, DHCS did say 
they would get back to the group with responses. While they are 
not looking at “cost savings” for the program, they did state that a 
redesign should be at least “cost neutral”. While DHCS said they 
are not planning to fold all CCS eligible children into Medi-Cal 
Managed Care at the end of 2015, they were not able to commit 
to question #1 above and staff said they would take that question 
back to the Director and the Agency Secretary. 

For meeting minutes and additional background information, go to: 
www.dhcs.ca.gov 

Confidential Bilingual Hemophilia Hotline: 888.917.7444

The unique origin of the Hemophilia Council of California (HCC) in 
the 1970’s, as a statewide organization representing individuals with 
rare bleeding disorders, is noteworthy. In 2015, “patient centered 
advocacy” describes a level of self-awareness and participation 
considered a standard, it was only a potential concept in discussions 
of health care thirty years ago. The HCC was founded by 
contributions from the state’s four chapters to fund the advocacy 
efforts of Lillis Stevens at the state level. The creation of the 
Genetically Handicapped Persons Program (GHPP) was our first 
major success. Our subsequent Executive Director, Juan Chacon, 
implemented two grants from the State of California; one for AIDS 
education & risk reduction, the other for psychosocial health services 
for those affected by HIV/AIDS and hemophilia. Concurrently, the 
HCC continued to provide education and outreach to develop a 
strong advocacy presence in Sacramento. Advances in treatment 
for hemophilia and other bleeding disorders, along with significant 
changes in the health care system, have defined our agenda ever 
since. 

The HCC remains focused on advocacy, education, and 
outreach. Recent milestones of our strategic planning initiatives 
include updated bylaws, organizational restructuring, and board 
development. Three years of funding from Novo Nordisk, 
administered through NHF, have been pivotal in fortifying the HCC 
infrastructure and establishing the organization’s participation within 
a national network of ‘Regional Advocacy Centers.’ The HCC 
mission statement continues to ground and inspire our work; to 
promote access to care and advance the quality of life for people 
with bleeding disorders through advocacy, education, and outreach 
in collaboration with our founding organizations. 

The strength of the HCC’s presence today in Sacramento would 
not exist without generous support from additional funders 
committed to patient advocacy including; Baxter, Bayer, Pfizer, 
The Hemophilia Alliance and others. Guided by our lobbyist of 
over 20 years, Terri Cowger Hill, the Board of Directors has been 
influential in passing several bills that impact our community. With 
unprecedented changes occurring in health care today, the HCC 
recognized the value of providing a “Community Hotline” to serve 
as a resource throughout the state. The Bilingual (Spanish) and 
Confidential Hotline is HIPAA compliant and will direct individuals 
to appropriate resources in their area. In addition, the HCC 
anticipates launching an “On The Road” program, in collaboration 
with our founding member organizations, to present current 
information on legislative issues and insurance challenges at local 
meetings and via webinars. 

HCC maintains a strategic role in influencing state level policy within 
the dynamic health care reform movement. Near the close of a 
second open enrollment cycle in the historic Affordable Care Act 
(ACA), the strength of stakeholder collaboration in California has 
never been greater. Through our membership and close partnering 
with the California Chronic Care Coalition, the HCC regularly 
participates in multiple forums with department leadership to 
raise awareness and discussion points regarding the management 
of costly lifetime chronic disorders within the “managed care” 
structure of the ACA.
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�e Hemophilia Council of California exists to provide public information and to coordinate activities which will promote and ensure the welfare of all California organizations representing persons with 
coagulation disorders and which will directly or indirectly improve the quality of life for all persons with coagulation disorders and their families in the state of California. 

Legislative Advocacy Update

Update on CCS Pilots From Senate Budget Subcommittee #3 on Health                                                      
(By Michelle Baass From April 24, 2014 Agenda with DHCS Responses Added by Terri Cowger Hill)

Update on CCS Pilots. One component of the 1115 Bridge to Reform Medi-Cal Waiver is to better coordinate care for children in CCS 
through four di�erent pilot programs: Existing Managed Care Plans (MCO), Enhanced Primary Care Case Management (EPCCM), Specialty 
Health Care Plan (SHCP), and Provider-Based Accountable Care Organization (ACO). The pilots are aimed at improving health outcomes, 
improving cost-e�ectiveness, creating clearer accountability, improving satisfaction with care, and promoting timely access to care and 
family-centered care. Five counties were awarded grants to carry out the four pilots on October 12, 2011. Below is an update on these pilots:

2013. There are approximately 1,500 enrolled CCS-eligible children who receive comprehensive health care under the umbrella of one 
organization. There is no longer a “carve-out” of CCS services through this demonstration. 

an Accountable Care Organization model CCS demonstration. Under this model, RCHSD will enroll children diagnosed with Hemophilia, 

progress has permitted DHCS to update the existing draft contract which will be reissued to Rady in the near future. While a projected 
date for operations to begin has not yet been determined, it is hoped that enrollments can begin during the fall of 2014. 

in discussions about alternative health care delivery models and improving quality of care for the CCS population. No decision has 
been made on a particular service delivery model, including managed care and will not be made until meaningful discussions with 

Questions to the Department of Health Care Services:
1. Please provide an overview of the Family Health Estimate and each of its programs. 

have a timeline for this process? DHCS: They plan to host a CCS Stakeholder Process this summer. HCC will have a seat on that workgroup. 
DHCS said they simply want to improve the CCS program and no decisions have been made on the CCS carve out from Medi-Cal Managed 
Care.

San Mateo can guide a statewide change in service delivery? Why would it be less challenging to transition all CCS children in the state 
to a coordinated delivery system than to implement pilot projects? DHCS: They are open to different CCS Pilots and also will consider a 
statewide delivery model. They want the Stakeholder Process to guide that discussion. They are open to different models in different parts of 
the state.

4. How can the Legislature assess what is the best model for these very fragile children with special health care needs without the 
bene�t from pilot projects as was originally planned? DHCS: We are open to CCS Pilots and look forward to the CCS Stakeholder Process.n 

measures and we will be advocating for their passage at our Annual Legislative Day in Sacramento on May 7th:
SB 1052/Torres – Drug Formulary Info at The Exchange: This bill would prohibit the Health Bene�ts Exchange from o�ering a quali�ed 

health plan unless the carrier o�ering the plan posts the drug formulary for the plan on the Internet Web site of the carrier, updates that 

plans o�ered by the carrier, and includes in any published formulary the prior authorization or step edit requirements for, and the range of 
coinsurance cost of, each drug included on the formulary. The bill would require the board of the Exchange to ensure that its Internet Web 

AB 1917/Gordon – Limits Drug Costs for Patients: With respect to a health care service plan contract or health insurance policy that is 

a covered outpatient prescription drug for an individual prescription for a supply of up to 30 days not exceed 1⁄24 of the annual out-of-

product. (SUPPORT)

or health insurance policy issued, amended, or renewed on or after January 1, 2015, that provides prescription drug bene�ts and imposes a 
mandatory mail order restriction for all or some covered prescription drugs to establish a process allowing enrollees and insured patients to 
opt out of the restriction, as speci�ed. (SUPPORT)

(GHPP). These are “safety net” programs for our patients that provide wrap around services and they guarantee maintained access to 

implemented and formally evaluated.                                                                                                          -By Terri Cowger Hill, HCC Legislative Advocate 
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El Consejo de Hemofilia de California (HCC) se complace en 
anunciar que el presidente de la junta de defensa y miembro 
del Consejo HCC Tony Maynard ha sido designado por el 
Departamento de Servicios de Salud para servir en el nuevo Consejo 
Asesor de Partes Interesadas Rediseño (RSAB) de Servicios para 
Niños de California (CCS). El objetivo de la RSAB, según su carta 
de invitación, “es mejorar la calidad y la coordinación de la atención, 
los resultados de salud y el acceso a la atención médica para los 
niños y jóvenes con necesidades especiales.” La primera reunión se 
celebró en Sacramento el 2 de diciembre y el grupo planea reunirse 
al menos 5 veces más durante 2015. También puede haber sub-
comités formados para abordar temas específicos. 

Muchas preguntas surgieron en la primera reunión que incluyen: 

1.  ¿El Departamento considerara una extensión de CCS más allá 
de 1 de enero 2016 para tener el tiempo para desarrollar una 
propuesta de rediseño? 

TONy MAyNArD DESIGNADO PArA rEPrESENTAr A HCC  
EN EL CONSEjO DEL ESTADO CCS ASESOr DE rEDISEñO

EL CONCILIO DE HEMOFILIA:  
ESPErA CON ENTuSIASMO EL 2015

EL CONCILIO DE HEMOFILIA

ACTuALIzACIONES DE DEFENSA

2.  ¿Cuáles son los objetivos detallados del proceso de rediseño? 
¿Qué resultados quiere DHCS de este proceso? 

3.  ¿Es la meta de lograr un ahorro de costes con un proceso de 
rediseño CCS? 

No hubo respuestas formales en ese momento, pero DHCS dijo 
que obtendrían respuestas y se las darán al grupo. Aunque no 
es¬tán mirando “ahorro de costos” para el programa, sí declararon 
que un rediseño debe ser al menos “costo neutral.” Mientras DHCS 
dijo que no tienen previsto inscribir todos los niños elegibles de 
CCS a Medi-Cal Managed Care al final de 2015, no fueron capaces 
de com¬prometerse a la pregunta # 1 arriba y el personal dijo 
que tomarían esa pregunta de nuevo al Director y al Secretario 
de la Agencia. 

Para los minutos e información adicional de la junta, vaya a:  
www.dhcs.ca.gov

Línea confidencial y bilingüe para hemophilia: 888.914.7444

El origen único del Consejo de Hemofilia de California (HCC) en 
la década de 1970 como una organización estatal que representa 
a las personas con trastornos de sangrado es notable. Mientras 
‘pacientes al centro de atención de salud’ describe un nivel de 
auto-conocimiento y diligencia considerado un estándar hoy, era 
sólo un concepto potencial en las discusiones sobre la atención 
de salud hace más de treinta años. El HCC fue fundado por las 
contribuciones de los cuatro capítulos del estado para financiar 
los esfuerzos de promoción de Lillis Stevens en el ámbito estatal. 
La creación del Programa para Personas con Discapacidades 
Genéticas (GHPP) fue nuestro primer gran éxito. Nuestro Director 
Ejecutivo subsiguiente, Juan Chacón, implementó dos subvenciones 
del Estado de California; uno para educación sobre el SIDA y la 
reducción de riesgos, la otra para los servicios de salud psicosocial 
para los afectados por el VIH / SIDA y hemofilia. Al mismo tiempo, 
el HCC siguió proporcionando educación y alcance para desarrollar 
una fuerte presencia en Sacramento. Los avances en el tratamiento 
de la hemofilia y otros trastornos de sangrado, junto con los cambios 
en el sistema de atención de la salud se han definido nuestra agenda 
desde entonces. 

El HCC sigue centrado en la promoción, la educación y alcance. 
Hitos recientes de nuestras iniciativas de planificación estratégica 
incluyen estatutos actualizados, reestructuración organizacional 
y desarrollo de juntas directivas. Con la continuación de la ayuda 
de un consultor sin fines de lucro, vamos a fortalecer aún más la 
organización mediante el establecimiento de un plan de personal. 
Nuestra misión continúa e inspirar nuestro trabajo; para promover 
el acceso a la atención y mejorar la calidad de vida de las personas 
con trastornos de sangrado mediante actividades de promoción, 
educación y difusión en colaboración con nuestras organizaciones 
fundadoras. 

La fuerza de la presencia del HCC hoy en Sacramento no existiría 
sin el apoyo generoso financiamiento del de NHF, Baxter, Bayer, 
Novo Nordisk, y muchos otros. Guiados por nuestra lobbista de 
más de 20 años, Terri Cowger Hill, el Consejo de Administración 
ha sido influyente en la aprobación de varios proyectos de ley que 
afectan a nuestra comunidad. Con los cambios sin precedentes 
que ocurre en la atención de salud hoy en día, el HCC reconoció 
el valor de proporcionar una “línea directa de la Comunidad” para 
servir como un recurso a través del estado. La Línea Bilingüe y 
Confidencial es completamente compatible con HIPAA y dirigirán 
los individuos para apropiarse de los recursos en su área. Además, 
el HCC anticipa el lanzamiento de un programa de “On The 
Road”, en colaboración con nuestras organizaciones miembros 
fundadores de presentar información actualizada sobre temas 
legislativos y desafíos de seguros en las reuniones locales ya través 
de seminarios web. 

HCC mantiene un papel estratégico en la influencia política a nivel 
estatal en el movimiento dinámico de reforma de salud. A medida 
que el Estado marca el final de un segundo ciclo de inscripción 
abierta de la histórica Ley de Asistencia Asequible (ACA), la fuerza 
de la colaboración de las partes interesadas en California nunca 
ha sido más grande. A través de nuestra membrecía y cercana 
asociación con la Coalición de Cuidados Crónicos de California, 
el HCC participa regularmente en varios foros con el liderazgo del 
departamento de plantear cuestiones de sensibilización y debate 
en relación con el manejo de los trastornos crónicos costosos 
dentro de la estructura “atención administrada” de la ACA.
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The Hemophilia Council of California (HCC) 
is a state-wide organization serving people 
with bleeding disorders. This program 
teaches young men and women with bleeding 
disorders how California government works, 
insurance and state programs that support 
their care, education and career, and how to 
inform others about their disease.

Hemophilia Council of California 
Non-Profit Organization

LOOKING FOR
   FUTURE LEADERS!

Our next 

will be held

at the Hyatt in
Sacramento, CA

Hemophilia Council of California
4629 Whitney Ave., Suite 1
Sacramento, CA 95821

ARE YOU AGES 14 – 22 WITH A BLEEDING DISORDER?

LOOKING FOR
   FUTURE LEADERS!

ARE YOU AGES 14 – 22 WITH A BLEEDING DISORDER?
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By zhiqiao Dong, BS, Data Manager, uCSD Hemophilia & Thrombosis Treatment Center

The UC San Diego Hemophilia & Thrombosis Treatment 
Center (UCSD HTC), in collaboration with the Hemophilia 

Association of San Diego County and the University of Munich, 
will be initiating the next phase of the rock climbing program in 
April 2015. The new program will be research oriented with a 
focus on evaluating the benefits and impacts of therapeutic rock 
climbing on patients with hemophilia. 

The UCSD HTC has focused the goals of the rock climbing 
program on increasing range of motion, decreasing frequency of 
bleeds, improving communication skills, fostering team building and 
improving overall quality of life for patients with hemophilia. To assist 

jOIN uS AND CLIMB THE WALLS

uCSD HTC NEW rOCK CLIMBING PrOGrAM 2015

By Courtney Thornburg, MD, MS

The Rady Children’s Hospital Hemophilia and Thrombosis 
Treatment Center (HTC) provides care for children, teens 

and young adults with bleeding and clotting disorders from birth 
to 21 years of age. Our goal is help individuals with bleeding and 
clotting disorders lead healthy and happy lives.

The success of our HTC depends on teamwork. There are 
many members of the team. Dr. Courtney Thornburg joined Rady 
Children’s Hospital in July 2013. She is the Medical Director of the 
HTC. She moved to San Diego from Durham, North Carolina 
where she was the Co-Director of the Hemostasis and Thrombosis 
Center and Director of the Pediatric Sickle Cell Center. Dr. Amy 
Geddis was the interim Medical Director and continues to be part 
of the medical team. Kate Keese is a nurse practitioner who takes 
care of patients in clinic and in the hospital. She knows a lot about 
bleeding and clotting disorders and how to help you. Kappi Farrow 
and Rosalie Brooks are Nurse Case Managers. They may answer 
your questions when you call on the telephone and see you in 
clinic. They are great at giving advice! 

There are many members of our team beyond the doctors and 
nurses. Elizabeth Hall is a physical therapist. She measures strength 
and flexibility of your joints, and can recommend safe exercises and 
physical activities. Diane Masser-Frye is a genetic counselor. She 
will talk to you about medical conditions that run in your family. 
She will teach how blood disorders are inherited and help you 
decide if special “genetic” testing should be done. Kristen Hansen 

rADy CHILDrEN’S HOSPITAL HEMOPHILIA AND THrOMBOSIS TrEATMENT CENTEr

GET TO KNOW yOur TEAM – A LETTEr 
TO PATIENTS AND THEIr FAMILIES

is a child life specialist.  She will teach you how to stay healthy, 
and help you if you need to have your blood drawn or another 
procedure. Diana Palacios is a Social Worker who can offer a lot 
of support for you and your family. Please talk to her if you need 
help with your insurance, your school or with transportation to 
clinic.  Sandra Amaro is medical assistant in the clinic who helps 
things run smoothly. Alexia Hobson is a dietician. She will talk to 
you about what you eat and give you suggestions for a healthy diet.  
Theresa Vella is our research coordinator. She helps Drs. Geddis 
and Thornburg with their research and may talk to you about 
research studies - we are currently working with the Centers for 
Disease Control and the American Thrombosis and Hemostasis 
Network to learn more about individuals with bleeding and clotting 
disorders.

Please ask us about Rady Children’s Home Care and the 
Hemophilia Support Program to provide medications and nursing 
services to patients who need it. The program allows us to support 
such a comprehensive team to serve your needs.

Who is the most important part of the team? YOU! You should 
learn everything you can about your blood, and what you can do 
to stay healthy. Always let someone know if you are not feeling 
well, and always ask if you have questions about your health or 
medications. Everyone at Rady Children’s Hospital HTC looks 
forward to working together with you. With teamwork we can 
insure that you are healthy and happy!

in the realization of these therapeutic goals, the new rock climbing 
research initiative will combine low risk indoor rock climbing with a 
variety of noninvasive medical techniques and disciplines—including 
but not limited to, musculoskeletal ultrasound technique, the use 
of questionnaires, and components of physical therapy.  At the 
conclusion of the research program, a celebratory outdoor climbing 
excursion will be held for all participants. 

At present, the new program is welcoming participants aged 16 
years or older. If interested, please contact Zhiqiao Dong at (619) 
471-0669 or z5dong@ucsd.edu for additional information.

•  Learn to infuse in a safe environment with the guidance of medicaL 
professionaLs. aLL ages and famiLies weLcome.

• dates: march 28, apriL 25 and may 16

• contact: ucsd hemophiLia & thrombosis treatment center at 619.471.0335

infusion cLinics
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By Lisa Heffernan, HASDC Program Coordinator

Wellness (wel-nis): the quality or state of being healthy in body and mind, as the result 
of a deliberate effort.

In this new addition to the newsletter, we will explore the wellness wheel and ways 
to take charge of your health. This month we focus on nutrition. Following is a tasty, 
inexpensive and healthy soup that your family is sure to enjoy.

WELLNESS COrNEr

WELLNESS SOuP

2 tablespoons olive oil
½ cup finely chopped onion
1 tablespoon minced garlic
¼ teaspoon turmeric
2 teaspoons salt
2 cups lentils, rinsed

1 16 oz can tomato sauce
7 cups chicken or vegetable broth
½ teaspoon black pepper
1 tablespoon paprika
1 tablespoon cumin
1 teaspoon hot sauce (optional)

Place olive oil in large pot or Dutch oven on medium heat. Add onion, garlic, turmeric and salt and cook until onions are translucent, 
approximately 5 minutes. Add the lentils, tomato sauce, broth, pepper, paprika, cumin and hot sauce and stir. Increase heat to high and 
bring to a boil. Reduce heat to low and simmer until lentils are tender, stirring occasionally, approximately 40 minutes. Soup can be thinned 
with water and seasoned with salt and hot sauce as desired. Enjoy!

SEID’S LENTIL SOuP



©2013 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com    COA13-08-0045    9/2013

Heritage 

Community 

Innovation

At CSL Behring, we are committed to providing treatments 
and supportive services that make a meaningful difference 
in the lives of people with bleeding disorders and those 
who care for them.

We set out on this journey with you more than a century 
ago, starting with the development of treatments for 
those with rare and serious diseases. 

As we look to the future, we see the promise of new 
innovations and opportunities —just as we always have.

Over the years, we have never lost sight of what 
matters most: you and the countless others who 
inspire our efforts every day.

Page 11

Bloodlines •  Volume 35 Issue 1



Page 12

Bloodlines •  Volume 35 Issue 1

Indications 
ELOCTATE [Antihemophilic Factor (Recombinant), Fc Fusion Protein] is a recombinant DNA derived, antihemophilic 
factor indicated in adults and children with Hemophilia A (congenital Factor VIII defi ciency) for: control and prevention 
of bleeding episodes, perioperative management (surgical prophylaxis), and routine prophylaxis to prevent or reduce 
the frequency of bleeding episodes. ELOCTATE is not indicated for the treatment of von Willebrand disease.

Important Safety Information 
Do not use ELOCTATE if you have had an allergic reaction to it in the past. 

Tell your healthcare provider if you have or have had any medical problems, take any medicines, including prescription 
and non-prescription medicines, supplements, or herbal medicines, have any allergies, are breastfeeding, are pregnant 
or planning to become pregnant, or have been told you have inhibitors (antibodies) to Factor VIII. 

Allergic reactions may occur with ELOCTATE. Call your healthcare provider or get emergency treatment right away 
if you have any of the following symptoms: diffi culty breathing, chest tightness, swelling of the face, rash, or hives. 

Your body can also make antibodies called, “inhibitors,” against ELOCTATE, which may stop ELOCTATE 
from working properly. 

Common side effects of ELOCTATE are joint pain and general discomfort. These are not all the possible side effects of 
ELOCTATE. Talk to your healthcare provider right away about any side effect that bothers you or that does not go away, 
and if bleeding is not controlled after using ELOCTATE. 

You are encouraged to report negative side effects of prescription drugs to the FDA. Visit www.fda.gov/medwatch, 
or call 1-800-FDA-1088.

Please see Brief Summary of full Prescribing Information on the next page. 

THE FIRST AND ONLY FACTOR VIII 
WITH A PROLONGED HALF-LIFE

 Learn how a prolonged half-life
may affect your infusion schedule

© 2014 Biogen Idec Inc.   All rights reserved.   Printed in U.S.A.   HFE-1006322-02   11/14

Meet your CoRe Manager Marilyn August
E: Marilyn.August@biogenidec.com  T: 925-864-0547
This information is not intended to replace discussions 
with your healthcare provider.
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FDA-Approved Patient Labeling
Patient Information
ELOCTATE™ /el’ ok’ tate/ 
[Antihemophilic Factor (Recombinant), Fc Fusion Protein] 
Please read this Patient Information carefully before using ELOCTATE 
and each time you get a refill, as there may be new information. 
This Patient Information does not take the place of talking with your 
healthcare provider about your medical condition or your treatment.
What is ELOCTATE?
ELOCTATE is an injectable medicine that is used to help control and 
prevent bleeding in people with Hemophilia A (congenital Factor VIII 
deficiency). 
Your healthcare provider may give you ELOCTATE when you have 
surgery.
Who should not use ELOCTATE?
You should not use ELOCTATE if you had an allergic reaction to it in the 
past.
What should I tell my healthcare provider before using ELOCTATE?
Talk to your healthcare provider about:
 • Any medical problems that you have or had.
 •  All prescription and non-prescription medicines that you take, 

including over-the-counter medicines, supplements or herbal 
medicines.

 •  Pregnancy or if you are planning to become pregnant. It is not 
known if ELOCTATE may harm your unborn baby.

 •  Breastfeeding. It is not known if ELOCTATE passes into the milk 
and if it can harm your baby.

How should I use ELOCTATE?
You get ELOCTATE as an infusion into your vein. Your healthcare 
provider will instruct you on how to do infusions on your own, and may 
watch you give yourself the first dose of ELOCTATE. 
Contact your healthcare provider right away if bleeding is not controlled 
after using ELOCTATE.
What are the possible side effects of ELOCTATE?
Common side effects of ELOCTATE are joint pain and general 
discomfort.  
Allergic reactions may occur. Call your healthcare provider or 
emergency department right away if you have any of the following 
symptoms: difficulty breathing, chest tightness, swelling of the face, 
rash or hives. 
Your body can also make antibodies called, “inhibitors,” against 
ELOCTATE, which may stop ELOCTATE from working properly. Your 
healthcare provider may give you blood tests to check for inhibitors.

How should I store ELOCTATE?
 • Keep ELOCTATE in its original package.
 • Protect it from light.
 • Do not freeze.  
 •  Store refrigerated (2°C to 8°C or 36°F to 46°F) or at room 

temperature [not to exceed 30°C (86°F)], for up to six months.  
 • When storing at room temperature:
  •  Note on the carton the date on which the product is removed 

from refrigeration.
  •  Use the product before the end of this 6 month period or 

discard it.
  • Do not return the product to the refrigerator.
Do not use ELOCTATE after the expiration date printed on the vial or, if 
you removed it from the refrigerator, after the date that was noted on 
the carton, whichever is earlier. 
After reconstitution (mixing with the diluent):
 •  Do not use ELOCTATE if the reconstituted solution is not clear to 

slightly opalescent and colorless.
 • Use reconstituted product as soon as possible
 •  You may store reconstituted solution at room temperature, 

not to exceed 30°C (86°F), for up to three hours. Protect the 
reconstituted product from direct sunlight. Discard any product 
not used within three hours.

What else should I know about ELOCTATE?
Medicines are sometimes prescribed for purposes other than those 
listed here. Do not use ELOCTATE for a condition for which it was not 
prescribed. Do not share ELOCTATE with other people, even if they 
have the same symptoms that you have.

Manufactured by: 
Biogen Idec Inc.
14 Cambridge Center, Cambridge, MA 02142 USA
U.S. License # 1697

44279-01

ELOCTATE™ is a trademark of Biogen Idec.

Issued June 2014
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�rom Ba��er�s BioScience 
�o Ba�al�a…
Ba��er�s BioScience is e�pec�ed 
�o become Ba�al�a in mid-�01�.
�� Ba��er�s BioScience� �e see a �orld o� endless 
possibili�ies �or our pa�ien�s. �nd al�hou�h our name 
ma� be chan�in� �o Ba�al�a� our commi�men� �o �ou 
is as s�ron� as e�er. �� our �ounda�ion is an endurin� 
heri�a�e o� inno�a�ion and ad�ocac�. �our li�e is our 
inspira�ion �o ma�e a meanin��ul di�erence� so �ou 
can dream bi�� and e�perience li�e. �e are e�ci�ed 
abou� �he �u�ure and hope �ou are �oo�

Ba��er is a re�is�ered �rademar� o� Ba��er In�erna�ional Inc.     
USBS/M�1/1�-00�0�1�  �ebruar� �01�
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For more information, contact your  
Baxter representative today:

Phone: 

E-mail: 

To learn more, visit www.RIXUBIS.com.

Baxter and Rixubis are trademarks of Baxter International Inc.  
USBSMG45130004   © Baxter Healthcare Corporation. 2013

            Mariellyn Swims

(312) 343-8496

mariellyn_swims@baxter.com
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Hemophilia Association of San Diego County 
3550 Camino Del Rio North, Suite 105 
San Diego, California 92108

PA

Non-Profit Org.
U.S. Postage

ID
Permit No. 589
San Diego, CA

HASDC 2015 CALENDAr OF EVENTS
Subject to change. Advance registration is required for all events. Please contact HASDC office for event details.
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