HEMOPHILIA

A S S O C I A T I O N
O F

S A N

D I E G O

C O U N T Y

The Official Newsletter of the Hemophilia Association of San Diego County • 3550 Camino Del Rio North, Suite 105 • San Diego, CA 92108

Volume 36 Issue 1 2016

March is Bleeding Disorders
Awareness Month
Our

community, led by the National
Hemophilia Foundation (NHF), worked
with the U.S. Department of Health and
Human Services to designate March as
Bleeding Disorders Awareness Month so
that we can: take these disorders—which
affect millions--out of the shadows and into
the light, alongside other chronic diseases;
and raise funds for research and advocacy.
“Bleeding Disorders Awareness Month,”
which has been included by HHS as a
National Health Observance, formalizes and
expands upon the designation 30 years ago
of March 1986, as “Hemophilia Awareness
Month” by President Ronald Reagan. NHF
officially launched the awareness month
during their Washington Days advocacy
event this past February.
“Whether you have hemophilia, von
Willebrand disease or a rare factor
deficiency, you are part of a close-knit,
interdependent “family,” the bleeding
disorders community,” said Val D. Bias, NHF
CEO. “I am so proud of our community,
my NHF team and HHS for making this
month—our month—possible!”
The RED TIE CHALLENGE is a
movement created by the bleeding
disorders community and their advocates
at NHF to start a conversation about

inheritable bleeding disorders and support
March 2016 as the first Bleeding Disorders
Awareness Month. The red tie symbolizes
the blood ties that bind our community.
Take the Challenge! Get a red tie and
record your best tie look, while pledging
to support March as Bleeding Disorders
Awareness Month, and challenging a few
friends, too! Then post your video with

#RedTieChallenge and think about making a
donation at redtiechallenge.org. Be creative
and have fun!
Excerpted from the National Hemophilia
Foundation and Red Tie Challenge
websites. Visit www.hemophilia.org and
www.redtiechallenge.org for more information.
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Disclaimers

is published quarterly by

The Hemophilia Association of San Diego County (HASDC) does not
endorse any particular pharmaceutical manufacturer or home care
company.

The Hemophilia Association of
San Diego County (HASDC)

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.

Monthly mailings and invitations will be
sent in the months between newsletters
when information pertinent to the
bleeding disorders community is available.

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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director’s corner
By Nooshin Kosar, HASDC Executive Director

T

he New Year is in full swing and we are busy here at HASDC
planning a great 2016. Did you make a new year’s resolution to
volunteer more or get out in the community? If so, we would love
to hear from you as we are always looking for volunteers to assist
with our numerous programs throughout the year.
We look forward to this year as we expand programming to
better fit the needs of the community. We heard what you had
to say in last years’ Needs Assessment and we continue to work
to implement the ideas and suggestions brought fourth to us. We

want to continue to hear from you therefore
we encourage you to contact us.
Our new website launched last year and it has
proven to be a great resource for community
and nation-wide events and programs. We are
excited to announce the launch of our Spanish website which will go
live at the end of the month. We look forward to this expansion and
the outreach it provides for the Spanish speaking community.

Esquina de la Directora
Nooshin Kosar, Directora Ejecutiva de HASDC
l nuevo año está en todo su apogeo y nosotros en HSDAC
estamos ocupados planeando un gran año 2016. ¿Hizo usted
una resolución de año nuevo de ofrecer ayuda como voluntaria
o participar más en nuestra comunidad? Si es así, nos gustaría que
se comunicara con nosotros ya que siempre andamos en busca
de voluntarios que ayuden con nuestros numerosos programas a
través del año.
Miramos con anticipación hacia este año ya que estamos
ampliando la programación para mejor servir las necesidades de
nuestra comunidad. Hemos oído lo que ustedes dijerón en la

E

evaluación de necesidades del año pasado y continuamos trabajando
para implementar las ideas y sugerencias que nos presentarón. Nos
gustaría continuar oyendo de ustedes, así que los animamos a que
se comuniquen con nosotros.
Nuestro nuevo sitio de web lanzado el año pasado ha demostrado
ser un gran recurso para eventos al nivel de la comunidad y nacional.
Estamos entusiasmados de anunciar el lanzamiento de nuestro sitio
web en español, el cual estará disponible para su uso a final de
mes. Es con mucho entusiasmo que anticipamos ésta expansión y
el acceso que proveerá para la comunidad de habla hispana.

National Hemophilia Foundation
Annual Meeting

R

egistration for NHF’s 68th Annual Meeting in Orlando, FL is
now open. Join us at the beautiful Gaylord Palms Resort and
Convention Center July 21, 2016-July 23, 2016 for three days full of
educational sessions, networking opportunities, and access to our
exhibit hall. The NHF meeting provides something for everyone:
sessions for newly diagnosed families, women with bleeding
disorders, Spanish-speaking attendees, partners and spouses, adult
men, people with von Willebrand disease, and a special track just
for teens. Sessions will cover a wide variety of topics, ranging from
everything from the basics of bleeding disorders, to dealing with
anxiety in adolescents, to creating a retirement plan, so that you will
be sure to find something to pique your interest. Many of the sessions
will have you stretching both your body and mind, such as “Healthy
Steps: Tai Chi” and “Art Therapy for Women.” There will be plenty
of time to share you stories with other bleeding disorders community

Get an annual
comprehensive
checkup at a
hemophilia
treatment center.

Get vaccinated Hepatitis A and B
are preventable.

members at our
closed rap sessions,
where you can talk
with other people
who understand your
experience. And you
can continue the
conversation nightly
at the Afterglow
Lounge, where light
hors d’ouvres will be served, Thursday and Friday night. And of
course, the Final Night Event, where the entire community comes
together to relax and have fun, is not to be missed! Information on
NHF’s 68th Annual Meeting can be found at: www.hemophilia.org.

Treat bleeds
early and
adequately.

Exercise
to protect
your joints.

Get tested
regularly for
blood-borne
infections.
Reprinted with permission from the
National Hemophilia Foundation
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PRONTO
KOVALTRY

TM

Facto antihemofílico (recombinante)

Inscríbase para recibir actualizaciones en

www.KOVALTRY-ES.com

©2015 Bayer HealthCare Pharmaceuticals Inc. BAYER,
the Bayer Cross y KOVALTRY son marcas registradas
de Bayer. Todos los derechos reservados.
Impreso en EE. UU. 12/15 PP-675-US-0132
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CSL Behring’s 14th Annual

Gettin’ in the Game
By Lisa Heffernan, HASDC Program Coordinator
Developed by CSL Behring, the Gettin’ in the Game (GIG)
Junior National Championship (JNC) was the first national golf
and baseball competition designed specifically for the bleeding
disorders community. The program gives children with bleeding
disorders an opportunity to compete in golf and baseball and
provides education and information-sharing opportunities for
participants and their parents/caregivers.
More than 105 children and their families representing 60
chapters across the country, traveled to Phoenix, Arizona on
October 23-25, 2015 to participate in this annual event. Attendees

learned the fundamentals of baseball or golf, participated in
friendly competition, and connected with their peers. Educational
seminars focusing on the importance of physical fitness and other
related topics were provided on site. At the conclusion of the
JNC, each child was recognized for his or her participation and
the champions were announced.
If you would like to receive more information about the
Gettin’ in the Game program, please call the HASDC office
619.325.3570, or the CSL Behring Consumer Affairs Department
888.508.6978.

My Experience by Nathan Skowronski, Age 12
Gettin’ in the Game was a very fun experience for me. When we got to play on the Field
of Dreams, I felt like a real ballplayer. We competed in three events, pitching, hitting, and
fielding. The coaches had bleeding disorders, just like us. They were very inspiring and taught
us fundamental baseball. It was really cool to hang out with Jordan, a Gettin’ in the Game
winner who came back to be an assistant coach and mentor. We watched the last game
of the MLB playoffs together. There were also a lot of nice staff members bringing around
Gatorade and water for us to drink during the competition and practice. They would squirt
it all over our face! It was really cool to hang out with Tyler and Chase, my old friends from
Indiana. I also made many new friends. We all had a really fun time in the game room playing
foosball and corn hole. The hotel was awesome. They had mini bars at dinnertime were
you could get pineapple juice, Shirley Temples, and limeade. My favorite was the pineapple
juice. The award ceremony was very fun too. I received a medal, like everyone else making
everyone a winner. I am so glad that CSL Behring did this and I hope they do it again. Thank
you HASDC for sending me to Gettin’ in the Game!
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An injectable medicine used to control and prevent
bleeding in people with hemophilia A

Novoeight®—
designed to fit into
your world
Michael, 30 years old, lives with hemophilia A.

Purity
Two 20-nanometer filters used
in a 5-step purification process

Portability
Novoeight offers the highest storage
temperature for the longest timea–
up to 86˚F for 12 months
®

8

Compared with other recombinant factor VIII products.
People with previous inhibitors and those new to treatment were not included
in the trial. People with hemophilia A may develop inhibitors to factor VIII.

a

b

Please see Prescribing Information for
complete storage instructions.

Reliability
In one of the largest clinical trials of a recombinant
factor VIII to date, there were 0 inhibitors
confirmed in 213 previously treated patientsb

Visit Novoeight.com today
to learn more.

Terms and conditions apply.

Indications and Usage
Novoeight® (Antihemophilic Factor [Recombinant]) is an injectable medicine used to control and prevent bleeding in people with
hemophilia A. Your healthcare provider may give you Novoeight® when you have surgery.
Novoeight® is not used to treat von Willebrand Disease.

Important Safety Information
You should not use Novoeight® if you are allergic to factor VIII or any of the other ingredients of Novoeight® or if you are allergic
to hamster proteins.
Call your healthcare provider right away and stop treatment if you get any of the following signs of an allergic reaction: rashes or
hives, difficulty breathing or swallowing, tightness of the chest, swelling of the lips and tongue, light-headedness, dizziness or loss
of consciousness, pale and cold skin, fast heartbeat, or red or swollen face or hands.
Before taking Novoeight®, you should tell your healthcare provider if you have or have had any medical conditions, take any
medicines (including non-prescription medicines and dietary supplements), are nursing, pregnant or planning to become pregnant,
or have been told that you have inhibitors to factor VIII.
Your body can make antibodies called “inhibitors” against Novoeight®, which may stop Novoeight® from working properly. Call your
healthcare provider right away if your bleeding does not stop after taking Novoeight®.
Common side effects of Novoeight® include swelling or itching at the location of injection, changes in liver tests, and fever.

Please see brief summary of Prescribing Information on following page.
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.
Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A.
Novoeight ® is a registered trademark of Novo Nordisk Health Care AG.
© 2015 Novo Nordisk
All rights reserved.
1114-00024070-1
April 2015
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HASDC Family Education Day
By Lisa Heffernan, HASDC Program Coordinator

O

n March 19 HASDC held its 43rd Annual Family Education
Day at the San Diego Zoo. Participants networked with
other members of the bleeding disorders community, gained
valuable knowledge through educational presentations, visited
more than 25 displays at the Industry Vendor Fair, and enjoyed
the world famous San Diego Zoo.
HASDC Board President, Sean Pentz kicked off the meeting
with a warm welcome. Speakers included, Dr. Annette Von
Drygalski, the Director of the UCSD Hemophilia and Thrombosis
Treatment Center, and Kristi Harvey-Simi, the Director of Chapter
Development at the National Hemophilia Foundation. Diane
Masser-Frye, a genetic counselor at Rady Children’s Hospital, gave
an informative presentation on the genetics of bleeding disorders.
One of the National Hemophilia Foundation board members, Dr.

James Hammel from Seattle, joined the group. A board certified
psychiatrist, Dr. Hammel gave a very helpful presentation on
skills for coping with depression and anxiety. The star of the day
was Rose Bender, a hemophiliac from New York who is now a
freshman at Yale University, who talked to the group about living
well with a bleeding disorder. Nooshin Kosar, HASDC Executive
Director closed the meeting with the many reasons why children
should participant in Camp Pasucci and Teen Camp, and updates
from HASDC.
HASDC would like to thank all the attendees, vendor fair
exhibitors, guest speakers and the San Diego Zoo for making our
2016 Family Education Day a great success.

Día Familiar Educativo de HASDC

E

l 19 de marzo HASDC tuvo su 43er Día familiar educativo anual
en el Zoológico de San Diego. Los participantes establecierón
cadenas de comunicación con otros miembros de la comunidad
de trastornos hemorrágicos, adquirierón valiosos conocimientos a
través de presentaciones educativas, visitarón más de 25 muestras
en la Feria de Exposición de vendedores de la industria y gozarón
del mundialmente famoso Zoológico de San Diego.
El presidente de la Mesa Directiva de HASDC, Sean Pentz,
empezó la reunión con una calurosa bienvenida. Los oradores
incluyerón: La Dra. Annette Von Drygalski, la Directora del Centro
de Tratamiento de Trombosis de UCSD, y Kristi Harvey-Simi, La
Directora de la División de Desarrollo de la Fundación Nacional
de Hemofilia. Diane Masser-Frye, Consejera de Genética en el
Hospital de niños Rady, dió una informativa presentación sobre la
genética de trastornos hemorrágicos. Uno de los miembros de la

Mesa Directiva de la Fundación Nacional de Hemofilia, El Dr. James
Hammel de Seattle, se unió al grupo. Un psiquiatra certificado
por la Organización, El Dr. Hammel dió una presentación de
mucha ayuda sobre habilidades para poder vivir con depresión
y ansiedad. La estrella del día fué Rose Bender, una hemofílica
de Nueva York quien es ahora estudiante de primer año en la
Universidad de Yale, ella le habló al grupo acerca de cómo vivir
bien con un trastorno sanguíneo. Nooshin Kosar, La Directora
Ejecutiva de HASDC clausuró la reunión con las muchas razones
por las cuales los niños deben participar en los campamentos de
verano y mantenerse al tanto de lo último sobre HASDC.
A HASDC le gustaría dar las gracias a todos los que asistierón, a
los vendedores de la Feria de Exposición de la Industria, oradores
invitados y al Zoológico de San Diego por hacer nuestro Día
familiar educativo 2016 un gran éxito.
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AT CSL BEHRING, WE’RE WORKING
TO UNVEIL INNOVATIVE SOLUTIONS
IN HEMOPHILIA A & B
A century of experience…a future of discovery
Continuing the legacy of Emil von Behring, recipient of the first Nobel Prize
in medicine, CSL Behring specializes in developing biotherapeutics
for serious and rare conditions, including hemophilia A and B.

Biotherapies for Life® is a registered trademark of CSL Behring LLC.
©2016 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com COA15-11-0087f 1/2016
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Remembering “Camper Carl”
1969 – 2015

For those of you that may not already know, Carl Mehlhaff

passed away in August of 2015 at the age of 46. A lifelong
camper and member of the hemophilia community he was
affectionately known as “Camper Carl” (a moniker he wore
with great pride). He lived for summer camp surrounded by
the community he loved. It was there that he truly felt most
able to be himself and share experiences and difficulties with
fellow hemophiliacs. In spite of many medical challenges, his
perseverance and love of life were an inspiration to those
who knew and loved him. In addition to camp, Carl was a
veracious reader, a skilled gamer and an expert on all things
sci-fi. Most of all, he was a great friend with a big heart and a
hero to the community. He will be missed.
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CHARITY GOLF
TOURNAMENT

Join us for our 23rd Annual Hemophilia
Association of San Diego County Charity
Golf Tournament. Bleeding disorder
community members, general public and
industry representatives welcome.
Includes:
• 18 holes of golf w/ cart
• Box lunch
• Golfer gifts
• Post tournament reception
• Awards for 1st, 2nd and 3rd place
• Games, prizes and much more!
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What:

HASDC Charity Golf Tournament

When: May 3, 2016

Where: The Crosby Club
17102 Bing Crosby Blvd., SD 92127
www.thecrosbyclub.com
Fees:

$150 Community Golfers (discounted)
$375 Industry Golfers

Info:

Please contact HASDC ofﬁce for
registration form and more
information. T 619.325.3570

COMMUNITY SPOTLIGHT – RaEANN PURNElL

A

fter participating in the Hemophilia Council of California’s (HCC)
Future Leaders program for the past seven years, I attended
my first National Hemophilia Foudnation (NHF) Washington Days
this past February and it was amazing. Getting to be a voice and
learning to be an advocate for the bleeding disorder community
is something I have a very strong passion for. I really enjoy sharing
my personal stories and showing how Von Willebrand’s affects my
life. Attending Washington Days in our nation’s capital was such
an experience, learning how advocacy helps get our issues heard. I
met with Congressional Representatives and staff from California;
they listened as we shared our presentations on issues affecting the
bleeding community.
In January, I was presented with California Chronic Care Coalition’s
Star of Advocacy Award. It showed me all the trips to Legislative
Days were noticed and valued by those in the bleeding disorders
community and by others working for similar causes. I am grateful
for the many opportunities that both the HCC and HASDC have

provided me to be an advocate. I enjoy
being an advocate, teaching others and
going places to talk about bleeding
disorders, and even sharing with the
stranger in the grocery store who asks
about my camp shirt or a friend who
heard about bleeding disorders in a
class that day and has questions.
I have always wanted to take the
“next step” in growing my involvement
in the bleeding disorder community.
This year I applied to be on the Hemophilia Council of California’s
board and I was blessed with a spot. I think of the bleeding disorders
community as my second family and I will work hard to show my
support. I’m exciting to find out what the future holds as I continue
on my journey as an advocate for our bleeding disorders community.
I encourage you all to get involved too!

DESTACAMIENTO COMUNITARIO – RaEANN PURNELL

D

espués de haber participado en el programa de Futuros Líderes
del Consejo de Hemofilia de California (HCC) por los últimos
siete años; atendí por primera vez Días de Washington de La
Fundación Nacional de Hemofilia (NHF) éste pasado febrero y fué
asombroso. Ser una voz y aprendiendo a abogar por la comunidad
de trastornos hemorrágicos es algo por lo cual siento una gran pasión.
En realidad, gozo compartiendo mi historia personal y demostrando
como Von Willebrand’s afecta mi vida. Atendiendo Los Días de
Washington en nuestra capital de la nación fué una gran experiencia,
aprendiendo como abogando ayuda a que nuestros puntos sean
escuchados. Me reuní con representantes del congreso y personal
de California; ellos escucharón mientras que nosotros compartíamos
nuestra presentación sobre temas que afectan a la comunidad de
trastornos hemorrágicos.
En enero fuí presentada con el galardón Star of Advocacy (Estrella
por Abogacía) por la Coalición de Cuidados Crónicos de California.
Esto me demostró que todos esos viajes a los Días Legislativos fuerón
notados y valorizados por aquellos en la Comunidad de Trastornos

Hemorrágicos y por otros que luchan por las mismas causas. Estoy
agradecida por las muchas oportunidades que ambas HCC y HASDC
me han ofrecido para abogar por nuestras causas. Disfruto el abogar,
enseñarle a otros y viajando a diferentes lugares para hablar sobre
trastornos hemorrágicos y compartir con extraños en la tienda de
comestibles quienes preguntan acerca de mi camiseta de campamento
o un amigo quien escuchó sobre trastornos hemorrágicos en una
clase ese día y tiene preguntas.
Siempre he querido tomar el “siguiente paso” en avanzar en mi
interés por la comunidad de trastornos hemorrágicos. Este año apliqué
para formar parte de la mesa directiva del Concejo de Hemofilia de
California y fuí bendecida con un lugar. Considero a la comunidad de
trastornos hemorrágicos como mi segunda familia y trabajaré mucho
para demostrar mi apoyo. Estoy entusiasmada por ver que me depara
el futuro mientras que continuo con mi jornada de abogar por la
comunidad de trastornos hemorrágicos. ¡Los animo a todos a que
también participen!

UCSD Hemophilia & Thrombosis
Treatment Center Update
UCSD HTTC PATIENT WELLNESS EDUCATION DAY
SAVE THE DATE - SATURDAY, september 24

Y

our Hemophilia and Thrombosis Treatment Center at UC San
Diego Health will host its first Patient Wellness and Education Day
on Saturday August 27, 2016. Partnering with Rady Children’s Hospital
Hemophilia Treatment Center and the Hemophilia Association of
San Diego County, we will have presentations, breakout sessions
and activities for patients and families. This is a great opportunity to
come and meet your UCSD HTTC team and learn more about the
specialized care and programing we offer our Hemophilia patients.
Watch for more information to come on this educational event.
The UCSD Hemophilia and Thrombosis Treatment Center has
an innovative, multidisciplinary program catering to the needs of

adult and adolescent patients and their families with hemophilia, von
Willebrand Disease, and other bleeding and thrombotic disorders.
The center provides comprehensive services under the directorship
of Dr. Annette von Drygalski. The center works closely with Rady
Children’s Hospital in San Diego to facilitate the transition of
adolescents with hemophilia and other bleeding disorders, catering
to the special needs of young adults. Dedicated staff is available 7 days
per week and 24 hours per day to provide timely care.
UCSD Hemophilia & Thrombosis Treatment Center
8929 Universy Center Lane, Suite 201, San Diego, CA 92122
Clinic Phone: 858.657.6028
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COMING

SOON
KOVALTRY

TM

Antihemophilic factor (recombinant)

Register for updates at
www.KOVALTRY.com
Bayer and the Bayer Cross are registered trademarks
of Bayer. KOVALTRY is a trademark of Bayer.
© 2015 Bayer HealthCare Pharmaceuticals Inc.
All rights reserved. Printed in USA 08/15 PP-675-US-0032
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Gene Therapy Breakthrough
Researchers Make Gene Therapy Breakthrough in
Dogs with Factor VII Deficiency

I

n a recently published paper in the journal
Blood, a team of researchers from the
University of North Carolina (UNC) and
The Children’s Hospital of Philadelphia
(CHOP)
reported
the
successful
application of gene therapy in dogs with
factor VII (FVII) deficiency. This represents
a significant advance, demonstrating the
safety and efficacy of a novel therapy in
large animal studies is a standard precursor
to eventual clinical trials in humans.
FVII deficiency is a rare bleeding
disorder with an incidence of 1 in 300,000
to 500,000, as both parents need to carry
the gene in order to pass it on to their
children. The condition, which affects men
and women equally, is characterized by
inadequate production of the FVII clotting
protein. Babies are often diagnosed within
the first six months of life after sustaining
an intracranial hemorrhage or bleeding in
the gastrointestinal tract. People with the
more severe form of FVII deficiency often
experience joint and muscle bleeds, easy
bruising and bleeds after surgery. Bleeding
can also occur in the skin, mouth, nose
and genitourinary tract, while women
often experience severe menorrhagia
(prolonged, heavy periods). The primary
treatment for FVII deficiency is recombinant
factor VIIa.
The study, “Sustained Correction of
FVII Deficiency in Dogs Using AAVMediated Expression of Zymogen FVII,”
was published in the February 4, 2016
issue of Blood. The senior investigator was
Paris Margaritis, D.Phil., head researcher

at CHOP and Penn’s Perelman School
of Medicine. Leading the UNC team was
Tim Nichols, MD, professor of medicine
and pathology at the UNC School of
Medicine.
For the study, Margaritis cloned the
canine factor VII gene and enclosed that
genetic material inside adeno-associated
viruses (AAVs). These viruses act as
delivery vehicles, or vectors, to carry the
genetic material into living cells to sustain
therapeutic effect without causing disease
or triggering significant immune responses.
In this case, the AAVs are designed to elicit
the production of the FVII. Nichols and his
colleagues then treated four FVII deficient
dogs with a single injection of the therapy,
administering different amounts of AAVs
in each of the animals.
They found that the amount of factor VII
generated was directly proportional to the
amount of AAVs given to the individual
dogs. Nichols’s team also monitored the
dogs’ progress over a period of three years
and found that they all produced FVII levels
that were sufficiently therapeutic – this is
particularly encouraging for investigators as
the amount of FVII necessary to achieve

a sustained therapeutic effect in dogs
correlates closely to that for humans. “This
work is very exciting and promising,” said
Nichols. “The FVII-deficient dogs tolerated
the initial gene therapy infusions very well
and have had no adverse side effects over
several years of follow up. In other related
studies in dogs with hemophilia B (FIX),
similar positive findings have translated to
people with hemophilia B.”
In addition, blood, kidney and liver
function tests all showed that therapy
was safe and did not trigger an unwanted
immune response. The next step will be
to conduct clinical trials in humans. “The
table is now set to propose clinical trials
that would treat people who suffer from
FVII deficiency,” concluded Nichols.
Source: UNC Health Care news release
dated January 20, 2016
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Cailfornia Coastal Ride
One Day Ride
Saturday, August 20, 2016
Dana Point to San Diego
One Day • 62 Miles

To Register: www.cacoastalride.org/1-day-ride
Hemophilia Council of California
4629 Whitney Ave. Suite 1 • Sacramento, CA 95821
P: 916.498.3780 • F: 916.498.3782 • E: hccassist@aol.com
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Hemophilia Association of San Diego County

CAMP PASCUCCI
Camp Pascucci Details
•

Who: boys & girls ages 7-14 with a bleeding disorder,
carriers and siblings

•
•
•

What: 5 night, 6 day resident camp
When: June 13-18, 2016
Where: YMCA Camp Whittle (Fawnskin, CA)

Why Parents Support Camp
•
•
•
•
•
•
•

Why Children Attend Camp
• Make new friends with similar
challenges

•

Fun activities - lake, high ropes,
horseback riding, archery & more

•

Act like a kid - campﬁres, s’mores,
songs

•

Learn to self-infuse

High quality medical care - HTC staﬀ
Trained Staﬀ - one adult & one JC per cabin
Children develop medical independence
Children learn life skills
Children gain self-independence
Children make new friends/create community
All costs covered by HASDC & sponsors

Camp Pascucci Staﬀ
We Want You!

Junior Counselors (JC) - Ages 15 - 17
Counselors - Ages 18+
General Volunteers - Ages 15+
All camp staﬀ candidates must go through a
background check and once accepted, must
attend and complete staﬀ training.
* Counselors must have 2 years experience

APPLY TODAY!
WWW.hasdc.org
$25 Application Fee (per child)
Applications due May 1
P: 619.325.3570 | E: info@hasdc.org
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hasdc 2016 calendar of events
March 31-April 2

Hemophilia Federation of America Symposium

Las Vegas, NV

April 5

Educational Dinner Program – Inhibitors in Hemophilia A (Grifols)

Phil’s BBQ

April 17

World Hemophilia Day

---

May 3

Charity Golf Tournament

The Crosby at Rancho Santa Fe

May TBA

Backpacks & Bleeders

Location TBA

May 9-10

Hemophilia Council of California’s Future Leaders Program

Sacramento, CA

May 11

Hemophilia Council of California’s Legislative Day

Sacramento, CA

June 1

Educational Dinner Program – (CSL Behring)

Location TBA

June 13-18

Camp Pascucci

YMCA Camp Whittle, Fawnskin

June 25

Women’s Educational Retreat

Hyatt Regency Mission Bay

July 9-12

Teen Camp

Yosemite National Park

July 13

Educational Dinner Program – Emergency Preparedness (Bayer)

Phil’s BBQ

July 21-23

National Hemophilia Foundation Annual Meeting

Orlando, FL

July 24-28

World Federation of Hemophilia World Congress

Orlando, FL

August 14-20

Hemophilia Council of California’s California Coastal Ride

San Francisco to San Diego

August 20

Family Picnic & HCC’s CA Costal Ride Homecoming

Playa Pacifica, Mission Bay

September 18

Hispanic Education Day

Hacienda Hotel, Old Town

September 24

UCSD HTC Patient Wellness & Education Day

Location TBA

October 8

San Diego Hemophilia Walk

NTC Park, Liberty Station

October TBA

Educational Dinner Program – (Biogen)

Location TBA

November 5 (tent.)

Industry Symposium

Location TBA

November/December

Holiday Toy Drive

Deliver to HASDC Office

December TBA

Educational Dinner Program – (Novo Nordisk)

Location TBA

December 10

Holiday Celebration

Handlery Hotel, Mission Valley

Subject to change. Advance registration is required for all events.
Please visit our website for event details and online registration - www.hasdc.org/events

