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HASDC Teen Camp 2015

H

ASDC’s 2nd annual Teen Camp will be held in Curry Village in Yosemite National Park on July 17-20. Eighteen young adults will have
the opportunity to visit and explore one of America’s crown jewels. Yosemite National Park is best known for its waterfalls, but within
its nearly 1,200 square miles, they will find deep valleys, grand meadows, ancient giant sequoias, a vast wilderness area, and much more.
Campers will immerse themselves in the breathtaking scenery, hike through pristine wilderness, and float down the majestic Merced River.
Our group will also have the distinct pleasure of visiting the Park during a special anniversary year. On October 1, 2015, the park will
commemorate the 125th anniversary of the establishment of Yosemite National Park. President Benjamin Harrison signed the legislation,
thereby creating the nation’s third National Park. The establishment of Yosemite National Park preserved over 1,500 square miles of land
including Tuolumne Meadows, the park’s high country, Hetch Hetchy and lands surrounding Yosemite Valley.
John Muir, Conservationist
“It is by far the grandest of all the special temples of Nature I was ever permitted to enter….Yosemite Park is a place of rest, a refuge from the
roar and dust and weary, nervous, wasting work of the lowlands, in which one gains the advantages of both solitude and society. Nowhere will you
find more company of a soothing peace-be-still kind. Your animal fellow beings, so seldom regarded in civilization, and every rock-brow and mountain,
stream, and lake, and every plant soon come to be regarded as brothers; even one learns to like the storms and clouds and tireless winds….None
can escape its charms. Its natural beauty cleans and warms like a fire, and you will be willing to stay forever in one place like a tree.”
– John of the Mountains: The Unpublished Journals of John Muir
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Charity Golf Tournament Thank You
May 5, 2015 • The Crosby at Rancho Santa Fe

E

veryone enjoyed a beautiful day on the golf course at our largest
fundraiser of the year. Thank you to the 2015 golf tournament
committee, the wonderful event day volunteers and all the sponsors.
Because of you HASDC is able to continue to provide the programs
and services needed by our bleeding disorders community.
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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.

Page 2
Bloodlines • Volume 35 Issue 2

3550 Camino Del Rio North, Suite 105
San Diego, CA 92108
Tel (619) 325-3570
Fax (619) 325-4350
E-mail: info@hasdc.org

Website: www.hasdc.org
find us on facebook

@HemophiliaSD

@hasdc

director’s corner
By Nooshin Kosar, HASDC Executive Director
blahummer
blah blah!
has n
arrived and with that comes many exciting events that will get you outside to enjoy the beautiful
San Diego weather. We kicked off summer with our annual youth summer camp - Camp Pascucci. Campers
had a great time in Big Bear from conquering new heights on the various ropes courses to coming together as
tribes to outwit, outplay and outlast during the nightly Survivor challenges.
As summer continues on we are looking forward to our 2nd annual Teen Camp to be held in Yosemite this
year. We look forward to this new outdoor adventure filled with hiking, waterfalls, biking and much more. You can also look forward
to Biking for Bleeders, a 500+ mile bike ride from San Francisco to San Diego, as well as our annual Family Picnic. We hope that you
can join us as we enjoy an afternoon by the bay.
In addition to our annual events we are excited to announce the start of a new program, Backpacks & Bleeders. This program
began with the Colorado Chapter of the National Hemophilia Foundation and we are excited to expand it to San Diego. Backpacks &
Bleeders is intended to challenge the community from youth to adults to think beyond their limitations and enjoy the many outdoor
adventures San Diego has to offer. With the support from Bayer Healthcare, Backpacks & Bleeders will travel to several outdoor
activities this year. From kayaking to paddle boarding to hiking and much more, Backpacks & Bleeders is always on the go! Please visit
our program & events page at www.hasdc.org to read more and register for an upcoming Backpacks & Bleeders event. Hope to see
you in August for our kick-off event!

S

Esquina de la Directora
Nooshin Kosar, Directora Ejecutiva de HASDC

E

l verano ha llegado y con él vienen muchos eventos interesantes que los invitarán a salir afuera y disfrutar del tiempo tan hermoso de
San Diego. Iniciamos el verano con nuestro campamento de verano para jóvenes- Camp Pascucci. Los camperos tuvieron un tiempo
estupendo en Big Bear desde conquistando nuevas cimas con los varios retos usando cuerdas como también unirse como tribus para ver
quién era más listo, jugar y poder llegar hasta el final durante los desafíos nocturnos de Sobrevivientes.
A medida que el verano continúa miramos con anticipación a nuestro 2do Campamento anual de jóvenes que éste año se llevará a
cabo en Yosemite. Estamos entusiasmados con ésta nueva aventura que nos llevará a disfrutar de la naturaleza con excursiones, cascadas,
paseos en bicicleta y mucho más. También esperamos con anticipación el evento de ciclistas para hemofilia; un viaje por bicicletistas de
500+ millas desde San Francisco hasta San Diego, como también nuestro picnic familiar anual. Esperamos que nos puedan acompañar
para disfrutar de una tarde al frente de la bahía.
Además de nuestros eventos anuales estamos entusiasmados en anunciar el inicio de un nuevo programa; Backpack and Bleeders.
Éste programa empezó con el Capítulo de la Fundación Nacional de Hemofilia en Colorado y estamos ansiosos de continuarlo en San
Diego. Backpack and Bleeders es para retar a la comunidad desde los jóvenes hasta los adultos a que piensen un poco más allá de sus
limitaciones y disfruten de las muchas aventuras que San Diego ofrece en sus alrededores. Con el apoyo de Bayer Healthcare, Backpack
and Bleeders éste año viajará a varias actividades afuera en la naturaleza como kayaking, paddle boarding, excursiones y mucho más.
¡Backpack and Bleeders siempre estará en movimiento! Por favor visite nuestra página de programas y eventos en www.hasdc.org para
enterarse de más e inscribirse para eventos venideros de Backpack and Bleeders. ¡Esperamos verlos en agosto para el inicio de nuestro
primer evento!

hasdc board member spotlight

R

enatto Medranda is a Director at Large, and has been on the
HASDC Board for the past two years. He hails from one of
South America’s largest cities, Lima, Peru, and grew up about 250
miles north of the city center in Chimbote. Renatto and his lovely
wife Patricia have four wonderful children – Alejandro age 15,
Zoe age 12, Renatto Jr. age 9 and Marcoantonio age 7. His two
youngest boys have hemophilia. Renatto is the Executive Chef at

the Westin Gaslamp Quarter in downtown
San Diego. In his free time he enjoys soccer,
hiking with his golden-doodle Gringa, wine
tasting and helping the Hemophilia Association
of San Diego County.

Destacamos a miembro de La Mesa Directiva de HASDC

R

enatto Medranda es un director adjunto y a formado parte de
La Mesa Directiva de HASDC por los dos últimos años. Es
originario de una de las ciudades más grandes en América del Sur,
Lima, Perú. Creció como a 250 millas al norte del centro de la ciudad
and Chimbote. Renatto y su linda esposa Patricia tienen cuatro
maravillosos niños – Alejandro de 15 años, Zoe de 12 años, Renatto

Jr. de 9 años y Marco Antonio de 7 años. Sus
dos hijos menores tienen hemofilia. Renatto es el primer cocinero
(chef) ejecutivo en el Westin Gaslamp Quarter en el Centro de San
Diego. En su tiempo libre le encanta jugar fútbol (soccer), caminar
con su golden-doodle Gringa, probar vinos y ayudar a la Asociación
de Hemofilia del Condado de San Diego.
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CAMP PASCUCCI 2015
By Lisa Heffernan, HASDC Program Coordinator

T

he children had an awesome camp experience!

75 campers and staff from though out San Diego and Southern California spent a week in the mountains near Big Bear playing the
game of Survivor at Camp Pascucci 2015. Everyone had the opportunity to try new activities, make new friends and participate in hands
on learning. In addition to swimming in the lake, taking responsibility for camp chores, roasting marshmallows, and mastering the ropes
course, campers could also participate in self-infusion training guided by medical professionals.
HASDC’s Camp Pascucci has been serving the community for over 10 years. The camp is open to boys and girls ages 7 – 14 who are
living with a bleeding disorder, along with carriers and siblings. Children 15 – 17 are also welcome to apply for Junior Counselor positions.
All costs of camp, including transportation from San Diego, are completely covered by the Hemophilia Association of San Diego and our
generous camp sponsors.
We hope to see your child at Camp Pascucci next year!

Page 4
Bloodlines • Volume 35 Issue 2

2015 Camp Sponsors:
Baxalta
Bayer
Community Campership Council
CSL Behring
Grifols
HASDC Send a Kid
to Camp Campaign
Novo Nordisk
Pfizer
Rady Children’s Hospital
Hemophilia & Thrombosis
Treatment Center
UCSD Hemophilia & Thrombosis
Treatment Center

UC San Diego Hemophilia & Thrombosis Treatment Center

T

he UC San Diego Hemophilia & Thrombosis Treatment Center has officially moved to our new La Jolla location. You can now find us
on the second floor of 8929 University Center Lane, close to the UC San Diego Thornton Hospital and Perlman Medical Offices. Our
offices are also conveniently located alongside the Interstate 5 Highway and bus routes serviced by the San Diego Metropolitan Transit
System and the North County Transit District. The new space is equipped with three clinic rooms as well as a large physical therapy room.
We are excited to showcase our new space.
As such, we will hold an Open House welcoming patients and families at our new offices on Thursday, July 16th from 4pm to 8pm.
Please stop by and join us in opening a new chapter of providing excellence in care at the UC San Diego Hemophilia & Thrombosis
Treatment Center. Join us to tour our new space, to find out about exciting new programs offered at our center, and to meet and greet
your dedicated staff. Refreshments will be provided and free parking will be available.
Address: 8929 University Center Lane Suite 201, San Diego CA 92122
Office Hours: 8:30 AM to 4:00 PM
Phone Number: (858) 657-6028

centro de tratamiento de ucsd de puertas abiertas

E

l Centro de Tratamiento de Hemofilia y Trombosis de UC San Diego oficialmente se ha mudado a nuestro nuevo edificio en La Jolla.
Ahora nos puede localizar en el segundo piso de 8929 University Center Lane, cerca del Hospital Thorton de UC San Diego y las
oficinas médicas de Perlman. Nuestras oficinas también están convenientemente localizadas cerca de la carretera Interestatal 5 y rutas
de autobuses ofrecidas por el Sistema de Tránsito Metropolitano de San Diego y por el Distrito de Tránsito del Condado del Norte.
El nuevo espacio está equipado con tres cuartos clínicos como también un cuarto grande de terapia física. Estamos entusiasmados en
mostrarles nuestro nuevo espacio.
Como tal, tendremos un día de visita para darle la bienvenida a pacientes y sus familias a nuestras nuevas oficinas el jueves 16 de julio
desde las 4pm a 8pm. Por favor venga y únase a nosotros al abrir un nuevo capítulo de estar proveyendo excelentes cuidados en el
Centro de Tratamiento de Hemofilia y Trombosis de UC San Diego. Únase a nosotros para explorar nuestro nuevo espacio para saber
sobre excitantes nuevos programas ofrecidos en nuestro centro y para saludar y conocer a su dedicado personal. Se proveerán refrescos
y habrá estacionamiento gratis.
Dirección: 8929 University Center Lane, Suite 21, San Diego, CA 92122
Horas de oficina: 8:30 AM a 4:00 PM
Número de teléfono: (858) 657-6028
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Family Picnic
Saturday, August 1, 2015
Saturday, August 1, 2015
11:00 am - 1:00 pm
11:00 am - 1:00 pm
Mission Bay Park—Playa Paciﬁca Gazebo
Mission Bay Park—Playa Paciﬁca Gazebo
2590 East Mission Bay Drive, SD 92109
2590 East Mission Bay Drive, SD 92109
(new location—visible from Highway 5)
(new location—visible from Highway 5)

Summer Picnic
Picnic on
on the
the Bay
Bay
Summer

Bring your beach chairs and blankets and come join us for an afternoon in the sun! Lunch and beverages
Bring your beach chairs and blankets and come join us for an afternoon in the sun! Lunch and beverages
provided by HASDC, followed by a dessert Pot Luck (bring your favorite sweet to share).
provided by HASDC, followed by a dessert Pot Luck (bring your favorite sweet to share).
Watch for invitations to be mailed in July.
Watch for invitations to be mailed in July.

Welcome Home
Home Our
Our Cyclists
Cyclists
Welcome

Welcome home the cyclists who completed Biking for Bleeders 2015. These men and women ride
Welcome home the cyclists who completed Biking for Bleeders 2015. These men and women ride
500+ miles from San Francisco to San Diego, raising funds and awareness for bleeding disorders.
500+ miles from San Francisco to San Diego, raising funds and awareness for bleeding disorders.
Riders pull in about 12:00 pm. Please arrive before noon, so you have time to make a sign and
Riders pull in about 12:00 pm. Please arrive before noon, so you have time to make a sign and
cheer as they complete their 7-day journey.
cheer as they complete their 7-day journey.

Food •
• Bounce
Bounce House
House •
• Games
Games •
• Crafts
Crafts •
• Fun
Fun
Food

HISPANIC HERITAGE
HERITAGE EVENT
EVENT
HISPANIC
EVENTO DE
DE TRADICIONES
TRADICIONES HISPANAS
HISPANAS
EVENTO
September 19,
19, 2015
2015 •
• 19
19 de
de septiembre
septiembre del
del 2015
2015
September

Please join us for this annual educational event and celebration. Attendees will have the opportunity to
Please join us for this annual educational event and celebration. Attendees will have the opportunity to
learn about issues important to the Hispanic community living with bleeding disorders. This event is
learn about issues important to the Hispanic community living with bleeding disorders. This event is
presented exclusively in Spanish and will be held at the Best Western Hacienda Hotel in Old Town San
presented exclusively in Spanish and will be held at the Best Western Hacienda Hotel in Old Town San
Diego. Childcare provided. Invitations to be mailed in August. Program sponsored by Baxtalta.
Diego. Childcare provided. Invitations to be mailed in August. Program sponsored by Baxtalta.
Topics may include: Genetics of Hemophilia • Support Programs • Children's Rights in Education
Topics may include: Genetics of Hemophilia • Support Programs • Children's Rights in Education
Por favor únase a nosotros para este evento educativo y celebración anual. Los asistentes tendrán la oportunidad de
Por favor únase a nosotros para este evento educativo y celebración anual. Los asistentes tendrán la oportunidad de
aprender sobre asuntos importantes para la comunidad hispana que vive con desordenes de sangre. Este evento es
aprender sobre asuntos importantes para la comunidad hispana que vive con desordenes de sangre. Este evento es
presentado exclusivamente en español y se llevara a cabo en el hotel Best Western Hacienda en Old Town, San Diego.
presentado exclusivamente en español y se llevara a cabo en el hotel Best Western Hacienda en Old Town, San Diego.
Se proveerá guardería para los niños. Las invitaciones serán mandadas en Agosto. El programa es patrocinado por Baxalta.
Se proveerá guardería para los niños. Las invitaciones serán mandadas en Agosto. El programa es patrocinado por Baxalta.
Los temas posiblemente incluyan:
Los temas posiblemente incluyan:
Genéticas de hemoﬁlia • Programas de ayuda • Derechos de estos niños en su educación.
Genéticas de hemoﬁlia • Programas de ayuda • Derechos de estos niños en su educación.
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SAN DIEGO HEMOPHILIA WALK 2015
Help raise funds and awareness for bleeding disorders in San Diego!

10:00 am • Saturday, October 10
Why participate?

The Hemophilia Association of San Diego County is proud to announce our 3rd annual San Diego
Hemophilia Walk. Funds raised will be used to ﬁnd better treatments and cures for bleeding and
clotting disorders, and to prevent complications of these disorders through awareness, education,
advocacy and research. The Walk is a fun event—bring the family and your dog and enjoy a beautiful
morning on the San Diego Bay!

How do I get started?

Visit the Walk website www.hemophilia.org/walk
Select “San Diego” on the home page
Register as a walker and start raising funds
Create a walk team, start recruiting your teammates and raising funds
Donate to a walker or team that has already registered
Walk as an individual, start a team or become a sponsor! Start now, the Walk is only 3 months away.
The website Fundraising Kit includes fundraising ideas, sample letters and emails, social networking
ideas, facts and ﬁgures – everything you need to be successful and raise funds for the bleeding
disorders community.






Walk length: 5K (3.1 miles) • Location: Liberty Station—2455 Cushing Road, SD 92106
Vendor Fair • Walk T-shirt with $20+ Donation • Give-aways • Food • Prizes for Top Fundraisers

 Register now—www.hemophilia.org/walk 
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wellness corner
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.
Making good food choices for a healthy lifestyle doesn’t have to be difficult. As recommended by
the USDA, 50% of your plate should consist of fruits and vegetables. Visit www.choosemyplate.
gov for a bounty of information on making healthy food choices. We encourage you to visit your
local farmer’s markets and enjoy the fresh and delicious produce available during the summer
months. And use these recipes to help you and your family enjoy fruits and vegetables.

Real Ranch
½ cup low fat Greek yogurt
2 tablespoons buttermilk
2 tablespoons olive oil (can use
less for dip)
1 tablespoon white vinegar
(optional)
1 teaspoon finely chopped
onion (or ½ teaspoon onion
powder)

½ teaspoon finely
chopped garlic (or ¼
teaspoon garlic powder)
1 tablespoon finely
chopped dill, chives or
parsley

This is real ranch dressing, not something bound with preservatives and corn syrup. This is a creamy, cool savory topping for hot summer
days. Serve as a salad dressing or as a dip with carrots, cucumbers, snap peas. This real ranch also provides a great calcium and protein
boost.
Directions: Put the yogurt and buttermilk in bowl and, using a fork or whisk, mix well until combined. Add the olive oil and mix. Add
remaining ingredients and mix again. Use immediately, or store in refrigerator for several days. A recycled glass jar with a tight fitting lid
works well to prepare and store.

Spa Water
We all know we should drink more water. Harvard School of Public
Heath reports that 25% of American get at least 200 calories a day
from sugary drinks - that’s more than 1,400 calories a week. Say
goodbye to soda, sports drinks and juice and hello to freshly made
fruit water – otherwise known as “spa water”. Here are some fun
and super easy ways to make water more exciting for you and
your kids.
1-3 liter of water +
Citrus Blend: 1 orange, 1 lemon and 1 lime, all sliced with skin on
Hotel Del Blend: 1 cup whole mint leaves, 1 cucumber sliced thin
and 1 cup sliced strawberries
Spa Blend: 1 large cucumber sliced thin and 2 lemons sliced thin
with skin
Strawberry Kiwi Blend: 2 cups sliced strawberries and 3 skinned and
sliced kiwi
Directions: Add ingredients to water and allow the mixture to
steep in the refrigerator for one to two hours before serving. Best
served slightly chilled or at room temperature.
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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




Start saving today.

Save up to

Save up to $5,000 with the Pﬁzer Factor Savings Card.*
Eligible patients can save up to $5,000 annually on co-pay,
deductible, and coinsurance costs with the Pﬁzer Factor Savings Card.
How the card works:

$5,000

Factor Savings Card

*This is not health insurance.

Get your card online now…

1. Get your prescription for factor from your doctor.
2. Visit PﬁzerFactorSavingsCard.com and ﬁll out a brief registration form.
You can also request a card from your doctor, or by calling 1-855-PFZ-HEMO.
3. Save and print your card right from your computer.
4. Keep your card and use it for every purchase until the maximum beneﬁt has
been reached or the card has expired, whichever comes ﬁrst.
If you have any questions about the use of the Pﬁzer Factor Savings Card, please call 1-888-240-9040 or
send questions to: Pﬁzer Factor Savings Program, 6501 Weston Parkway, Suite 370, Cary, NC 27513. The
Pﬁzer Factor Savings Card cannot be combined with other offers and is limited to one per person. This card
will be accepted only at participating pharmacies. This card is not health insurance. No membership fees.

Scan the QR code or visit
PﬁzerFactorSavingsCard.com
to download your card today.

*Terms and conditions apply; visit PﬁzerFactorSavingsCard.com for complete terms and conditions.
For commercially insured only. Medicare/Medicaid beneﬁciaries are not eligible.

HEM653112-01

Exp: 12/31/14
000000
BIN:
00000000
Group:
00000000000
ID:

© 2014 Pfizer Inc.

All rights reserved.

April 2014

GAME

ON!

GETTIN’ IN THE GAMESM
JUNIOR NATIONAL CHAMPIONSHIP
October 23-25, 2015 | Phoenix, Arizona

CSL Behring is honored to host the 2015 Gettin’ in the Game Junior National
Championship, our 14th annual national baseball and golf competition
for children with bleeding disorders. We will be inviting bleeding disorder
chapters throughout the United States to each nominate two children, one for
baseball and one for golf, to represent them during this national competition.
Attendees will have the opportunity to learn the fundamentals of their
respective sports, participate in a friendly competition and have a chance to
connect with fellow members of the bleeding disorder community from across
the country. In addition, educational seminars focusing on the importance of
physical fitness and other related topics will be provided on site.
Please contact your local bleeding disorder chapter for additional details on
how to register to become your CHAPTER NOMINEE!

Hemophilia Assoc. SD County
CHAPTER NAME:____________________________________
Nooshin Kosar, Exec. Director
CONTACT/ TITLE: ____________________________________
619.325.3570
PHONE NUMBER(S): _________________________________
www.facebook.com/vonWillebrandandU
Like
www.facebook.com/HemophiliaAndU
Like

For more information regarding the Gettin’ in the Game Junior National Championship and other programs offered
by CSL Behring, visit www.mysource.com or call 1.800.676.4266 to speak with a My SourceSM Care Coordinator.

https://twitter.com/MySourceCSL
http://instagram.com/MySourceCSL

Gettin’ in the Game and My Source are service marks of CSL Behring LLC.
©2015 CSL Behring LLC
1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com COA14-05-0018(1) 5/2015

A treatment for hemophilia B
PROTECTION
PROTECTION ** FROM
FROM BLEEDS
BLEEDS

Starting with at least a week
between prophylaxis infusions
Dosing regimen can be adjusted based on individual response.
*Protection is the prevention of bleeding episodes using a prophylaxis regimen.

To learn more, contact CoRe Manager Maria Perez
at maria.perez@biogenidec.com or call 323-236-1257.

INDICATIONS AND IMPORTANT SAFETY INFORMATION
Important safety information
Indications
ALPROLIX, Coagulation Factor IX
(Recombinant), Fc Fusion Protein, is a
recombinant DNA derived, coagulation
factor IX concentrate indicated in adults
and children with hemophilia B for:
• Control and prevention of
bleeding episodes
• Perioperative management
• Routine prophylaxis to prevent or
reduce the frequency of bleeding
episodes
ALPROLIX is not indicated for induction
of immune tolerance in patients with
hemophilia B.

Do not use ALPROLIX if you are allergic to ALPROLIX or any of the other
ingredients in ALPROLIX.
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 and
all your medical conditions, including if you are pregnant or planning
to become pregnant, are breastfeeding, or have been told you have
inhibitors (antibodies) to factor IX.
Allergic reactions may occur with ALPROLIX. Call your healthcare
provider or get emergency treatment 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 ALPROLIX,
which may stop ALPROLIX from working properly.
ALPROLIX may increase the risk of formation of abnormal blood clots in
your body, especially if you have risk factors for developing clots.
Common side eﬀects of ALPROLIX include headache and abnormal
sensation of the mouth. �ese are not all the possible side eﬀects of
ALPROLIX. Talk to your healthcare provider right away about any side
eﬀect that bothers you or does not go away, and if bleeding is not
controlled using ALPROLIX.
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 for additional safety information.
�is information is not intended to replace discussions
with your healthcare provider.

©2015 Biogen Idec. All rights reserved.
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UNLOCKING

YOUR SELF-POTENTIAL

ADVATE SUPPORTS YOU BY IMPROVING YOUR PERSONAL INFUSION
EXPERIENCE WITH THE BAXJECT III SYSTEM
The reconstitution process with the BAXJECT III system is easier, faster,
and designed for you*

0

• An all-in-one, connected design1
• Broad selection of doses, providing opportunities for single-vial options1
• One-step activation with fewer steps for faster reconstitution—just press, swirl, ﬂip and withdraw*1,2
Bleeds
• Straightforward pooling process if more than 1 vial is needed—no additional supplies required1

8

n

%

42

%

of patients

1/2
the time

Reconstitute ADVATE
in about half the time*2
*As compared with the BAXJECT II
needleless transfer device.

Watch the ADVATE with BAXJECT III system reconstitution
video and see how it all comes together at ADVATE.com
Share your experience using the ADVATE with BAXJECT III
system at www.BAXJECT3Survey.com

ADVATE [Antihemophilic Factor (Recombinant)] Important Information
Indications
ADVATE is a medicine used to replace clotting factor (factor VIII or antihemophilic factor) that is missing in people with hemophilia A
(also called “classic” hemophilia).
ADVATE is used to prevent and control bleeding in adults and children (0-16 years) with hemophilia A.
Your healthcare provider may give you ADVATE when you have surgery.
ADVATE can reduce the number of bleeding episodes in adults and children (0-16 years) when used regularly (prophylaxis).
ADVATE is not used to treat von Willebrand disease.

DETAILED IMPORTANT RISK INFORMATION
You should not use ADVATE if you:
• Are allergic to mice or hamsters.
• Are allergic to any ingredients in ADVATE.
Tell your healthcare provider if you are pregnant or breastfeeding because ADVATE may not be right for you.
You should tell your healthcare provider if you:
• Have or have had any medical problems.
• Take any medicines, including prescription and non-prescription medicines, such as over-the-counter medicines, supplements or herbal
remedies.
• Have any allergies, including allergies to mice or hamsters.
• Have been told that you have inhibitors to factor VIII (because ADVATE may not work for you).
Your body may form inhibitors to factor VIII. An inhibitor is part of the body’s normal defense system. If you form inhibitors, it may stop
ADVATE from working properly. Consult with your healthcare provider to make sure you are carefully monitored with blood tests for the
development of inhibitors to factor VIII.
You can have an allergic reaction to ADVATE.
Call your healthcare provider right away and stop treatment if you get a rash or hives, itching, tightness of the throat, chest pain or
tightness, difﬁculty breathing, lightheadedness, dizziness, nausea or fainting.
Side effects that have been reported with ADVATE include: cough, headache, joint swelling/aching, sore throat, fever, itching, unusual
taste, dizziness, hematoma, abdominal pain, hot ﬂashes, swelling of legs, diarrhea, chills, runny nose/congestion, nausea/vomiting,
sweating, and rash.
Tell your healthcare provider about any side effects that bother you or do not go away or if your bleeding does not stop after
taking ADVATE.
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 following page for Brief Summary of ADVATE full Prescribing Information.
References: 1. ADVATE Prescribing Information. Westlake Village, CA: Baxter Healthcare Corporation; April 2014. 2. Data on ﬁle.
Baxter, Advate, Baxject and Baxject III are trademarks of Baxter International Inc. USBS/34/15-0011

ADVATE [Antihemophilic Factor (Recombinant)]
Lyophilized Powder for Reconstitution for Intravenous Injection
Brief Summary of Prescribing Information: Please see package insert for full Prescribing Information.
INDICATIONS AND USAGE
ADVATE [Antihemophilic Factor (Recombinant)] is a recombinant antihemophilic factor indicated for use
in children and adults with hemophilia A (congenital factor VIII deficiency or classic hemophilia) for:
• Control and prevention of bleeding episodes.
• Perioperative management.
• Routine prophylaxis to prevent or reduce the frequency of bleeding episodes.
ADVATE is not indicated for the treatment of von Willebrand disease.
CONTRAINDICATIONS
ADVATE is contraindicated in patients who have life-threatening hypersensitivity reactions, including
anaphylaxis, to mouse or hamster protein or other constituents of the product (mannitol, trehalose,
sodium chloride, histidine, Tris, calcium chloride, polysorbate 80, and/or glutathione).
WARNINGS AND PRECAUTIONS
Hypersensitivity Reactions
Allergic-type hypersensitivity reactions, including anaphylaxis, have been reported with ADVATE.
Symptoms include dizziness, paresthesia, rash, flushing, facial swelling, urticaria, dyspnea, and pruritus.
ADVATE contains trace amounts of mouse immunoglobulin G (MuIgG) d0.1 ng/IU ADVATE, and hamster
proteins d1.5 ng/IU ADVATE. Patients treated with this product may develop hypersensitivity to these
non-human mammalian proteins.
Discontinue ADVATE if hypersensitivity symptoms occur and administer appropriate emergency treatment.
Neutralizing Antibodies
Neutralizing antibodies (inhibitors) have been reported following administration of ADVATE predominantly
in previously untreated patients (PUPs) and previously minimally treated patients (MTPs). Monitor all
patients for the development of factor VIII inhibitors by appropriate clinical observation and laboratory
testing. If expected plasma factor VIII activity levels are not attained, or if bleeding is not controlled with
an expected dose, perform an assay that measures factor VIII inhibitor concentration. [see Warnings and
Precautions]
Monitoring Laboratory Tests
• Monitor plasma factor VIII activity levels by the one-stage clotting assay to confirm the adequate
factor VIII levels have been achieved and maintained when clinically indicated. [see Dosage and
Administration]
• Perform the Bethesda assay to determine if factor VIII inhibitor is present. If expected factor VIII activity
plasma levels are not attained, or if bleeding is not controlled with the expected dose of ADVATE, use
Bethesda Units (BU) to titer inhibitors.
– If the inhibitor titer is less than 10 BU per mL, the administration of additional antihemophilic factor
concentrate may neutralize the inhibitor and may permit an appropriate hemostatic response.
– If the inhibitor titer is above 10 BU per mL, adequate hemostasis may not be achieved. The
inhibitor titer may rise following ADVATE infusion as a result of an anamnestic response to factor
VIII. The treatment or prevention of bleeding in such patients requires the use of alternative
therapeutic approaches and agents.
ADVERSE REACTIONS
The serious adverse reactions seen with ADVATE are hypersensitivity reactions and the development of
high-titer inhibitors necessitating alternative treatments to factor VIII.
The most common adverse reactions observed in clinical trials (frequency t10% of subjects) were
pyrexia, headache, cough, nasopharyngitis, vomiting, arthralgia, and limb injury.
Clinical Trial Experience
Because clinical trials are conducted under widely varying conditions, adverse reaction rates observed in
the clinical trials of a drug cannot be directly compared to rates in clinical trials of another drug and may
not reflect the rates observed in clinical practice.
ADVATE has been evaluated in five completed clinical trials in previously treated patients (PTPs) and
one ongoing trial in previously untreated patients (PUPs) with severe to moderately severe hemophilia
A (factor VIII d2% of normal). A total of 234 subjects have been treated with ADVATE as of March 2006.
Total exposure to ADVATE was 44,926 infusions. The median duration of participation per subject was
370.5 (range: 1 to 1,256) days and the median number of exposure days to ADVATE per subject was 128
(range: 1 to 598).3
The summary of adverse reactions with a frequency t5% (defined as adverse events occurring within 24
hours of infusion or any adverse event causally related occurring within the trial period) is shown in Table 3.
No subject was withdrawn from a clinical trial due to an adverse reaction. There were no deaths in any
of the clinical trials.
Table 3
Summary of Adverse Reactionsa with a Frequency t5% (N = 234 Treated Subjectsb)
MedDRAc System Organ Class
General disorders and administration site
conditions
Nervous system disorders
Respiratory, thoracic, and mediastinal
disorders
Infections and infestations
Gastrointestinal disorders
Musculoskeletal and connective tissue
disorders
Injury, poisoning, and procedural
complications
Infections and infestations

MedDRA
Preferred Term

Number
of ADRs

Pyrexia

78

Number Percent
of
of
Subjects Subjects
50

21

Headache

104

49

21

Cough

75

44

19

Nasopharyngitis
Vomiting

61
35

40
27

17
12

Arthralgia

44

27

12

Limb injury

55

24

10

Upper respiratory
tract infection

24

20

9

Respiratory, thoracic, and mediastinal
Pharyngolaryngeal
23
20
9
disorders
pain
Respiratory, thoracic, and mediastinal
Nasal congestion
24
19
8
disorders
Gastrointestinal disorders
Diarrhea
24
18
8
Gastrointestinal disorders
Nausea
21
17
8
General disorders and administration site
Pain
19
17
8
conditions
Skin and subcutaneous tissue disorders
Rash
16
13
6
Infections and infestations
Ear infection
16
12
5
Injury, poisoning, and procedural
Procedural pain
16
12
5
complications
Respiratory, thoracic, and mediastinal
Rhinorrhea
15
12
5
disorders
a
Adverse reactions are defined as all adverse events that occurred (a) within 24 hours after being
infused with investigational product, or (b) all adverse events assessed related or possibly related
to investigational product, or (c) adverse events for which the investigator’s or sponsor’s opinion of
causality was missing or indeterminate.
b
The ADVATE clinical program included 234 treated subjects from 5 completed studies in PTPs and 1
ongoing trial in PUPs as of 27 March 2006.
c
MedDRA version 8.1 was used.
Immunogenicity
The development of factor VIII inhibitors with the use of ADVATE was evaluated in clinical trials with
pediatric PTPs (<6 years of age with >50 factor VIII exposures) and PTPs (>10 years of age with >150
factor VIII exposures). Of 198 subjects who were treated for at least 10 exposure days or on study for
a minimum of 120 days, 1 adult developed a low-titer inhibitor (2 BU in the Bethesda assay) after 26
exposure days. Eight weeks later, the inhibitor was no longer detectable, and in vivo recovery was normal
at 1 and 3 hours after infusion of another marketed recombinant factor VIII concentrate. This single event
results in a factor VIII inhibitor frequency in PTPs of 0.51% (95% CI of 0.03 and 2.91% for the risk of any
factor VIII inhibitor development).3,4 No factor VIII inhibitors were detected in the 53 treated pediatric PTPs.
In clinical trials that enrolled previously untreated subjects (defined as having had up to 3 exposures to
a factor VIII product at the time of enrollment) , 5 (20%) of 25 subjects who received ADVATE developed
inhibitors to factor VIII.3 Four subjects developed high titer (>5 BU) and one patient developed low-titer
inhibitors. Inhibitors were detected at a median of 11 exposure days (range 7 to 13 exposure days) to
investigational product.
Immunogenicity also was evaluated by measuring the development of antibodies to heterologous
proteins. 182 treated subjects were assessed for anti-Chinese hamster ovary (CHO) cell protein
antibodies. Of these subjects, 3 showed an upward trend in antibody titer over time and 4 showed
repeated but transient elevations of antibodies. 182 treated subjects were assessed for muIgG protein
antibodies. Of these, 10 showed an upward trend in anti-muIgG antibody titer over time and 2 showed
repeated but transient elevations of antibodies. Four subjects who demonstrated antibody elevations
reported isolated events of urticaria, pruritus, rash, and slightly elevated eosinophil counts. All of these
subjects had numerous repeat exposures to the study product without recurrence of the events and a
causal relationship between the antibody findings and these clinical events has not been established.
Of the 181 subjects who were treated and assessed for the presence of anti-human von Willebrand
Factor (VWF) antibodies, none displayed laboratory evidence indicative of a positive serologic response.
The detection of antibody formation is highly dependent on the sensitivity and specificity of the assay.
Additionally, the observed incidence of antibody (including neutralizing antibody) positivity in an assay
may be influenced by several factors including assay methodology, sample handling, timing of sample
collection, concomitant medications, and underlying disease. For these reasons, comparison of the
incidence of antibodies to ADVATE with the incidence of antibodies to other products may be misleading.
Post-Marketing Experience
The following adverse reactions have been identified during post-approval use of ADVATE. Because
these reactions are reported voluntarily from a population of uncertain size, it is not always possible to
reliably estimate their frequency or establish a causal relationship to drug exposure.
Among patients treated with ADVATE, cases of serious allergic/hypersensitivity reactions including
anaphylaxis have been reported and factor VIII inhibitor formation (observed predominantly in PUPs). Table
4 represents the most frequently reported post-marketing adverse reactions as MedDRA Preferred Terms.
Table 4
Post-Marketing Experience
Organ System [MedDRA Primary SOC]

Preferred Term
Anaphylactic reactiona
Immune system disorders
Hypersensitivitya
Blood and lymphatic system disorders
Factor VIII inhibition
Injection site reaction
Chills
General disorders and administration site
Fatigue/Malaise
conditions
Chest discomfort/pain
Less-than-expected therapeutic effect
a
These reactions have been manifested by dizziness, paresthesias, rash, flushing, face swelling,
urticaria, and/or pruritus.
Baxter, and Advate are trademarks of Baxter International Inc. Baxter and Advate are registered in the
U.S. Patent and Trademark Office.
Patented: see www.baxter.com/productpatents/
Baxter Healthcare Corporation, Westlake Village, CA 91362 USA
U.S. License No. 140 Issued 04/2014

HHemophilia
E M OAssociation
P H I Lof ISanADiego County

Non-Profit Org.
U.S. Postage

3550
105
A
S Camino
S O Del
C Rio
I ANorth,
T I Suite
O N
O F S A California
N D I E G O 92108
C O U N T Y
San Diego,

PAID

Permit No. 589
San Diego, CA

!"#$%&%"'()$"*&+,&(-().#&
hasdc 2015
calendar of events
*/0123234&(5/367&89:&;<=>&
Subject to change. Advance registration is required for all events. Please contact HASDC office for event details.

&

!"#$%
3"4"-5%
3"4"-5%
?'05'2@',%
B85C@',%
B85C@',%

&''(%)'*+',-./0%1*20%
?3/@&A9B16293C%

6*2/#$%7/8(/8%
9*8:0*8:-%;%9#''+',-%<='(5%&9>%
?7S9379:/T&RF&N1F/:C&

A/-0*(/8%A',/5*4'%<='(5%
?#S9379:/T&RF&N1V1A61I&#S1327W&93AFC%

?*(%>/'4C%A'2C0./#/*%D*#:%
<+"8*5/C(*#%>/((',%7,C4,*2%%
?7S9379:/T&RF&N1V1A61C%

EC='2@',%

9,'F',$%&C",%9'('G/5%%
?3/@&/5/36C%

EC='2@',%

3(("*#%&C$%>,/='%

>'8'2@',%
>'8'2@',%

<+"8*5/C(*#%>/((',%7,C4,*2%%
?7S9379:/T&RF&)959&)9:T27LC%

AC#/+*$%1'#'@,*5/C(%

DEAF&=GH;<&
%E::F&-2AA14/I&J97/026/&)162931A&K1:L&
"E4E76&=&
M277293&N1F&K1:L&O&KA1F1&K1B282B1&P1Q/R9&
"E4E76&;U&
'9B16293&.N$&
#/S6/0R/:&=U&
N/76&X/76/:3&!1B2/3T1I&+AT&.9@3&
+B69R/:&=<&
'2R/:6F&#616293I&#13&$2/49&
+B69R/:&=>&
'9B16293&.N$&
)95/0R/:&=Y&?6/361625/C&
#13&$2/49&
)95/0R/:&
$:9S&T93162937&Z&!"#$%&RF&$/B&=&
$/B/0R/:&[&
'9B16293&.N$&
$/B/0R/:&=\&
!13TA/:F&!96/AI&M277293&-1AA/F&

%
9#''+/(4%>/-C,+',%<='(5-%&.,C"4.C"5%5.'%H?%I%%
N2L234&89:&NA//T/:7&;<=>]&DEA&;>&H&"E4&=I&%"&
)162931A&!/09SW2A21&,9E3T16293&"33E1A&M//6234]&"E4&=\H=>I&$1AA17&.^&
Page 16
Bloodlines • Volume 35 Issue 2

