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Our local bleeding disorders community celebrated the 
season on December 9 at the Handlery Hotel San Diego in 
Mission Valley. Hemophilia Association of San Diego Coun-
ty families, friends and industry partners enjoyed crafts, 
cookies, and a special visit from Mr. and Mrs. Claus.

Families donned silly hats and glasses and incorporat-
ed holiday props for the photo booth. Children enjoyed 
decorating cookies with sprinkles, making personalized 
reindeer ornaments, and having their smiling faces paint-
ed with holiday designs. Everyone was treated to a deli-
cious lunch, topped off with lemon cake and chocolate 

brownies. And the event ended with the main event – a 
final “ho ho ho” from Santa and a wrapped gift for each 
girl and boy.

This annual holiday tradition is made possible by the gen-
erous support of our financial donors, toy drive contribu-
tors, community volunteers and the HASDC elves. A special 
thank you to the 2017 event sponsors – Bayer Healthcare, 
CSL Behring, and Genentech. Because of this loyal support, 
HASDC will continue to provide special events like these for 
our local bleeding disorders community.

INFUSION TRAINING 
for adults & children 

Saturday, January 27
9:00 am - 12:30 pm
Rady Children’s Hospital
Educational Office Building #14
7960 Birmingham Drive, San Diego 92123

Get a hand - lend a hand!
We are happy to announce a new program series for 2018 - 
Infusion Training. This educational initiative is designed to 
make infusion easier for both patients and for their caregivers. 
In a relaxed setting and with the direction of licensed medical 
professionals, patients can practice the technique of self-
injection and caregivers can learn to administer home 
infusions for others. This program is presented by HASDC, the 
Rady Children’s Hospital HTTC and the UC San Diego Health 
HTTC. Refreshments provided.

Register: www.hasdc.org/events
Space is limited and pre-registration is required.
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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.

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

THANk YOu 2017 
INDuSTRY SYmpOSIum SpONSORS

A speciAl thAnk you 
to our 2017 

industry symposium sponsors 
for their support!

mAjOR SpONSORS
CSL Behring • Grifols • Pfizer Hemophilia

pREmIER SpONSORS
Bayer Healthcare • Shire

CONTRIBuTING SpONSORS
Accredo • Brothers Healthcare • CVS Specialty

Fidelis Specialty Pharmacy • Genentech
Quality Home Infusion • Rady Children’s Hospital HTTC

Soleo Health • UC San Diego Health HTTC

It feels like we just started 2017 but here 
we are getting ready to ring in the New 
Year. This past year has been filled with 
great programs and events. We held our 
first Annual Familia de Sangre Confer-
ence in partnership with the Hemophilia 
Foundation of Northern California and the 
Hemophilia Foundation of Southern Cali-
fornia as well as had another successful 
year of camp where five kids learned to 
self-infuse. We greatly appreciate all of 
you, for your support of HASDC and the 
kind words you express throughout the 
year at our events. We look forward to 
bringing you new programming in 2018, 
including an Infusion Training Classes 

and an Advocacy Fo-
rum in February.  

On behalf of the 
HASDC board of di-
rectors and staff, we 
would like to thank all 
of our 2017 donors 
and volunteers. Our 
programs and events 
would not be possible or successful with-
out your continued support. We look for-
ward to continued partnerships in 2018. 

Wishing everyone a joyful holiday and 
a Happy New Year! 

DIRECTOR’S CORNER
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"This has been the healthiest year
of my entire life."

                 –Peter

1827 E. Fir, Suite 101, Fresno, Ca 93720

www.herndonpharmacy.com  |  www.facebook.com/HerndonPharmacy

Peter suffers from severe hemophilia. An immigrant from the Phillipines, he was 
not aware of the resources available in the US to help him and spent many 
long, frustrating hours at the hospital in order to receive the factor he needed.  
In 2016 he searched the internet, found Herndon Pharmacy and is now receiving 
the medication and attention he desperately required.

As a Bleeding Disorder Specialty Pharmacy, we believe there are underserved 
patients amongst us.

And we have a passion for service! We only hire people who believe what we 
believe! In what will be a lifetime of treatment, we look forward to partnering 
with our patients to provide the best care possible. 

ONE MISSION. ONE PASSION.

"Thank you Herndon Pharmacy, for changing my life."
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YOUR WAY moments
PROVEN PROPHYLAXIS +
SIMPLE,* TWICE-WEEKLY DOSING SCHEDULE =

©2017 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-800-828-2088.  
SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings Ireland Limited or its affiliates. 
ADVATE and ADYNOVATE are trademarks or registered trademarks of Baxalta Incorporated, a wholly owned, indirect subsidiary of Shire plc.  
S31486   05/17

Indications 
ADYNOVATE is an injectable medicine that is used to help  
treat and control bleeding in children and adults with  
hemophilia A (congenital Factor VIII deficiency). Your  
healthcare provider may give you ADYNOVATE when you  
have surgery. ADYNOVATE can reduce the number of  
bleeding episodes when used regularly (prophylaxis). 
ADYNOVATE is not used to treat von Willebrand disease. 

DETAILED IMPORTANT RISK INFORMATION
You should not use ADYNOVATE if you: 
• Are allergic to mice or hamster protein 
•  Are allergic to any ingredients in ADYNOVATE or ADVATE  

[Antihemophilic Factor (Recombinant)] 
Tell your healthcare provider if you are pregnant or breastfeeding 
because ADYNOVATE 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 

ADYNOVATE 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 ADYNOVATE 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 ADYNOVATE.  
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. 
The common side effects of ADYNOVATE are headache and nausea. 
Tell your healthcare provider about any side effects that bother you 
or do not go away.
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 the following page for ADYNOVATE Important Facts.
For full Prescribing Information, visit www.ADYNOVATE.com.
References: 1. ADYNOVATE Prescribing Information. 2. Mullins ES, 
Stasyshyn O, Alvarez-Román MT, et al. Extended half-life pegylated, full-length 
recombinant factor VIII for prophylaxis in children with severe haemophilia A. 
Haemophilia. 2016 Nov 27. doi: 10.1111/hae.13119 [Epub ahead of print].  
3. Data on file.

* ADYNOVATE allows you to infuse on the same 2 days every week.

ADYNOVATE [Antihemophilic Factor (Recombinant), PEGylated] Important Information

ADYNOVATE® is FDA approved 
for patients of all ages with 
Hemophilia A

Talk to your doctor and visit ADYNOVATE.com

+ Children (<12 years) experienced a median overall ABR of 2.0 
(IQR: 3.9) and a median ABR of zero for both joint (IQR: 1.9) and 
spontaneous (IQR: 1.9) bleeds1,3

+ 38% (n=25) of children (<12 years) experienced zero total bleeds; 
73% (n=48) experienced zero joint bleeds; and 67% (n=44) 
experienced zero spontaneous bleeds1

The pediatric study of children <12 years of age (N=66) 
evaluated the immunogenicity, efficacy, PK (as compared to 
ADVATE® [Antihemophilic Factor (Recombinant)]), and safety 
of ADYNOVATE twice-weekly prophylaxis (40-60 IU/kg) and 
determined hemostatic efficacy in the treatment of bleeding 
episodes for 6 months.1,2

 The pivotal trial of children and adults 12 years (N=137)  
evaluated the efficacy, PK, and safety of ADYNOVATE twice-
weekly prophylaxis (40-50 IU/kg) vs on-demand (10-60 IU/kg) 
treatment, and determined hemostatic efficacy in the treatment 
of bleeding episodes for 6 months.�
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The risk information provided here is not comprehensive. 
To learn more, talk with your health care provider or 
pharmacist about ADYNOVATE. The FDA-approved product 
labeling can be found at www.shirecontent.com/PI/PDFs/
ADYNOVATE_USA_ENG.pdf or 855-4-ADYNOVATE.

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.

Baxalta, Advate, and Adynovate are trademarks of 
Baxalta Incorporated, a wholly owned, indirect 
subsidiary of Shire plc.

Baxalta US Inc.
Westlake Village, CA 91362 USA
U.S. License No. 2020 
Issued 12/2016 

16I045-ADY-US      S24587      01/17

What should I tell my healthcare provider before 
I use ADYNOVATE?
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. 

•   Are breastfeeding. It is not known if ADYNOVATE passes 
into your milk and if it can harm your baby. 

•   Are pregnant or planning to become pregnant. It is not 
known if ADYNOVATE may harm your unborn baby. 

•   Have been told that you have inhibitors to factor VIII 
(because ADYNOVATE may not work for you).

Patient Important facts about 
ADYNOVATE® [Antihemophilic Factor (Recombinant), PEGylated]

This leaflet summarizes important information about 
ADYNOVATE. Please read it carefully before using this 
medicine. This information does not take the place of talking 
with your healthcare provider, and it does not include all of 
the important information about ADYNOVATE. If you have any 
questions after reading this, ask your healthcare provider. 

What are the possible side effects of ADYNOVATE?
You can have an allergic reaction to ADYNOVATE. 

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. 

The common side effects of ADYNOVATE are headache and 
nausea. Tell your healthcare provider about any side effects 
that bother you or do not go away. 

These are not all the possible side effects with ADYNOVATE. 
You can ask your healthcare provider for information that is 
written for healthcare professionals.

What is the most important information I need to know 
about ADYNOVATE?
Do not attempt to do an infusion to yourself unless you have been 
taught how by your healthcare provider or hemophilia center. 

You must carefully follow your healthcare provider’s 
instructions regarding the dose and schedule for infusing 
ADYNOVATE so that your treatment will work best for you.

What is ADYNOVATE?
ADYNOVATE is an injectable medicine that is used to help treat 
and control bleeding in children and adults with hemophilia A 
(congenital Factor VIII deficiency). Your healthcare provider 
may give you ADYNOVATE when you have surgery. ADYNOVATE 
can reduce the number of bleeding episodes when used 
regularly (prophylaxis). 

ADYNOVATE is not used to treat von Willebrand disease.

What else should I know about ADYNOVATE and Hemophilia A?
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 ADYNOVATE 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. 

Medicines are sometimes prescribed for purposes other than 
those listed here. Do not use ADYNOVATE for a condition for 
which it is not prescribed. Do not share ADYNOVATE with other 
people, even if they have the same symptoms that you have.

Who should not use ADYNOVATE?
You should not use ADYNOVATE if you:

•  Are allergic to mice or hamster protein

•   Are allergic to any ingredients in ADYNOVATE or ADVATE® 
[Antihemophilic Factor (Recombinant)]

Tell your healthcare provider if you are pregnant or 
breastfeeding because ADYNOVATE may not be right for you.

How should I use ADYNOVATE?
ADYNOVATE is given directly into the bloodstream. 

You may infuse ADYNOVATE at a hemophilia treatment center, 
at your healthcare provider’s office or in your home. You 
should be trained on how to do infusions by your healthcare 
provider or hemophilia treatment center. Many people with 
hemophilia A learn to infuse their ADYNOVATE by themselves 
or with the help of a family member. 

Your healthcare provider will tell you how much ADYNOVATE to 
use based on your individual weight, level of physical activity, 
the severity of your hemophilia A, and where you are bleeding. 

Reconstituted product (after mixing dry product with wet 
diluent) must be used within 3 hours and cannot be stored or 
refrigerated. Discard any ADYNOVATE left in the vial at the end 
of your infusion as directed by your healthcare professional. 

You may have to have blood tests done after getting ADYNOVATE 
to be sure that your blood level of factor VIII is high enough to 
clot your blood. 

How should I use ADYNOVATE? (cont’d)
Call your healthcare provider right away if your bleeding does 
not stop after taking ADYNOVATE.



Page 6  |  Bloodlines • Volume 37 Issue 4

uCSD HEATLH HEmOpHILIA AND THROmBOSIS TREATmENT CENTER

Uc san Diego health hemophilia and thrombosis treatment center  
8929 University Center Lane, Suite 201 • San Diego CA 92122 
Phone (858) 657-6301 | fax (858) 550-9032 | email httc@ucsd.edu 
Website: health.ucsd.edu/hemophilia

We hope to see you at one of our upcoming educational or athletic events – 

gOLf cLINIc 
When: every Wednesday, January 10 – February 7 
Where: Stadium Golf - 2990 Murphy Canyon Rd, San Diego 92123 
Time: 6:30pm – 7:30pm

Registration: contact Andres Flores at 858.249.0910 or anf030@ucsd.edu.  
Space is limited and pre-registration is required. 

INfUsION traININg 
Hosted by HASDC, Rady Children’s Hospital and UC San Diego Health 
When: Saturday, January 27 
Where: Rady Children’s Educational Office Building #14 
7960 Birmingham Drive,  San Diego 92123 
Time: 9:00am – 12:30pm

Registration: contact the Hemophilia Association of San Diego County  
www.hasdc.org/events or 619.325.3570.  
Space is limited and pre-registration is required. 

INDOOr rOck cLImbINg 
When: every Wednesday, February 14 – March 21 
Where: Mesa Rim - 405 Camino del Rio S, San Diego 92108 
Time: 6:30pm – 8:30pm

Registration: contact Andres Flores at 858.249.0910 or anf030@ucsd.edu.  
Space is limited and pre-registration is required.

We are moving! –The UC San Diego Health HTTC will be relocating in March 2018. Compete 
details will be sent to all patients in the New Year.

uC San Diego Health 
Hemophilia  

& Thrombosis  
Treatment  

Center

Rady Children’s Hemophilia and Thrombosis 
Treatment Center and the services that we 
provide are supported through the Rady 
Children’s Home Care Specialty Pharmacy 
Program (http://www.rchsd.org/programs-
services/homecare) which provides factor 
at reduced cost through the 340B Drug 
Program. To learn more about how the 340B 
Drug Program supports Hemophilia Treatment 
Centers watch the video: https://www.youtube.
com/watch?v=WbpSggJzeik

Many children with hemophilia and von 
Willebrand disease receive clotting factor to treat 
and prevent bleeding. Clotting factor is infused 
into the veins. Factor infusion is a skill that takes 
time, patience and practice to learn. It can be 
challenging, but parents and patients can learn 
infusion with the right education and support.

Rady Children’s Hemophilia and Treatment 
Center is partnering with UC San Diego 
Hemophilia and Thrombosis Treatment Center 
and the Hemophilia Association of San Diego 
County for a SELF-INFUSION CLINIC on 
Saturday January 27th at Rady Children’s. Look 
out for your invitation in the mail.

Kappi and Rosalie, our Hemophilia Nurses, will 
host SELF-INFUSION TRAINING on Wednesday 
afternoons from 3 to 5 pm. They will provide 
one-on-one teaching. Patients can bring their 
own dose of factor to infuse or practice with 
saline. Call 858-966-7918 for more information.

rady children’s hospital httc
main clinic: 858.657.6028
after hours: 858.576.1700

RADY CHILDREN’S HEmOpHILIA AND THROmBOSIS TREATmENT CENTERRady Children’s 
Hospital 

Hemophilia 
& Thrombosis 

Treatment Center
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Michael, 30 years old, lives with hemophilia A.

Visit Novoeight.com today  
to learn more.

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

Novoeight®— 
designed to fit into  
your world

An injectable medicine used to control and prevent  
bleeding in people with hemophilia A

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

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

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

Reliability

a Compared with other recombinant factor VIII products.
b 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.

Please see Prescribing Information for  
complete storage instructions.

8
Terms and conditions apply.
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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

Novoeight®— 
designed to fit into  
your world

An injectable medicine used to control and prevent  
bleeding in people with hemophilia A

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

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

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

Reliability

a Compared with other recombinant factor VIII products.
b 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.

Please see Prescribing Information for  
complete storage instructions.

8
Terms and conditions apply.
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FAmILIA DE SANGRE 2017
My experience attending the Familia de Sangre Conference 
was a great one! Everyone involved was beyond helpful, 
friendly and caring. I met so many new families and personal 
contacts that I am sure to keep in touch with for years to 
come. And my wife and I enjoyed some much needed time 
together with our children.

I was lucky to be the Master of Ceremony and share my 
personal experiences with my community; it was a real privilege 
to volunteer for this great Conference. I was thoroughly 
impressed by the many different breakout sessions attendees 
were able to choose from. My favorite moments included 
great conversations, and the knowledge I was able to obtain 
from the people I was able to speak with. It was amazing 
to have a time and place to mingle with people that know 
and understand exactly what you’re going through. My other 
favorite thing was the Disneyland final night event!

The work that the California hemophilia association chapters 
undertook, and the assistance they provided to the families to 
attend this gathering is so important to the Latino community. 
It enables us to interact together, learn new things, meet 

new families and connect with friends old and new. Without 
the support of the San Diego County, Southern California 
and Northern California chapters we would not have the 
Familia de Sange Conference. I am forever thankful for the 
opportunity, and hope we can continue to have educational 
and networking events like this in the future.

¡Mi experiencia asistiendo a La Conferencia Familia de 
Sangre fue extraordinaria! Todos los participantes fueron muy  
serviciales, amables y atentos.  Conocí muchas familias nuevas 
y entablé contactos personales con las cuales, de seguro, me 
seguiré comunicando en los años venideros.  Mi esposa y yo 
disfrutamos  de mucho tiempo juntos con los niños, lo cual 
necesitábamos.  

Me considero con suerte de haber sido el maestro de 
ceremonias y compartir mis experiencias personales con mi 
comunidad; fue un gran privilegio el participar como voluntario 
en esta gran conferencia.  Estuve tremendamente impresionado 
de todas las diferentes sesiones que los participantes tenían 
para escoger.  Mis momentos favoritos incluyeron grandes 
conversaciones, y los conocimientos que obtuve a través de 
conversaciones con las personas con las cuales pude hablar.  
Fue asombroso  tener el tiempo y un lugar para mezclarse 
con personas que saben y entienden exactamente  por lo que 
nosotros estamos pasando.  Mi otra parte favorita fue el evento 
de la última noche; ir a Disneyland! 

El compromiso que los Capítulos de la Asociación de 
Hemofilia de California asumió y la ayuda que les proveyeron a 
las familias para que asistieran a esta conferencia fueron muy 
importantes para la comunidad Latina.  Nos dio la oportunidad 

de comunicarnos, aprender cosas nuevas, conocer nuevas 
familias,  entablar comunicación con viejas amistades  y 
formar  nuevas amistades.  Sin la ayuda de los Capítulos del 
Condado de San Diego, el Norte y el Sur de California no 
hubiésemos tenido la Conferencia Familia de Sangre.  Siempre 
estaré agradecido por la oportunidad y espero que podamos 
continuar teniendo eventos educativos y redes de contacto 
como este en el futuro.  

by reNattO meDraNDa

fAmiliA de sAngre 2017
Por Renatto Medranda

famILIIa De saNgre 15-19 De sePtIembre De 2017

La Asociación de Hemofilia del Condado de San Diego, 
la Fundación de Hemofilia del Norte de California 
y la Fundación de Hemofilia del Sur de California 
orgullosamente presentaron la primera conferencia 
estatal, Familia de Sangre; una conferencia al nivel estatal 
de tres días sobre trastornos sanguíneos presentada 
en español y traducida al inglés. Esta conferencia 
para la comunidad Latina ofreció  oportunidades para 
establecer conexiones, también ofreció sesiones 
educativas que cubrieron importantes temas de cuidado 
de la salud, educación y servicios de apoyo.  Más de 
500 participantes  de alrededor del estado de California 
acudieron. Esté atento, en la primavera anunciaremos las 
fechas para el 2018.

famILIIa De saNgre  sePtember 15-19 2017

The Hemophilia Association of San Diego County, 
Hemophilia Foundation of Northern California and 
Hemophilia Foundation of Southern California proudly 
presented the first annual Familia de Sangre, a three-day 
statewide bleeding disorders conference presented in 
Spanish and translated into English. The conference for the 
Latino community offered networking opportunities and 
educational sessions covering healthcare, education and 
support services. Over 500 participants from throughout 
California attended. Watch for an announcement of 2018 
dates in the sping.



!"#$%&'$%("&$)%
*"+,-.%$(/0"&,12%(".%

!34567389%+36:;%<=%
!3>%(?@AB%CBB

Join us at the San Diego Zoo for our 45th Annual Family Education Day. This 
event is for individuals with bleeding disorders, carriers, and their families 
and caregivers. Participants will enjoy networking opportunities and 
educational sessions on a variety of topics. After the educational program, 
attendees can enjoy the San Diego Zoo on their own. This event will be 
presented in English and translated into Spanish. Complimentary childcare 
will be provided for children ages 5-12. There is no fee for this event, but 
pre-registration is required.

Watch for your invitation 
in February. 

Register online at: 
www.hasdc.org/events 

Hemophilia Association of San Diego County
3550 Camino Del Rio North, Suite 105

San Diego, CA 92108
Web: www.hasdc.org  Email: info@hasdc.org

Tel: 619.325.3570
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H E M O P H I L I A
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

Watch for your invitation
in February.

Register online at:
www.hasdc.org/events

Hemophilia Association of San Diego County
3550 Camino Del Rio North, Suite 105

San Diego, CA 92108
Web: www.hasdc.org Email: info@hasdc.org

Tel: 619.325.3570

FAmILIA DE SANGRE 2017 mEmORIES
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By Crystal Meers 
Reprint from the New York Times - January 4, 2016

“One of coziest things about winter is curling up with a hot drink,” says Alissa Wagner, the co-owner 
and chef, along with Sabrina De Sousa, behind the chic, health-conscious New York City Chinatown 
restaurant Dimes. In her mug for the new year: rejuvenating goji berry and ginger tea, which will be 
added to the menu this month. “It’s packed with ingredients to boost the immune system and even 
has maca powder for a blast of energy — a crucial bonus to help get through those long winter days,” 
Wagner notes. She suggests doubling the simple recipe and keeping a jar in the fridge so the tea can 
be warmed up at a moment’s notice. Yield: four 8-ounce servings

Ingredients
1 cup goji berries
3 cups boiling water
¼ cup lemon juice plus more to taste
2 teaspoons maple syrup
2 teaspoons turmeric
2 teaspoons ground ginger
2 teaspoons bee pollen
1 teaspoon maca powder

Preparation
1.  Soak goji berries in boiling water until soft, about 

10 minutes.
2.  Transfer the warm berries and water into a 

blender along with the remaining ingredients.
3. Blend until very smooth.
4. Serve hot.

Ingredientes
1 taza de  bayas de goji
3 tazas de agua hirviendo
¼ taza de jugo de limón y más para el gusto 
2 cucharaditas de almíbar de arce (maple)
2 cucharaditas de turmeric
2 cucharaditas de jengibre en polvo 
2 cucharaditas de polen de abeja
1 cucharadita de polvo de maca 

Preparación
1.  Ponga las  bayas goji en agua hirviendo hasta 

que estén suaves, como por 10 minutos.
2.  Ponga las bayas calientes con el agua en la 

licuadora junto con el resto de los ingredientes.
3. Mezcle todo hasta que esté suave.
4. Sírvalo caliente.

Wellness (wel-nis):  
the quality or state of 

being healthy in body and 
mind, as the result of a 

deliberate effort. 

WELLNESS 
CORNER

A WARm AND REjuvENATING WINTER TEA RECIpE

“Una de las cosas más acogedoras de invierno es acurrucarse con una bebida caliente,” dice Alissa 
Wagner, la copropietaria y chef  junto con Sabrina De Sousa, detrás del chic y saludable  restaurante 
Dimes en Nueva York Chinatown.  En su tazón para el nuevo año: Té rejuvenecedor  de jengibre y 
bayas de goji, el cual será agregado al menú éste mes.  “está repleto  de ingredientes para estimular 
el sistema inmunológico e incluso tiene la maca en polvo para una explosión de energía – un beneficio 
crucial para ayudar con esos largos días de invierno,” Notas de Wagner.  Ella sugiere redoblar esta 
simple receta y mantenerla en un frasco en la refrigeradora y así poder calentar el té en un momento.  
Rendimiento: cuatro porciones de 8 onzas cada una

recetA pArA un cálido y rejuvenecedor té de invierno 
Por Crystal Meers 
Reprint from the New York Times - January 4, 2016

Bienestar: 
la cualidad o el estado 

de estar saludable 
en cuerpo y mente  

como resultado de un 
esfuerzo deliberado. 

ESqINA DEL 
BIENESTAR
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© Bayer. All rights reserved. Bayer and the Bayer Cross are registered trademarks of Bayer. 9/17. PP-775-US-0932

Explore Bayer’s additional leadership opportunities, Step Up Reach Out and AFFIRM, 
at www.LivingWithHemophilia.com/Lead

*Includes lodging and transportation costs

 LivingWithHemophilia.com/Lead2018

LEADERSH IP

Leadership 
Begins With U

Introducing Leadership U, a paid summer internship* for full-time 

college students whose lives have been touched by hemophilia. 

Work alongside leaders at Bayer, meet with advocacy groups in 

New York City and Washington, DC, and start shaping the future 

of the hemophilia community. 

Now Accepting 2018 Summer Internship Applications at
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AFSTYLA is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC. AFSTYLA® is 
a registered trademark of CSL Behring Recombinant Facility AG. 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   www.AFSTYLA.com   AFS16-05-0084   5/2016

Please see the following brief summary of full prescribing information  
on the adjacent page, and the full prescribing information, including  
patient product information, at AFSTYLA.com.

Important Safety Information 
AFSTYLA is used to treat and control bleeding episodes in people with hemophilia A. Used regularly (prophylaxis), AFSTYLA  
can reduce the number of bleeding episodes and the risk of joint damage due to bleeding. Your doctor might also give you 
AFSTYLA before surgical procedures.
AFSTYLA is administered by intravenous injection into the bloodstream, and can be self-administered or administered by a 
caregiver. Your healthcare provider or hemophilia treatment center will instruct you on how to do an infusion. Carefully follow 
prescriber instructions regarding dose and infusion schedule, which are based on your weight and the severity of your condition.
Do not use AFSTYLA if you know you are allergic to any of its ingredients, or to hamster proteins. Tell your healthcare provider  
if you previously had an allergic reaction to any product containing Factor VIII (FVIII), or have been told you have inhibitors to  
FVIII, as AFSTYLA might not work for you. Inform your healthcare provider of all medical conditions and problems you have, as 
well as all medications you are taking.
Immediately stop treatment and contact your healthcare provider if you see signs of an allergic reaction, including a rash or hives, 
itching, tightness of chest or throat, difficulty breathing, lightheadedness, dizziness, nausea, or a decrease in blood pressure.
Your body can make antibodies, called inhibitors, against FVIII, which could stop AFSTYLA from working properly. You might need 
to be tested for inhibitors from time to time. Contact your healthcare provider if bleeding does not stop after taking AFSTYLA.
In clinical trials, dizziness and allergic reactions were the most common side effects. However, these are not the  
only side effects possible. Tell your healthcare provider about any side effect that bothers you  
or does not go away.
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.

For adults and children with hemophilia A

REACH HIGHER 
With the Long-lasting Protection of AFSTYLA

WEEKLY
AVAILABLE

ZERO
BLEEDS

(median AsBR*)

NATURAL
FACTOR
VIII

COMPARABLE TO

FDA-approved for  
dosing 2 or 3 times 

a week

In clinical trials, 
whether dosed  

2 or 3 times a week

Identical to  
natural Factor VIII 

once activated

Zero inhibitors observed—Low incidence  
of side effects in clinical trials

In clinical trials, dizziness and allergic reactions  
were the most common side effects.

Visit AFSTYLA.com to sign up for the latest news

* Annualized spontaneous bleeding rate in clinical trials (interquartile range  
[IQR]=0–2.4 for patients ≥12 years; 0–2.2 for patients <12 years).
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AFSTYLA®, Antihemophilic Factor (Recombinant), Single Chain
For Intravenous Injection, Powder and Solvent for Injection
Initial U.S. Approval: 2016

BRIEF SUMMARY OF PRESCRIBING INFORMATION
These highlights do not include all the information needed to use AFSTYLA 
safely and effectively.  Please see full prescribing information for AFSTYLA, 
which has a section with information directed specifically to patients.

What is the most important information I need to know about AFSTYLA?

 • Your healthcare provider or hemophilia treatment center will instruct you on how to 
do an infusion on your own.

 • Carefully follow your healthcare provider’s instructions regarding the dose and 
schedule for infusing this medicine.

What is AFSTYLA?

 • AFSTYLA is a medicine used to replace clotting Factor VIII that is missing in patients 
with hemophilia A.

 • Hemophilia A is an inherited bleeding disorder that prevents blood from clotting 
normally.

 • Does not contain human plasma derived proteins or albumin.
 • Your healthcare provider may give you this medicine when you have surgery.
 • Is used to treat and control bleeding in all patients with hemophilia A.
 • Can reduce the number of bleeding episodes when used regularly (prophylaxis) and 

reduce the risk of joint damage due to bleeding.
 • Is not used to treat von Willebrand disease.

Who should not use AFSTYLA?

You should not use AFSTYLA if you:
 • Have had a life-threatening allergic reaction to it in the past.
 • Are allergic to its ingredients or to hamster proteins.

Tell your healthcare provider if you are pregnant or breastfeeding because AFSTYLA may 
not be right for you.

What should I tell my healthcare provider before using AFSTYLA?

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 hamster proteins.
 • Have been told you have inhibitors to Factor VIII (because this medicine may not 

work for you).

How should I use AFSTYLA?

 • Administer directly into the bloodstream.
 • Use as ordered by your healthcare provider.
 • You should be trained on how to do intravenous injections by your healthcare provider 

or hemophilia treatment center. Once trained, many patients with hemophilia A are 
able to inject this medicine by themselves or with the help of a family member.

 • Your healthcare provider will tell you how much to use based on your weight, the 
severity of your hemophilia A, and where you are bleeding.

 • You may need to have blood tests done after getting to be sure that your blood level 
of Factor VIII is high enough to clot your blood.

 • Call your healthcare provider right away if your bleeding does not stop after taking 
this medicine.

What are the possible side effects of AFSTYLA?

 • Allergic reactions may occur. Immediately stop treatment and call your healthcare 
provider right away if you get a rash or hives, itching, tightness of the chest or throat, 
difficulty breathing, light-headedness, dizziness, nausea, or decrease in blood pressure.

 • Your body may form inhibitors to Factor VIII. An inhibitor is a part of the body’s 
defense system. If you form inhibitors, it may stop this medicine from working 
properly. Your healthcare provider may need to test your blood for inhibitors from 
time to time.

 • Common side effects are dizziness and allergic reactions.
 • These are not the only side effects possible. Tell your healthcare provider about any 

side effect that bothers you or does not go away.

What else should I know about AFSTYLA?

 • Medicines are sometimes prescribed for purposes other than those listed here. Do 
not use this medicine for a condition for which it is not prescribed. Do not share with 
other people, even if they have the same symptoms that you have.

Please see full prescribing information, including full FDA-approved patient 
labeling. For more information, visit www. AFSTYLA.com

Manufactured by:
CSL Behring GmbH
35041 Marburg, Germany

for:
CSL Behring Recombinant Facility AG
Bern 22, Switzerland 3000
US License No. 2009

Distributed by:
CSL Behring LLC
Kankakee, IL 60901 USA
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2018 SUMMER CAMPS
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hasdc 2018 calendar of events
January 10 – February 7 UC San Diego Health HTTC Golf Clinic (every Wednesday) Stadium Golf Center

January 27 Infusion Training Rady Children’s Hospital 
 Presented with UC San Diego Health HTTC and Rady Children’s HTTC Educational Office Building

February 3 Advocacy Forum San Diego Zoo Safari Park 

February TBD College Prep Series – ACT/SAT Overview & College Tour Location TBD 
 Presented with UC San Diego Health HTTC  

February 14 – March 21 UC San Diego Health HTTC Indoor Rock Climbing (every Wednesday) Mesa Rim - Mission Valley 

February TBD Educational Dinner Program - sponsored by CSL Behring  Location TBD

March TBD Charity Spin Class -   Location TBD  
 Benefitting Bleeding Disorders Awareness Month
March 7 - 9 National Hemophilia Foundation’s Washington Days Washington, DC

March 17  Family Education Day San Diego Zoo 

April TBD Educational Dinner Program - sponsored by Bayer Healthcare  Location TBD

April TBD World Hemophilia Day Event – sponsored by Bioverativ Location TBD

April 17 World Hemophilia Day Event  Location TBD 
 Presented with UC San Diego Health HTTC  

April 26 – 29 Hemophilia Federation of America Symposium Cleveland, OH

April 30 – May 2 Hemophilia Council of California’s Future Leaders Program  Sacramento, CA

May 2 Hemophilia Council of California’s Legislative Day Sacramento, CA 

May TBD Charity Golf Tournament  The Crosby at Rancho Santa Fe

May 18-20 NOW Conference (National Outreach for VWD) Phoenix, AZ

May 20-24 WFH World Congress (World Federation for Hemophilia) Glasgow, Scotland 

June TBD Educational Dinner Program -  Location TBD 
 sponsored by UC San Diego Health HTTC
June TBD Industry Symposium Location TBD

July 8 – 12 Teen Camp (ages 14 – 17) American River (Lotus)

July TBD Infusion Training Rady Children’s Hospital 
 Presented with UC San Diego Health HTTC and Rady Children’s HTTC Educational Office Building

July TBD Women’s Dinner Location TBD

August 11-17 Camp Pascucci (ages 7-14) YMCA Camp Whittle (Fawnskin)

August TBD College Prep Series – Application Overview & College Tour  Location TBD 
 Presented with UC San Diego Health HTTC 

September TBD Familia de Sangre Conference Location TBD

September TBD UC San Diego Health HTTC Patient Wellness & Education Day Location TBD

October TBD Educational Dinner Program - sponsored by Bioverativ Location TBD

October 11-13 National Hemophilia Foundation Annual Meeting Orlando, FL

October 28 Unite for Bleeding Disorders - San Diego Walk Fundraiser Liberty Station Park

October TBD Rady Children’s Hospital HTTC Family Day Rady Children’s Hospital

November TBD San Diego Charity Bike Ride Location TBD

November Holiday Toy Drive ---

December TBD College Prep Series – Scholarships & College Tour Location TBD 
 Presented with UC San Diego Health HTTC 

December 15 Factor & Frost  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
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HASDC 
ADVOCACY 
FORUM 
Saturday, February 3 
9:00 am - 1:30 pm 
San Diego Zoo Safari Park 
15500 San Pasqual Valley Rd, 
Escondido, CA 92027 

Hemophilia Association of San Diego County!
3550 Camino Del Rio North, Suite 105!
San Diego, CA 92108!
www.hasdc.org | info@hasdc.org | 619.325.3570 

 !
Watch for your invitation in January. 

Register online: www.hasdc.org/events  

NEW EVENT AT THE SAFARI PARK! 
Learn how to better advocate for 
yourself personally, professionally 

and politically. 

Join us for our 1st annual Advocacy Forum at the San Diego Zoo 
Safari Park. Attendees will have the opportunity to learn about 
advocacy 101, the importance of being a self-advocate and how 
to advocate at the local and national level. Participants will also 
have the opportunity to visit industry partners at the vendor fair.  

 9:00 - 10:30  Registration & Industry Vendor Fair 
 10:30 - 1:30 Advocacy Education Program 
 1:30   Event Concludes, Box Lunch to Go 
  Enjoy Safari Park on own (open until 5:00 pm)
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