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NHF Nevada has started
out the year strong! Our 1st
annual Winter Wine Fest
was held on February 19th
and was a huge success,
please see page 8 for de-
tails and pictures. In March
the Advisory Board of Direc-
tors met for their annual
day long retreat to focus on
strategic planning for the
chapter. | want to thank all
of them for giving up an
entire Saturday to plan for
NHF Nevada’'s future. One
of the many goals set at the
meeting was to grow our
Advisory Board of Directors
and Commitftees. If you are
interested in serving or
know someone that you
think  would be great,
please let us know.

As we move into Spring the
chapter has another inau-
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gural event planned. Our
first  Hispanic Education
Day is set for Saturday,
May 7th and will be a day-
long event with program-
ming for both adults and
children. We are excited
to offer this new oppor-
funity to our Hispanic fami-
lies.

We have made a few
changes to our spring and
summer education events.
Springfest is set for Satur-
day, June 18th and for the
first time will be held on
the same day as the
Renee Paper Memorial
picnic. In July we head up
tfo Northern Nevada for
the Reno Family Education
Day and Picnic which is
scheduled for Saturday,
July 9th. Please mark your
calendars and save the

date for these exciting
events.

Our Golf 4 the Kids tourna-
ment is set for June 6th
and will be held once
again at Red Rock Coun-
fry Club’s private Moun-
tain course. Please spread
the word to all of your
friends and family who
would love to spend a
day on the golf course. All
proceeds from the golf
tournament  fund the
many  programs and
events your family partici-
pates in. We hope to see
you and your family at
one of our upcoming
events!

Yetl and firme

RSVP Today!
Hispanic Education Day
Saturday, May 7, 2016

9:30 am-2:30 pm
Texas Station Convention Center

and some fun activities.

Please join us for our first annual Hispanic Education Day. All sessions
will be given in Spanish. There will be sessions on: Bullying, Expect the
Unexpected, Overcoming Obstacles and Goal Setting.

In addition, we will have a youth program that includes a talk on bullying
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April 29-30, 2016
Women's Retreat
Hilton Garden Inn, Reno, NV

May 7, 2016
Hispanic Heritage Event
Texas Station Hotel

May 13-15, 2016
Hispanic PEP
Red Rock Hoftel

June 6, 2016
Golf for the Kids
Red Rock Country Club

June 18, 2016
Spring Fest/Renee Paper Memorial Picnic
Suncoast and Wet n Wild

June 25 & 26, 2016
Leader in Training Program

July 9, 2016
Reno Education Day and Picnic

July 16, 2016
Couples Event - location TBD

July 21-23, 2016
NHF Annual Meeting
Orlando, FL

August 7, 2016
Reno Ace’s Baseball Game

August 16-20, 2016
Camp Independent Firefly
Big Bear, CA

September 17, 2016
Reno Walk & 5K
Bartley Ranch Regional Park

September 24, 2016
Las Vegas Walk & 5K
Floyd Lamb Park
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ALPROLIX

[Coagulation Factor IX
- - = (Recombinant), Fc Fusion Protein]

PROTECTION®* FROM BLEEDS

between 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 Jessica Klass

at jessica.klass@biogen.com or call 623-238-0244.

INDICATIONS AND IMPORTANT SAFETY INFORMATION

Indications

ALPROLEX, Coagulation Factor X (Recombinant), Fc Fusion Protein, is a recombinant DMA derved, coagulation
factor [X 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.

Important safety information
Do not use ALPROLEX if you are allergic to ALPROLE or amy of the other ingredients in ALPROLEX.

Tell your healthcare provider if you have or have had any medical problems, take any medicines, including prescription
and nor+prescription medicines, supplements, or herbal medidnes, 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 (X

Allergic reactions may occur with ALPROLE. Call your healthcare provider or get emergency treatment right away i
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 ALPROLEX, which may stop ALPROLEX from

working properhy.

ALPROLEX may increase the risk of formation of abnormal blood dots in your body, espedally if you have risk factors
for developing clots.

Common side effects of ALPROLE include headache and abnormal sensation of the mouth. These are not all the
possible side effects of ALPROLEX. 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 ALPROLE.

You are encouraged to report negative side effects of prescription drugs to the FDAL 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. This information is not intended to replace discussions with your healthcare provider.

P,
Blogen. ©2015 Biogen. Al rights reserved.  FIX-US-0427 0&/2015



Page 4

ALPROLIX [Coagulation Factor IX (Recombinant), Fc
Fusion Protein], Lyophilized Powder for Solution For
Intravenous Injection.

FDA Approved Patient Information

ALPROLIX™ fall’ pro liks/
[Coaqulation Factor IX (Recombinant),
Fc Fusion Protein]

Please read this Patient Information carsfully before using
ALPROLIX™ and each time you get a refill, as there may be new
information. This Patient Information does not take the place of
talking with your healthcare provider about your madical
condition or your treatment.

What is ALPROLIX™?

ALPADLIX™ i5 an injectable medicing that is used to halp contral
anii pravent hleading in people with hemophilia B. Hemophilia B
i5 also called congenital Factor IX deficiency,

Your healthcare provider may give you ALPROLEX™ when you
have surgery.

Who should not use ALPROLIX™?

You should not use ALPROLIX™ if vou are allergic to ALPROLIX™
or ary of the other ingredients in ALPROLIX™, Tell your
healthcare provider if you have had an allergic reaction to any
Factar [X product prior to using ALPROLIX™.

What should | tell my healthcare provider before
using ALPROLIX™?

Tell your healthcare provider abowt all of the medicines you
take, including all prescription and non-prescription medicines,
such as over-the-counter medicines, supplements, or herbal
medicings

Tell your doctor about all of your medical conditions, including if
you:

+  gre pregnant or planning to become pregnart. It is not
known if ALPROLIX™ may harm your unborn baby,

« are breastfeeding. It is not known if ALPROLX™
passes into breast milk or if it can barm your baty,

=  have bean told that you have inhibitors to Factor IX
{because ALPROLDS™ may not work for youl,

How should | use ALPROLIX™?

ALPROLIX™ should be administerad a3 ordered by your
healthcare provider, You should be trained on how to do
infusions by your healthcare provider. Many people with
hemophilia B leam to infuse their ALPROLEX™ by themselves or
with the help of a family membear,

Sen the Instructions for Use for directions on infusing ALPROLEX
™, The steps in the Instructions for Use are general guidelings
for using ALPROLIX™. Always follow any specific instructions
from your healthcare provider. If you are unsure of the
procedure, pleass ask your healthcare provider,

Do not use ALPROLE™ as a continuous intravenous infusion.

Contact your healthcare provider immediately if bleeding is not
controlled after using ALPROLIX™.
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What are the possible side effects of ALPROLIX™?
Common side effects of ALPROLIX™ include headache and
abnormal sensation in the mouth.

Allergic reactions may occur. Call your healthcare provider or get
emergency treatment right away it you have any of the following
gymptoms: hives, chest tightness, wheezing, difficulty breathing,
ar swelling of the face.

ALPROLIX™ may increase the risk of forming abnormal blood
clots in your body, especially if you have risk factors for
develnping blood clots,

Your body can also make antibodies called, "inhibitors,” against
ALPROLIX™., which may stop ALFROLIX™ from working proparly.
Your healthcare provider may need to test your blood for
inhibitors from time to time.

These ara not all the possible side effects of ALPROLIX™.Talk to
your healthcare provider about any side effect that bothers you
or that dogs not o away.

How should | store ALPROLIX™?
Store ALPROLIX™ vials at 2°C to 8°C [35°F to 46°F). Do not
frepze.

ALPROLIX™ vigls may also be storad at room temperature up to
30°C{865F) for a single & month period.

If you choose to store ALPROLIX™ &t room temperatiune

= Note on the carton the date on which the product was
removed from refrigeration.

¢ |Jse the product before the end of this 6 month period
or discard it. not return the product to the refrigerator,

*  [Donotuse product or diluent after the expiration date
printed on tha cartan, vial or syringe.

After Reconstitution:

= lse the reconstitutad product as soon as possible;
however, you may store the reconstituted product &t
room temperature up to 30°C (BEF) for up to 3 hours.
Protact the reconstitited product from diract sunlight.
Discard amy product not wsed within 3 hours after
reconstitution.

« (o not usa ALPROLI™ if the reconstituted solutionis
cloudy, contains particles or is not colorless.

What else should | know about ALPROLIX™?
Medicings are sometimes prescribed for purposes other than
those listed here, Do not use ALPROLIX™ for a condition for
which it was not prescribed. Do not share ALPROLX™ with
other people, aven if they have the same symptoms that you
have

Manufactured by
Biogen Idec Inc.

14 Cambridge Center
Cambridon, MA 02142
LS. Licanse #1697
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Camp Independent Firefly

“Camp Hocus Pocus” is the theme for this summer’s

Camp Independent Firefly. Camp is set for Tuesday,
August 16 — Saturday, August 20, 2016 and will once
again be held at Camp Whittle in Big Bear, California.
For the first time this year, camper applications will be
completed online. All families who submitted an RSVP

form should have received an email with the link to
complete the camper application for their child on or around April 1st.

o\

* NOEPENDENTFIREFLY

i
N Y.
8 S

If you do not have access to a computer and/or need assistance completing
the camper application, please contact our office at 702.564.4368. Camper
applications are due June 1st.

Please keep in mind that if your child is attending another medically supervised

camp this summer they will be automatically placed on our camp waitlist. This

policy is in place to assure that every child with an inherited bleeding disorder
has an opportunity to attend a summer camp.
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HOW DO YOU WEAR A RED TIE?

NHF | MARCH IS BLEEDING DISORDERS AWARENESS MONTH

RED T|E CHALLENGE

REDTIECHALLENGE.ORG

WHAT IS THE RED TAKE THE
TIE CHALLENGE? CHALLENGE,
A movement created by the bleeding LOOP'BY' LOO p!

disorders community and the National
Hemophilia Foundation (NHF) to start a

conversation about inheritable bleeding
disorders and support March 2016 o Accoptihe Cha"enge
as the first Bleeding Disorders and get a

Awareness Month.

WHAT ARE .
INHERITABLE @® Get creative and
show how you wear that tie!
BLEEDING DISORDERS? ;
‘ Hemophilia, von Willebrand disease and rare
factor deficiencies—all of which prevent
‘ the blood from clotting normally—
can result in extended bleeding after injury, e Record your best tie look,
surgery, or trauma, and can be fatal if not pledge to support March
treated effectively. as Bleeding Disorders

Awareness Month, and
challenge a few friends.

WHY THE RED TIE?

Because it symbolizes the blood ties that
bind over 3 million Americans to
our community. 6 Post your video with
#RedTieChallenge, challenge your
followers, and think about making a
donation at redtiechallenge.org.

You Q
0000

Thanks for taking the Challenge and check redtiechallenge.org for updates!

)

S0\ NHF is a 501(c)(3) nonprofit organization dedicated to finding better treatments and cures for inheritable bleeding
m i and to p ing the ications of these disorders through education, advocacy and research.
"AT""‘M. HEMUP“lllA FIIIIHIIATIIIN Established in 1948, NHF has 51 chapters throughout the country. Learn more about NHF at www.hemophilia.org.
Jfor all bleeding disorders 7 Pennsylvania Plaza #1204, New York, NY 10001 | T (212) 328-3700 | redtiechallenge@hemophilia.org

NHF: The Bleeding Disorders Community's Advocate™
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Acceso 24/7 a Farmacéuticos Coordinacién de Servicios de
con Experencia Enfermeria

() J Nuestros farmacistas son especializados Pacientes con Hemofilia requieren
' ) en el tratamiento de Hemofilia y estan coordinacién y atencién de alta calidad y
C < disponibles para contestar sus preguntas apoyo. Vamos a coordinar los servicios de
- j 24 horas al dia, 7 dias por la semana. enfermeria de salud a domicilio si es
>

requerido por su médico.

3 Cadena de Suministro de Factor .. ..
specmhy pharmucy de Coagulacién Segura Comprensién de los Beneficios
De Seguro

Obtenemos nuestro Factor de |
Le ayudamos a comprender cémo

Coagulacién exclusivamente de Centros .
(866) 643-2042 de Distribucién de clase Mundial. Siempre obten_et_' el maximo provecho‘de =
recibiré el producto que necesita, cuando beneficios de seguro y reducir los costos

lo necesite. Calidad e Integridad de su de su propio bolsillo lo mas bajo posible.

www.fidel .Com producto esté garantizado. Ofrecemos la confirmacién inicial de
cobertura, incluyendo beneficios de

Monitoreo de Cumplimiento de farmacia y megica.

Normas y Programas de

Adhesién Llene su receta hoy

Nos mantenemos en contacto regular con
usted para apoyar la adherencia a la
terapia prescrita. Personal de la farmacia
siempre confirmara la cantidad de
medicamentos y suministros que usted
tiene en la mano antes de programar su
President Vice President préximo envio.

Tel: 310.291.7270 Tel: 323.204.8974

Hemophilia Walk & 5K
Registration is now openl!

HEHOPH5 I I 16

2 Dates and Locations!

Reno Area: Bartley Ranch Regional Park Saturday, September 17th
Las Vegas: Floyd Lamb Park Saturday, September 24th

Register yourself and your team at www.hemophilia.org/walk
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Winter Wine Fest

Our inaugural Winter Wine Fest had over 200 people afttending and raised
$30,000 to support the Nevada Bleeding Disorders Community! The event in-
cluded food, wine, fabulous silent auction items and a wine pulll A huge thank
you goes out to our wine committee for all of their hard work: Sonia Arevalo,
Kelly Gonzalez, Doug May, Anne McGuire and Katrina Nicosia.

Thank you to Tivoli Village, Brio and Thank yoi o the sponsors who helped make this event SPARKLE!
Leon Café for donating the space Prssenting Gpensess

and the food. We also wanft fo Baxalta

thank our incredible sponsors: ;

Baxalta, Biogen, CSL Behring,
Bayer Healthcare, Emergent Bio-
Solutions, Factor Support Network

Pharmacy, Novo Nordisk,
Octapharma and Pfizer.

Biotherapies for Uit LSL L €nring
‘gjl//gsj.‘&{il{rz{i?»l

;Si';/??(t? LS/Z(',/U(',?
Ifz_gr lemaophilia
7’// Kiwd _5/72( Y]

Yot
TIVOLI
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BAYER

access solutions

Don't let insurance or financial
challenges get between you
and your treatment

Free Trial Program*

+ Enroll today for up to 6 free dosest
¢ Delivered to your home free of charge

Access to Therapy

We might be able to provide treatment at no cost if you*:

* Experience challenges getting insurance coverage
* Are uninsured or underinsured
* Are between jobs and are experiencing a gap in insurance coverage

$0 Co-pay Program?®
If you have private insurance, you may be eligible for the $0 Co-pay Program.

* You may be able to receive up to $12,000 In assistance per year, regardless of income
* Asslstance s awarded per patient. Multiple members of the same household can apply
* Enroliment can be completed in one short phone call

Live Helpline Support

* Consult with an expert in insurance
* Spanish-speaking Case Specialists are also available

CALL

1-800-288-83 74

8:00 an-8:00 pm (ET) Monday-Friday. Spanish-speaking Case Specialists are also available.

*Thia Free Trial Program s avalianic io nowly diapnoscd pationts and paticnis wha ars currantly using ofhor tharapy. Participation in tha Frea Trial Program ks Imiad ko 1 time only. This program Is
compilmentary and ks nal an chligation io purchass or usa 3 Bayar product in B futurs. Rescling or Billing amy thisd party for the fres prociuct Is prohibiiad by bw.

*The Free Trial Program Includes up 1a & frea dosas oa mendmum of 5,000 B for naw patiants and 40,000 IU for praviously tealed patients.

"The program doas not guaraniaa that pationts will ba succassiul In cbisining reimbursement. Support madication providad through Bayors assistance programs ks complimantary and ks nat
contingent on fulune product purchasss. Rassiling or Hling any thind party lor free product provided by Bayer's pafient assisiance programs Is prohibbad by w. Bayer esanes Bha right o
diotorming cligialitty, monhor participation, datarming equitabla distrioutian of procuct, and mod Py or discontinua e program at amy time

YPoopka with privaia, Commeial Realin Insuranca may moehe Go-pay of CO-INsurnca assistanca based on allgilly rmquiements. Tha program s on a irst-come, irsl-saned basis. Anancial suppor
ks kAt for up o 12 months. Elgibie petiants can ro-arvoil for acdtionsl 12-month courses. Tha program |s nol for patiants recaking prasciption reimburssment undar any edaml, staie-, or
powsmeTenl-funded nsurance programs, or whers pronlbicd iy bw Al peopla who meal Pesa cilenia ar ercoursged loapphe Bayer mssrves the: righl io discontinue tha program ai any Bma

Bargar and e Bayar Cross ae eglsiened mdeemaries of Boyer
& Z01E Bayer Al rights msanad.
Prinlad In US& 03'E FP-TT5-LE-D080
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Swim Time
Pools can provide safe workouts
By Matt McMillen

Swimming provides equal parts fun and good-for-you physical activity. Itis =« %
one of the safest ways to be active for people with bleeding disorders. “The .: =
beauty of water is that it is supportive. It decreases the weight on your joints, s
making it easier to move with less pain,” says physical therapist Nancy Dur-
ben, PT, of the Mountain States Hemophilia Center at Oregon Health and
Science University in Portland.

Lap swimming

As with any new exercise, first consult your hemophilia freatment center (HTC) tfeam and then start slow-
ly. “If you plan to swim laps, start with just a few at a time to build up your endurance,” says Christine
Rowell, MSPT, the physical therapist at Lucille Packard Children’s Hospital Hemophilia Treatment Center in
Palo Alto, California.

What stroke you do is up to you, says Durben. But keep in mind that it will depend on what your joints can
handle. “The breast stroke involves a kick/whip at the knee, and if someone has limited knee extension,
this could aggravate it,” Durben says. “The butterfly is a particularly demanding stroke,” says Rowell.
Save it until the others are perfected, she says. Be forewarned that some people cannot master this diffi-
cult stroke.

No matter what strokes you prefer, use the proper form. A swim coach can help you with that. Tell your
coach about any joint problems and physical limitations, says Durben. If you have limited range of mo-
fion in your arms, fry using a kickboard. Or if kicking is a problem, place a pull buoy, a squishy piece of
foam, between your legs to give your arms a workout.

Swimming laps provides an excellent workout, but it's not for everyone. Some people find them dull. Oth-
ers lack the range of motion fo perform all of the movements needed. For these folks, there are plenty of
other options for pool workouts.

Walk it off

Water walking is a good exercise for everyone, and especially for beginners who don’t know how to
swim. If you can’t swim, play it safe and wear a life vest while in the pool, Durben cautions.

To work different muscles, walk forward, backward and sideways, says Durben. “Even in water that is not
deep, you get resistance to your muscles as you walk,” she says.

Safety first

While swimming in a pool is generally considered safe, there are some precautions that you should take.
Ask your physical therapist to help you design a program for your specific needs. Find out if you should
infuse before you swim. “It is a low-impact activity, but you are working hard,” says Durben. “Why risk a
bleed?”

If you're a lap swimmer, wear goggles so you can better judge the distance to the wall; otherwise, you
risk colliding with it and causing a bleed. Further, goggles protect your eyes from chlorine, an irritant.
Other equipment to consider:

* Ear plugs, which reduce the risk of ear infections

e Swim caps, which protect your ears from water and your hair from chlorine

e Swim fins, which help you swim more efficiently

*  Water shoes, which help prevent cuts and abrasions in and out of the pool

Finally, don’t forget to hydrate. You may be in water, but you sfill need fo drink plenty to prevent dehy-

dration. Durben recommends 20 ounces of water each hour that you are in the pool.

Copyright Hemaware August 2015
Picture from Believe_In_Me/Thinkstock
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WASHINGTON & DAYS

NATIONAL HEMOPHILIA FOUNDATION
www.hemophilia.org

YOUR HEALTH! YOUR FIGHT! YOUR VOICE!

Another successful Washington Days is in the books! 350 participants from around the nation
aftended to advocate for the community. We met face to face with lawmakers and staff
who shape national healthcare policy. We asked our Nevada legislators to do three things:

1. Participate in the Red Tie Challenge by doing a one-minute floor speech in honor of Bleeding Dis-
orders Awareness Month or posting a photo wearing the red fie on their social media channels.

2. Support funding for the hemophilia programs at CDC and
HRSA in their appropriations requests.

3. Co-sponsor the Access to Marketplace Insurance Act
(House) or infroduce companion legislation (Senate).

NHF's annual Washington Days empowers individuals in
the bleeding disorders community to impact the legisla-
tive process.

MORE THAN
75 YEARS

OF IMPROVING
THE HEALTH

& WELL-BEING
O E PECOEINE
WORLDWIDE

At Grifols, we are proud of our pioneering spirit
and history of innovation. In 1940, we founded a
company that has helped transform hematology.

Today, we are a global leader providing
life-saving protein therapies, diagnostic
solutions, and other tools that hospitals,
pharmacies, and healthcare professionals
need to deliver expert medical care.

GRIFOLS

ploneering spirit Yy s o \ 4

b pgrifols.com

US/C0/0116/0049
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Nevada Yellow Dot Program Provides Vital Service

The Yellow Dot Nevada Program is a free, life-saving program that
alerts first responders at a vehicle-incident scene that an occupant
may have medical issues. This information is vital in the “golden hour”
following an accident or roadside medical episode. Through
knowledge gained from this information, emergency workers can in-
crease the chance of survival or lower the risk of error for an incident
victim who may be incapacitated.

ok
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A yellow dot decal on the rear window of the driver’s side of the vehicle alerts first respond-
ers to check the glove compartment, where a Yellow Dot kit contains vital medical infor-
mation about the driver and/or passengers.

A Yellow Dot kit contains the following:
¢ A Yellow Dot decal

¢ Name and emergency contact information
¢ List of allergies or medical conditions for the participant(s)
Name and contact information of the participant’s physician and preferred hospital, if any

3
Information, if any, about the participant’s health insurance

L

Once information is compiled and complete, the kit should be stored in the car’s glove compartment, while
the Yellow Dot decal should be affixed to the car’s rear window on the driver’s side.

Kits are available from the Hemophilia Treatment Center and at local libraries.

For additional information about the program, visit rtcsnv.com/yellowdot

IN AN
EMERGENCY,
COUNT.

GET YOUR YELLOW DOT KIT HERE
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DESIGNED TO PREVENT AND CONTROL BLEEDS—
A FACTOR VIl THAT HELPS PREPARE YOU TO LI\

DON'T WING

Bring it and be ready to infuse

XYNTHA SOLOFUSE brings together proven efficacy and all-in-one reconstitution—

in a travel-anywhere Kkit.

Visit FreeTrialXyntha.com and see if you’re eligible to get
a one-time, 1-month supply up to 20,000 IU at no cost.*

What is XYNTHA?

XYNTHA® Antihemophilic Factor (Recombinant) is indicated in
adults and children for the control and prevention of bleeding
episodes in patients with hemophilia A (congenital factor VIII
deficiency or classic hemophilia) and for the prevention of
bleeding during surgery in patients with hemophilia A.

XYNTHA does not contain von Willebrand factor and, therefore,
is not indicated for von Willebrand’s disease.

Important Safety Information for XYNTHA

= Call your healthcare provider or go to the emergency
departmentright away if you have any of the following
symptoms because these may be signs of a serious allergic
reaction: wheezing, difficulty breathing, chest tightness,
turning blue (look at lips and gums), fast heartbeat, swelling
of the face, faintness, rash, low blood pressure, or hives.
XYNTHA contains trace amounts of hamster protein. You
may develop an allergic reaction to these proteins. Tell your
healthcare provider if you have had an allergic reaction to
hamster protein.

Call your healthcare provider right away if bleeding is not
controlled after using XYNTHA; this may be a sign of an
inhibitor, an antibody that may stop XYNTHA from working
properly. Your healthcare provider may need to take blood
tests to monitor for inhibitors.

Save on XYNTHA'

Terms and conditions can
be found at XYNTHA.com.

Pfizer
' RxPathways'

RUS775802-01 © 2015 Pfizer Inc. All rights reserved.
September 2015

Pizeg

= Across all clinical studies, the most common side effects
(10% or more) with XYNTHA in adult and pediatric previously
treated patients (PTPs) were headache (26% of subjects),
joint pain (25%), fever (21%), and cough (11%). Other side
effects reported in 5% or more of patients were: diarrhea,
vomiting, weakness, and nausea.

XYNTHA is an injectable medicine administered by
intravenous (V) infusion. You may experience local
irritation when infusing XYNTHA after reconstitution in
XYNTHA® SOLOFUSE®.

Please see brief summary of full Prescribing Information
for XYNTHA and XYNTHA SOLOFUSE on the next 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.

*You must be currently covered by a private (commercial) insurance plan. If you
are not eligible for the trial prescription program, you may find help accessing
Pfizer medicines by contacting Pfizer’s RxPathways program. For questions about
the XYNTHA Trial Prescription Program, please call 1-800-710-1379 or write us at
XYNTHA Trial Prescription Program administrator, MedVantx, PO Box 5736, Sioux
Falls, SD 57117-5736.

iThis card will be accepted only at participating pharmacies. This card is not health
insurance. No membership fees.

Need help accessing Pfizer medicines?
Pfizer’s RxPathways program may be able to help.
Call or visit

Pfizer RxPathways is a joint program of Pfizer Inc and the Pfizer Patient
Assistance Foundation™.
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Antihemophilic Factor (Recombinant) Antihemophilic Factor (Recombinant)

R(only

Brief Summary

See package insert for full Prescribing Information, including patient labeling. For
further product information and current patient labeling, please visit XYNTHA.com
or call Pfizer Inc toll-free at 1-800-879-3477.

Please read this Patient Information carefully before using XYNTHA and each time
you get a refill. There may be new information. This leaflet does not take the place of
talking with your healthcare provider about your medical problems or your treatment.

What is XYNTHA?

XYNTHA is an injectable medicine that is used to help control and prevent bleeding
in people with hemophilia A. Hemophilia A is also called classic hemophilia. Your
healthcare provider may give you XYNTHA when you have surgery.

XYNTHA is not used to treat von Willebrand's disease.

What should I tell my healthcare provider before using XYNTHA?

Tell your healthcare provider about all your medical conditions, including if you:

have any allergies, including allergies to hamsters.

are pregnant or planning to become pregnant. It is not known if XYNTHA
may harm your unborn baby.

are breastfeeding. It is not known if XYNTHA passes into your milk and if
it can harm your baby.

Tell your healthcare provider and pharmacist about all of the medicines you take,
including all prescription and non-prescription medicines, such as over-the-counter
medicines, supplements, or herbal remedies.

How should | infuse XYNTHA?

Step-by-step instructions for infusing with XYNTHA are provided at the

end of the complete Patient Information leaflet. The steps listed below are general
guidelines for using XYNTHA. Always follow any specific instructions from your
healthcare provider. If you are unsure of the procedures, please call your healthcare
provider before using.

Call your healthcare provider right away if bleeding is not controlled after using
XYNTHA. Your body can also make antibodies against XYNTHA (called “inhibitors”)
that may stop XYNTHA from working properly. Your healthcare provider may need to
take blood tests from time to time to monitor for inhibitors.

Call your healthcare provider right away if you take more than the dose you
should take.

Talk to your healthcare provider before traveling. Plan to bring enough XYNTHA
for your treatment during this time.

What are the possible side effects of XYNTHA?

Call your healthcare provider or go to the emergency department right
away if you have any of the following symptoms because these may be
signs of a serious allergic reaction:

e wheezing

o difficulty breathing

¢ chest tightness

e turning blue (look at lips and gums)
o fast heartbeat

¢ swelling of the face

e faintness

erash

¢ hives

Common side effects of XYNTHA are

® headache
o fever

® nausea

® vomiting
e diarrhea

* weakness

RUS706211 © 2014 Pfizer Inc. All rights reserved.

Talk to your healthcare provider about any side effect that bothers you or that
does not go away. You may report side effects to FDA at 1-800-FDA-1088.

How should | store XYNTHA?
Do not freeze.

Protect from light.

XYNTHA Vials

Store XYNTHA in the refrigerator at 36° to 46°F (2° to 8°C). Store the diluent syringe at
36° to 77°F (2° to 25°C).

XYNTHA can last at room temperature (below 77°F) for up to 3 months. If you store
XYNTHA at room temperature, carefully write down the date you put XYNTHA at
room temperature, so you will know when to either put it back in the refrigerator, use it
immediately, or throw it away. There is a space on the carton for you to write the date.

If stored at room temperature, XYNTHA can be returned one time to the refrigerator
until the expiration date. Do not store at room temperature and return it to the
refrigerator more than once. Throw away any unused XYNTHA after the expiration date.

Infuse XYNTHA within 3 hours of reconstitution. You can keep the reconstituted
solution at room temperature before infusion, but if you have not used it in 3 hours,
throw it away.

Do not use reconstituted XYNTHA if it is not clear to slightly opalescent and colorless.

Dispose of all materials, whether reconstituted or not, in an appropriate medical
waste container.

XYNTHA SOLOFUSE

Store in the refrigerator at 36° to 46°F (2° to 8°C).

XYNTHA SOLOFUSE can last at room temperature (below 77°F) for up to 3 months.
If you store XYNTHA SOLOFUSE at room temperature, carefully write down the date
you put XYNTHA SOLOFUSE at room temperature, so you will know when to throw it
away. There is a space on the carton for you to write the date.

Throw away any unused XYNTHA SOLOFUSE after the expiration date.

Infuse within 3 hours after reconstitution or after removal of the grey rubber tip cap
from the prefilled dual-chamber syringe. You can keep the reconstituted solution at
room temperature before infusion, but if it is not used in 3 hours, throw it away.

Do not use reconstituted XYNTHA if it is not clear to slightly opalescent and colorless.

Dispose of all materials, whether reconstituted or not, in an appropriate medical
waste container.

What else should | know about XYNTHA?

Medicines are sometimes prescribed for purposes other than those listed here.
Talk to your healthcare provider if you have any concerns. You can ask your healthcare
provider for information about XYNTHA that was written for healthcare professionals.

Do not share XYNTHA with other people, even if they have the same symptoms that
you have.

This brief summary is based on the Xyntha® [Antihemophilic Factor (Recombinant)]
Prescribing Information LAB-0516-5.0, revised 10/14, and LAB-0500-9.0,
revised 10/14.

@ U.S. Pharmaceuticals

December 2014
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SCHOLARSHIPS
& AWARDS

Investing In Your Future

We are pleased to announce two awards available beginning in the Spring of 2016.

The Advocacy Award is open to any individual with a bleeding disorder or a caregiv-
er, who invests time and volunteers to better the Nevada bleeding disorder commu-
nity. A monetary gift is given to the recipient of this award.

The Educational Scholarship will be available for any individual with a bleeding disor-
der who is accepted to a secondary school, part or full-time, in the fall of 2016.

You can request applications by emailing amcguire@hemophilia.org. The deadline
to apply is June 1, 2016.

Are you headed to college next year? Now is the time to start looking for scholar-
ships that are available to those with bleeding disorders. For more information on
scholarships please either visit the website below, contact our office or contact Jay
Hill at the Hemophilia Treatment Center. www.kelleycom.com/scholarships.himl
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FOOD & DRUG STORES

Build a Better Breakfast
Kid-friendly options abound

Cold cereal with milk provides good nutrition for kids at breakfast time, but it's not the only way to
break the fast. Nowadays, nutritionists give the green light to everything from wholesome smoothies
to whole-wheat wraps and bagels with nut spreads. One thing they agree on: Breakfast is a must.
Studies show that -students who eat breakfast concentrate better in school, have higher test scores
and have more muscle coordination.

If you're flummoxed about breakfast foods for your kids, try:

* Oatmeal with raisins, dried cranberries, dates or nuts
Whole-wheat pita with hard-boiled egg slices and low-fat shredded cheese
Low-fat milk smoothie with frozen strawlberries or peaches
Leftover pizza with a whole-grain crust and veggie toppings
Nutritious mini-muffins packed with shredded carrots and zucchini
For kids or teens on the go, fry homemade trail mix or granola
Whole-wheat tortilla with peanut, almond or hazelnut spread, topped with dried fruit
Fruit parfait, layered with Greek yogurt, chopped fruit and granola

Source: fda.gov
Copyright Hemaware February 2016
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Biotherapies for Life” CSL Behring

INTRODUCING
IDELVION

NOW AVAILABLE

DEIMMON & manufactured by CSL Behring GmbH and dstrbuted by CSL Behring LLC. \

DELVION® & a registered trademark of CSL Behring Recombinant Fadlity AG. °
Blotherapies for Life? ks a registared trademark of CSL Bebring LLC. \ I D E LV I D N
Omlﬁf CSL Behring LLC 1020 First Averwe, PO Box 61501, Iatm h Nb

W CSLBehring Us.com. W Coagulton Factr X Recombinan], AbuminFusion Proei

www.CSLBehring-us.com Www.IDELVION.com IDL16-03-0070 22016
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. N APPLY TODAY

from anywhere In the THE COALITION FOR | June 742, 2016
USA, meals and lodging R Camp Collins near Portland, OR
expenses are pald for HEMOPHILIA Application deadline is April 30
DY Mo N APPLY AT:

: GenerationlXProject.com

APPLY AT: {  or email / fax completed form to:

GeneratlonIXProject.com .

gutmonkey.com
(888) 313-6504

PROGRAM SPONSORLD BY

CHALLENGE | CHANGE | LIVE | B emgrEent
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Nevapa’'s ONLY FeperaLLy RecocnNizep HTC

We are PROUD to have
two HTC Locations!

Las Vegas
3121 S. Maryland Pkwy., Suite 206
Las Vegas, NV 89109
702- 732-1956

Reno
540 W. Plumb Lane, Suite 200
Reno, NV 89509
775-657-8981

Outreach Clinic Locations
Winnemucca, Owyhee Duck Valley
Indian Reservation, Ely and Elko

Becki Berkowitz, R.N.
Hemophilia Nurse
Coordinator
702-732-1956

Comprehensive Care Plan

Our comprehensive care plan
includes a diagnostic evaluation
for hemophilia, von Willebrand
disease and other bleeding and
clotting disorders.

We maintain inventory of all factor
therapies and assays to minimize
delays in your care.

We promote positive health
outcomes for all our patients and
help coordinate home nursing
services when needed.

Contacts:

Jennifer Roberts, CPht
Patient Care Coordinator
340 B Compliance
702-732-1956

Join our 340B Program Today!

Benefits of enrolling in HTCNV 340B

¢ Reduced factor costs
¢ Generates resources for:
¢ Outreach clinics
¢ Youth groups
¢ School visits
¢ Community educational events
¢ Family retreats & summer camp
¢ Full time Nurse Practitioners
¢ Full time Social Worker
¢ Full time Physical Therapist
¢ Dental Assistance Program

340 B Contract Pharmacy
Factor Support Network
Kelly Gonzalez
Regional Care Coordinator
702-858-2525

Jamilah Hill Named Social Worker of the Year!

T

_:_"i Congratulations goes to Jamilah Hill of the Hemophilia
‘# ' Treatment Center for being named State of Nevada Social

TS
5

-“& Worker of the Year! The National Association of Social Work-
ers - Nevada Chapter honored her with the award --
Congratulations Jay!

From Jay: | just want to thank the most amazingly awesome
team for nominating me for this award. It's not everyday that you work with people
that value you and uplift you. Social work is very unique and we are often faced
with challenges. Our providers understand social work practice and allow me to do

my job with autonomy and support. They are the best!

| don't look at myself in the same light, because | humbly accepted the charge of a
lifetime of service when this career path was chosen for me. | am forever indebted
to the families that give me the honor to work with them when they are faced with
adversity or challenges. It is not always easy to allow someone into your personal
space or your lives; however, | am truly appreciative of every opportunity. | am con-
tinually searching for ways to improve the quality of life for our patients and families
and will continue to do so. | am so grateful.
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ACT—Access to Care Today
Achieve a CURE Tomorrow
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