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Spring has arrived and along
with it a very busy time for
NHF Nevada. As this news-
letter hits your mailbox,
chapter staff and volunteers
will be participating in our
State Legislative Day on
April 10" in Carson City.
Everyone is looking forward
to sharing their stories and
advocating for all Nevadans
with bleeding disorders.
Next up in April will be our
Leaders in Training/Jr.
Counselor Training.

Our Golf 4 the Kids Tourna-
ment will start off with a
bang on May 1% at Red
Rock Country Club. There
are several foursomes still
available. Please let us know
if you or someone you know
would like to participate.
Then it is onto our second
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annual Hispanic Education
Day. Please see the bot-
tom of this page for more
information.

As many of you know,
Camp Independent Firefly
is being held earlier this
year, June 13-17, 2017. If
you have submitted a
camper application for your
child you will be notified by
April 15" if they have been
accepted. Unfortunately,
we have more applications
than camper spots availa-
ble this year.

For those of you who re-
side in Northern Nevada,
please save the date for
our upcoming Northern
Nevada Education Week-
end, July 21-23, 2017.
The weekend will take

RSVP Today!
Hispanic Education Day
Saturday, May 6, 2017

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

place in Elko, Nevada and
will include a day camp
experience for the kids as
well as many interesting
education topics for adults.

In closing, we would like to
thank everyone who at-
tended our Winter Wine
Fest! The event was a
huge success for the sec-
ond year in a row and
raised $30,000 for program
services! Thank you to our
board members and wine
committee for knocking this
event out of the park!

Kelli, Anne, & Maureen

Please join us for our 2nd annual Hispanic Education Day. All sessions
will be given in Spanish. There will be sessions on: What do you know
about vWD, Hemophilia is a Genetic Disorder, and
Continuing the Conversation.

We also have a fun and exciting day planned for our youth program.

You can RSVP at hfnv.org (click on the Calendar of Events), by emailing
Maureen at mmagana@hemophilia.org or by calling 702-564-4368.
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Looking for a new, fresh
perspective on living
with hemophilia?

Introducing your all NEW guide
to Living With Hemophilia

for learning about hemophilia, living

a healthy life and even leading in the
hemophilia community. It's all at the new
LivingWithHemophilia. com. Our site has
been totally redesigned to give you more of
the information you want and less of the stuff
you don't want

See What's New at

©Bayer. Al rights rasarved. BAYER, the Bayer Cross and Living With
Hemophila ars registered trademarks of Bayer. 1/17. PP-775-US-0503
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Nevada Chapter of the National Hemophilia Foundation
2017 Program and Events Calendar

April 10, 2017
State Legislative Day
Carson City, NV

April 22-23, 2017
Leaders In Training

April 30, 2017
Youth Golf Clinic
Red Rock Country Club

May 1, 2017
Golf for the Kids
Red Rock Country Club

May 6, 2017
Hispanic Heritage Event
Texas Statfion

June 13-17, 2017
Camp Independent Firefly
Big Bear, CA

July 15, 2017
Couples Retreat
Henderson, NV

July 21-23, 2017
Northern Nevada Family Weekend
Elko, NV

August 5, 2017
Back to School Picnic
YMCA Pool

August 24-26, 2017
NHF Annual Meeting
Chicago, IL

September 16, 2017
Reno Walk & 5K
Bartley Ranch Park

September 23, 2017
Las Vegas Walk & 5K
Floyd Lamb Park
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Antihemophilic Factor (Recombinant)

XYNTHA SOLOFUSE is a factor VIl that brings together bleed prevention and control
with all-in-one reconstitution in a travel-ready kit

From financial support to community connections, whatever
questions you have, we can help—Pfizer Hemophilia Connect

1.844.989.HEM0O(4366)

What is XYNTHA?

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

XYNTHA does not contain von Willebrand factor and,
tharefore, is not indicated for von Willebrand's disease.

Important Safety Information for XYNTHA

» Callyour healthcare provider or go to the emargency
departmant right away if you have any of the following
symptoms because thase may be signs of a serious
allergic reaction: whaezing, difficulty breathing, chast
tightnass, turning blue (look at lips and gums), fast
heartbeat, swelling of the facs, faintness, rash, low
blood prassure, or hivas. XYNTHA contains trace
amounts of hamstar protein. You may develop an
allergic reaction to these proteins. Tell your healthcare
provider if you have had an allergic reaction to
hamstar protein

Call your healthcare provider right away if bleading 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
nead to take blood tests to monitor for inhibitors

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

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

Please see Brief Summary for XYNTHA and
XYNTHA SOLOFUSE on the 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.

PP-XYN-USA-0188-01 &2016PfizerInc. Allrights reserved. Marketed by Pfizer Inc.  Printed in USA/November 2016 @
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Antihemaphilic Factor (Recombinant)  Antihemophilic Factor (Recombinant)
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Brief Summary

Sen patage inaerl for 1ull Preseribing Infarmation, includerg patient lsbeling. Fer
furihebr pradustt infarmelion snd currem patien? lsbeling, please visil XYNTHAGam
ar call Przer Ing tolkinee af 1aB00=87 33477

Mease read this Patiend |nfermation carefully Befare using XYNTHA and sach fire
wou get a reflll Therw riay be rew infarmation, This [eaflar dees net e the place of
talking with your heshheare provider abou your medicsl prablema or your Trestreent,

What Is X¥YNTHAT

KYNTHA b5 an Injactablle roecicing that s used 1o help comtrol and pravent bleacing
in peapke with heraphilis A, Heenapkilia A is sbie callod dhasaic hermaptila, Your
healthcare provider may give you XYMNTHA when you have surgery.

XKYNTHA Is not used o treat von Wilebrard's disease,

What should | tell rmy healthears provider befare using XYNTHA?
Tel your healthcare provider about all your medical conditions, including if you:
= have any allergies, including allergies ta hamsters,

* ana pregrant or plaaning To beeere pragnant, |7 s net knewn it XYNTHA
frisy hafrm yaur unbarn bely,

= ane breastfeeding. It s ot known if XYNTHA passes mio your milk and if
it can harm your baby,

Tal yaur healthears provides arel pharmacist about all of the reenicines yeu tak,
including ol preacrigtion and nesrprescription medicines, such as over-the-sounier
miedicines, supplements, or heroal rermedies.

How should | infuse XYNTHA?

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

wand of the complete Fatient Information leaflet. The steps Ested below are general
guitelmes far usng XYNTHA. Akways followr any speciic instructions from your
hepslthearn provider, |f you are unsure of the procstunes, ploase call your heslihcarn
provider bafore usng.

Call your healthcare provider right away if bleeding is not controlled after using
XYNTHA. Your bocly can also mase entibodies agamst XYNTHA (called “inhibitars™)
that may stap XYMTHA from working properly, Your o dtheare previder may noed ta
take Hoe tests freem time to tierne fo rranitar for inkibnors,

Call yaur nealthcane provider right avay il you take mane han the doas you
shoulld take.

Talk to your hoalthcare previcor bedore traveling, Plan to bring enough XYNTHA
i BT teatErEnT during this tire,

What are the possible side effects of XYNTHAT

Call your healthears provider or go to the emergancy departrmaent right
away il you have sy of the follewing symptoms becaute theis may be
zighe of a serious allergic reaction:

= wheezing

+difficulty braathing

+ chast lighingss

+ turning blue [Jook st Bpx and gums]
+ fast heartheat

+ gwvellling of the faze

+faintness

+rash

*hives

Cormman side effects of XYNTHA we

+ headacne
T

" AAues

= vamiting
= diarhaa

* ARG

RUSTOR211 3004 Piizer lec

All Fights rezarsed,

Talk to your heakhcare provioer abowt any side offect that bothers you or that
co@s nOt Qo Ay, You may repart sice affects 1o FOA a7 1=800=F 001088,
Haow sheuld | stare XYNTHA?

Do mat freeze.

Pratect fram Jight,

XYNTHA Viake

Svgre }YNTHA in the refrigeratar a1 36* w 48T (2° to 8*C). Svore the diluent syringe at
26" 1o JPF (2° o 25°CL

EYNTHA can last #1 roern temparsturs falow 77°F1 far up 1o 3 mantas, | vou siore
HYNTHA 8l ream terrpecslune, canslully wibe dewn T date you put XYNTHA st
roam lemperature, =0 vou vl krow when to pi i I i i
i I i Thiere is a space on the caron for you to write the date,

H shared at rogen TempRratune, XYM HA can be relumed ane T 1o The reingeraier
wniil the expirstion date. Do not siore i ream ismperaiure and meiurn it io the
refrigerator mare than ance. Throw away ary unused XYNTHA after the expiration date.

Infuse XYMTHA within 3 howrs of reconstitution, You can keep the recanstituted
solution at roam termperatune betane infusion, but if you have mot used it in 3 bours,
hras i1 sy,

Do mat use reconstituted XYNTHA if itis not chear to slighty apalescent and collorless.
Disnese of al materials, whother roconstitubed or mat, i an aparapriste medica
wWasthe cantamner,

KYNTHA SOLOFISE

Stare in the refrigerator at 36° 1o 46°F (2% w0 8°C),

XYNTHA SOLOFUSE eam last ot racrn terrperatune (el T7°F) for up 1o 2 manths,
H you siore XYNTHA SOLOFUSE at roam temperature, carelully wite down the dse
woud put XYMTHA SOLOFUSE at reaom bemperatune, 5o you will snoe when 1o thraw i
awary, There is a space an the carton for you to write the date,

Throw avwiy sy unased XYNTHA SOLOFUSE atter the expiration date,

Trifuisn within 3 hewrs after recanstitution or after remevel of the aney rulbes tip cap
fram the prefilled dusdchamber syringe. You can keep the reconstitaied solution 2t
room temperature before infusion, bus if it 's not used in 3 hours, throe it sy,

Do mot use reconstituted XYNTHA If it s not chear to slighdy opalescent and colordess.
Dispedn af el Materials, whether receritinibed o mal, in an apprapriste medica
warle contamner.

What else should I knew about XYNTHAT

hecicires are somelrmes preecribed for purmsoses olher than Those listed have.
Talk to wour heakhcare provioer if you hewe sy concems. You can ask vouw healtbcare
prowider for informiation sbout XYMNTHA that was written for healthoare professionals.

Do mat shane XY NTHA with gther people. aven it they have the same syrmpioms that
yonl have.

This brief surrrery is based an the Kyrthe® [Artiheraphilic Factar |Reécambinarti]
Prescribing brformation LAR=061&=6.0, revised 10014, and LAE«0500=3.0,
revisad 1014,
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WASHINGTON & DAYS

NATIONAL HEMOPHILIA FOUNDATION

www.hemophilia.org

NHF Nevada once again participated in the National Hemophilia Foundation's (NHF) annual Washington
Days advocacy event on March 8-10, 2017 on Capitol Hill in Washington, DC. Our chapter was lucky
enough to have seven wonderful people participate and advocate for all Nevadans with Bleeding Disor-
ders. We would like to thank Amber Federizo, Kelly Gonzalez, Sonia Arevalo, Lisa Cervantes, Jacey Gonza-
lez, and Maureen Salazar-Magana, for participating! Maureen was a first time attendee and said “It was an
amazing experience to be in a room of so many people fighting for the same things!*

There was a record-breaking number of participants in this year's Washington Days. More than 480 volunteer
advocates from 46 states met with legislators and staff to discuss maintaining key patient protections in the
Affordable Care Act (ACA). NHF's Washington Days is an opportunity for people affected by bleeding disor-
ders to advocate for issues that are important to them. NHF's advocacy this year focused on the debate
surrounding the repeal and replacement of the ACA and how that has affected the bleeding disorders
community.

This year we asked our volunteer advocates to ask Congress to keep several key patient protections in any
healthcare legislation that might be introduced to replace the Affordable Care Act (ACA).
Maintain the elimination of lifetime and annual limits on essential health benefits.

Maintain federal requirements for essential health benefits to ensure patient protections are meaningful.
Maintain the Medicaid expansion, including the categorical eligibility for childless men and women and the
enhanced federal funding for the expansion population.

During the first day, attendees participated in training sessions on how to present the issues to members of
Congress and how to effectively use social media for advocacy. Former Senator Byron Dorgan (D-ND)
spoke to attendees about the power of their personal story when speaking with members of Congress.

The following day all participants met on Capitol Hill with a full day of meetings, followed by a State Advo-

cacy Recognition Dinner, which honored the many chapters who worked to have March recognized as

Bleeding Disorders Awareness Month in 2016 and 2017. Washington Days concluded with breakfast and @

state advocacy training, where participants learned effective local advocacy approaches.
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SIDELVION

CoaqlaionFctr X Recominan), AbuminFusion Prote

He's free to infuse only

once every 14 days.
Are you?

The only FDA-approved treatment for hemophilia B with
up to 14-day dosing.*

\ schedule that
fits into
your lifestyle

High and
sustained
Factor IX
levels at
steady state'!

/Q\ Zero median annualized
/ZERC\J spontaneous bleeding
BLEEDS | lletASERIBNIEN
meoian aser ) dosed at 7 or 14 days
N -/ indlinical trials

*Appropriate people 12 years and older may be eligible for 14-day dosing. Talk with your doctor.

tAverage FIX levels with 7-day dosing over 92 weeks in clinical trials.

Important Safety Information

IDELVION is used to control and prevent bleeding
episodes in people with hemophilia B. Your doctor
might also give you IDELVION before surgical
procedures. Used regularly as prophylaxis, IDELVION
can reduce number of bleeding episodes.

IDELVION is administered by intravenous injection
into the bloodstream, and can be self-administered
or administered by a caregiver. Do not inject
IDELVION without training and approval from your
healthcare provider or hemophilia treatment center.

Tell your healthcare provider of any medical
condition you might have, including allergies and
pregnancy, as well as all medications you are taking.
Do not use IDELVION if you know you are allergic to
any of its ingredients, including hamster proteins.
Tell your doctor if you previously had an allergic
reaction to any FIX product.

Stop treatment and immediately 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 Factor IX, which could stop IDELVION from
working properly. You might need to be tested for
inhibitors from time to time. IDELVION might also
increase the risk of abnormal blood clots in your
body, especially if you have risk factors. Call your
healthcare provider if you have chest pain, difficulty
breathing, or leg tenderness or swelling.

In clinical trials for IDELVION, headache was the only
side effect occurring in more than 1% of patients
(1.8%), but is not the only side effect possible. Tell
your healthcare provider about any side effect that
bothers you or does not go away, or if bleeding is
not controlled with IDELVION.

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 prescribing information for IDELVION on next page.

Page 7
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Biotherapies for Life® CSL Behring

IDELVION®, Coagulation Factor IX (Recombinant),
Albumin Fusion Protein
Initial U.S. Approval: 2016

BRIEF SUMMARY OF PRESCRIBING INFORMATION

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

What is IDELVION?

IDELVION is an injectable medicine used to replace
clotting Factor IX that is absent or insufficient in people
with hemophilia B. Hemophilia B, also called congenital
Factor IX deficiency or Christmas disease, is an
inherited bleeding disorder that prevents blood from
clotting normally.

IDELVION is used to control and prevent bleeding
episodes. Your healthcare provider may give you
IDELVION when you have surgery. IDELVION can reduce
the number of bleeding episodes when used regularly
(prophylaxis).

Who should not use IDELVION?

You should not use IDELVION if you have had
life-threatening hypersensitivity reactions to IDELVION
or are allergic to:

* hamster proteins
e any ingredients in IDELVION

Tell your healthcare provider if you have had an allergic
reaction to any Factor IX product prior to using IDELVION.

What should | tell my healthcare provider before
using IDELVION?

Discuss the following with your healthcare provider:

e Your general health, including any medical condition
you have or have had, including pregnancy, and any
medical problems you may be having

e Any medicines you are taking, both prescription
and non-prescription, and including any vitamins,
supplements, or herbal remedies

e Allergies you might have, including allergies to hamster
proteins

References: 1. Data on file. Available from CSL Behring as DOF IDL-002.

IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC.
IDELVION® is a registered trademark of CSL Behring Recombinant Facility AG.
Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2017 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com www.IDELVION.com IDL16-02-0032(1) 1/2017

* Known inhibitors to Factor IX that you've experienced
or been told you have (because IDELVION might not
work for you)

What must | know about administering IDELVION?

e IDELVION is administered intravenously, directly into the
bloodstream.

e IDELVION can be self-administered or administered
by a caregiver with training and approval from your
healthcare provider or hemophilia treatment center.
(For directions on reconstituting and
administering IDELVION, see the Instructions
for Use in the FDA-Approved Patient Labeling
section of the full prescribing information.)

e Your healthcare provider will tell you how much
IDELVION to use based on your weight, the severity
of your hemophilia B, your age, and other factors.
Call your healthcare provider right away if your
bleeding does not stop after taking IDELVION.

¢ Blood tests may be needed after you start IDELVION to
ensure that your blood level of Factor IX is high enough
to properly clot your blood.

What are the possible side effects of IDELVION?

Allergic reactions can occur with IDELVION. Call your
healthcare provider right away and stop treatment 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 can make antibodies, called inhibitors, against
Factor IX, which could stop IDELVION from working
properly. Your healthcare provider may need to test your
blood for inhibitors from time to time.

IDELVION might increase the risk of abnormal blood clots
forming in your body, especially if you have risk factors for
such clots. Call your healthcare provider if you experience
chest pain, difficulty breathing, or leg tenderness or
swelling while being treated with IDELVION.

A common side effect of IDELVION is headache. This is
not the only side effect possible. Tell your healthcare
provider about any side effect that bothers you or does
not go away.

Please see full prescribing information, including
FDA-approved patient labeling.

Based on November 2016 Pl revision.

&IDELVIEIN‘E

Coagulaton Factr X Recombinant) AlbuminFusion Prtein
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WALKING DOESN’'T MAKE BETTER TREATMENTS FOR BLEEDING
DISORDERS, BUT FUNDRAISING DOES! WILL YOU STEP UP?

_
—_—

oﬁ

NATIONAL HEMOPHILIA FOUNDATION PRESENTS

 HEMOPHILIA

(Shire

Saturday, September 17th in Reno
Saturday, September 24th in Las Vegas

Registration is Now Open!

The first 10 people to register and raise or donate $50 will receive your
choice of Hemophilia Walk branded headphones or picnic blanket.

To Register go to www.hfnv.org

The Nevada Chapter of the National Hemophilia Foundation is dedicated to improving the
quality of care and life for people with hemophilia, von Willebrand disease, and other inherited
bleeding disorders through education, peer support, and advocacy.

Staff
Executive Director-Kelli Walters
Chapter Events Manager-Anne McGuire
Chapter Bilingual Program Manager-Maureen Salazar-Magana

Advisory Board of Directors
President-Brandi Dawkins
Vice President-Marcela Custer
Treasurer-Doug May
Secretary-Doug May
Board Member-James Arriola
Board Member-Tanya Butler
Board Member-Lupe Torres

Hemophilia News and Views is published 4 times a year by the Nevada Chapter of the Nation-
al Hemophilia Foundation (NHF-NV). We welcome advertisers. Please contact the office at
702.564.4368 for advertising rates.

The material in this newsletter is provided for your general information only. The Nevada Chap-
ter does not give medical advice or engage in the practice of medicine. NHF-NV does not
recommend particular treatments for specific individuals and in all cases recommends that

you consult your physician or local freatment center before pursuing any course of treatment.
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Prediabetes: No Excuses
CDC and partners launch awareness campaign
By Sarah M. Aldridge, MS | 10.31.2016

Eighty-six million Americans are walking around with a precursor to a disease they don’t know they could develop, but one they can
help prevent. It’s called prediabetes and it’s so important that the US Centers for Disease Control (CDC), American Diabetes Associ-
ation (ADA), American Medical Association and the Ad Council are linking arms to make you aware of it. The theme of the new
campaign is “No one is excused from prediabetes.” It will get your attention via TV, radio, print and social media ads and videos,
provided in English and Spanish. A simple seven-question risk assessment test on the website: doihaveprediabetes.org can help you
figure out if your risk is high.

What is prediabetes?

Type 2 diabetes results when your body doesn’t use the hormone insulin effectively. Insulin moves glucose, a type of sugar that re-
sults when carbohydrates are broken down during digestion, out of the bloodstream and into cells. A warning sign of diabetes is a
condition called prediabetes. With prediabetes, your blood sugar levels are above normal, but not high enough for an official diabetes
diagnosis. (See Sidebar, “Testing for Prediabetes.””) But that doesn’t mean you’re home free. Elevated sugar levels in the blood are
known to contribute to cardiovascular disease, such as heart disease and strokes. According to the CDC, 15%-30% of people with
prediabetes will develop type 2 diabetes within five years.

Who’s at risk?
The ad campaign uses a real-time test during 60-second TV commercials so viewers can find out on the spot if they’re at risk. Here
are the main risk factors for prediabetes:
Age: Over 45 years old
Weight: Being overweight or obese
Family history: a sibling or parent with diabetes
Ethnicity: African American, Hispanic/Latino, American Indian, Asian American, Pacific Islander
Low HDL (good) cholesterol and/or high triglycerides
Sedentary lifestyle
High blood pressure or taking high blood pressure medication
Gestational diabetes when pregnant; delivering a baby weighing 9 pounds or more
Polycystic ovary syndrome

People in the bleeding disorders community have their own risk factors that increase the likelihood of prediabetes leading to full-
blown diabetes. Viral infections, such as HIV and hepatitis C infection (HCV) contracted decades ago from contaminated factor
products, can cause chronic inflammation, which can lead to diabetes. Further, some HIV medications are linked with higher rates of
diabetes. In addition, HCV is known to prevent the body’s regulation of blood sugar levels, another contributor to diabetes. (Read
“The Details on Diabetes’)

Group accountability

Although some people are self-motivated, lots of us need the accountability of a group to take action when it comes to our health.
The CDC’s National Diabetes Prevention Program uses lifestyle coaches in a small group setting to encourage people to proactively
manage prediabetes. The groups meet weekly for about six months. Each week they tackle such topics as: “Be a Fat and Calorie De-
tective,” “Talk Back to Negative Thoughts,” “Jump Start Your Activity Plan” and “Ways to Stay Motivated.” The coach helps par-
ticipants learn to choose healthy foods, add some activity into their daily planner and maintain a healthier lifestyle permanently. Find
out if your insurance company or employer covers such programs, which also may be offered by your local YMCA.

Small steps, large improvements

If you’re feeling overwhelmed by the changes you want to make, remember that small steps can lead to large improvements. Accord-
ing to the CDC, losing just 5%—7% of your body weight (around 10—14 pounds for a 200-pound person) can slow or reverse predia-
betes. To start, you might swap sugary sodas for water or substitute a crunchy apple for your nightly ice cream habit. If you’ve been
inactive, taking up a new sport may seem daunting, but most everyone can walk. Give up 30 minutes of TV watching to take a daily
walk with your spouse or grandkids. The CDC recommends at least 150 minutes of activity each week. “Activity” can mean any-
thing from house cleaning to weeding.

Lastly, having a plan can keep you motivated. Set realistic goals, such as making one change in your diet or adding one new activity.
The ADA says some of the keys to weight loss success in people with prediabetes or diabetes are: eating breakfast, reducing daily
calories and fats consumed, being active most days of the week and documenting your data. No longer do you have to write down in
a journal everything you eat and drink, when you exercised last and how much you weighed. There are phone apps that do all of that
and more, such as MyFitnessPal.com, a web-based program that includes a smartphone app.

Defeating prediabetes

If you’ve taken the prediabetes risk test and scored a 5 or higher, don’t make a list of excuses for why you can’t deal with it right
now. Schedule an appointment to see your primary care physician. Together you can map out a strategy for defeating prediabetes.
Your payback for investing in yourself will be a longer, healthier life.

Copyright Hemaware November 2016
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ADYNOVATE

[Antihemophilic Factor
(Recombinant), PEGylated]

For patients with Hemophilia A, the FDA
has now approved ADYNOVATE® for

4+ Use in children under 12

4 Use in surgery

PROVEN PROPHYLAXIS +
SIMPLE,* TWICE-WEEKLY DOSING SCHEDULE =

et

The pediatric study [N=73] evaluated the efficacy, PK, and safety
of ADYNOVAT E twice-weekly prophylaxis and detarmined the
ability to treat bleeding episodes for 6 months.'*

+Sixty-six patients [32 patients aged <6 years and 34 patients
aged é to <12years) received 40-60 IU/kg of ADYNOVATE
prophylactically, twice weekly?

37

R\ 4

YOUR WAY

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

+Children experienced a median overall ABR of 2.0 [IOR: 3.9) and
amedian ABR of zero for both joint [IQR: 1.9) and spontaneous
(IOR: 1.9] bleeds'?

+38% [n=25] of children experienced zero total bleeds; 73% (=48]
experiencedzero joint bleeds; and 7% [n=44] experienced zero
spontaneous bleeds’

Talktoyour doctor and visit ADYNOVATE .com

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

Indications

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

ADYNOVATE is not used to treatvon Willebrand disease.
DETAILED IMPORTANT RISK INFORMATION

You should not use ADYNOVATE ifyou:

e Are allergic to mice or hamster protein

o Are allergic to any ingredients in ADYNOVATE or ADVATE
[Antihemaphilic Factor [Recombinant]]

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

You should tell your healthcare provider ifyou:

» 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 thatyou have inhibitors to factor VIl [because
ADYNOVATE may not work for you).

@217 Shir 1S |nc, Lecington, MA (2421 All rights reserved. 1-800-326- 2063
SHIRE ard the Shire L
AIVATE end ADYNOWATE are
ST ovie

are ragistered tradzmarks of Shire Phamiaoautical Holdings Ireland Limited or its aifilistes.
marks or ragisted trademarks of Bacalta Incorparated, 2 whally owned, indirect subsidiery of Shie ple

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. Consultwithyour
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.

Callyour 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 aboutany side effects that botheryou
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 following page for ADYNOVATE Important Facts.
For full Prescribing Information, visit www ADYNOVATE.com.

References: 1. ADYNOVATE Prescribing Information. Westlake Village, CA:
Baalta US Inc. 2. Mullins ES, Stasyshyn O, Alvarez-Roman MT, et al. Extended
half-life pagylated, full-length recom binant facto r VIl for prophylaxis in
children with severe hasmophilia A. Haemophilis. 2016 Now 27. doi: 101111/
hae.12119 [Epub ahead of print]. 3. Data on file; Shire US Inc.

Shire
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- ~
. How should | use ADYNOVATE? |cont'd)

Call your healthcare provid er right away if your bleeding does

ADY':I‘J-—)-EI“_E | notstop after taking ADYNOVATE. )

[Antihemophilic Factor ~ -
(Recombinant), PEGylated] What should | tell my healtheare provider before

| use ADYNOWATE?
Patient Im purtant facts about You should tell your healthcare provider if you:
ADYNOVATE® [Antihemophilic Factor [Recombinant], PEGylated] # Have ar have had any meadical problams.

This leaflet surnmarizes important information about Take any mgd'.':mEE' |r!-:!.u ding prescription and
ADYMOVATE. Please read it carefully before using this non-prescr iption medicines, such as uver.-the-u:u unter
madicing. This information does not take the place of talking medicines. supplements or herbal remedies.
withyour healthcare provider, and it does not include all of
the important infermation about ADYNOVATE. Fyou have any

Have arny allergies, including allargies to mice or hamsters.
Are breastfzeding. It is not known iFADYMOVATE passes

questions after reading this, ask your healthcare provider. inta your milk and if it can harm your baby.
* Arepregnant or planning to become pragnant. It is not
"'r 3 . . . 7 knowen if ADYMOWATE may harm your unborn bakby.
What is the mest impoertant information | need to know o
about ADYNOVATE? # Hawe been told thatyou hawve inhibitars to factar VI
o |be causs ALY NOVATE may notwork for youl.
Do movt atkem pt to do an infusion to yourse If unless you have been W ,
taught how by your kealthcare provider or hemophilia center.
You must carefully follow your healthcare provider's "'_ ™
instructions regarding the dose and scheduls far infusing What are the pessible side effects of ADYNOVATE?
ADYMWOVATE so that your treatment will work best foryau. You can have an allergic reaction to ADYNOVATE.
b i~

Call your healthcare provider right away and stop treatmeant
if you get a rash or hives, itching, tightness of the throat,
What is ADYNOVATE? chest pain or ightness, difficulty breathing, lightheadeadness,
dizziness, nausea or fainting.

ADYMWOVATE is an injectable madicine that is used to help treat

and control bleeding in children and adultswith hemophilia & The comman side effects of ADYNOVATE are headache and
[congenital Factor VIl deficiency]. Your healthcare provider nausea. Tell your healthcare provider about any side effects
rriay give you ADYNOVATE whenyou have surgery. ADYMOVATE that batheryau or da not go away.
can reduca the number of ble eding episodes when used These are not all the possible side effects with ADYMOVATE.
regularly [prophylaxis|. You can askyour healthcare provider for information that is
ADYMNOVATE is not used ta treatvon Willzbrand disease. \ written for healthcare professionals.
. o o
' =, r B

What else should | know abaut ADYNOVATE and Hemophiliad?

Your body may farm inhibitars to Factor V1. Aninhibitor
is part of the body's normal defense system. I you farm

Who sheuld not use ADYNOVATE?
You should not use & DYNOVATE if you:

* Are allergic to mice or hamster protein inhibitors, it may stop ADYMOVATE fromworking proparly.

# Areallergic to any ingrediants in ADYNOVATE or ADVATE® Cansultwith your healthcare provider to make sure you are
[&ntihamophilic Factor [Recombinant]] carafully monitorad with bloed tests for the developmeant of

Tell yaur healthcare provider ifyau are pregnant or inhibitors to Factar VIIL

breastfeading because ADYNOVATE may nat be right for you. Medicines are sametimes prescribad for purposes other than

y those listed hara, Do not use ADYNOVATE for & condition for
wihich it is not prascribed. Do not share ADYNOVATE with othar

™ pecple, even if they have tha same symptoms that you have.
How should | use ADYNOVATE? \ J
ADYNOVATE is given directly into the bloodstream. L } i ) i
You miay infuse ADYMOVATE at a hamophilia treatment centar, PT risk 'ﬂ".:a:l:n ::mml hilr: Is nat :mrﬂhmm&.
atyaur healthcare provider's office orinyour home. You @ 7|earn mare, takwith your care provider ar
) . . pharmacist abaut ADYMOVATE. The FDA-approved product
should b trained on how to do infusions by your healthcare . .
: P . labeling can be found at www shirecontent.com/PI/PDFs/
prowider ar hemaophilia treatment center. Many pecple with ADYNOVATE USA ENG.pdf or 855-4-ADVNOVATE
hermaphilia & learn to infuse their ADYMOVATE by themselves - - P )
orwiththe help of a family member. You are encouraged to report negative side effects of
Yaur healthcare providerwill tell you how much ADYMOVATE to prescription drugs to the FDA. Visitwww.fda.gow/ medwatch,
use based anyour individual weight, level of physical activity, or call 1-800- FDA-10&6.
the severity of your hemophilia &, and where you are blzeding. Baxalta, Advate, and Adynovate are trademarks of
Recanstituted product [after mixing dry product with wat Baxalta Incarporated, awholly owned, indirect
diluant] must be used within 3 hours and cannat be stored or subsidiary of Shire plc.
refrigerated. Discard any ADYNOVATE Left in the wial at the end Baxalta US|
H H H A axalia nc.
of your infusion as directad by your healthcare profassional. Westlake Village, CA 91352 USA
You may have to have blood tests done after getting ADYNOVATE U.5. Liczns= No. 2020 -
to be sure that your blood level of factor VIllis high enough to lzzued 1272074 (%Ire
clot your blood. 161045-A00-US 524587 DT
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Winter Wine Fest

Our 2nd Annual Winter Wine Fest was a huge success. We have tallied the
numbers and have raised over $30,000! Thank you to our 200+ aftendees for
coming and enjoying a successful event. Many, many thanks to our incredible
sponsors, Board Members and Wine Committee members that made this
event so successful.

As Bleeding Disorders Awareness Month comes to an end, we want to express
our sincere gratitude towards those who support our mission of helping the
bleeding disorder community of Nevada.

T D)

A ~

Thank'you to the sponsors who helped make this event SPARKLE!
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Camp Independent Firefly 2017

June 13-17, 2017
What fun we have in store for our campers!
This year’s theme is Lights, Camera, Action!

Campers and Parents: keep a look out for your Camper packet - it should be arriving in
your mail box after May 1st. If you do not receive it, please call our office at 702.564.4368.

Please start planning now and make sure that you have the
appropriate amount of factor and/or other medications on hand to send to camp with your
child. All medications will need to be checked into the nurse at the bus drop-off
location. Please remember to pack closed toe shoes, long pants and a jacket for
nighttime. All campers are required to check-in their cell phones before getting off the bus
in Big Bear. They can power them up again once they are on the return bus back to Las
Vegas.

 WOEPENDENT FREFY

HEMOPHILIA TREATMI

w
NEVADA CHAPTER
NATIONAL HEmopHILIA FOUNDATION

“NT CENTER

e s OF NEVADA

Las VEgas & Reno & WinnEMuccA @ OwvyHee Duck VALLEY INDIAN RESERvATION @ ELy @ F1kO

Nevapa’'s ONLY FeperaLLy Recocnizepo 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

Qutreach 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:
4 Outreach clinics
¢ Youth groups
4 School visits
4 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
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Meet Jessica, your CoRe Manager

Hello! I'm Jessica Klass, and my brother has hemophilia A. I'm also a CoRe Manager for
Bioverativ. It is my job to connect you with others in the community, share insights taken
from my personal experience, introduce our educational programs, and to support you
on your journey. | am here so we can take action together!

s 0. W, W <2l S S N < e SO R N O o < M O R O U A N U0 SR R -

Contact me!
[Jessica.Klass@bioverativ.com] | [623.238.0244]

BP0 342 350200002 3 4099209029540 90209%002 992 %%020%en

Bioverativ= B} Connect with Us

@ 2017 Bioverativ. Al rights reserved. 02/17 HEM-US-1488
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W
MEvADA CHAFTER

ManiomaL HemorriLia Founpation

wwwehfnv.org

HEMOPHILIA TREATMENT CENTER
P I O F N EVADA

Sunday May 28th. 2017 @6:05pm
Reno Aces
VS
Sacramento River Cats
$16 Tickets
Half of the proceeds will be benefiting
Camp Independent Firefly
For More Information. to Purchase Tickets. or Make a Donation
Please Contact

i

Lisa Cervantes (@ 775-657-8981 or leervantes@htednv.org

Show your Support and help us in sending our Amazing kids to camp!!

Last Day for Ticket Purchase is 5/14/2017
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Register for Events on NHF Nevada’s new Website!

We are excited to announce that NHF Nevada has a new and improved website!
The website is updated daily and gives you the ability to register for programs and
events! Itis mobile friendly too! Check it out at www.hfnv.org. It also includes links
to national resources!

To register for one of our upcoming programs and events on our event calendar.
Go to www.hfnv.org, click on News & Events and then go to the Event Calendar.

NEVADA CHAPTER
% NATIONAL HEMOPHILIA FOUNDATION

WHOWEARE BLEEDING DISORDERS WHATWEDO ~SUPPORT & RESOURCES GETINVOLVED ~NEWS& EVENTS

n ;enfthat works for you.

DOSOMETHING

o] (5[0 @ € B[o|F|E[e

0000 ATAT 7 11:48 AM 76% .
hfnv.org

SATISFYING WITH Y
o FREETIME. _.°"

Help us extend our outreach efforts!

VOLUNTEER TODAY

>
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Biotherapies for Life* CSL BEhI‘ing

For adults and children with hemophilia A

REAGH HIGHER

With the Long-lasting Protection of AFSTYLA

NA TURS
BLEEDS | UK
(machin hags*|
FDA-approved for In clinical trials, Identical to
dosing 2 or 3 times whether dosed natural Factor VIl
aweok 2 or 3 timas a week 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.

O Visit AFSTYLAcom to sign up for the Intest news

*Annualized spontaneous bisading rate In clinical trials (Interquartie rangs
[KQA]=0-2.4 for patients =12 years; 0-2.2 for patients <12 years).

Important Safety Information

AFSTYLA s used to treat and control bleeding episodes in paople with hamophilia A. Usad regularly (prophylaxis), AFSTYLA

can reduce the number of bleading episodes and the risk of joint damage due to bleading. Your doctor might also give you
AFSTYLA befora sumgical procadures.

AFSTYLA s administered by intravenous injection into the bloodstraam, and can be salf-administered or administered by a
caregiver. Your haalthcare provider or hemophilia treatment center will instruct you on how to do an infusion. Carefully follow
prescriber ingtructions regarding dose and infusion schedule, which are based on your weight and the severity of your condition.
Do not usa ARSTYLA if you know you are allergic to any of its ingredients, or to hamster proteins. Tall your healthcare provider

if you previously had an allergic reaction to any product containing Factor VIl (FVIIl), or have beentold you have inhibitors to
FVIIl, as AFSTYLA might not work for you. Inform your haalthcare provider of all medical conditions and problems you have, as
well as all medications you are taking.

Immediately stop traatment and contact your healthcare provider if you see signs of an allemic reaction, including a ragh or hives,
itching, ightness of chest or throat, difficulty breathing, lightheadedness, dizzinegs, nausea, or a decreasa in blood pressura.
Your body can make antibodies, called inhibitors, against PV, which could stop ARSTYLA from working properly. You might need
to be tested for inhibitors from time to time. Contact your haalthcare provider if bleading does not stop after taking AFSTYLA.

In clinical triale, dizziness and allergic reactions were the most common side effects. However, thase are not the

only sida effects possible. Tall your healthcarme provider about any sida effect that bothers you

or does not go away. P ———

You are encouraged to report negative sida effects of prescription QT

drugs to the FDA. Visit www.fda.gov/medwatch, . .

or call 1-800-FDA-1088. )

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

e T ey Lo et Antihemophilic Factor
tradernark of C2L Behring LLC.

e E A T Ly (Recombinant), Single Chain
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AFSTYLA®, Antihemophilic Factor (Recombinant], Single Chain
For Intravenous Injection, Powder and Solvent for Injection
Initial LS. 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 | need to know about AFSTYLA?

= four hegithcare provider oo hemophilia trestment center will instruct you on how 1o
do an infusion on your own.

= Carefully follow your healthcare provides’s instructions reganding the dose and
schedule for infusing this medicine.

What is AFSTYLAT?
= AFSTYLA is a medicine used to replace dotting Factor VI that is missing in patients
with hemaophilia A.
Hemophilia A is an nhented bleeding disorder that prevents blood from diotting
normally.
Does not contain human plasma derved proteins or albumin.
Your heslthcare provider may give you this medicine when you have sungery.
Is used to trest @nd controd bleeding in all patients with hemaphilia A
Can reduce the numbes of bleeding episodes when used requizrly (peopiylasis) and
reduce the risk of joint damape due to bleeding.
= |5 ot used to treat won Willsbeand disease

Wha should not use AFSTYLA?

¥ou should nat use AFSTYLA if you:
= Hawe had a life-thweatening alespic resction to it in the past.
= Are allergic to its ingredients oo to hamster proteins.

Tell your heafthcare provider if you are pregrant or breastiesding becauss AFSTYLA may
not be right for you.

What should | tell my healthcare provider before wsing AFSTYLAT
Tell your healithcare provider if you:
= Have or have had any medical problems.
= Take any medicines, including prescription and non-prescription medicines, such as
ioves-the-counter medicines, supplements or herbal remedies.
= Hawe any allergies, including allengies ta hamster proteins.
# Hawe bean told you have inhibitors to Factor VIl (because this medicine may not
wark for you).

Page 19

How should | use AFSTYLA?

= Administer directly into the bloodstream.

® |z 35 cedered by your healtheare provider,

& Youshould be trained an how to do intrawencous injections by your healthcars provider
or hemophilia treatment center. Once trained, many patients with hemaphilia & are
able toinject this medicine by themsefves or with the help of & family membar,

= 'Yfour healthczre provider will tell you how much to use based on your weight, the
sevesity of your hemaophilia A, and where you are blesding.

= foumay need to have blood tests done after getting to be sure that your blood level
of Fectos VIl is hagh enough to dot your blood.

= Call your heaithcare provides right swey if your blseding does not stop after taking
this medicine.

‘What are the possible side effects of AFSTYLAT

= Allergic reactions may ocour Immediately stop trestment and call your healthcare
provider right away if you et & rash ar hives, itching, tiohiness of the chest or throat,
difficutty beeathing, Byht-headedness, dizsness, nawsea, or decrease in blood pressuse.

= Your body may form inhibitoes to Factar VI An inhibitor is & part of the body's
deferse system. i you foem inhibitors, it may stop this medicne from working
properky. Your healthcare provider may nesd 1o test your blood for inhibitors from
time 1o time.

= Common side effects are dizziness and alesgic reactions.

= These ase nat the only side effects possible. Tell your healthcare provider about any
side effect that bothers you or does not go away.

What else should | know about AFSTYLA?
= Medicines are sometimes prescibed for purpases other than those listed here. Do

not use this medicine for a condition for which it is not prescribed. Do not share with
other paople, 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 waanw, AFSTYLA.com

Manudactured by:

5L Behring GmbH

35041 Marbuwg, Germany

for:

5L Behring Recombinant Fadlity AG
Ben 27, Switzerland 3000

15 Licerse No. 2009

Distribuuted by:
5L Behring LLC
Kankakes, L 50901 USA
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ACT—Access to Care Today
Achieve a CURE Tomorrow

dlsorders

Date. Locatlon . Shotgun Start:
Mon., May 1,2017 Red Rock Country Club 9: 30 AM 11:00 AM
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