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A Message from
Kelli Walters:

| wanted to take a moment
to reach out to all of you to
say farewell. My last day with
NHF Nevada is June 20th,
2017.

As Winnie the Pooh once
said, “How lucky am | to have
something that makes saying
goodbye so hard.”

For the last 5 years, I've
been working with NHF and
the extraordinary Nevada
bleeding disorder communi-
ty. It's been such an incredi-
ble journey on both a person-
al and professional level. | will
miss the smiles, personalities,
and talents of those | have
worked closely with over the
years. Keep up the good work
and good luck to you all, |
know you will do great things
for this important cause.

| will also greatly miss all of

the families that NHF Neva-
da serves. Getting to know
all of you has been a great
pleasure for me. All of you
are so passionate about the
issues that you and your
family face on a daily ba-
sis. Please keep on being
the best advocate that you
can for you and your family.
| just spent my last week
with the chapter at camp
with all of our campers....
can think of nothing better to
end with!

Lastly, | need to thank two
fabulous ladies, Anne and
Maureen. | was lucky to
work with them and will miss
them very much! They will
continue serving the Neva-
da bleeding disorder com-
munity. NHF is currently in
the final interview process
for my replacement. Thank
you for a wonderful 5 years.
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We would all like to thank
Kelli for her years of dedica-
tion to the bleeding disor-
ders community in Nevada.
She will be missed very
much. Please rest assured
that the National Hemophilia
Foundation and the Adviso-
ry Board of the Nevada
Chapter are working dili-
gently to find a new Execu-
tive Director that can build
upon the foundation that
Keli built and continue to
grow and improve the pro-
grams & services offered
here in Nevada. We look
forward to introducing you to
the Executive Director
soon. Sincerely, Brandi
Dawkins, Advisory Board
President

Annual Picnhic ¢ Back to School Event

Saturday, August 5 at 5:30 pm
YMCA Qutdoor Waterpark Pool|
4141 Meadows Lane
Las Vegas, NV 89107

Dinner and fuh are inCluded!
Backpacks will be provided for all SChool aged Kids!
RSVP online at hfnv.org - Go to News & Events/Events Calendar
Or call or email Maureen at 702-564-4368 or mmagana@hemophilia.org
RSVP by July 19, 2017
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. 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

+ KOVALTRY®, Antihemophilic Factor (Recombinant), or KOGENATE® FS, Antihemophilic
Factor (Recombinant), is delivered to yvour home free of charge

* Any patient who has not taken KOVALTRY® or KOGENATE® FS is able to participate,
regardless of type of insurance or if you have insurance

Access to Therapy

Concerned about maintaining access to treatment?
We mightbe able to provide KOVALTRY® or KOGENATE® FS at no cost if you are¥,

» Experiencing challenges getting insurance coverage for KOVALTRY® or KOGENATE® FS
* Uninsured or underinsured
* Between jobs and experiencing a gap between insurance coverage

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

* Youmay be able to receive up to $12,000 in assistance per year, regardless of income
+ Assistance is awarded per patient. Multiple members of the same household can apply
* Enrollment can be started and completed in one short phone call

Live Helpline Support

¢ Consultwith an expertin insurance
+ Spanish-speaking Case Specialists are also available

;.'; .. Call 1-8 00-288-8374 8:00 aM—8:00 P (ET) Monday—Friday.

*The Free Thial Program is availabie © newly dagnosed patients and patients who ane curmently using oher hierapy. Patients cumenty using KOVALTRY® or KOG BNATE® FSare noteligble for he
respectye Free Thal programe. Paricipaton in he ee Thal Programislimited © 1 1me only per reatment. The medication provided hrough his programis compimentary and is notan obligaton
© purchase orus: KOVALTRY® or M>GBNATE® FSin the fuure. Resalling or biling any hird party or the free productis prohitied by lavw.

tThe Free Thal Frogamincludesup © 6 Tee doses © 3 mainrumot$,000 IUYor new patents and 40 000 1L or preyviously treated patents.

#The program does not guarantee that patents vill be successtd n obfaining reimburszment Support medicaton provided through Bayer's assistance programs is comglimentary andis not
contingent on Wtre KOWALTRY® or KOG BNATE® FS purchases. Reselling or billing any third party for Tee product prosided by Bayer's patient assisance programms is prohitited by 1w, Bayer
resenes he right © detamnine eligbiity, monitor participation, d2terming equitable dstritution of product, and modityor discontinue the program atany timea.

“Paopiz with piva e, conmerdial healh insurance may receme MOVALTRY® or MOGENATE® FS co-pay of co-ineurance assisence bassd on eligbility requrements. The programis on a Wskcome,
lirstseried basis. Financid supportis eikbie teup 1012 monhs.
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Nevada Chapter of the National Hemophilia Foundation
2017 Program and Events Calendar

You can register for all events on our website:
www.hfnv.org Go to News & Events/Events Calendar

July 12, 2017
Spanish Education Dinner
Maggiano’s Fashion Show Mall

July 15, 2017
Couples Retreat
Henderson, NV

July 19, 2017
Spanish Support Group
Firefly Tapas Kitchen

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

August 5, 2017
Back to School Picnic
YMCA Pool

August 9, 2017
Education Dinner
Claim Jumper Town Square

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

November 3-5, 2017
Getfttin' in the Game
Phoenix, AZ
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FEIBA,.

[anti-inhibitor
coagulant complex]

REDUCTION

in median ABR with
prophylaxis treatment?®

Actual FEIBA patient.

Indications for FEIBA [Anti-Inhibitor Coagulant Complex]
FEIBAis an Anti-Inhibitor Coagulant Complex indicated for use in hemophilia A and B
patients with inhibitors for:

« Control and prevention of bleeding episodes

« Use around the time of surgery

* Routine prophylaxis to prevent or reduce the frequency of bleeding episodes.

FEIBAis notindicated for the treatment of bleeding episodes resulting from coagulation
factor deficiencies in the absence of inhibitors to coagulation factor VIIl or coagulation
factor IX.

Detailed Important Risk Information for FEIBA

WARNING: EVENTS INVOLVING CLOTS THAT BLOCK BLOOD VESSELS

¢ Blood clots thatblock blood vessels and their effects have been reported during
postmarketing surveillance following infusion of FEIBA, particularly following the
administration of high doses and/or in patients with a risk of forming blood clots.

¢ [f you experience any of these side effects, call your doctor rightaway.

You should not use FEIBA if:

« You had a previous severe allergic reaction to the product (reactions causing
discomforts that are damaging and life threatening)

« You have signs of development of small blood vessel clots throughout the body

« You have sudden blood vessel clots or blocked blood vessels, (e.g., heart attack
or stroke)

Events involving blood clots blocking blood vessels can occur with FEIBA, particularly
after receiving high doses and/or in patients with risk factors for clotting.

Infusion of FEIBA should not exceed a dose of 100 units per kg body weight every 6 hours
and daily doses of 200 units per kg of body weight. Maximum injection or infusion rate
must not exceed 2 units per kg of body weight per minute.

FEIBA is the ONLY FDA-approved treatment indicated fe
hemophilia A and B patients with inhibitors for routine
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LIVE INTHE
BLEED-FREE MOMENT

...with FEIBA prophylaxis patients can
have more bleed-free days as compared
to on-demand treatment.

Every joint bleed has the potential to
do permanent damage'

Median ABR with prophylaxis vs. on-demand*®

28.7 median ABR with
on-demand treatment34

629 bleeding episodes occurred
during on-demand treatment*

vs

7.9 median ABR with
prophylaxis treatment3*4

NO BLEEDS
occurred in 18%
(3 out of 17) of
patients on FEIBA
prophylaxis in a
clinical study*

196 bleeding episodes occurred
during prophylaxis treatment®*

*Based on the results from the FEIBA PROOF clinical study of
36 hemophilia A and B patients with inhibitors receiving FEIBA
for prophylaxis or on-demand treatment for 12 months.*

tOf those patients who achieved zero bleeding events,
two-thirds completed 12 months of the study.*

Atfirstsign or symptom of a sudden blood vessel clot or blocked blood vessel (e.g., chest
pain or pressure, shortness of breath, altered consciousness, vision, or speech, limb or
abdomen swelling and/or pain), stop FEIBA administration promptly and seek emergency
medical treatment.

Allergic-type hypersensitivity reactions, including severe, sometimes fatal allergic
reactions that can involve the whole body, can occurfollowing the infusion of FEIBA.
Call your doctor or get emergency treatment right away if you get a rash, hives or
welts, experience itching, tightness of the throat, vomiting, abdominal pain, chest pain
ortightness, difficulty breathing, lightheadedness, dizziness, nausea or fainting.

Because FEIBA is made from human plasma it may carry a risk of transmitting infectious
agents, e.g., viruses, the variant Creutzfeldt-Jakob disease (vCJD) agent and,
theoretically, the Creutzfeldt-Jakob disease (CJD) agent.

The most frequent side effects observed during the prophylaxis trial were anemia,
diarrhea, bleeding into a joint, signs of hepatitis B surface antibodies, nausea, and

vomiting.

The serious side effects seen with FEIBA are allergic reactions and clotting events

involving blockage of blood vessels, which include stroke, blockage of the main blood
vessel tothe lung, and deep vein blood clots.

Call your doctor right away about any side effects that bother you during or after you
stop taking FEIBA.

Please see next page for Important Facts about FEIBA.
To see the Full Prescribing Information, including BOXED WARNING on blood clots,
go towww.FEIBA.com.

You are encouraged to report negative side effects of prescription drugs to the FDA.
Visit www.da.gov/medwatch, or call 1-800-FDA-1088.

References: 1. Pergantou H, Matsinos G, Papadopoulos A, Platokouki H, Aronis S. Comparative study of validity of clinical, X-ray and magnetic resonance imaging scores in evaluation
and management of haemophilic arthropathy in children. Haemophilia. May 2006;12(3):241-247.2. Gringeri A, Ewenstein B, Reininger A. The burden of bleeding in haemopbhilia: is one
bleed too many? Haemophilia. Jul 2014;20(4):459-463.3. FEIBA Prescribing Information. 4. Antunes SV, Tangada S, Stasyshyn 0, et al. Randomized comparison of prophylaxis and on-
demand regimens with FEIBA NFin the treatment of haemophilia A and B with inhibitors. Haemophilia. 2014;20(1):65-72.

©2016 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.

Feiba is a registered trademark of Baxalta Incorporated, awholly owned, indirect subsidiary of Shire plc.
S25994 12/16

¢Shire



Summer Edition 2017 Page 5

Important Facts about FEIBA (Anti-Inhibitor Coagulant Complex)

What is FEIBA used for?

FEIBA (Anti-Inhibitor Coagulant Complex) is used for people with Hemopbhilia A or B with Inhibitors to control and prevent
bleeding episodes, before surgery, or routinely to prevent or reduce the number of bleeding episodes. Itis NOT used to treat
bleeding conditions without inhibitors to Factor VIl or Factor IX.

When should I not take FEIBA?

You should not take FEIBA if you have had hypersensitivity or an allergic reaction to FEIBA or any of its components, includ-
ing factors of the kinin generating system, if you have a condition called Disseminated Intravascular Coagulation, which is
small blood clots in various organs throughout the body, or currently have blood clots or are having a heart attack. Make
sure to talk to your healthcare provider about your medical history.

What Warnings should | know about FEIBA?

FEIBA can cause blood clots, including clots in the lungs, heart attack, or stroke, particularly after high doses of FEIBA
orin people with a high risk of blood clots. Patients that have a risk of developing blood clots should discuss the risks and
benefits of FEIBA with their healthcare provider since FEIBA may cause blood clots. FEIBA can cause hypersensitivity or
allergic reactions and infusions site reactions, and these reactions can be serious. Because FEIBA is made from human
plasma, it may carry the risk of transmitting infectious agents, for example, viruses, including Creutzfeldt-Jakob disease
(CJD) agent, and the variant CJD agent. Although steps have been taken to minimize the risk of virus transmission, there is
still a potential risk of virus transmission.

What should I tell my healthcare provider?

Make sure to discuss all health conditions and medications with your healthcare provider. If you are pregnant or are plan-
ning to become pregnant, or are a nursing mother, make sure to talk with your healthcare provider for advice on using FEIBA.

What are the side effects of FEIBA?

The most frequent side effects of FEIBA are: low red blood cell count, diarrhea, joint pain, hepatitis B surface antibody posi-
tivity, nausea, and vomiting. The most serious side effects of FEIBA include: hypersensitivity reactions, including anaphy-
laxis, stroke, blood clots in the lungs, and blood clots in the veins. Always immediately talk with your healthcare provider if
you think you are experiencing a side effect.

What other medications might interact with FEIBA?
The use of other clotting agents with FEIBA is not recommended, for example, tranexamic acid and aminocaproic acid. Be
sure to talk with your healthcare provider and pharmacist about all medications and supplements you are taking.

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

The risk information provided here is not comprehensive. To learn more, talk about FEIBA
with your healthcare provider or pharmacist. The FDA-approved product labeling can be found at
http://www.feiba.com/us/forms/feiba_pi.pdf or by calling 1-800-423-2090 and selecting option 5.

©2016 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 orits affiliates. =

Feibais a registered trademark of Baxalta Incorporated, a wholly owned, indirect subsidiary of Shire plc.

$25994 12/16 Ire
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Do you like baseball, golf or swimming*? Are you between the ages of 7-18
and have a bleeding disorder? Would you like to fravel to Phoenix, AZ for a
weekend of baseball, golf or swim clinics for FREE? If you have answered yes
to the questions above, “Gettin’ in the Game” Junior National Championship
presented by CSL Behring may be for you!

Date: Friday, November 3-Sunday, November 5, 2017
Phoenix, Arizona

NHF Nevada can nominate two youth, for either baseball, golf, or swimming*

for this program. CSL Behring will pay all travel costs and meals for the patient
and one caregiver. A caregiver must accompany child.

NHF Nevada will hold an essay contest for all who qualify and would like to
participate.

If you interested in attending the “Gettin’ in the Game” program submit an
essay on one of these topics: what lessons have you learned through your
experience of having a bleeding disorder or how have you given back to the
bleeding disorder communitye Please indicate if you are interested in the
baseball, golf or swimming* program. Include your name, age, diagnosis,
address, phone number, email address, and your parent or guardian’s name.

*Swimming participants must be able to swim 25 yards without assistance (no
stopping or holding onto walls etc.)

Mail to
NHF-NV, Gettin’ in the Game Essay Contest
7473 W. Lake Mead Blvd., Suite 100
Las Vegas, NV 89128

All entries must be received by September 1, 2017 and the two winners will be
notified by October 1, 2017.
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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?

=‘ "= 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
Chapter Events Manager-Anne McGuire
Chapter Bilingual Program Manager-Maureen Salazar-Magana

Advisory Board of Directors
President-Brandi Dawkins
Vice President-Marcela Custer
Treasurer-open
Secretary-open
Board Member-Tanya Butler
Board Member-Jesse Clark
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 tfreatments for specific individuals and in all cases recommends that

you consult your physician or local treatment center before pursuing any course of treatment.
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Physical Activity and Exercise for Hemophilia by Carolina Henriques

About hemophilia

Hemophilia is an inherited X-linked recessive bleeding disor-
der, caused by a deficiency in coagulation factor VI
(hemophilia A), factor IX (hemophilia B), or factor XI
(hemophilia C), that results from mutations in the clotting factor
genes; it mainly affects males (hemophilia A and B, the two
most common forms of this disease) and can be mild, moder-
ate, or severe.

Physical Activity and Exercise for Hemophilia

Until the mid-1970s, hemophilia patients were advised to re-
frain from exercising due to a perceived risk of bleeding. But
the consequences of physical inactivity, like obesity and bone
density loss, were found to be more harmful than exercise.
Today, physical activity is recognized as being essential for
good health and health maintenance in people with hemophilia.

In its Guidelines for the Management of Hemophilia, the World
Federation of Hemophilia recommends that physical activity be
encouraged to promote fithess and neuromuscular health, with
special attention paid to muscle strengthening, coordination,
general fitness, body weight, and self-esteem.

For patients with significant muscle and bone weakness or
problems, weight-bearing exercises that promote the develop-
ment and maintenance of healthy bone density are encouraged
(to the extent their joint health permits). Choice of activities
should reflect an individual’s interests, ability, and resources.
Non-contact sports, like swimming, are recommended, while
high-contact and collision sports, like rugby or football, are to
be avoided. The guidelines also stress that patients should
consult with a muscle and bone specialist before engaging in
physical activities, discussing whether a particular planned
exercise or activity is appropriate, protective gear that might
need to be used, needed prophylaxis (treatment factor and
other measures), potential target joints (joints susceptible to
bleeds), and required physical skills. After a bleed, it is best to
return to any physical activity in a gradual manner, building up
to a full pre-bleed level, so as to minimize the chance of a re-
o] [TTo

A number of studies also report that physical activity can im-
prove the effectiveness of treatments and prevent bleeding
episodes in hemophilia patients. In older patients, a lack of
physical can further increase the risk of diabetes, high blood
pressure, high levels of fat in the blood, obesity, and osteopo-
rosis and related fractures, in addition to hemophilia-related
complications.

According to the World Health Organization (WHO), physical
inactivity is the fourth leading risk factor for mortality, account-
ing for 6 percent of deaths worldwide. Health problems associ-
ated with physical inactivity are more severe for patients with
hemophilia than for the general population. Obesity, for in-
stance, is linked to an increased risk of cardiovascular disease
and chronic joint inflammation, which promotes bleeding in the
joints and the risk of fractures. In addition, muscle and bone
disorders caused by hemophilic joint inflammation and aging
are risk factors for falling injuries.

Generally, the point is that a strong body helps protect a per-
son from bleeding. Besides, the benefits of physical activity are
not just physical — they’re also emotional and spiritual.

Main physical benefits

Strong and flexible muscles support the joints, which help prevent
bleeds and joint damage. Feeling fit and having energy helps re-
duce fatigue. Being of a healthy weight reduces the stress placed
on the joints, which is particularly important in aging bodies. Im-
proved balance and coordination helps joints and muscles work
better together, which again helps protect against bleeds.

Main psycho-social benefits
e  Sweating is a great outlet to help relieve stress, and relax the mind

® Being active boosts self-esteem, confidence, and is fun for children
and adults, as long as you do something you like

Regular exercise can promote social acceptance and provide a peer
group for social interaction.

Top 10 recommended activities: Swimming; Table Tennis;
Walking;; Fishing; Dancing; Badminton; Sailing; Golf; Bowling;
Cycling;

Top 10 activities to avoid: Boxing; Rugby; Soccer/Football;
Karate; Wrestling; Motorcycling; Judo; Hang-gliding; Hockey;
Skateboarding

Activities for older adults with hemophilia

As we age, our risk of joint damage increases. As a result, older
adults may experience chronic pain and reduced mobility. However,
it is still essential to remain active to help strengthen joints and
muscles, maintain a healthy weight, and provide an outlet for stress
or tension.

Older adults are advised to choose activities that “go easy” on the
joints, such as walking, swimming, yoga, Pilates, cycling, strength
exercises (weight-bearing), dancing, or bowling. Activities like jog-
ging, basketball, or soccer/football are not recommended.

Preparing for physical activity

Prophylaxis (or treatments to prevent bleeding episodes) is advised
before engaging in any activity with a higher risk of injury. Prelimi-
nary replacement therapy and prophylaxis are sometimes used
together, depending on the bleeding risk.

Before a physical activity, prophylactic treatment is recommended,
depending on coagulation factor activity levels. Adequate levels of
clotting factors are always required (above 5 percent is standard for
a normal level of daily activity, and greater than 15 percent is rec-
ommended before sports). The study cited above recommends
physiotherapy on the day that prophylaxis is performed. A clotting
factor level of 20 to 40 percent is advised prior to physiotherapy, it
notes, although it goes on to note that a recommended pre-activity/
physiotherapy dose has not been reported for patients with inhibi-
tors.

People with hemophilia are strongly recommended to consult and
work closely with pediatricians and physicians regarding physical
activity and to check on coagulation system test values.

Copyright Hemophilia News Today

Hemophilia News Today is strictly a news and information website about the disease. It
does not provide medical advice, diagnosis, or treatment. This content is not intended
to be a substitute for professional medical advice, diagnosis, or treatment. Always seek
the advice of your physician or other qualified health provider with any questions you
may have regarding a medical condition. Never disregard professional medical advice
or delay in seeking it because of something you have read on this website.
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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!
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Contact me!
[Jessica.Klass@bioverativ.com] | [623.238.0244]
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Golf 4 The Kids Raises A Whopping $85,000 for Two Local Nonprofits
Annual Tournament Has Raised Almost $300,000 for Nevada Children

A lot of golfers swung into action at the 5th annual Golf 4 The Kids Tournament, raising almost $85,000, which
will be split equally between two Nevada nonprofit organizations: Cure 4 The Kids Foundation and
the Nevada Chapter of the National Hemophilia Foundation.

This event, which started in 2013, was held at the Red Rock Country Club on Monday, May 1, 2017, where golfers
played the club’s private Mountain Course.

Cure 4 The Kids Foundation will use the proceeds raised in the tournament to fund the Charity Care Pro-
gram, which helps ensure patients who don’t have medical insurance or the ability to pay for treatment, receive
the medical attention they need.

“This is an important fundraiser for us as it helps us to provide the unduplicated services that are at the very core
of our mission,” said Annette Logan, Cure 4 The Kids Foundation CEO and co-founder. “We are so thankful for
the sponsors and the participants in the tournament who each help towards ensuring our goal that patients who
are unable to pay for treatment get the medical attention that they need.”

The Nevada Chapter of the National Hemophilia Foundation will use the funds to send children to Camp
Independent Firefly, which is a medically supervised summer camp, where youth can test their limits, gain new
skills for living independently with their disorder, and meet others similarly affected with bleeding disorders.

At the tournament’s award ceremony, organizers encouraged participants to make individual pledges to send addi-
tional children to Camp Independent Firefly. Golfers donated hundreds of dollars. In fact, during one heart-
stopping moment, one attendee, Stephen Chiang, made a donation of more than $20,000!

“That was an absolutely amazing moment that I will remember for the rest of my life,” said Kelli Walters, Execu-

tive Director of the Nevada Chapter of the National Hemophilia Foundation. “If it weren’t for the amazing and
generous residents in our community, we would not be able to send such a large number of
our youth to Camp Independent Firefly at no cost to them.”

CSL Behring was the Presenting Sponsor at this year’s event.

Professional PGA golfer Perry Parker hosted and participated in the Golf 4 The Kids Tour-
nament held May 1, 2017 at the Red Rock Country Club. The annual event raised $85,000
which will be split equally between two nonprofit organizations: Cure 4 The Kids Founda-
tion and the Nevada Chapter of the National Hemophilia Foundation. Parker, who was diagnosed with hemophilia
as a child, spoke during the awards ceremony and strongly encourages those with bleeding
disorders to remain active throughout their lives.

During the Golf 4 The Kids awards ceremony, Stephen Chiang, donated $20,000 to send
dozens of children to Camp Independent Firefly, a special medically supervised summer
camp available to attendees at no cost. The camp allows a child with a bleeding disorder,
and their siblings, to safely enjoy the outdoors while also learning to increase independ-

ence as it relates to their disorder. (L to R: Stephen Chiang, Marco Magana and son, An-
dres. )

Biotherapies for Life™ CSL BEhring
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Factoring in your world™

Just B Happy

When | manage my bleeds with IXINITY,
it allows me to do more and just be myself.

—Marcus has hemophilia B and uses IXINITY

?v See why Marcus switched to IXINITY at JustBIXperiences.com

This information is based on Marcus’ experience. Different patients may have different results. Talk to your doctor about whether IXINITY® may be right for you.

INDICATIONS AND IMPORTANT SAFETY INFORMATION

What is IXINITY®?

IXINITY [coagulation factor IX (recombinant)] is a medicine used
to replace clotting factor (factor IX) that is missing in adults and
children at least 12 years of age with hemophilia B. Hemophilia B
is also called congenital factor IX deficiency or Christmas disease.
Hemophilia B is an inherited bleeding disorder that prevents clotting.
Your healthcare provider may give you IXINITY to control and
prevent bleeding episodes or when you have surgery.

IXINITY is not indicated for induction of immune tolerance in
patients with hemophilia B.

IMPORTANT SAFETY INFORMATION for IXINITY®

* You should not use IXINITY if you are allergic to hamsters or any
ingredients in IXINITY.

* You should tell your healthcare provider if you have or have had
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 hamsters, are nursing, are pregnant or planning to
become pregnant, or have been told that you have inhibitors to
factor IX.

* You can experience an allergic reaction to IXINITY. Contact your
healthcare provider or get emergency treatment right away
if you develop a rash or hives, itching, tightness of the throat,
chest pain, or tightness, difficulty breathing, lightheadedness,
dizziness, nausea, or fainting.

Aptevo BioTherapeutics LLC, Berwyn, PA 19312

IXINITY® [coagulation factor IX (recombinant)] and any and all Aptevo BioTherapeutics LLC brand, product, service and feature names,
logos, and slogans are trademarks or registered trademarks of Aptevo BioTherapeutics LLC in the United States and/or other countries.

* Your body may form inhibitors to IXINITY. An inhibitor is part of the
body’s defense system. If you develop inhibitors, it may prevent
IXINITY from working properly. Consult with your healthcare
provider to make sure you are carefully monitored with blood tests
for development of inhibitors to IXINITY.

« If you have risk factors for developing blood clots, the use of
IXINITY may increase the risk of abnormal blood clots.

« Call your healthcare provider right away about any side effects
that bother you or do not go away, or if your bleeding does not
stop after taking IXINITY.

* The most common side effect that was reported with IXINITY
during clinical trials was headache.

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

You are encouraged to report side effects of prescription drugs
to the Food and Drug Administration. Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.

Please see accompanying brief summary of Prescribing

’Aptevo*

© 2017 Aptevo BioTherapeutics LLC.
All rights reserved. CM-FIX-0138
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IXINITY® [coagulation factor IX (recombinant)]

Brief Summary for the Patient

See package insert for full Prescribing Information. This product’s label may have been
updated. For further product information and current package insert, please visit
www.IXINITY.com.

Please read this Patient Information carefully before using IXINITY. This brief summary does
not take the place of talking with your healthcare provider, and it does not include all of the
importantinformation about IXINITY.

What is IXINITY?

IXINITY is a medicine used to replace clotting factor (factor IX) that is missing in people with
hemophilia B. Hemophilia B is also called congenital factor IX deficiency or Christmas disease.
Hemophilia Bis an inherited bleeding disorder that prevents clotting. Your healthcare
provider may give you IXINITY when you have surgery.

IXINITY is not indicated for induction of immune tolerance in patients with hemophilia B.

Who should not use IXINITY?

You should not use IXINITY if you:

« Are allergic to hamsters

« Are allergic to any ingredients in IXINITY

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

What should | tell my healthcare provider before using IXINITY?

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 hamsters

« Are breastfeeding. It is not known if IXINITY passes into your milk and if it can harm your baby
« Are pregnant or planning to become pregnant. Itis not known if IXINITY may harm your baby
+ Have been told that you have inhibitors to factor IX (because IXINITY may not work for you)

How should I infuse IXINITY?

IXINITY is given directly into the bloodstream. IXINITY should be administered as ordered by
your healthcare provider. You should be trained on how to do infusions by your healthcare
provider or hemophilia treatment center. Many people with hemophilia B learn to infuse
their IXINITY by themselves or with the help of a family member.

See the step-by-step instructions for infusing in the complete patient labeling.
Your healthcare provider will tell you how much IXINITY to use based on your weight, the
severity of your hemophilia B, and where you are bleeding. You may have to have blood tests
done after getting IXINITY to be sure that your blood level of factor IX is high enough to stop
the bleeding. Call your healthcare provider right away if your bleeding does not stop after
taking IXINITY.

What are the possible side effects of IXINITY?

Allergic reactions may occur with IXINITY. Call your healthcare provider or get emergency
treatment right away if you have any of the following symptoms:

« Rash

« Hives

« Itching

« Tightness of the throat

« Chest pain or tightness

« Difficulty breathing

Hemophilia News and Views

« Lightheadedness

« Dizziness

« Nausea

« Fainting

Tell your healthcare provider about any side effect that bothers you or does not go away.
The most common side effect of IXINITY in clinical trials was headache.

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

Call your healthcare provider for medical advice about side effects. You may report side
effects to the FDA at 1-800-FDA-1088.

How should I store IXINITY?

2501U strength only; store at 2 to 8°C (36 to 46°F). Do not freeze.

500, 1000, 1500, 2000 and 3000 IU strengths; store at 2 to 25°C (36 to 77°F). Do not freeze.
Do not use IXINITY after the expiration date printed on the label. Throw away any unused
IXINITY and diluents after it reaches this date.

Reconstituted product (after mixing dry product with Sterile Water for Injection) must be
used within 3 hours and cannot be stored or refrigerated. Discard any IXINITY left in the vial
at the end of your infusion.

After reconstitution of the lyophilized powder, all dosage strengths should yield a clear,
colorless solution without visible particles. Discard if visible particulate matter or discoloration
is observed.

What else should | know about IXINITY?

Your body may form inhibitors to factor IX. An inhibitor is part of the body’s immune
system. If you form inhibitors, it may stop IXINITY from working properly. Consult with your
healthcare provider to make sure you are carefully monitored with blood tests to check for
the development of inhibitors to factor IX. Consult your doctor promptly if bleeding is not
controlled with IXINITY as expected.

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

Always check the actual dosage strength printed on the label to make sure you are using the
strength prescribed by your healthcare provider.

Manufactured by:

Aptevo BioTherapeutics LLC
Berwyn PA, 19312

USS. License No. 2054

?ApteVO”

Therapeutics

PartNo: 1000973_1
(M-FIX-0078
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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
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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).
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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




National Hemophilia Foundation

Nevada Chapter NON-PROFIT ORG.
7473 W. Lake Mead Blvd. Suite 100
Las Vegas, NV 89128 U.S. POSTAGE PAID

LAS VEGAS, NV
PERMIT NO. 447

Phone: 702-564-4368
website: www.hfnv.org

ACT—Access to Care Today
Achieve a CURE Tomorrow

SATURDAY, SEPTEMBER 23, 2017

Join us to support the Hemophilia Walk! We will walk
to raise critical FUNDS and AWARENESS for the bleeding
disorders community. Your support is greatly appreciated!

For more information, please contact: Anne McGuire,
at 702.564.4368 or amcguire@hemophilia.org,
or visit www.hfnv.org.

Registration Check-In Time: 7.30am
Walk Start Time: 8:30am
Distance: 1 mile and 5K
Location: Floyd Lamb Park
9200 Tule Springs Rd
Las Vegas, NV 89131

‘ HEMOPHILIA
Register online now at

www.hfnv.o

Participate. Volunteer. Donate.
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