BIG RED FACTOR

CHAPTER OF
EXCELLENCE

—2018-2020 ———
* %

Inside this

issue:
In Person Rules/ PING 3
Advocacy Sign Up 5
Event Highlights 6

Family Education Weekend 7

Walk Wrap Up 8
PING/ Harvest Festival 9
Article 10
Men’s Program 15
Advertisements 16

‘1\
NEBRASKA CHAPTER
NATIONAL HEMOPHILIA FOUNDATION

www.nebraskanhf.org

2021—Issue 3

It’s hard to believe it’s already Autumn in Nebraska!

It has been so wonderful being able to host in person meet-
ings again this summer and fall. We have truly missed seeing
your faces, interacting with you and feeling the energy and
love that comes with in person programs. Thank you to every-
one who has attended events, the Walk and our smaller spe-
cialty programs. We thank you for being safe, wearing masks
and helping us to ensure we can continue to hold in person
programming.

We will continue to hold in person events, but also found ben-
efit in some of our virtual programs. You'll see us offering
both in the coming months. Virtual programs allow us to in-
clude community members that may not be able to make it to
our event site and we've had a lot of fun with some of our vir-
tual programing. Our men’s and teens group will be having
some really engaging virtual events this fall.

Sarah and I have been working on our 2022 programs and
calendar. We want to shake some things up and revamp some
of our current programs and bring you new ones. We feel this
is the perfect time to bring about something fresh and new. If
you have interest in helping shape our next year, please con-
sider joining our programs or events committees. We need
you! I'm looking forward to rounding out 2021 with you all
and planning an amazing 2022 full of in person programming
and engagement.

Thank you for letting me serve this amazing community.

Maureen Grace, Executive Director
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Our Mission: October 2021

The National Hemophilia Foundation—Nebraska
Cgapter i?c dgchat_(tadb’:o g?dlgg bether t(;eatmer:jt? October 8-10th
and cures for inheritable bleeding disorders and to )
preventing the complications of these disorders FAB Women’s Retreat
through education, advocacy & research.

October 24th
Harvest Festival

November 2021
Staff
Executive Director November 6th
Maureen Grace Industry Symposium
Program Manager November 20th

Sarah Arrieta _ _
Teen Virtual Cooking Class

Advisory Board of Directors

President - Peter Senior December 2021
Vice President— John Ashley

Secretary - Ann Foster
Treasurer— Bob Dick December 4th

Suellen Colin PING at the Zoo
Joe Mickeliunas

December 20th
Virtual Men’s Program

The material in this newsletter is
provided for your general information
only. The Nebraska Chapter does not
give medical advice or engage in the
practice of medicine. NHF-NE does
not recommend particular treatments
for specific individuals and in all cas-

es recommends that you consult
your  physician or local treatment

center  before pursuing any course combined health
‘% §‘ agencies drive
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MEMBER CHARITY
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NHF is committed to ensure the safety of our staff, volunteers, and the community we serve.
These NHF Event Guidelines are one way for us to demonstrate that commitment.

As of October 1, 2021- In order to attend an in person NENHF event you
must show proof of vaccination or a negative Covid test within 72 hours of
the event. This is for any attendee 12+. Children do not need a negative
covid test but still will need a mask for indoor events.

Stay Home When Appropriate
o Do not attend any program or event if you have tested positive for COVID-19, are
waiting for test results, have any COVID-19 symptoms, of if you've had close contact
with someone who has tested positive within the last 14 days.
Social Distancing
o Maintain social distancing with those not in your household. We are currently not
encouraging handshakes or hugs.
Masks
Masks will be required at all indoor NENHF events for the remainder of 2021.
Masks must be worn over your nose and mouth.
Masks are not required for kids under 2 years old, anyone who has trouble breathing
or anyone who is unconscious or unable to remove a mask without assistance.
At this time, all persons will be asked to wear a mask regardless of vaccination status.
Masks will be made available by NENHF at all programs for adult and children.
Temperature Checks
o Temperature Checks will be taken at event check in and registration.
o Temperature must be below 100.4 according to CDC Guidelines
Hand Hygiene
o Wash hands often for 20 seconds.
o Hand Sanitizer will be made available at all programs and events.
Behavior Agreement
o All attendees 16 and older will need to sign a Behavior Agreement and COVID-19
Agreement to abide by all Guidelines at events or you will be asked to leave.

3 NEBRASKA GHAPTER
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Hemophilia Golf Fundraiser

On Saturday, July 24th, 2021, Peter Senior, NENHF Board President, held a golf
fundraiser at Pacific Springs Golf Course. His group was had fun in the summer
sun, and was able to raise over $1500 to benefit the bleeding disorders commu-
nity and the Nebraska Chapter of NHF. It was a hot day, but that didn’t stop
these guys. We appreciate all the people that worked hard and played hard at
this event!
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We had a great time spreading awareness for
bleeding disorders, gathering as a community,
and cheering on the Storm Chasers at Werner |
Park as they battled the lowa Cubs on August
11th. The Nebraska Chapter of NHF was hon-
ored as the community partner of the night
and Peter Senior threw the first pitch. Our
community members shared a meal together
and catch up while watching the action heat
up on the ball field. The lowa Cubs ended up
winning against the Storm Chasers with a
score of 47 to 37.

The night was sponsored by Paragon
Healthcare and Octapharma. Thank you to all
of our friends that came out to make this a fun NEBRASKA CHAPTER
and memorable night. NATIONAL HEOPHILA FOUE L




SIGN UP TO BE AN ADVOCATE
Text NEBRASKAUNITE to 52886

for Bleeding Disorders
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NATIONAL HEMOPHILIA FOUNDATION
for all bleeding disorders
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Nebraska Women’s Retreat

The Nebraska Women’s Retreat was a great opportunity for the women in our com-
munity to gather together and catch up with each other. It has been an incredibly diffi-
cult 18 months, dealing with the pandemic, being apart and losing a very important
and valued community member, Kaylean Gentry.

This event was held on August 21rst at The Event Space in Lincoln, NE. The ladies
enjoyed breakfast and lunch together, practiced mindfulness, made some crafts, set
intentions for the future, created emergency bags, and ended the event with mani-
cures and pedicures at Rainbow Nails and Spa. We also shared our feelings about
the loss of community member, Kaylean Gentry, who is gone but not forgotten.

This event was sponsored by Takeda and Brother’s and the Hemophilia Alliance
Foundation.
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Family Education Weekend

Our Family Education Weekend took place on September 18th and 19th at the Em-
bassy Suites LaVista. We learned about a lot of interesting and important topics this
weekend. We learned that Community Voices Research (CVR) allows community
members to share experiences and shape future research. We also discussed fe-
males and bleeding disorders, insurance options, PTSD and chronic conditions,
communicating with your child’s school, managing stress and improving wellness,
and AAV gene therapy. We learned about the importance of healthy food choices
during our lunch buffet. Community members brushed up on infusion skills at the
infusion clinic. We got inspired at a creative writing workshop, let loose at Prehistor-
ic Putt-Putt Golf, and focused on stretching and breathing during yoga with Madi
Budin. Families also took part in a Goosechase game during the weekend, and lots
of funny pictures and videos were shared. One highlight of the weekend was when
we reached our fundraising goal for the Unite Walk and the top fundraiser was able
to smash a pie in Executive Director, Maureen Grace’s face!

Our teen group discussed choices and risks, collaborated on future events and pro-
gramming, took part in the creative writing workshop, and solved a murder mystery.
Some of the kids even took a painting class. We had a great time getting together

in-person, learning together, and hearing your feedback. "
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Unite for Bleeding Disorders Walk

The annual Unite for Bleeding Disorders Walk took place on

October 2nd at Chalco Hills Recreation Center in Omaha A
and we exceeded our goal and raised over $42,500! We are n I e
so incredibly proud of you for coming together and raising

funds and awareness for the Nebraska Bleeding Disorders ~ for Bleeding Disorders
Community.

We had a beautiful fall morning, paired with donuts, a bounce house and our chapter
coming together. Thank you to all of our walkers for having such a wonderful event
and raising funds to support education, advocacy and research in Nebraska.

A Huge round of applause to our Factor Club Members who raised more than $500:

* Amelia Mickeliunas « Sam Clinkinbeard « Maureen Grace * Ann Foster ¢ In
Memory of Kaylean Gentry ¢ Phillip Galaska ¢ Erik Clark ¢ Kristin Henson ¢ Cark
Clark » Justin Clinkinbeard * Sarah Arrieta » Zach Fischer * Sharon Clark * John
Mickeliunas « John Ashley * Shelby Larson ¢ Susie Zimmer * Andye Nelson °

Joe Mickeliunas * Jon Tvrdik « Sue Collin » Dale Gibbs * Jenny Mickeliunas

Thank you to our 2021 Local Walk Sponsors |
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Harvest Festival / PING

Sunday, October 24, 2021 9 am-11 am- Roca Berry Farm

Join us for the social event of the fall with Nebraska NHF at the Pumpkin Patch!
We are headed just South of Lincoln to Roca Berry Farm!!

Visit with industry sponsors, fellow hemophilia families, enjoy snacks and enjoy your day at the
pumpkin patch.

We will be providing treats and tickets to Roca Berry Farm for members of our community. In or-
der for NE NHF to provide your tickets you must meet one of the following criteria:

e Diagnosed with hemophilia, Von Willebrand Disease or another bleeding disorder
e Diagnosed as a carrier of hemophilia or another bleeding disorder
e Caregiver of a person with a bleeding disorder

We will provide tickets for the immediate family of our affected members. While we love your
extended family, its imperative for us to be conscious of our budget to offer more programs and
events throughout the year. They are welcome to join you for the day at the berry farm and tick-
ets can be purchased for them online or at the gate. Thank you for your understanding.

Covid Policy: In order to attend this event, all those vaccine eligible (12+) will need to show proof

PARENT INFORMATION
NETWORKING GROUP

Join us for an interactive session,
PlNG Factor Funnies with Optum
Pharmacy followed by a private
animal encounter at the zoo.

Breakfast and Zoo admission are
included. Space is limited.

T e

Saturday ¢« December 4th, 2021 «

9am- 11 am
Durham Lodge

Henry Doorly Zoo PING is intended for families
3701 S 10th St, Omaha, NE with kids 12 and under but all

68107

REGISTER ONLINE AT WWW.NEBRASKANHF.ORG

2y NEBRASKA GHAPTER
m NATIONAL HEMOPHILIA FOUNDATION

are welcome to attend.

Masks and proof of vaccination or negative test are required.
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4 Reasons to Establish Care at a Hemophilia Treatment Center

Author: Donna Behen— Hemeaware.org

Learn why HTCs can be partners in care over the course of a lifetime

If you or someone you love has been diagnosed with hemophilia, von Willebrand disease or another type of
bleeding disorder, you’ve probably heard about hemophilia treatment centers (HTCs).

HTCs were created because people with bleeding disorders, their families and healthcare professionals liter-
ally demanded them. In 1973, the National Hemophilia Foundation (NHF) launched a two-year campaign to
establish a nationwide network of centers to diagnose and treat hemophilia and other bleeding disorders.
The goal was to provide an extensive range of coordinated services for patients and families within a single
facility.

Today, there are approximately 141 HTCs across the country, which are partially funded by the Centers for
Disease Control and Prevention (CDC) and other federal agencies. Although they are called hemophilia treat-
ment centers, HTCs provide care for people with von Willebrand disease and other bleeding disorders.

Depending on where you live, you might have to travel several hours to receive care at an HTC. If that’s the
case, it’s still a good idea to establish care at one of these centers, even if you aren’t able to visit the HTC
more than once or twice a year.

Here are four reasons why establishing care at an HTC is so important:

1. Comprehensive Care

Comprehensive care treats the whole person and the family, through continuous supervision of all the medi-
cal and psychosocial aspects of bleeding disorders. With comprehensive care, every facet of the person is ad-
dressed, including their physical, emotional, psychological, educational, financial and vocational needs, not
just visits with a blood disorder doctor.

Studies show that this comprehensive care model leads to improved health for people with bleeding disor-
ders. A 2000 CDC study of 3,000 people with hemophilia showed that those who used an HTC were 40% less
likely to die of a hemophilia-related complication compared with those who did not receive care at an HTC.
Similarly, a separate study by CDC researchers revealed that people who used an HTC were 40% less likely to
be hospitalized for bleeding complications.

2. Muultidisciplinary Team of Specialists

HTCs provide specialized care from a multidisciplinary team of providers.
Members of the care team at an HTC can include:

e Hematologists: Physicians who specialize in blood disorders.
e Pediatricians: Physicians who specialize in caring for infants, young children and teenagers.
e Nurses: Medical specialists in bleeding disorders care.


https://dbdgateway.cdc.gov/HTCDirSearch.aspx
https://pubmed.ncbi.nlm.nih.gov/10887103/
https://pubmed.ncbi.nlm.nih.gov/11260280/
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Establishing Care at a Hemophilia Treatment Center

e Social Workers: Specialists who assist you with the issues of daily living, such as adjusting to living with a bleed-
ing disorders, and locating resources (e.g., insurance, transportation, housing).

e Child Life Specialists: Specialists who focus on the developmental needs of children, and help children cope
through education, preparation and play.

e Physical Therapists: Specialists in activity, exercise and rehabilitation.

e Occupational Therapists: Specialists in managing everyday tasks with any limitations resulting from bleeding dis-
orders.

e Orthopedists: Physicians who specialize in disorders of the bones and joints.

e Dentists: Specialists in disorders of the teeth and gums. The dentists at HTCs are experts in treating chil-
dren with oral bleeding problems.

The HTC team can also consult with a patient’s regular primary care physician, dentist or specialist. HTCs
can educate and support health care providers who perform cardiac testing, colonoscopies or other ser-
vices in adults.

3. Emphasis on Education

In addition to treatment, one of the major goals of an HTC is education. For example, when a child begins
prophylaxis treatment, HTCs teach parents and caregivers, and, eventually, the children, how to infuse
themselves so they can treat at home. Infusing at home can save time, reduce discomfort and increase con-
venience during a bleed, because patients don’t have to travel to an emergency room and wait.

HTCs educate others, as well. HTC staff members often visit schools so that they can help educate teachers,
administrators and school nurses learn what hemophilia is, what activities are safe for children to partici-
pate in, and how to recognize an emergency.

4. Access to New and Improved Treatments

HTCs gather and share information about common health issues and medical complications that affect peo-
ple with bleeding disorders, with the goal of advancing care and improving outcomes. Patients who receive
care at HTCs also have access to a variety of studies and clinical trials, which gives them access to new
treatments that may not yet be widely available.

However, involvement in research initiatives is completely voluntary, and is not a requirement for being
treated at an HTC.

Contact your Nebraska HTC today to set up care:
Nebraska Medical Center (Adult): (402) 559-7257
Children’s Hospital and Medical Center (Pediatric): 402-955-3950
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Industry Symposium
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Nebraska Bleeding Disorder Industry Symposium

Saturday, November 6, 2021
Mahoney State Park

The Nebraska Chapter of NHF is excited to announce an Industry Symposium where
leading hemophilia drug manufacturers are able to come tell you all about their new
products, programs and answer any questions you may have. NE NHF does not usual-
ly allow Industry to do branded talks but with all of the new changes on the horizon,
we wanted to give them a voice. Please come join us for a day of updates from our
manufacturer partners.

Saturday, November 6 * 9:00 am- 3:00 pm

Hybrid Event- In Person and Virtual attendance are available.
Door prizes are available for both in person and virtual attendees!
Breakfast, lunch and childcare are available for in person attendees.

Takeda, Sanofi Genzyme, BioMarin, CSL Behring,
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Don’t Miss This Upcoming Teen Event

Hey Teens— It’s your turn again for a super fun cooking event with Chef Mike!
You get to learn some great knife skills, become a wiz in the kitchen and connect with other
teens in the community. Make sure you register online to receive your event kit including a
chef’s knife and cutting board. It’s guaranteed to be a fun, interactive virtual event. We can’t
wait to see what you’ll cook up. Don’t waste time and register today!

Virtual
Cooking
Class

November 20th, 2021 at 3pm
Ages12-18

Register by 11/8/2021 at www.nebraskanhf.org to @

receive your Knife and cuttingboard NEBRASKA CHAPTER ‘
Tl

NATIONAL HEMOPHILIA FouNDA
www.nebraskanhf.org



2021—Issue 3 Page 14

?igwﬂwﬂ is now online!

Now it’s easier than ever to make a difference.
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Help make IXINITY® available to individuals in the
United States who can’t afford to be without it. It’s
easy. Just visit signthe9.com and fill out a brief
form. When you do, 9 IU of IXINITY will be donated
in your name. While you’re there, build your own
one-of-a-kind 9. Add your name, share your 9 on
social media...and watch the support grow!

Factor IX units made available for donation

Leave No 9 Behind

Scan me or visit
signthe9.com today!

Aptevo BioTherapeutics LLC, Chicago, IL 60606

'®
M ED EX| 'S IXINITY* [coagulation factor IX (recombinant)] and any and all Medexus Pharma, Inc. brand, product, service < IXINITy

and feature names, logos, and slogans are trademarks or registered trademarks of Aptevo BioTherapeutics .
- PHAR MA LLC and Medexus Pharma, Inc. in the United States and/or other countries. ° coagUIat.lon faCtor Ix
| v e e o © 2020 Medexus Pharma, Inc.  All rights reserved. ~ CM-FIX-0339 (I'ecomblnam)

HEALTHCARE

+ Y+ = | ~ We deliever quality
R‘ °y O== and compassionate

infusion care to the

0 [/09%/\0 Za Omaha area.

Mimi, Anna & Noel to BROTHERS HEALTHCARE

Y AR i
MIMI LAW: 314.920.3081 | mimil@brothershealthcare.com "‘-4‘ (v/ J lnfl“leSR{,%Q
ANNA MACDONALD: 760.540.3118 | annam@brothershealthcare.com ! 3730 5.149th St,, Suite 102, Omaha, NE 68144

NOEL MINOR, RN, BSN: 316.866.0114 | noelm@brothershealthcare.com

BONDED BY BLOOD

BROTHERSHEALTHCARE.COM | 800.291.1089
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Men’s Program

Join us for mental health education & happy hour

Virtual Men's
Education &
Mixology Class

REGISTER BY

12/8/2021 AT
WWW.NEBRAS
KANHF.ORGTO
RESERVE YOUR
MIXOLOGY KIT

DECEMBER 11,
2021
7PM-9PM

A NEBRASKA GHAPTER
NATIONAL HEMOPHILIA FOUNDATION
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Hemdifferently

Exploring the science behind gene
therapy research

Gene therapy research has the potential to bring an entirely new option to people
with specific genetic conditions. Many gene therapies are in clinical trials to evaluate
the possible risks and benefits for a range of conditions, including hemophilia.
HemDifferently is here with gene therapy education, providing accurate information
on the basics and beyond.

What questions do you have? Get them answered. Explore gene therapy
at HemDifferently.com

No gene therapies for hemophilia have been approved for use or determined to
be safe or effective.

BiOMARIN

© 2020 BioMarin Pharmaceutical Inc. All Rights Reserved. MMRC-GTH-0226 1120

FINANCIAL AID

HOW NENHF CAN HELP IN 2021 and beyond!
The Financial Assistance program is part of NENHF's continuing effort to improve the

quality of life of individuals and families affected by bleeding disorders by providing finan-
cial support. Families can request up to $500 per year of support.

Example eligible expenses include, but are not limited to, the following:

Expenses incurred in the care, treatment, or prevention of a bleeding disorder

Transportation services to medical appointments and HTCs

Medical supplies not covered by insurance

Basic living expense emergencies (rent, mortgage, utilities, food, etc.)

Unexpected home or car repairs

Medic Alert Bracelets

Dental expenses

Health insurance premiums

Find more information and apply at: https://www.nebraskanhf.org/support-
resources/financial-assistance-program.html



Friday 6:26 pm
Sharing stories by the
campfire with friends

Isaac, living with

Let’s make today brilliant.

Takeda is here to support you throughout your journey and help
you embrace life’s possibilities. Our focus on factor treatments and
educational programs, and our dedication to the bleeding disorders
community, remain unchanged. And our commitment to patients,
inspired by our vision for a bleed-free world is stronger than ever.

@ bleedingdisorders.com |

Copyright © 2020 Takeda Pharmaceutical Company Limited. All rights reserved. TAKEDA and the TAKEDA logo
are trademarks or registered trademarks of Takeda Pharmaceutical Company Limited. US-NON-1140v1.0 6/20
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Keep track of your bleeds, infusions, and activity.

B HemMobile

with enhanced activity tracking

The little app is getting bigger. e |

Your Narmy| | esecc BELL = 4:21 PM

Talk to your doctor about HemMobile™— ; S NEres
and which activities may be right for you. n ] i

Last sync: Month. MX!] ~
Select Options

O U ' o
Actidty Intorsity: High |
¢ < January 11th

Bleads: 2

; e ’ March 2017
Log daily activities, infusions, and bleeds Actty sty M 312 PM

! ! . ks Mild Bleed (Left Elbow)
Share single consolidated reports with ot 2

your treatment team February 20 3:11 PM

Set reminders for resupply, appointments, etc e g

Bloods: 2
Sync with fitness apps and wearable devices 3:18 PM
Low Intensity

I

Safety Info__ Fleports

-

Hemophilia can be difficult.
Tracking it shouldn’t be.

HemMobile™ was designed to help you keep track Download the app,

of your bleeds, infusions, and factor supply.* ae]‘:j"gt’gftrt‘::‘c’li(ci%

Now it can also help you keep track of your daily activities and, when paired with

our custom wearable device, track your heart rate, steps, distance, and activity

. . . . . » Goo
duration. You can have an even more informed discussion with your treatment App Store i) gle play
team about your activity level as well as your dosing regimen. For iPhone® and Android™

For more information, contact Pfizer Hemophilia Connect, one number
with access to all of Pfizer Hemophilia's resources and support programs.

Call 1.844.989.HEMO (4366) Monday through Friday
from 8:00 am to 8:00 pm Eastern Time.

*HemMobile™ is not intended for curing, treating, seeking treatment for managing or diagnosing a specific disease disorder, or any specific identifiable health
condition. iPhone is a trademark of Apple Inc., registered in the US and other countries. App Store is a service mark of Apple Inc. Android and Google Play are
trademarks of Google Inc.

PP-HEM-USA-0692-01 © 2017 Pfizer Inc. All rights reserved. January 2017 @
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© 2021 Bayer. All rights reserved. All trademarks are the property of their respective owners. Printed in USA. 05/21 PP-JIV-US-1436-1




G0 SEEK. GO EXPLORE. PEOPLE LIKE YOU. STORIES LIKE YOURS.

Explore more at HEMLIBRAjourney.com

GO AHEAD. —
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What is HEMLIBRA?

HEMLIBRA is a prescription medicine used for routine prophylaxis to prevent or reduce the frequency of bleeding
episodes in adults and children, ages newborm and older, with hemophilia A with or without factor VIl inhikitors.
What is the most important information | should know about HEMLIBRA?

HEMLIBRA increases the potential for your blood to clot. People who use activated prothrombin complex
concentrate (aPCC; Feiba®) to treat breakthrough bleeds while taking HEMLIBRA may be at risk of serious
side effects related to blood clots.
These serious side effects include:

¢ Thremboetic microangiopathy (TMA), a condition involving blood clots

and injury to small blood vessels that may cause harm to your kidneys, brain,
and other organs

¢ Blood clots (thrombotic events), which may form in blood vessels /
inyour arm, leg, lung, or head et
Please see Brief Summary of Medication Guide on following page for HEMLIBRQ'

Important Safety Information, including Serious Side Effects. emicizumeb owh | B

Injaction far subcutansaus uss



Medication Guide
HEMLIBRA® (hemdee-bruh)
(emicizumab-kxwh)
injection, for subcutaneous use

What is the most important information | should know about
HEMLIBRA?

HEMLIBRA increases the potential for your blood to clot.
Carefully follow your heaEhcare provider’s instructions
regarding when to use an on-demand bypassing agent or
factor VIII (FVIII) and the recommended dose and schedule to
use for breakthrough bleed treatment.

HEMLIBRA may cause the following serious side effects when
used with activated prothrombin complex concentrate (aPCC;
FEIBA®), including:

* Thrombotic microangiopathy (TMA). This is a condition
involving blood clots and injury to small blood vessels that
may cause harm to your kidneys, brain, and other organs. Get
medical help right away if you have any of the following signs
or symptoms during or after treatment with HEMLIBRA:

— confusion — stomach (abdomen)
— weakness or back pain

- swelling of arms and legs — hausea or vomiting
— yellowing of skin and eyes — feeling sick

— decreased urination

* Blood clots (thrombotic events). Blood clots may form in
blood vessels in %/our arm, leg, lung, or head. Get' medical
help right away it you have any of these signs or symptoms of
blood clots during or after treatment with HEMLIBRA:

— swelling in arms or legs — cough up blood
— pain or redness in your — feel faint
arms or legs - headache

— shortness of breath — numbness in your face
— chest pain or tightness - eye gam or swelling
— fast heart rate — trouble seeing

If aPCC (FEIBA®) is needed, talk to {our healthcare provider in
¢:aseI you feel you need more than 100 U/kg of aPCC (FEIBA®)
total.

See "What are the possible side effects of HEMLIBRA?” for
more information about side effects.

What is HEMLIBRA?

HEMLIBRA is a prescriﬁtion medicine used for routine prophylaxis
to prevent or reduce the frequency of bleeding episodes in
adults and children, ages newbom and older, with hemophilia A
with or without factor VIII inhibitors.

Hemophilia A is a bleeding condition people can be born with
where a missing or faulty blood clotting factor (factor VIII)
prevents blood from clotting normally.

HEMLIBRA is a therapeutic antibody that bridges clotting factors
to help your blood clot.

Before using HEMLIBRA, tell your healthcare provider about
all of your medical conditions, including if you:

* are pregnant or plan to become pregnant. It is not known if
HEMLIBRA may harm your unborn baby. Females who are
able to become pregnant should use birth control
(contraception) during treatment with HEMLIBRA.

* are breastfeeding or plan to breastfeed. It is not known if
HEMLIBRA passes into your breast milk.

Tell your healthcare provider about all the medicines you
take, including prescription medicines, over-the-counter
medicines, vitamins, or herbal supplements. Keep a list of them
to show your healthcare provider and pharmacist when you get a
new medicine.

How should | use HEMLIBRA?

See the detailed “Instructions for Use” that comes with your
HEMLIBRA for information on how to prepare and inject a
dose of HEMLIBRA, and how to properly throw away
(dispose of) used needles and syringes.

* Use HCIjEM LIBRA exactly as prescribed by your healthcare
rovider.

gtop (discontinue) prophylactic use of bypassing agents

the day before starting I-YEMLIBRA prophylaxis.

* You ma¥ continue prophylactic use of FVIIl for the first

week of HEMLIBRA prophylaxis.

» HEMLIBRA is given as an injection under your skin

(subcutaneous injection) by you or a caregiver.

* Your healthcare provider should show you or your caregiver how
to prepare, measure, and inject your dose of HEMLIBRA before
%ou inject yourself for the first time.

o not attempt to inject yourself or another person unless you
have been taught how to do so by a healthcare provider.

* Your healthcare provider will prescribe your dose based on your
weight. If your weight changes, tell your healthcare provider:

* Youwill receive HEMLIBRA 1 time a'week for the first four
weeks. Then you will receive a maintenance dose as prescribed
by your healtﬁcare provider.

* [f'you miss a dose of HEMLIBRA on your scheduled day, you
should give the dose as soon as you remember. You must give
the missed dose as soon as possible before the next scheduled
dose, and then continue with your normal dosing schedule.

Do not give two doses on the same day to make up fora
missed dose.

* HEMLIBRA may interfere with laboratory tests that measure how
well your blood is clotting and may cause a false reading. Talk to
your healthcare provider about how this may affect your care.

What are the possible side effects of HEMLIBRA?

* See "What is the most important information | should know
about HEMLIBRA?”

The most common side effects of HEMLIBRA include:

* redness, tenderness, warmth, or itching at the site of injection
* headache

* joint pain

These are not all of the possible side effects of HEMLIBRA.

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

How should | store HEMLIBRA?

* Store HEMLIBRA in the refrigerator at 36°F to 46°F (2°C to 8°C).
Do not freeze.

+ Store HEMLIBRA in the original carton to protect the vials
from light.

¢ Do not shake HEMLIBRA.

* |f needed, unopened vials of HEMLIBRA can be stored out of
the refrigerator and then returned to the refrigerator, HEMLIBRA
should not be stored out of the refrigerator for more than a total
of 7 da%s or at a temperature greater than 86°F (30°C).

+ After HEMLIBRA is transferred from the vial to the syringe,
HEMLIBRA should be used right away.

* Throw away (dispose of) any unused HEMLIBRA left in the vial.

Keep HEMLIBRA and all medicines out of the reach of children.

General information about the safe and effective use of
HEMLIBRA.

Medlcines are sometimes prescribed for purposes other than those
listed in a Medication Guide. Do not use HEMLIBRA for a
condition for which it was not prescribed. Do not give HEMLIBRA
to other people, even if they have the same symptoms that you
have. It may harm them. You can ask your pharmacist or healthcare
provider for information about HEMLIBRA that is written for health
professionals.

What are the ingredients in HEMLIBRA?
Active ingredient: emicizumab-kxwh

Inactive ingredients: L-arginine, L-histidine, poloxamer 188, and
L-aspartic acid.

Manufactured by: Genentech, Inc., A Member of the Roche Group,
1 DNAWay, South San Francisco, CA 94080-4990
US. License No. 1048
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan
©2018 Genentech, Inc. All rights reserve
For more information, go to www.HEMLIBRA com or call 1-866-HEMLIBRA.
This Medication Guide has been approved by the U.S. Food and Drug Administration

Revised: 10/2018
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The HEMLIBRA logo is a registered trademark of Chugal Pharmaceutical Co., Ltdl., Tokyo, Japan.

The Genentech logo is a registered trademark of Genentech, Inc.
All other trademarks are the property of their respective owners.
©2020 Genentech USA, Inc. All rights reserved. M-US-00007357(v1.0) 09/20
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Here for you.

Blood unites us in powerful ways.
As a Community Outreach and
Education (CoRe) Manager for
Sanofi Genzyme, I'm here to be a
source of education for you and
others living with hemophilia.

Danielle Kempker
CoRe Manager for Colorado,
Kansas, Nebraska, Oklahoma -~

Let’s connect.

816-946-1870
danielle.kempker@sanofi.com
rareblooddisorders.com
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