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Just because the 2020 Virtual Camp Brave Eagle week is
over, doesnodot mean the fun
of the activity instructions to do at home all summer

long!

Over-and-Under Obstacle Course Diagram

The Basic Dl'agonal Stl’ipe This is the basic friendship bracelet. The whole

bracelet is made with the basic knot, left to right.

Friendship Bracelet e S

What you'll need: Four colors \L >

of embroidery thread, which you

g i
can get at any craft store, each 25
|V inches long (about 63 cm). /M really ¢ and them, use our
colors as shown make the
i Getting started: Tie a knot about / { instructions simpler.
I |

1-1/2 inches (4 cm) from the top.
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Sponsors!

Genentech P CVS specialty’

A Member of the Roche Group

e kedo saver) Bayer

SANOFI 2
novo nordisk”




Indiana

Hemophilia

& Thrombosis
‘ Center

COMPREHENSIVE
BLEEDING DISORDER CARE

ALL AT ONE CENTER

All members of IHTC’s clinical care £y

team have extensive experience and

deep expertise in bleeding disorders.

This offers our patients the comfort
and convenience of having every

aspect of their bleeding disorder care
all in one location.

Pediatric Hematologists
Adult Hematologists
Nurse Practitioners
Physician Assistants
Nurses
Physical Therapists
Dental Hygienists
Pharmacy Team
Psychologist
Genetic Counselor
Research
Social Workers
Registered Dietician
Career & School Counselors
Patient Insurance Coordinators
Child Life Specialist

Indiana’s only Center of Excellence for bleeding & clotting disorders

The state’s only federally-designated Hemophilia Treatment Center and
the first HTC in the U.S. to receive national medical home certification

Certified as a Medical Home by Anticoagulation
Center of
Excellence

A AAAHC
8326 Naab Road ° Indianapolis, IN 46260 - 317.871.0000 - www.ihtc.org

ACCREDITATION ASSOCIATION
for AMBULATORY HEALTH CARE, INC.




FxCommunity Member Corner****
Community Member Makes Over 2100 Masks during Covid  -19 Crisis

By Angela DiRuzza, Community Outreach Coordinator

Hemophilia of Indiana wanted to take the opportunity to highlight one of our comt
munity members who stepped up in a big way to help others during these unprec¢e-
dented times. Bobbi CraveRisedorph, a bleeding disorders community member ahd
longtime volunteer for Hemophilia of Indiana, used 275 yards of fabric and 650 yards
of elastic to make more than 2100 masks over the last 3 months.What started oyt
as a goal to make 40 ma-skkersdnalabdBant bi|d s
Delivery floor at a northern Indiana hospital has turned into something much, mlIh

more. The first question | asked Bobbi was if she had ever sewn before and she gaid
she only knew how to make very basic stuff. She said she watched a lot of YouTube

videos and made a few oOprototypesod unt

ol'"m just glad that | was able to help
ly, they aren't a replacement for n95, but they provide a barrier and can help
someone feel Just that muclh ¢

Bobbi has sent care packages to emergency rooms, pharmacies, factories, banks, gro-
cery stores,VA Clinics, EMS groups, nursing homes and assisted living facilities, anime
rescues and even donated some to the Navajo Nation. She has sold a few of hey
masks to people who were not necessarily considered essential workers, but wh
wanted to feel more protected when they were out and about. With that money
from those sales and monetary donations, she was able to purchase supplies to jnake
more masks.Three broken sewing machines, shipments to 22 states, and binge
watching Netflix for hours later she is not done yet! Bobbie has an order to make|60

more masks in the coming week and | am sure many more in the months ahead.

On behalf of myself and Hemophilia of Indiana, we want to say a huge thank you to
Bobbi! Thank you for all your doing now to help people feel safe in very uncertain
times and thank you for all you do for the bleeding disorders community in Indiarja!!

Do you know a member of the bleeding disorders family that has gone above and beyond for their conpmu-
nity??? Contact Kristy McConnell or Angel DiRuzza at the Hemophilia of Indiana office with their storZI to
be potentially featured in the next issue of thi@al Links Newsletter!




HEMOP
OF IND

» Unite

for Bleeding Disorders

SAVE THE DATE!

Participate. Volunteer. Donate.

Date: Saturday, September 12, 2020
Registration Check-In Time: 9:00am
Walk Start Time: 10:30am
**Start time subject to change due to increased park attendance**
Distance: 3 miles & 1 mile routes
Location: Fort Harrison State Park
Address: 6000 N. Post Rd., Indianapolis, IN 46216

Join us to support the Unite for Bleeding Disorders Walk! We wiill
walk to raise critical FUNDS and AWARENESS for the bleeding disor-
ders community. Your support is greatly appreciated! Now more
than ever is the time that we need to Unite as a community!

To get more information and to register go to
https://hoii.org/events/walk/ !!!

Local Walk Manager:
Kristy McConnell
317-570-0039 or kmcconnell@hoii.org
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GO SEEK. GO EXPLORE. PEOPLE LIKE YOU. STORIES LIKE YOURS.

Explore more at HEMLIBRAjourney.com
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Discover your sense of go. Discover HEMLIBRA"

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 newborn and older, with hemophilia A with or without factor VIII inhibitors.

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

HEMLIBRA increases the potential for your blood to clot. Carefully follow your healthcare provider’s
instructions regarding when to use an on-demand bypassing agent or factor VIII, and the dose and
schedule to use for breakthrough bleed treatment. HEMLIBRA may cause serious side effects when used
with activated prothrombin complex concentrate (aPCC; FEIBA®), including thrombotic microangiopathy
(TMA), and blood clots (thrombotic events). If aPCC (FEIBA®) is needed, talk to your healthcare provider in
case you feel you need more than 100 U/kg of aPCC (FEIBA®) total. /

—

Please see Brief Summary of Medication Guide on following page for Important Safety =

Information, including Serious Side Effects. HEMLIBRRA.
Smicizumabzwh [ip.



Medication Guide
HEMLIBRA® (hem-lee-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 hear::hcare provider’s instructions
regarding when to use an on-demand bypassing agent or
factor VIII (FVIII) and the recommende!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 — nausea or vomiting
- yellowing of skin and eyes - feeling sick

- decreased urination

¢ Blood clots (thrombotic events). Blood clots may form in
blood vessels in ¥Iour arm, leg, Iun%; 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 pain or swelling
- fast heart rate - trougle seeing

If aPCC (FEIBA®) is needed, talk to your healthcare provider in
casel 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 newborn and older, with hemophilia A
with or without factor VIl 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 ﬁlan 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 showgour 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 HEMLIBRA exactly as prescribed by your healthcare
rovidce’r. e -

¢ Stop (discontinue) pro actic use o assing agents
theF::Iay before starF;ing I-¥EMLIBRA prop);if;'laxis.g o

* You may continue prophylactic use of FVIII for the first
week of HEMLIBRA prophylaxis.

e 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
Eou 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.

¢ You will receive HE?\/ILIBRA 1 time a week for the first four
weeks. Then xou will receive a maintenance dose as prescribed
by your healthcare provider.

e If 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 for a
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:

e 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?

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

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

* Do not shake HEMLIBRA.

® If 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 days 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.

Medicines 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 ?/our 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 DNA Way, South San Francisco, CA 94080-4990
U.S. License No. 1048
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan
©2018 Genentech, Inc. All rights reserved.
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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