Wrapping Up 2023

2023 is coming to a close and it has
been an exciting year for us at OHF.
We were able to gather together for so
many wonderful events and fun activ-
ities.

We kicked off the fall with our Red
Jacket Challenge Golf Tournament.
Our golfers and volunteers enjoyed a
perfect Oklahoma day at Cedar Ridge
Country Club. We appreciate every-
one who came out to support and
raise funds for OHF!

Several community dinners were held
by a variety of our very generous
sponsors. Community members also
got to enjoy some fun activities at IFly
and Main Event.

As usual, our Family Education Re-
treat was one of the most well attend-
ed events of the year! 29 families were
on hand to enjoy a wonderful week-
end of fun, education, and fellowship.
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Following the Family Education
Retreat, we gathered for the Unite
for Bleeding Disorders Walk. Once
again the weather was beautiful and
participants enjoyed music and car-
nival games before heading out to
walk the lovely trail around the lake
at Tantanka Ranch.

Wrapping up the year, we celebrat-
ed the holidays at our Winter Event
in Sapulpa and our annual Kendra
Gives Back fundraising event at
Kendra Scott in Tulsa.

Families came together at our Win-
ter Event to enjoy a scrumptious
holiday meal, decorate cookies, and
just enjoy getting to spend some
time together catching up with
friends.

2023 was packed full of so many
wonderful times together, we can’t
wait to see what 2024 will bring!

The Oklahoma Hemophilia Founda-
tions’s Benevolence Program is de-
signed to provide emergency re-
sources for those most in need in the
bleeding disorders community.
Please visit www.okhemophilia.org
for more details on how OHF can
help!
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Save the date!!

Day At The Hill 2024
February 2-26
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Jivi®, now with up to
£ YEARS OF DATA.

Scan this QR code to learn
more about the data at
JiviExtensionStudy.com
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THANK YOU TO OUR SPONSORS
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We would like to extend a special THANK YOU to Sheryl Brittain for
preparing Saturday’'s BBQ Lunch as well as Brandie Gibson for helping
her get everything ready.
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Test your HEMLIBRA knowledge
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Discover more at(HEMLIBRA.com/answers)

INDICATION & IMPORTANT SAFETY INFORMATION
What is HEMLIERA?

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 hemaophilia A with or without factor Vill inhibitors.

What is the most impertant inffermation | 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 HEMLIERA may be at risk of serious side effects related to blood clots.

These serious side effects indude:
* Thrombotic microangiopathy (TMA), a condition involving bloed dots and injury to small

blood vessels that may cause harm to your kidneys, brain, and other organs /
* Blood clots (thrombaotic events), which may form in blood vessels in your arm, leg, lung, or head ‘-'3"'"
Please see Brief Summary of Medication Guide on following page for Important HEMLIBRA.
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Medication Guide
HEMLIERA® (hem-lee-bruh)
(emicizumab-loowh)
injection, for subcutaneous use

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

HEMLIBRA increases the potential for blood to clot.
Carefully follow your haaﬂltare provider's instructions
regarding when to use an on-demand ?rpasa'ng agent or
factor \"'ﬁl (FWIll) and the 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:

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

— confusion - stomach {abdomen)
— weakness or back pain
— swalling of arms and le — nausea or vomiting

- yellowing of skin and ayes - feeling sick
- decreased urination
* Blood dots (thrombotic events). Elood clots may form in
blood vessels in your am, lag, lung, or head. Get medical
help right away if you have any ﬂfg‘lESE signs or symptoms of
bloed clots during or after treatment with HEM LIgRA:

— swalling in armms or legs - cough up blood
— jpain or redness in your - feel faint
ams or legs - headache
- shortness of breath - numbness in your face
- chest pain or tightness - ayapain or swelling
— fast heart rate - trouble seeing

If aPCC (FEIBA®) is needed, talk to your healthcare ider in
m,nufedywmdmﬁmf;ﬂuﬂgofa (FEIBA®
total.

Your body may make antibodies against HEMLIBRA, which
may stop HEMLUBRA from worki Fl'npul‘y.Cnrlad ur
healthare provider immediately if you notice that HEWLIBM
has stopped working for you (eg, increase in bleeds).

S5ee "What are the possible side effects of HEMLUIBRAT for

maore information about side effects.
What is HEMLIBRA?

HEMLIBRA is a prﬁcriﬁtion medicine used for mmutine prophylais
to prevent or reduce the frequency of bleeding episcdes in
adults and children, ages newborn and older, with hemaophilia A
with ar without factor VIl inhibitars.

Hemogphilia A is a bleeding condition people can ba bom with
where a missing or faulty blood clotting factor factor VIII)
prevents bl from clotting normally.

HEMLIBRA is a themlg:utic antibody that bridges clotting factors
to help your blood clot.

Baefore 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 i
HEMLIBRA may harm your unborn baby. Females who are
able to become pregnant should use birth control
fcontraception) during treatment with HEMLIBRA.

ara breastfeeding or plan to breastfead. It is not known i
HEMLIBRA passas into your breast milk.

Tell your healthcare provider about all the medicines you
take, including prescription medicines, over-the-courter
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 HEMUBRA?

See the detailed “Instructions for Use” that comes with your

HEMLBRA for information on how to prepare and inject a

dose of HEMLUIBRA, and how to properly throw away

[dispose of) used needles and syringes.

* Use HEMLIBRA exactly as prescribad by your healthcare
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* You may continue prophylactic use of FEII | for the first
week of HEMLI prophylaxis.

* HEMLIBRA is given as an injection under your skin
{subcutaneous injection) by you or a caregiver.

* ‘Your healthcare provider should show you aryaurcareg;\lver how
to prepare, measure, and inject your e of HEMLIBRA before

g;u injact yourself for the first tima.
not attemnpt to inject yourself or ancther parson 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 raceive HEMLIBRA 1 time a week for the first four
weeks. Then you will receive a maintenance dose as prescribed
by your healﬂ\::are provider.

* {fyoumiss a dose of HEMLIBRA on your scheduled day, you
should give the dose as soon as you remember. You must gi
the missed dose as soon as possible befora the next scheduled
dose, and then continue with your nomal dosing schedule.
Do not give two doses on the same day to make up fora
missed Sase.

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

What are the possible side affects of HEMLUBRA?

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

The most commeon side effects of HEMLIBRA include:

* redness, tendemess, wamth, or itching at the site of injection
= headache

®  joint pain

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

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

How should | stere HEMLUBRA?
* Store HEMLIBRA, in the refrigerator at 36°F to 46°F (2°C to B°C).

not freeze.

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

* Do not shake HEMLIBRA.

* I needed, unopenad vials of HEMLIERA can be stored out of
the refrigerator and then retumed to the refrigerator HEMLIBRA
should not be stored out of the refrigerator for more than a total
of 7d 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
HEMLIERA.

Madicines 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 prescribad. Do not give HEMLIBRA
to othar people, even if they have tha same symptoms that you
have. [t may harmn them. You can ask your pharmacist or healthcara
provider for information about HEMLIBRA that is written for health
professionals.

What are the ingredients in HEMLIBRA?

Active ingredient: amiczumab-loowh

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

Maruifzciued by: Ganeniad, Inc., A Mambar of the Racha Group,
1 A Way, South San Francisco, CA S40E0-4990
US Licensa Na 1048
HEMLIBRA® & 2 regisesdtrademank of Chuga Pharmaceutcal Ca, bd, Tokya, Japan
A2 Genertach, inc Al nghts res aried
For mara infomaton, go towwa HEMUBRG com ar call 1-866HEMLUIBARA
This Madicaton Guide has been approved by e LS. Faadand Dnug Adminisratan
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HEMLIERA® s a regstered trademark of Chugai Pharmaceutcal Co, Ltd,, Tokyo, Japan.
The HEMUBRA logois a regstered tmdemark of Chugai Fhammaaeufical Co, Ltd, Tolyo, Japan.

The Genentech logois a regisiered ta demark of Genentech, Inc.
Al other trdemarks are e property of their respective cwners.
E2023 Genentech USA, Inc. Allrights reserved. M-US-0001199803.0 04/23
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Winter Event 2023

This year’s Winter Event was held in Sapulpa at
the Sapulpa Community Center. We had a tradi-
tion holiday meal catered by Wimpy’s Sandwich
Shoppe. Families enjoyed decorating cookies
with kits supplied by Okie’s Cookies. We all en-
joyed some much needed fellowship and time
spent catching up with friends. Many of those in
attendance wrapped up the event by enjoying the
Sapulpa Christmas Chute on historic Route 66.

A huge thank you goes out to our Winter Event
committee chair Tammy Jones and her family for
all of their hard work in planning and executing
this event to make it such a big success!




Winter Event 2023
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Interim Executive Director:

Kerri Crabtree
director@okbleedingdisorders.org
info@okbleedingdisorders.org
Phone Number: (918) 605-2579
Address: 9524 E. 81st St Ste. Bi510
Tulsa, OK 74133
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WE’RE ON THE WEB!
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OHF originally began with a
group of concerned families. It
became a non-profit in 1997
and today it has grown to near-
ly 1,000 people with bleeding
disorders in Oklahoma nad the
surrounding states.

We welcome you to join us!
www.okhemophilia.org.

Click on “Sign Up” to receive

Upcoming Events

January 22

February 15

February 19

February 25-26

March 6-8

March 18

Board Meeting

Community Dinner sponsored by
Paragon & Octapharma — OKC

Board Meeting

Advocacy Day at the Hill — OKC

NDBF Washington Days

Board Meeting
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