 HEMOPHILIA

FOUNDAT

Serving those with Bleeding Disorders

I am so excited to announce that OHF is going live with all events on A
April 11 After 2 years of pandemic isolation, | can’t tell you how
great it will be to return to handshakes and hugs with the OHF n I e
family.

And I’'m just as excited about our first live event April 1st and 2nd -
Bloom. You asked for more events focused on women, and did we
deliver. This women-only weekend will be filled with fun, fellowship,
and education. See the OHF website for more information.

Including our usual core events - like the Annual Meeting, Camp
Independence, the Walk, and Family Retreat - we will produce
nearly two dozen events this year. Something for everyone. And our
popular Community Connections dinners will be returning in
Tulsa and Oklahoma City.

Check out our calendar of events and stay in touch through our
social media, website, or email - whatever works for you. Know that
we are here to educate, advocate, and support you every step of
the way!

for Bleeding Disorders
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See you all starting April!

Please go to okhemophilia.org
and check it out! Register for
events, learn about OHF's
mission, and find out how you
can get involved!



UPCOMING

EVENTS

April 1-2 in OKC

Join us LIVE! for a weekend to

reunite, empower, and
celebrate the strong women in
our community.

Meals and your room are
covered by our generous
sponsors, so you can just
relax, laugh, and learn from a
special group of speakers

discussing the topics you care
B I O O M about. See the OHF website
for more details.

Bleeding Ladies of Oklahoma Mixer

2022

oclapharma

Ono Loco Cooking Demo April 9, 5pm —
Virtual

What would you give for the chance to cook
along with and learn from a Cordon Bleu trained
chef? One who also has severe Hemophilia A,
lost 285 pounds, and will talk to you about how
he did it? And what if the whole thing was a
blast? And as if you needed a sweetener, what if
OHF paid for the ingredients?

Well, you can! Don your brightest Hawaiian shirt,
break out your ukulele, and cook along as we
make Ono Loco Moco. But you must sign up on
the OHF website by March 28th to get the recipe
and shopping list.



UPCOMING

EVENTS

Annual Meeting, June 17-18 in
Tulsa

It’s live at Tulsa’s DoubleTree Hotel!

Save the date for one of the largest

and most popular gatherings of the
Oklahoma bleeding disorders
community.

"""" The event provides a variety of
interesting educational sessions
as well as lots of free time to catch
up with friends old and new. Rooms
and meals are on us. Watch OHF’s
website and emails for more details
and registration.

Camp July 25-29 at Camp Bond,
Tishomingo

Save the date and keep your fingers and toes
crossed! We are planning and praying for live
camp this year, but not all the necessary
participants are able to commit yet post-
COVID.

Watch the OHF website, emails, and social
media for further details.




EVENT MEMORIES

Red Jacket Challenge Golf
Tournament

The 28th annual Red Jacket Challenge at Cedar Ridge Golf
Club last October is in the books and was a huge success.
Thank you to Dr. Joel Adkisson and the planning committee
(Robert Russell, Steve Henson) for putting together such a
fun and worthwhile event. Also, a special thank you to our
many volunteers that helped the event run smoothly. We
had a record number of teams participating last fall and
raised over $14,000. OHF is honored to be the benefactor of
this widely anticipated event and will use these funds to




EVENT MEMORIES

Washington Days

Thank you to our wonderful
volunteers (Miranda Williams, Liz
Allen, Jim Mueller) and to NHF for
some very powerful and effective
Zoom meetings in March with
Oklahoma’s Senators and
Representatives in Washington. We
advocated for the needs of our
community, heard some personal
stories from our members that put a
few tears in eyes, and brought

home for the Congresspeople just
how important and life-changing
our issues are. We all hope to be in
Washington in person next year to

&ad Advocacy Hill Days

Day at the Hill

It's hard to top our great 2021
Day at the Hill event, where we
reached a record 60 of our
legislators and passed a copay
accumulator ban bill to save you
money on out-of-pocket
insurance costs. But we're
working hard again this year to
thank the legislators who
helped us, educate them about
bleeding disorders, and
advocate for a follow-up bill to
fix a few glitches in last year’s
bill. Thanks to all of you who
volunteer your precious time -
you make a difference!

Tim Grogan



MEET THE BOARD

“I am a grandfather of 5; one of whom has Hemophilia A.
This organization became a vital support to my family.

It is so helpful when you are surrounded by individuals
who have walked in your shoes and can relate to your

problems and situations.” A huge thank you to Wayne Nivin, our
outgoing President of the Board of
~Wayne Nivin OHF Board President Directors. Wayne led our organization

through these last few challenging
years of the pandemic with courage,
commitment, and compassion. We're a
stronger and closer family because of his
loving leadership - Thank you for
your service, Wayne

And a huge welcome to Jennie Shoemaker,
elected by the Board as its new President.

Jennie Shoemaker

Hello, | am Jennie Shoemaker, the current President
the Oklahoma Hemophilia Foundation. | have 2 b
Mason 9 and Aiden, 7. Both boys have Hemophili
one with a history of inhibitors.

I am currently serving as the Advocacy Chair. Most
my time is spent at the baseball field watching Aider:
taking Mason to golf, or volunteering at the /
school. When my boys were diagnosed, we quickly
became involved with OHF and the community has §
taught us that even with  Hemophilia the boys cou
live very active and normal lives.




Hemdifferently

Exploring the science behind gene
therapy research

Gene therapy research has the potential to bring an entirely new aption 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 hernophilia.
HernDifferently is here with gene therapy education, providing accurate information
an the basics and beyond.

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

Mo gene therapies for hemaphilia have been appraved for use or determined
to be safe ar effective.

BiOMARIN

D 2020 BioMarin Pharmacautical Inc. All Rights Reserved. MMRCGTHOZ224 0420

.
saavy Do you have hemophilia A

(270-701) Support the hemophilia community by taking part
in a research study.

The aim of this study is to understand how common it is for people with hemophilia A to have existing antibodies
against adenc-associated virus (AAV), which are frequently used in clinical trials for gene therapy.

By participating, you can help researchers understand how the body may develop these antibodies and what it could
mean for the development of innovative therapies for people with hemophilia A.

Scan the code ' Hear what the experts in hemophilia
to learn more are saying about the SAAVY Stud‘)-"

.. Kim Schafer,
- - . Draawm Rotallind MSM, NP-C

!,-: #S Chief Operating G Mul=s Practitsonar,
7 Officer, NHF SRR R
Thrombaosis Canter,
r i UG Davis Health

Sponzored by i
E2002 DiokdMin Phamacsutical inc. A1 Bights Assarved. MMAC-BMM2T-00211 0322 R o B-‘:O M A R F N




Discover more at(HEMLIBRA.com/answers)

INDICATION & IMPORTANT SAFETY INFORMATION
What is HEMLIBRA?

HEMLIBRA is a preccription medicine used for routine prophylaxis to prevent or reduce the frequency of bleeding episodes in
adults and children, ages newborn and obder, with hemophilia & with or without factor VI inhibitors.

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 dots.

These sericus side effects indude:
* Thrombotic microangiopathy (TMA), a condition involving blood clots and injury to small

blood vessels that may cause harm to your kidneys, brain, and other organs ’,pf
* Blood clots (thrombotic events), which may form in blood vessels in your arm, leg, lung, or head ’ﬁi
Please see Brief Summary of Medication Guide on following page for Important HEML[ERH‘

Safety Infarmation, induding Serious Side Effects. amicizumab kowh | =5,
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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 cot.
instructions
ng ing agent or

factor VIl (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®), induding:

¢ Thrombotic microangiopathy [TMA). This is a condition
imvolving blood clots and njury to small blood vessels that
may cause harm to your kidneys, brain, and other organs. Get
medical help right awsay 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 — MEusea o womiting
— yellowing of skin and eyes — fesling sick

— decreased urination

* Blood dots (thrombotic events). Blood clots may form in
blood wessels in your arm, leg, lung, or head. Get medical
help right away if you have any of these signs or symptoms of
blood clots during or after treatment with HEMLUIBRA:

— swelling in arms or legs — cough up blood
— [pain of redness in your — feel faint
ams or legs — headache
— shortness of breath — mumbness in your face
— chest pain or tightness — eye pain or swelling
— fast heart rate — trouble seeing

if aPCC (FEIBA®) is needed, talk to healthcare provider
ﬁyﬂuﬁ‘e&l yzuneadmreﬂun ﬁoﬁm ufEl’CC{FEBﬁ']

Your body may make antibodies against HEMLIBRA, which
stop HEMLIBRA from working properly. Contact your

mthm provider |meciutel'yl?yw notice that HEMLIBRA

has stopped working for you (eg, increase in bleeds).

See “What are the possible side effects of HEMLIBRA? for

more information about side effects.

What is HEMLIBRA?

HEMLIBRA is a prescri tﬁ:}n medicine wused for routine prophylasis
1o prevent o reduce frequency of bleeding epé s in
adults and children, ages newbom and older, with hemophilia &
with or without factor VIl inhibitors.

Hemophilia 4 is a bleeding condition people can be born with
where a missing or faulty blood clotting factor (factor VI
prevents blood from clotting nomally.

HEMLIERA 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 krown i©
HEMLIBRA may harm your unbom baby. Females who are
able to become nant should use birth control
{contraception) during treatment with HEMLIBRA.

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

Tell your healthcare provider about all the medicines you
take, including prescription medicines, overthe-counter
medicines, vitamins, or herbal supplements. Keep a list of them
1o 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.

. LIsE HEMIJBFA exactly as prescribed by your healthcare

S'hup {d’smntlm&} prophylactic use of 'ng agents
the day before starting HEMLIERA

* You may continue prophylactic LﬁaufF‘.l"lllfurthaﬁ'st
week of HEMLIBRA prophylaxis.

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

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

* Do not attempt to inject yourself or another person unless you
have been taught how to do so by a healthcare

* “Your healthcare provider will prescribe your dose based on your
weight. If your weight chamges. tell your healthcare provider.

* “fou will receive HEMLIBRA 1 time a week for the first four
weeks. Then you will receive a maintenance dose as prescribed
by your healthcare ider.

* [f you miss a dose of HEMLUBRA 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:

* pedness, 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 HEMUBRA in the refrigerator at 36°F to 46°F (2°C to 8°C).
Do not freeze.

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

* Do not shake HEMLIBRA.

* [ needed, unopened vials of HEMLIBRA can be stored out of
the refrigerator and then retumed to the refrigerator. HEMLIBRA
shiould not be stored out of the refrigerator for more than a total
of 7 days or at a temperature greater than 84°F [20°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 medicnes out of the readch of children.

General information about the safe and effective use of
HEMLIBRA.
Medicines are sometimes prescribed for pu es 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 . even if they have the same symptoms that you
have. It may harm them. You can ask your pharmadcist or healthcare
provider for information about HEMLIBRA that is written for health
professionals.
What are the ingredients in HEMLIBRA?
Active ingredient: emicizumab-foowh
Inactive ingredients: L-arginine, L-histidine, poloamer 188, and
L-aspartic acid.
[ — o e 5 b, ine, &k s
1 DA Wiy, Seuth San Frtmun.tﬂ.
UL Lisarss Mo 1048
HEMLBRA® is & ragatared tradumark of Chugei Pheemacetical Ce., Lad, T Japan
e S0 Ganantech, IM.NIﬂ;:mhId. o ok
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Meet two key players in our community. Stina Pineyro, who comes to us from the
Florida bleeding disorders chapter, is our new communications person. And Liz
Allen, with a background working for legislatures, has generously agreed to serve
as our new Advocacy Committee Co-Chair.

1AL H L

Stina Pineyro

Hi there, I'm Stina. | am the new Social Media and
Marketing Coordinator for OHF! | was raised in Florida
and just relocated to OKC in August.

| have been a part of the hemophilia foundation back
home since | was around 13 years old, when my family
found out my nephew has vWB. | have worked at variou
Serious Fun Camps around the US. My passion is i
encouraging growth and connection in all the work | &
do. ‘
In my spare time you can find me rock climbing,
spending time outside, cuddling my dog, baking with my

partner, and bookmarking tiny homes on AirBnB for
future adventures. i : o
Thank you all for welcoming me into this wonderful " b 1--

community at OHF. | am so excited to bedin meeting all

Liz Allen

. | am Liz Allen, married to Reagan.

We live in Enid with our 2 sons,
Blake and Brock. Brock (13) has
Hemophilia B and we just started
prophylactic treatment.

Our family has learned so much
through OHF. | look forward to
advocating and sharing knowledge
with state and national
legislators as advocacy co-chair.




2~ RARE DISEASE
“)~F PATIENT AFFAIRS

Dedication and Personal Support

Your Pfizer Patient Affairs Liaison is a professional dedicated to serving you and the
hemophilia community by connecting patients and caregivers with Pfizer Hemophilia tools and resources.
These Pfizer colleagues are committed to continuing Pfizer's more-than-20-year history of listening to the

hemophilia community and working to meet its needs.

My work is guided by:
Compassion
Listening to your needs and addressing questions and concerns that you may have

Commitment
Educating you about Pfizer's tools and resources, including the Pfizer Community Connections Program,
the HemMobile® app for logging bleeds and infusions, B2B materials, and more

Connection

Connecting you with hemophilia advocacy groups and programs like Leading Edge, the Mational
Hemophilia Foundation, The Coalition for Hemophilia B, and others

Hermbobile is o registered trademark of Pizer Inc

Hemmchila is not intended for curing, treating, secking treatment for, managirg. or diognosing a spedfic disease, disordear,
or any spedfic health condition Pfizer will not have ocoass to any persenal infarmation you enter into HemMobile.

PP-HEM-LISA-14B015 2 2021 Pfizer Inc. All rights reserved. Printed in USA/May 20217 @F:EZEF




UPCOMING EVENTS

APRIL 1ST & 2ND Bloom 2022: Women'’s Retreat
APRIL 14TH Community Dinner

APRIL 19TH Community Dinner

MAY 5TH Cinco de Mayo Celebration

MAY 12TH World Hemophilia Day Dinner

JUNE 17TH-18TH Annual Meeting/Advocacy Summit
JUNE 30TH Community Dinner

JULY 25TH-29TH Camp Independence

SEE OHF'S WEBSITE FOR DETAILS AND A FULL-YEAR CALENDAR

Follow us on Social Media

n OklahomaHemophiliaFoundation

l@l @oklahomahemophiliafoundation




ELOCTATE"
[Antihemaphilic Factor
(Recombinant), Fc Fusion Protein]

JOIN THE GONVERSATION.
LEARN ABOLT ELOCTATE.

i

Sanofi Genzyme Community Relations and Education Managers (CoRes)
have years of experience working with patients on ELOCTATE and can
provide you with helpful resources and support.

—rrT 3. [T [ 2 B [ [
Tyniino nabDas Naminlla 'c“jﬂi"-'":i"\;-"”':'

FED YEINIM LI REAREHEEH B AN
WILLE TUUIT DUNG, DalnGinG LAY R] ]t ]

Serving Colomodo, Konsaos, Nebraska, Oklahoma

*I enjoy connecting with patients and their
families in the community to help support them
along their journey. It's what | do”

danielle.kempker@sanofi.com
(816) 946-1870

I Scan with your phone to
i contact your local CoRe.

SANOFI GENZYME «J

B 2020 Gerzyme Corporadon. All rights reserved. ELOCTATE is d
registered trademarl of Bioveratv Therdpeutics Inc, d Sanofi compdry. MAT-US-20223565-V1.0-1f2020
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Executive Director: Tim Grogan

TGrogan@OKBIleedingDisorders.or
g

Info@OKBleedingDisorders.org

*NEW* Phone Number:
918-605-2579

*NEW* Address:

Oklahoma Hemophilia Foundation
9524 E. 81st. St. Ste. B1510
Tulsa, OK 74133

oleloaorma
BRI

Oklahoma and surrounding
states.

¢
We welcome you to join us! &M@&tWﬁ uia'{

www.okhemophilia.org. Click
on “Sign Up” to receive event You
emails and information. ;

@0klahomaHemophiliaFoundation

OKHEMOPHILIA.ORG
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