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HFM'’s Eagle Journeys exists
to educate and empower
kids with bleeding disorders
to live a life of freedom
and independence
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HFM exists to enhance
the quality of life for all
affected by bleeding disorders

i

-

Le-"i

- TIM WICKS

Camp Dlrector

Hemophilia Adoption

& Trey’'s Adoption Story
Ypsilanti Ml Days for Girls
Detroit Medical Center HTC
HFM 2020 Academic
Scholarship Winners
Thanks to Sponsors:
Shifting Perspectives &
Kids’” Community Night
2019 Event and Program Recap
2020 Calendar



/-4 )6(9+ 6- +09,*;69:8
Troy Briggs, Treasurer

Ronia Cole

Kathleen Donohoe

2H[O® -LZZSLY 4+
Elliot Jones

1PT 4VOUHJO8 7YLZPKLU]J
Patrick Monks, Secretary

Jeeva Nadarajah, First Vice President
Matt Sterling

70+8

EX OFFICIO
:\ZHU -LU[LYZ 3LYJOS8

HFM STAFF
\ZHU -LU[LYZ 3LYJO , LJ\[
AU /\SZAP[ 4( 8 (ZZVJIPH]

COMMUNICATIONS-EVENTS-CAMP
Carrie McCulloch, Special

,JLU[Z 4HUHNLY 8
iPT >PJRZ *HTW +PYLJ[VYS8

Anthony Stevens, Associate

Camp Director
David Lattas*, Camp Manager
>OP[ALSK

9VIPU >OP[ALSK
Communications
Sarah Procario, Communications Manager
Sarah Smith*, MPA, RN, BSN
Eagle Journeys Summer Camp
Programs Consultant
Deep appreciation to Amy Hepper, MD—
our wonderful and highly skilled
CBE Medical Director and
Deanna Mitchell*, MD, on-call
Eagle Outpost

67,9(;065: (+4050:;9(;0658
Sharon Ceci*, Finance and
6WLYH[PVUZ +PYLJ[VYS8
Laura Olson*, Database Manager/
Project Coordinator
David L. Kaumeyer*, EdD, Finance
& Operations Manager

(ZOSL® -YP[ZJO 4: 61JL 4H

PROGRAM SERVICES-
EDUCATION-ADVOCACY
THI[YPJL ;OVTHZ 4: 4:> 8
7TYVNYHT :LY]PJLZ +PYLJ[
Shari Luckey, MA, Program
Services Manager
3PZH *SV[OPLY 34:> 8 (*:>
*VTIT\UP[® ,K\JH[PVU 4HU
;PT >PJRZ @V\[O :LY]PJLZ
Anthony Stevens, Educational
Services Manager
Sarah Procario, Advocacy Director

GREAT LAKES HTC NETWORK

REGIONAL CORE CENTER

:\ZHU -LUJLYZ 3LYJO 9LNP

Travis Tussing, JD, Regional Coordinator,
-LKLYHS .YHU[Z +PYLJ[VY§

(T :OHWPYV 4+ 4LKPJHS
Chair, Regional Advisory Council

Sue Adkins*, BSN, RN, Regional Core
*LU[LY :WLJPHSPZ[ 88

* Denotes part-time or contractual

2 hfmich.org  Spring/Summer 2020

Susan working from
home, shown here with
Chip, all around amazing
dog and HFM mascot!

Dear HFM family and friends,

My hope is that you and yours are doing well in the midst of this ongoing health
crisis. We are here for you and our deep commitment to the bleeding disorders
community remains strong. Sadly, we have made challenging decisions to adjust
or cancel multiple in-person programs that typically allow us to connect, enjoy
and learn from one another and various experts. Yet, we are a community that
fully understands life often doesn’t go as planned, and health and access to
healthcare are top priorities.

HFM is proud of our heritage as the first-ever camp program for kids and teens
with bleeding disorders.  You can learn a bit more aboutCamp at Home on page 3.

We've uploaded online programs to HFM’s YouTubdgwww.hfmich.org/youtube)
including an excellent presentation by University of Michigan’s HTC Medical Director,
Dr. Steve Pipe , together with UM Nurse CoordinatorJim Munn regarding bleeding
disorders/COVID-19. | anticipate we’ll continue virtual programs for quite a while.

Please participate with HFM’s quicksurvey (www.hfmich.org/survey2020)

available via HFM's FaceBook, Constant Contact, or your mailbox (no postage
required to return!); we want to understand how to best engage with you. Our
commitment continues as we listen to your needs, and offer support and resources,
which includes emergency financial assistance. | am privileged to work with a
stellar, dedicated staff as we all navigate how to best manage this crisis and offer
community education and support.

Given HFM's role as theFederal Great Lakes Regional Core Center, United
States HTC Network , we initiated twice weekly virtual meetings with HTC
colleagues in Michigan, Ohio and Indiana. | continue to be inspired by their
collaboration and outreach to patients and one another.

| am grateful to each of you for your perseverance and look forward to a time we
can greet one another in person. Please stay safe.

With love,

Susan Fenters Lerch
HFM Executive Director
Federal Great Lakes — Region V-E HTC Network Director

PAID CONSUMER OUTREACH INCLUDED IN THIS NEWSLETTER.



THE DECISION TO MOVE TO VIRTUAL CAMP
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i Camp Family!
I’'m happy and sad to share this news with you today. In light of COVID-19, we will be
having all of our Eagle Journeys camping programs online this summer. This includes
Camp Bold Eagle, Eagle Outpost, Eagle Expedition & Eagle Quest. I'm sad because this
means we won't be able to be physically present with one another. Camp means so

T\JO [V ZV THU® WLVWSL PUJS\KPUN T'ZLSM HUK [OL YL
time in 20 years that | won’t be going to Pioneer Trails.

The reason I'm happy is because, as we talk about every year, camp is not a place. Camp

Join us For Camp at Home This Year

<« -VY HNLZ

¢ :JOLK\SLK H[ JHY PUN [P TL ZMopday thréugh [ENd&P U L K
July 6-31 . We will communicate more information about our schedule
as it becomes available.

Campers are welcome to register and participate in our Camp at Home program.

NOTE: Registration wasrequired by May 29 in order to receive the camper care-package
AOPJO PUJS\KLZ H[ ZOPY[ HY[ Z\WWSPLZ WYVNYHT TH[LYPF
care-packages are still available, they will be sent out, yet contents and arrival dates are

not guaranteed. Thank you for your understanding.

Pz [OL WLVWSL *HTW PZ [OL JV\UZLSVYZ [OL HY[Z JYH CheCk OUt

OLHS[O JLU[LY Z[H\

[OL TLKPJHS Z[\KLU[Z HUK TVZ[ PT

[OL WHYLU[Z HUK MHTPSPLZ [OH[ THRL P[ wvzzrisL vvY[e]l]g Videos

The mission of Eagle Journeys is to educate and empower individuals with bleeding
disorders to live a life of freedom and independence. Camp lends itself perfectly to that

mission, but physical presence at a camp facility is not the only way for that mission to * WWW'hfm'Ch'org/
IL M\SASSLK 6\Y Z[H\ "PSS IL "VYRPUN KPSPNLU[S [V T campupdate20

time this summer, even from the comfort of their own home.

We're not exactly sure what this new approach to camp will look like. * www.hfmich.org/

Here is what we are sure of:

<« @V\ "PSS Z[PSS ULLK [V YLNPZ[LY PM "V\ "HU[ [V W

< ;OL YLNPZ[YH[PVU KLHKSPUL PZ -YPKH" 4H" PU
receive the camper care-package.

<« @V\ "PSS Z[PSS NL[ [V ZLL THU® VM "V\Y MH]VYP[L

« >L PSS HSS ZPUN HSS VM V\Y MH]JVYP[L ZVUNZ [V

We love and miss all of you!

Tim Wicks
Camp Director

campreminder

Spring/Summer 2020 hfmich.org 3



With sincere gratitude

;OHUR "V\ [V V\Y PUKP]J]PK\HS AUHUJPHS KVUVYZ ;0PZ SPZ[ YLWYLZLU[Z JVU[YPI\[PVUZ
outside of program or registration fees. HFM is grateful to our many supporters who make our community programs and services available.

>L "VA\SK SPRL [V HIRUVASLKNL [OL MVSSVAPUN PUKP]PK\HSZ HUK MHTPSPLZ "OV Z\WWV
consider making a donation to HFM in 2020. @V\Y Z\WWVY[ [Y\S® THRLZ H KPHLYLUJL




Carolyn Molhoek

Gretchen Murphy

Jeeva Nadarajah &
Lukas Schrader

Siva Nadarajah

Robert Nedza

Michael Newman

Laura Nolin

Larry Norman

Jason Oberst

Erika & Brett Ockerman

Jessica & Dr. Nick Odette

Angie & Mike O’Dowd

David Paswater

;P\HU™ 7H[[VU

Steve Pelli

Amy & Steve Perna

Alice Peterson

Annie & Craig Phillips

Deborah Phillips
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Eleanor Poster

Quinzella Powell

Dr. Paul Quinlan

Denise Reed-Niswonger &
Neal Niswonger
Deena Regan-Maki &
Erik Maki
Casey Remsing
James Reznik
Lori Ross
Ann & Michael Roth
.PUH 9\]UV
Anthony Sandoval
Margaret Sandoval
John Schwark
Dr. Katherine Scott
1LUUH
Robert Sendra
Eunyoung Seo &
Haseung Chung
Jody & Larry Seyfried
Renukai Shanmuganathan
Lien Sheets

1VOU 7V UK \Bian Skobel

Kristi & David Soper
Jason Spranger

John Starr

Sarah & William Steele

Doug Stewart

Casey Stonerock

Shannon & Andrew Thackray

Patrice & Craig Thomas

Shayna Tigani

Sarah & Patrick Tomlinson

Nathan Uldricks

Estrellita Valencia &
Emmanuel Neri

Mary & Jerome Valenti

Laura Varon Brown &

1L\ )YVvV~rU
Maria Elena Vidrio

1L\LY  :LUKY HBradley Vrtachnik

Katie Walkenhorst
Sara Walker

James Wallace
Jennifer & Ed Walsh
Mary Walsh

Sam Wassef
Katherine & Ronald Weber
Carolyn Wicks
Jenna & Tim Wicks
Gerald Wilhelm
Kelsey Wills

Morgan Wilms

Susan & Robert Wilson
(ZOSL® >PU[LYALSK
Holly Wright

Colleen Yorick

Bobby Zimmerman

Jessica & Joel Zoller

Gregory Zub

Up to $100

Not listed are the many individual
supporters who donated less
than $100. Thank you for your
generosity; every gift makes a
difference.

Please accept our apologies
for any errors or omissions.
Please contact Gwyn Hulswit
at ghulswit@hfmich.org
VY HI

our records.

[V JVYY

Join us as we grow our membership!

We are so pleased that our HFM membership has grown from 11 annual members and 8 lifetime members in
2017 to our membership today which includes 101 annual members and 16 lifetime members. Each of these
PUKP]PK\HSZ OHZ THKL H JVTTP[TLUJ[ [V M\Y[OLYPUN [OL KPYLJ[PVU VM /-
playing an important role in voting for HFM’s Board of Directors.

We are very appreciative of our 2019 annual members and are especially grateful for our lifetime members.

(@AVARAVARAUAAE]

Lifetime

Members
Dr. Judith Andersen &
Dr. William Berk
Kathleen Donohoe
Susan Fenters Lerch &
Dan Lerch
Shelley & Gary Gerson
Gwyn Hulswit & Jay Sennett
Dr. Deanna Mitchell &
Dr. Gary Rich
Laura & Bill Sparrow
Jeanne White-Ginder &
Roy Ginder
9VIPU >OP[ALSK

2019 Annual

Members
Sue Adkins
Linda & Lynn R. Allen

PUZPNO]J

Lynn & Kim Allen

Dawn Bagnasco

Kim Bernstein

Jill Berrios & Allan Tabesh

Elizabeth Boelens

Dawn & Mark Bowles

Karen Boyd

Lori & Troy Briggs

Sharon & Sylvester Ceci

Lisa & Corey Clothier

Ronia Cole

Tina & Eric Cornell

Susan & Kenneth Crawford

i PHHU® *YVZZz

Michelle Culpepper

3'UU 2LP[O *\UKPH

Sandra & William Derman

Karen Eglinton

Drs. Kathy & Rich Fessler

Ashley Fritsch

Kathy Gerus-Darbison &
William Darbison

Laura Gusba

HUK LUNHNLTLU[ [Y\S THRLZ H KPHLYLUJL

Margery & Rial Hamann
Suzan & Mark Higgins
Brenda Howey-Martin &

Ken Martin
Sherry Hubble
Sarrah Jackson &

Jorge Castillo
Shannon & Elliot Jones
David Kaumeyer
Shelly & Dariusz Kepczynski
Erin and Casey Kilts
Cassandra Kotharczyk &

Matthew Sterling
Elizabeth & Andy Lawrence
Shari & Dave Luckey
Matt Manzo
Susan Maxwell
Mary & John May
Carrie & Mick McCulloch
Diane Mclintyre
Lauren & Jim Mohnach
Caitlyn & Patrick Monks

;,OH

Jeeva Nadarajah &
Luke Schrader
Siva Nadarajah
Lakshmi Narayanaswamy
& Sundar Selvaraj
Laura & Mike Olson
Sarah Procario
Stephanie Raymond
Deena Regan-Maki &
Erik Maki
Karen & Bill Ridley
Dave Rushlow
Judy & Dan Schunck
Amanda & Brian Shuherk
Maddie & Anthony Stevens
Christina Taylor & David Otis
Patrice & Craig Thomas
Kristy & Travis Tussing
1LUUPMLY 1HZVU >H
Larry West Il
Jenna & Tim Wicks
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COVID-19:

7\ISPZOLK VU 4H" WSLHZL IL HK]PZL

By Sarah Procario may have evolved by the time you are reading this.
Since March, the state of Michigan has  Following the current executive resources, including emergency
enacted several changes to mitigate the orders and in guidance with AUHUJPHS HZZPZ[HUJL PUMYV
spread of COVID-19 and protect the public health experts, HFM has on unemployment, andupdates
ability of the state’s healthcare system  adjusted our normal operations on the federal stimulus package.
to provide for the vulnerable population. and programming to help reduce

the spread of COVID-19. We invite you to visit HFM’s hew
6U 4HYJO .V]JLYUVY¥ >OP[TLY KL mental health webpage (see below)

clared a state of emergency in Michigan. ;OL /-4 VIJL PZ JSVZLK [V WhieERmg\sNaze information and
Unfortunately, in the weeks that followed, HUK Z[H[HH\ TLTILYZ HYL ~VesduresNb support your wellbeing.
[OL ]PY\Z JVU[PU\LK [V ZWerotdliantl sdnldePcorthcted via tele- As we all experience increased levels

Michigan families, educational institu- phone and email. of anxiety and stress, it is more

tions, businesses, and health systems. important than ever to be proactive
HFM has cancelled or moved in managing our mental health.

In response to the widespread impact online all in-person events through

of the virus, on March 23, the Governor August 15, 2020 including two Days HFM has also been developing

issued Executive Order 2020-21, ordering MVY .PYSZ >VYR +H Z [O loppof{unities fo) arilinefehgagement
all people in Michigan to “stay home and Lansing Days, the Community Nightin  and connection. Though physically

stay safe.” Executive Order 2020-100 Kalamazoo, the Community Night separated, our community remains
has since extended the stay home, stay in Grand Rapids, Eagle Quest, and strong and united. Thank you to those
safe order through June 12. However, Eagle Expedition. HFM understands VM "V\ OV QVPULK /-4»Z AYZ]
,_LJI\[P]L 6YKLYZ how important these in-person events ~ Watch Party, and our other online
HUK OH]JL IL Nardtd Décommunity and we were opportunities. Please continue to follow
process of gradually resuming in-person deeply saddened to cancel. Please HFM'’s Facebook page and website to
work and activities visitwww.hfmich.org/events  to learn about our upcoming events.
Currently: learn about our virtual opportunities.
< ;0L VYKLY ,WYVOPIP[Z HSS PU WLYZVU We still do not know how long this
work that is not necessary to sustain ~ We Are Here For You pandemic will last. We appreciate
or protect life.” HFM understands the increased VY AL _PIPSP[  HZ /-4 JVU[PL
< ;0L VYKLY YLX\PYLZ ,H SRkallergé&srhePbkeetigydlisorders adapt to this situation.
currently living within the state of community is facing due to the
Michigan to stay at home or at their ~ coronavirus. HFM has been working . AMMATPJOPNHU NV] JVYVUH]E
place of residence.” to provide up to date information and . AMANTPJOPNHU NV] "OP[TLY

< (SS PUKP]PK\HSZ ~"OV S teklurcdsIdr BUf cGmmuhity via
for essential business must maintain  hfmich.org. You may access COVID-19
MLL[ VM ZLWHYH[PVU

HFM’'s new mental health page: www.hfmich.org/mental-health/



Thank you to our speakers for sharing their unique
wisdom with the bleeding disorders community.

Continuing™ "
Conversations
for your health and well-being

Continuing™
Conversations
for your health and well-being

www.hfmich.org/sarahwatson

Sarah Watson , licensed counselor
and sex therapist, discusses how to

www.hfmich.org/jhonvelasco

Jhon Velasco , Education Manager
at the National Hemophilia Foundation.

JVTTVUPJH[L TVYL L\LJ[P]LS" Jher Quides us through a short

your partner and loved ones during
times of stress and anxiety.

practice to help us connect with
our breath, body, and mind.

Please consult a physician before
engaging in any new physical activity.

www.hfmich.org/covid

HFM'’s Bleeding Disorders and
COVID Q & A with Steven Pipe , MD,
Medical Director, University of Michigan

Pediatric Hemophilia & Coagulation
Disorders Program (HTC), andlim Munn ,
RN, BS, BSN, MS, Program Nurse
Coordinator, University of Michigan HTC.

Thanks to our sponsors who supported our online May and June events.

accreclor cascabE
h)
MEDEXUS NaTioNAL HEMOPHILIA FOUNDATION

B _PHARMA Jor all bleeding disorders

Genentech

A Member of the Roche Group

CSL Behring

R * - Hemophilia
novo nordisk”

SANOFI V)

GRIFOLs ¢HFA

The Hemophilia Foundation of Michigan (HFM) does not endorse any specific product or company.
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GO SEEK. GO EXPL LE LIKE YOU. STORIES LIKE YO

xplore more HEMLIBRAjourney.com

GO AHBA™—

Discover your sense of go. Discover HEM

What is HEMLIBRA?

HEMLIBRA is a prescription medicine used for routine prophylaxis to prev ent 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 foll ow your healthcare provider’s
instructions regarding when to use an on-demand bypassing agent or fact or VIII, and the dose and
schedule to use for breakthrough bleed treatment. HEMLIBRA may cause se rious 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 Import ant Safety
Information, including Serious Side Effects . HEMLIBRA.

uuuuuuuuuuuuuuuuuuuuuuuu



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 healthcare 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:

r 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

r Blood clots (thrombotic events).  Blood clots may form in
blood vessels 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 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 — trouble seeing

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.

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

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.

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:

r 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.

r 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
medlcmes 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.

r Use HEMLIBRA exactly as prescribed by your healthcare
provider.

r Stop (discontinue) prophylactic use of bypassing agents
the day before starting HEMLIBRA prophylaxis.

r :OW OC[ EQPVKPWG RTQRJ[NCEVKE WUG @”HE%&;{?;LHQEQTE;L

week of HEMLIBRA prophylaxis.
r HEMLIBRA is given as an injection under your skin
(subcutaneous injection) by you or a caregiver.

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

r Do 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 HEMLIBRA 1 time a week for the first four

weeks. Then you will receive a maintenance dose as prescribed

by your healthcare provider.

r 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.

r 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?

r See “What is the most important information | should know
about HEMLIBRA? ”

The most common side effects of HEMLIBRA include:

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

I 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?

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

r 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).

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

r 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 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.

Il

bl

N

Manufactured by: Genentech, Inc., A Member of the Roche Group,
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

HEMLIBRA.

emicizumab-kxwh | 1s0

injection for subcutaneous use | MMt

© 2019 Genentech USA, Inc. All rights reserved. EMI/061818/0106a(2)

l:rgﬁ ?armaceuueal Co.,, Ltd., Tokyo, Ja pan.
Pharmaceutical Co., Ltd., Tokyo, Japan.

The Genentech logo is a registered trademark of Genentech, Inc.

All other trademarks are the property of their respective owners.

Genentech

A Member of the Roche Group



Watch the replay by visiting:
hm A‘ < ;H www.hfmich.org/watchpartyapril20

Also, get Tim's FREE relaxation vacation
D and other free gifts by registering at
WWW.Sonicrecovery.com

(M[LY /-4 THKL [OL KP]J\S[ KLJPZPVU [V UV[ OVSK V\Y (WYPS :WYP|
working to create a way to connect with community members online.

6U (WYPS [OL /-4 JVTT\UP[  JHTL [VNL[OLY MVY V\Y AYZ[ VUSPUL
9PUNNVSK JLY[PALK T\ZPJ [OLYHWPZ[ ZOVALK \Z OV~ [V YLHJO M\
shared thoughts, feelings, and memories as we learned how powerful music is for our mind and body.

As we were all coping with the new realities of COVID-19, his gift of music was deeply welcomed.

Additional speakers
included industry
partners; Special
Events Manager,
Carrie McCulloch;
Sarah Smith, RN,
BSN; and a message
from our Executive
Director, Susan Fenters
Lerch addressing how
HFM and the region
are responding to
COVID-19.

Special thanks to our SpringFest sponsors for their ongoing support of our community.

SpringFest Presenting Sponsor SpringFest Soaring Eagle Happy Camper SpringFest Partner

Genentech 2 * - Hemophilia
TM B i O M A R | N A Member of the Roche Group h

novo nordisk”

Friends of HFM HFM Programming Partners SpringFest Friends
r\

i MEDEX . THE HEMOPHILIA octapharma®  SANOFI GENZYME g
CSLBehring MEDEXUS | cascabE" oplui HFA P v
Two Day Sponsors One Day Sponsors Special Thanks o
Bayer Healthcare Spark Therapeutics Accredo S AMWAY GRAND PLAZA I I I
BioMatrix uniQure Diplomat Specialty Infusion Group
CVS Specialty Pharmacy Grifols )
Sigilon Therapeutics, Inc. University of Michigan HomeMed v himicn o9

HFM exists to enhance the quality of life for all affected by bleeding disorders . /-4 /LTVWOPSPH -V\UKH[PVU VM 4PJOPNHU KVLZ UV[ LUKVYZ
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*HZJHKL /LTVWOPSPH *VUZVY[P\T! ( UVU WYVA[ VYNHUPaH[PVU KLKPJH[LK [V LUOHUJPUN

Cascade Celebrates

@LHYZ VM

\W

the Community

Cascade’s Mission

To enhance the system of
care for people with bleeding
disorders and related
complications, by assuring
the lowest possible price for
the full range of treatments,
HIV and hepatitis related
therapies and other
medications available to
treat their disease; to provide
access to these medications
for those without insurance or

inadequate insurance coverage;

to support the comprehensive
hemophilia treatment centers
in treating and educating
consumers and their families
so they may become
knowledgeable and proactive
in managing their own care;
to fund research.

The Cascade Hemophilia Consortium
pharmacy began its development
in the early 1990’s following the
devastation of the hemophilia
community from AIDS. HFM’s Board
of Directors collaborated with various and Stephanie Raymond, Executive Director
community members and foundation Z\WWVY[PUN /-4 H[ H YLJLU[ )\[[LY
Z[H\ [V \[PSPaL [OL MLKLYHSNVIEYUTLEtU{»Z—
uL~n ) +Y\N +PZJV\U[ 7Y \HEnYodhilia Treatment Centers (HTCs)
that was created to stretch federal within the Great Lakes Region
funds for treatment of vulnerable (Michigan, Ohio, and Indiana) in
populations, including people with collaboration with HFM as the federal
hemophilia. government’s Regional Core Center.

;OL KVSSHYZ LHYULK [OYV\INO
ou JPSS :WHYYV?2 |LJHprdgrém dre put back into the
JHKL»Z AYZ[ ,_LJ\[P]L + P Ychdunityrtedugh funding for
*HZJHKL YLHSPaPUN P[Z AZWZI JPA 2\ Kbkt didation for
WH TLU[ PU )P SS YL][B¥ blkeding diddrdets community.
ago and remains deeply committed
and engaged with the Consortium.
Cascade’s current Executive Director, contract pharmacy services to many
Stephanie Raymond, began her HTCs across the region. Through
JHYLLY "P[O *HZJHKL PU thatinddin€, Cascade is able to
was named Executive Director provide even more support by
PU :OL OHZ JVU[PU\LWHYRUN JOHWI[LY NYHU[Z [V Z)\
strengthened Cascade’s purpose localized programs from the
PU ZOHYPUN ) ZH]P UN Z Heohgphilidl Ebundation of Michigan,
KPZJVAU[LK WYPJPUN H U geveraLholdivapters, and
support to federally recognized Hemophilia of Indiana.

Cascade’s Colleen Joiner, LMSW, Clinical
Care, Education and Outreach Manager

In addition, Cascade provides

Congratulatlons and appreciation to Cascade

MVY

"LHYZ VM V\[Z[HUKPUN €LAPS IGMAZ\WWEY[.

to the bleeding disorders community. To learn

HEMOPHILIA CONSORTIUM

more please visitwww.cascadehc.org . SINCE 1994 °°

Spring/Summer 2020 hfmich.org 11



PAID CONSUMER OUTREACH

é Hemdifferently

SHOIMVEVAIN

PAID CONSUMER OUTREACH
PAID CONSUMER OUTREACH

IDELVION®

Coagulaton Fator X (Recombinan), Alumin Fusion Prfein

LEARN MORE AT IDELVION.COM

IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring L
IDELVIONR s a registered trademark of CSL Behring Recombinant Facility AG

©2018 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 US
www.CSLBehring.com www.IDELVION.com IDL-0163 -MAR18




/-4 Z[H\ HUK HK]VJH[LZ H[[LUKPUN [OL ZLUH[L OLHS[O WVSPJ  JVTTP[[LL OLHYPUN

Ending Delays in Care

7KH HARUW WR SDVV SULRU DXWKRUL]J]DWLRQ DQG VWHS WKHUDS
By Sarah Procario

Patients and providers from across disease <« (KJLYZL KL[LYTPUH[PVUZ H

states .hav'e joined forces to refqrm priqr be madg by an gxpert reviewer yvho is Prior authorization (PA):
authorization and step therapy in Michigan a physician/provider in the specialty of the :
through Health Can’t Wait (HCW). HCW service in question. a requirement that your
is “a coalition of patients, health care LW [OLYHW' WYV[VIVSZ J health care provider obtain
providers, and associations dedicated to <.
W\[[PUN 4PJOPNHU WH[PLU[Z A% Blysieakdaiamipes s in the best approval from your health
delays in patients’ access to health care.” interest of the patient. insurance before the
Currently, prior authorization and ste ¢ SYNLUL 7( YLXA\LZ[Z 1L HJ[L e g

Y, P P OV\YZ VM Z\ITPZZPVU H ZWLIPAJ TLKPJ

therapy requirements add additional and
often unnecessary steps that delay (or deny) . - [HUKHYK 7( YLX\LZ[Z IL HJ[e procedure.

access to physician-prescribed treatment. AP[OPU OV\YZ VM Z\ITPZZ
For bleeding disorders patients, a delay in _
care is serious and can be life threatening. g 1HU\HY" /-4 Z[H\ H Step therapy (ST):
Lengthy pl’ior authorization pl’OCGSSGS members Of the b|eeding disorders VM [ LU JHSSLK . M
not only harm patients, but add more community attended the Senate Health a process used by health
administrative work for physicians, leading Policy Committee hearing in Lansing to _ _
to less time spent with patients. The ZOVA VY Z\WWVY[ MVY :LUH] Insurance companies
coalition has worked closely with State Committee members listened to harrowing that requires patients to
Senator Curt VanderWall to draft legislation  stories from patients and providers on the
that would make these insurance processes LIYPTLU[HS L\LJ[Z VM WYPV try some (generally less
JSLHYLY HUK TVYL L]JPLUJ[ Z Xnd'L@&h‘é’rﬁbb%ﬁaHlEgs expensive) drug/treatment,
can be sure they will receive their before they cover other
medication on time. i i i
HFM will continue to keep the community (generally more expensive)
up to date as we continue to advocate for
The draft legislation ensures that: “OL OLHS F O VM V\Y JV T BReEUCEUNENIERGEL
¢ 7C YLXAPYLTLU[Z HYL LHZP Ssho\M*éMe%E%rlé Kddtohsiderations. treat your condition.

and accessible to physicians, providers,
and patients.
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Did You Say Dentist?

Responses from a U of M Dental School survey on dental
habits and experiences

By Lisa Clothier .
Tips to Improve Your

We understand that the bleeding disorders community can face unique Dental Experience
challenges while engaging in dental health care. To better understand how we
might support the bleeding disorders community, the Hemophilia Foundation Contact your HTC or hematologist to

of Michigan partnered with the University of Michigan Dental Hygiene Program discuss your dental appointment with

to support a dental health survey developed to explore dental health habits and tc\??; EO d\e(teerln_I(—E- Il_f you VV\C”Snl?led ang
experiences. You may have even participated in this survey. If so, thank you so appointrr[1ent inc[lude;Jt[eeth clear:JinLng v
much for sharing your dental health care experiences! This survey is part of an and x-rays.

overall HFM program to support dental health and improve health outcomes.

Be the teacher — take information with

A snapshot of the survey results is shared below. you from your HTC or hematologist.
Let the dentist know what bleeding
Have you ever avoided disorder you have, how you treat it,
. . and possible complications. Ask the
community members seeing the dentist? /;* VY "V\Y OLTH[VSVNPZ][

responded to the survey educational materials to provide to
VY KLU[PZ[»Z VIJL
participants said they have not
of participants have a avoided the dentist Provide your HTC's or hematologist's
bleeding disorder VIJL JVU[HJ[ PUMVYTH[PV
dentist so that he/she can contact
the HTC or hematologist directly if

said they have avoided the dentist - - .
they require more information.

indicated that they

. A Ask the dentist to explain an
haye dental coverage ! OL [V W A] L YLHZV upcoming aental progeduresyso that
orinsurance avoiding the dentist are: you can discuss your treatment plan
1. Cost/no insurance with your HTC or hematologist. Do
2. Bad experience at the dentist not wait until the day of the procedure!
believe dental health is important 3. Afraid of having dental work done

4V\[O ZLUZP[P]P[ *Tips provided by Karen Ridley, MSDH
PTL

Protect yourself by learning more about the connection between your dental health and overall
health. Visitwww.hfmich.org/dental-health/  for more information.

PAID CONSUMER OUTREACH

See half-life, clearance and other PK data from the crossover study comparing Jivi® and Eloctate ®

Visit PKStudies.com to nd out more.

» Pharmacokinetics is the study of the activity
of drugs in the body over a period of time.
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@) IXINITY

e~ Ccoagulation factor IX
(recombinant)

Visit IXINITY.com

"QUFWRP5IFSBQFV$JBIUDBHR

*9*/*5:A<DPBHVMBBIR® SFDPNCJOBOBOBOBMVEFYVIIBSNB *OSBOESPEVDREWBDIEFBUOSKRFMPHBODEMPHBOT
BSESBEFNBSSFHITURSBE FNESEJUFWRBP5IFSBQFVA$IBOEFEFYVTIBSNB*ODQIBOJUBEBUBOE FUIFSPVOUSIFT

A .FEFYVTIBSNB*OD"MSUHIBFTFSWHE '*9

PAID CONSUMER OUTREACH

NUWIQ®

Antihemophilic Factor
(Recombinant)

For more information, contact your
Octapharma Representative:

Chad Andersen

Phone | 210.394.7694

E-mail | Chad.Andersen@octapharma.com



HFM’s 2019 national conference could not have been
possible without the support of our sponsors.
We are grateful to each of them, most especially to
our lead sponsors , Indiana Hemophilia & Thombosis
Center, Inc. and Novo Nordisk.

We’'re celebrating another
Women with Hemophilia,
Being Visible Conference

success story!

2019 National Conference

Being Visible: Hear Our Voices
Women with Hemophilia

November 1-3, 2019
Westin Hotel, Detroit Metropolitan Airport

Regional Sponsor Presenting Sponsor

INDIANA (5)
HEMOPHILIA &
THROMBOSIS
. ®
‘ CENTER, INC. novo nordisk

The Hemophilia Foundation of Michigan (HFM) does not endorse any specific product or com

The Hemophilia Foundation of Michigan (HFM) is pleased and excited to host the

+ 3

« ¢ 2020 National Conference
for Women with Hemophilia

A

e

Hear Our Voices:
Continuing to Grow

October 9-11, 2020

Stay tuned to learn if this

Westin Hotel, Detroit Metropolitan Airport
conference will become virutal

Application Process Opens July 2020

My Journey
to Prophy

By Rachel Neyland

After HFM’s Women’s Hemophilia
Conference in Michigan, | started
keeping a pain journal. About four
weeks ago | had an appointment
at my Hemophilia Treatment
Center (HTC) and | brought my
pain journal and factor log. This
AHZ [OL AYZ[ [PTL O
hematologist. She looked at my
log and said, “Wow, you have a

SV[ VM ISLLKZ * 0 ZHP

said | should be on prophylaxis
to see if that helps. So | am now
on two times a week prophy.

I'm so grateful for the Women'’s
Conference and hearing others’
stories and hearing about the
importance of logging our
bleeds. Of course I've logged my
boy’s bleeds, but | put my own
needs on the back burner. After
the Women’s Conference | felt
empowered. And after my HTC
appointment | felt validated
& empowered. | pray every
woman with hemophilia can
get the proper treatment!

Thank you again for putting the
Women'’s Conference together.
It is by far the best conference |

have ever been to! Thank you.

Spring/Summer 2020 hfmich.org 17



Real world meets virtual world
at Spring 2020 Teen Retreat

By Anthony Stevens

At HFM'’s Spring 2020 Teen Retreat March
[OL [LLUZ WSH'LK NHTLZ HUK HJ[P]P[PLZ
that related to bleeding disorders awareness,
including creating their own logic puzzles that
had to be bleeding disorder related. Saturday
night included an opportunity to strap on the
virtual reality headsets and experience walking
planks and swinging lightsabers!

SPECIAL THANKS TO OUR TEEN RETREAT SPONSORS

Genentech

A Member of the Roche Group

SANOFI Y, :OL /JLTVWOPSPH -V\UKH[PVU VM 4PJOPNHU /-4 KVLZ UV[ LUKV

Unite with your community!

Unite Walk SE Michigan Unite Walk Grand Rapids

August 23, 2020 September 19, 2020
Register at Register at h I I I

www.hfmich.org/unitedetroit www.hfmich.org/unitegrandrapids for Bleeding Disorders
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Welcome home Trey
and welcome to the
hemophilia community.

or—

did you know?

In 2010 the adoption of a child

with hemophilia from China was
unprecedented. Now 10 years later,

K\L [V [OL L\VY[Z VM /-4»Z

Trey H aS F O u n d Adoption Program (HAP), Pam Thomas

and other adoption agencies, Melissa

Penn and other parent advocates, and so

His Forever Family o

By Shari Luckey MHTPSPLZ TVYL [OHU

adopted children with bleeding disorders.
;OL Z[H\ VM /-4 HUK [OL OLTVWOPSPH HKVW[PVU JVTT\UP[® "V\SK SPRL [V
congratulate the Poynter family2019 Luke and Jack’s Together Forever HAP records indicate China - 43;
Adoption Grant recipients . It has been a whirlwind year for parents Josh

) ; Domestic - 4; Bulgaria - 3; Philippines - 1.
and Monica as they “chased paper” over the past many months, preparing

to expand their family from three to four. The focus of HAP in 2020 is to expand
"PUHSS' PU 1HU\HY' HSS [OLPY OHYK AVYR WHPK V&appsRipsyth US adeptigr ageneigs v
to China with their youngest son to bring big brother Trey home. After that advocate for other countries to
eleven days in China and a very long trip around the world, they arrived

home mid-January. assess the situation for children with

Monica reports that Trey is adjusting well and has already begun treatment hemophilia in need of forever families.

with a subcutaneous product to prevent bleeding. The two brothers share the
same diagnosis and medication and will get to do their treatments together!
Trey has been having a lot of fun in his new home in the country and delights COVID-19 situation that international
in standing on the big front porch. He and his little brother enjoy playing
outside together in their very own dirt pile. The brothers work together with
toy trucks, shovels, and wheelbarrows to move the dirt from one location to
another. It is so wonderful that they can grow up together and support each
other in their hemophilia and in life. possibly apply for a home study.

We understand that with the current

adoption travel is on hold, however,

it is a good time to research and

www. hfmich.org/what-we-do-adoption/

Learn more about hemophilia adoption & Luke and Jack’s Together Forever Adoption Grant

Spring/Summer 2020 hfmich.org 19



: High factor levels in _
Extend hali-lite adults and adolescents Flexible on the g6

beyond the standard i
/ At or above 3% for 100% of the time U2 EITY Sl R A

22-hour average half-life in adults _ product with stability up to 104°F
At or above 5% for 90% of the tifne

aTrough level goal is 1% for prophylaxis.

®Compared with standard half-life products.

‘Data shown are from 42 adults who received a pharmacokinetic (PK) assessment around tie5 0t Hspeims.

dData shown are from a study where 175 previously treated adolescents and adults received routine prophyl&3a$ Wittk@spergct days for 76 weeks. Pre-dose factor
activity (trough) levels were evaluated at follow-up visits. Mean trough levels for adolescents (12-<18 years) were 2.7 1U/dL.

eSteady-state FVIII activity levels were estimated in 143 adults and adolescents using PK modeling.

For up to 3 months.

What is Esperoét? What should | tell my healthcare provider before
Espero€t[antihemophilic factor (recombinant), glycopegylatedeising Esperoct?

exei] is an injectable medicine to treat and prevent or reduce Before taking Espefggtou should tell your healthcare
number of bleeding episodes in people with hemophilia A.  provider if you have or have had any medical conditions, tal

Your healthcare provider may give you ESpenect you any medicines (including non-prescription medicines and

have surgery dietary supplements), are nursing, pregnant or planning to

_ $" #ls¥ot used to treat von Willebrand Disease become pregnant, or have been told that you have inhibitor
' factor VIII

IMPORTANT SAFETY INFORMATION - Your body can make antibodies called “inhibitors” against

Who should not use Esperdt? Espero€t which may stop Espefdobm working properly.

-You should not use Espérifigtou are allergic to factor VIII or Call your healthcare provider right away if your bleeding
any of the other ingredients of Espgeondt you are allergic ~ does not stop after taking Espero€t

to hamster proteins What are the possible side effects of Esperd6t

What is the most important information | need to know - Common side effects of Espenociude rash or itching, and
about Esperoct? swelling, pain, rash or redness at the location of infusion
- Do not attempt to do an infusion yourself unless you _ . _

have been taught how by your healthcare provider or Please see Brief Summary of Prescribing Information

hemophilia treatment center B e o lioniing Peres

- Call your healthcare provider right away or get
emergency treatment right away if you get any signs
of an allergic reaction, such asives, chest tightness,
wheezing, dizziness, dif culty breathing, and/or swelling
of the face

Discover more Bsperoct.com.

. Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro,
New Jersey 08536 U.S.A.

Esperoct is a registered trademark of Novo Nordisk Health Care AG. 2 R 0
Novo Nordisk is a registered trademark of Novo Nordisk A/S. antlhemophlllc factor (recombmant),

0 ® .
novo NOrdisk  © 2020 Novo Nordisk Printed in the USA. US19ESP00191 February 2020 glycopegylated-exei



PAID CONSUMER OUTREACH

esperoct® ESPEROUS given as an infusion into the vein. Cap Color Indicatof Nominal Strength
. B . You may infuse ESPERI@hemophilia treatment -
antihemophilic factor (recombinant),  center, at your healthcare provider’s of ce or im%@gr 500 U per vial
glycopegylated-exei home. You should be trained on how to do infygipasn 1000 IU per vial
by your hemophilia treatment center or health¢are -
Brief Summary information about provider. Many people with hemophilia A learn &/ #fuse 1500 U per vial
ESPEROCTantihemophilic Factor the medicine by themselves or with the help of adggily 2000 IU per vial
(recombinant), glycopegylated-exei] member. -
This information is not comprehensive. Your healthcare provider will tell you how muchBlack 3000 IU per vial

RPEROU® use based on your weight, the sey ﬁﬂ&%s check the actual dosage strength printed on the
|

g?s”.(t f,(;\,)vl\(,)vl_]rr,:fil,tj?zirrﬁ,g;o;e'?gét%cﬂrl?,rgﬁgﬁouf_ﬂ%mop*l‘i”ﬁl‘ ? gxnd_wtheretyou ?re .tileel%ﬁtge B'thake sure you are using the strength prescribec
FDA-approved product labeling e will be calculated in international units, Ity v healthcare provider.

ECall 1-800-727-6500 Call your healthcare provider right away
if your bleeding does not stop after taking HQW should | St?'e ESPER@QT )
ESPEROCT Prior to Reconstitutiorfmixing the dry powder in

Patient Information . ) ’ .
t@gu\f(llal with the diluent):

ESPEROCT If your bleeding is not adequately controlled, it :
[antihemophilic factor (recombinant), be due to the development of Factor VIII inhibifgi@iect from light. Do not freeze ESPEROCT
glycopegylated-exei] This should be checked by your healthcare pr&8RERCCIan be stored in refrigeration at 36°F to

. . You might need a higher dose of ESREBR@®QAT 46°F (2°C to 8°C) for up to 30 months from the date
Read the Patient Information and the a different product to control bleeding. Do not inicnessefacture until the expiration date stated on the
E]Ssglé(;itg%gb':e?grﬁjasfotj]gigr?giivr\:g?his the total dose of ESPER®Edntrol your bleedintabel.

without consulting your healthcare provider.

medicine and each time you get a re Il. There gy p ESPEROQMay be stored at room temperature (not

Use in children to exceed 86°F/30°C), for up to 12 months within

may be new information. OC% ; ; HEg,30-month time period. Record the date when the
This Patient Information does not take the pladexfEROTIaN be used in children. Your healt pr% uct was removed from the refrigerator. The total

talking with your healthcare provider about yodirovider will decide the dose of ESPERO@T ¢ storage at room temperature should not exceed

medical condition or treatment. If you have quéSHBHS- 12 months. Do not return the product to the refrigerator.
about ESPERO&Ter reading this information, asitou forget to use ESPEROCT Do not use this medicine after the expiration date which
your healthcare provider. If you forget a dose, infuse the missed dose wWhebry@ié outer carton and the vial. The expiration date
What is the most important information | needdiscover the mistake. Do not infuse a double deger®to the last day of that month.
to know about ESPERCQT make up for a forgotten dose. Proceed with th e>r< onstitution:

: : infusions as scheduled and continue as advis )
Do not attempt to do an infusion yourself unle%gealthcare provider. The reconstituted (the nal product once the powder
you have been taught how by your healthcare ) is mixed with the diluent) ESPESOQ@ appear
provider or hemophilia treatment center. If you stop using ESPEROCT clear and colorless without visible particles.
You must carefully follow your healthcare providernst stop using ESPER@@Ut consulting Yot o reconstituted ESPERBAEI be used
instructions regarding the dose and schedule fagalthcare provider. immediately.
infusing ESPERODIthat your treatment will Wafkou have any further questions on the use o§#iSu cannot use the reconstituted ESPEROCT
best for you. product, ask your healthcare provider. immediately, it must be used within 4 hours when
What is ESPEROTCT What if | take too much ESPEROZT stored at or below 86°F (30°C) or within 24 hours when

ESPEROUS an injectable medicine used to repha@ys take ESPER©@Etly as your healthcargiored in a refrigerator at 36°F to 46°F (2°C to 8°C).
clotting Factor VIII that is missing in patients wifovider has told you. You shouid check with yg{f" the reconstituted product in the vial.

hemophilia A. Hemophilia A is an inherited blegadiighcare provider if you are not sure. If you iKfegp this medicine out of the sight and out of reach of
disorder in all age groups that prevents blood fiitsre ESPER®®EN recommended, tell your  children.

clotting normally. healthcare provider as soon as possible. What else should | know about ESPERO&IH
ESPEROUS used to'treat e_and pre_vent or redQWhat are the possible side effects of hemophilia A?

the number of bleeding episodes in people witESPEROCT Medicines are sometimes prescribed for purposes other
hemophilia. Common Side Effects Include: than those listed here. Do not use ESREROCT

Your healthcare provider may give you ESPERQCLy, itching condition for which it is not prescribed. Do not share

ESPEROUGHith other people, even if they have the

when you have surgery. Eswelling, pain, rash or redness at the Iocatio&pﬁ

e symptoms that you have.

Who should not use ESPEROZT infusion
You should not use ESPERQQT Other Possible Side Effects:

Eare allergic to Factor VIII or any of the otherYou could have an allergic reaction to coagulation

ingredients of ESPEROCT Factor VIII produCll your healthcare provider

Ef you are allergic to hamster proteins right away or get emergency treatment
If you are not sure, talk to your healthcare proviggf away if you get any signs of an allergic
before using this medicine. reaction, such ashives, chest tightness, wheezing,
Tell your healthcare provider if you are pregna?gzcci[mess’ dif culty breathing, and/or swelling gté¥sed: 02/2019
nursing because ESPERQ@E not be right for : ESPEROUS a trademark of Novo Nordisk A/S.

Your body can also make antibodies called “inpi&itprﬁém Information. refer to: http: ;
h h , . http://novonordisk-us.
against ESPERO@fich may stop ESPEREI ¢, fients/products/product-patents.html

What should 1 tell my healthcare provider working properly. Your heaithcare provider m%geéjé Q

before | use ESPEROCT inhibi ; ; nuractured by:
test your blood for inhibitors from time to time. Novo Nordisk A/S

You should tell your healthcare provider if you:These are not all of the possible side effects frRg\o Allé
EHave or have had any medical conditions. ESPERCCRsk your healthcare provider for mgjR.»gg0 Bagsvzerd, Denmark
ETake any medicines, including non-prescriptitformation. You are encouraged to report sidv fe '

cts, . . o .
medicines and dietary supplements. to FDA at 1-800-FDA-1088. ore éetalle'd information is available upon
request.Available by prescription only.

EAre nursing. Tell your healthcare provider about any side effect : BONEIC:
EAre pregnant or planning to become pregnabtthers you or that does not go away. N&g?vtlj?\l&;%?gko?nacbout ESPE ct

EHave been told that you have inhibitors to Fagiest UM the ESPERCGI0sage strengths? 800 Scudders Mill Road

How should | use ESPEROCT ESPERCGImes in ve different dosage stren§iagisboro, NJ 08536, USA (0]
Treatment with ESPERE0Id be started by a The actual number of international units (1U) of-f#0f27-6500

healthcare provider who is experienced in the éterothe vial will be imprinted on the label an®d0tt&Novo Nordisk ®
patients with hemophilia A. box. The ve different strengths are as followsUS19ESP00010  August 201Sovo nordisk

you.




By Shari Luckey

In January, HFM's Ypsilanti Ml Days for Girls’ Team was joined by local Here is what our DfG Team can

PYS JV\[ ;YVVW JLMVYL [OLPY KH™ VM ]V S\ U B VRN e =) e
overview of the Days for Girls International Program and our motivation to 2 feminine hygiene shields

support females in bleeding disorder communities in developing countries. SPULY WHKZ

We educated them about the signs and symptoms of bleeding disorders 1 cute kit carrying tote bag

in girls and women and prompted them to imagine experiencing a period 1 waterproof transport bag (to carry
with no sanitary supplies. We further encouraged them to envision soiled liners & to soak or wash liners)

attempting to accomplish daily tasks when bleeding heavier than

UVYTHS AP[OV\[ LZZLU[PHSZ ULLKLK [V THUHNL [ ONMRCANCEECRIEECEE
to complete a kit:

It is hard to imagine such a situation, but according to UNICEF and the 2 panties
SVYSK /LHS[O 6YNHUPaH[PVU»Z YLWVY] ;- 1 smallbar of soap
world lack adequate facilities to manage their periods. Menstruators 1 wash cloth
without access to sanitary menstrual supplies and facilities are forced
to miss school/work during their cycle. Due to the struggle to keep up
with school work, many quit shortly after their cycle begins. Without an
education and the ability to hold a job, they are unable to fully interact
and contribute within their communities.

The scouts realized the impact a DfG reusable menstrual hygiene kit

can have on the lives of women and girls around the world. With these
supplies, women are empowered to attend school/work, complete daily
HJ[P]P[PLZ HUK L]JLU WSH™ H ZWVY[ "P[OV\[ Z[PN

We will continue to work diligently to create kits for distribution around the
globe. If you would like to join us, please visitvww.hfmich.org/events /
to learn more about our upcoming meetings.
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Center of Care: Doin’

It In the “D”

By Suzanne Rogers, LMSW

“Detroit: Cars and rock ‘n’ roll.

Not a bad combo.”
~ Kid Rock

Cars, rock ‘n’ roll and world class
medical care—an even greater Motown
mix! The Comprehensive Center for
Bleeding Disorders and Thrombosis,

a Karmanos Cancer Center clinic is
located in the Detroit Medical Center’s
University Health Center, serving adults
primarily living in the metro-Detroit
tri-county areas of Wayne, Oakland,
and Macomb. We also welcome
patients from as far as Monroe, Oscoda,
and St. Clair counties. Near or far, our
patients recognize that great health
care is available in the heart of the city
of Detroit. Patients with bleeding

patients with bleeding disorders. Yet
we pride ourselves in providing the
personal touch. Asif Alavi, MD notes
the importance of getting to know his
patient’s values when setting a treatment
course. “My goal is to focus on what's
important to them: family, work. Knowing
their values helps us to make treatment
decisions together.”

We go the distance for our patients.
Literally. Dr. Indryas Woldie is particularly
proud of our twinning project with Ethiopia.
Dr. Woldie and nurse practitioner,
Rosanne Ososki recently completed

leadership role with our latest Quality
Improvement project.

“Nowhere on earth has more soul

than Detroit.”
~ Mayer Hawthorne, Singer

Data Manager, Shonethia Perkins
RUV~AZ [OPZ AYZ[ OHUK
patients are so much more than num-
bers and statistics. Promoted from the
ranks of Patient Access Representative,

Vo

OVUL[OPH "HZ VM[LU [OL A

patients met and their stories stay with
her in her current role as she shares her

TLKPJHS Z[H\ [YHPUPUN [Obwhlbratoihumer, ¢éhcouragement,

World Hemophilia grant establishing
the second HTC in the country.

KPZVYKLYZ ILULA[ MYVT 2HDatroit i &xity that works hard,

commitment to transformative care,
research, and education through
courage, commitment, and compassion.

“Detroit is big enough to matter
in the world and small enough for

you to matter in it.”
~ Jeanette Pierce, Director, e City Institute

We like to think the same could be
said of our clinic. Attracting renowned
physicians, the comprehensive cancer
institute is proud of its cutting-edge
research in bone marrow and stem
cell transplant which has far reaching
implications for advancing care for

gets tired, gets dirty, gets defeated,
and picks itself up every day
and keeps going with a tenacity
that amazes anyone who is
paying attention.”

~ Aaron Foley, Journalist, Author

Sounds a lot like our bleeding disorders
community, right? Nursing care pro-
vided by Rosanne Ososki, MSN APRN
and Jennifer Hoenicke, RN shares that
same tenacity. Partnering with patients,
Jennifer is our newest team member.
Eager to put her research background
to work, Jennifer has already taken a

and yes, soul with each and every
patient encounter.

“The city of Detroit as a metaphor for
our patients is apt,” says social worker,
Suzanne Rogers. “They’re tough.

;OL° RLLW ANO[PUN ;OL"
Here’s to our champions! Our patients,
our team, our community!

The Comprehensive Center for
Bleeding Disorders and Thrombosis
Karmanos Cancer Center Clinic
Detroit Medical Center
University Health Center

4201 St. Antoine 7B UHC

Detroit, Ml 48201

Phone: 313.745.7690

Y
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ADVATE has over 15 years of treatment experience in the real world a
provides clinically proven bleed protection* for patients with herrophilia /

S S
ADVATE
[Antihemophilic Factor (Recombinant)]
REAL LIFE. REAL BLEED PROTECTION.

AdvateRealLife.com
Prophylaxis with ADVATE prevented bleéds

B ADVATE was proven in a pivotal clinical trial to prevent or reduce the number of bleeding episodes in children and adults when used regularly |

B The ef cacy of ADVATE was studied in a multicenter, open-label, prospective, randomized, 2-arm controlled trial of 53 previously treated patient
moderately severe hemophilia A. Two different ADVATE prophylaxis regimens (standard, 20—40 1U/kg every 48 hours, or pharmacokinetic-drive
72 hours) were compared with on-demand treatment. Patients underwent 6 months of on-demand treatment before 12 months of prophylaxis

98% reduction in median annualized bleeding rate (ABR) from 44 to 1 when 53 patients in the clinical study switched from on-demand tc
0 bleeds in 42% (22/53) of patients during 1 year on prophylaxis
ADVATE Important Information
What is ADVATE? What should | tell my HCP before using ADVATE? (continued)
AB/ATE is a medicine used to replace clotting factor (factor VIII 0B Are or become pregnant. It is not known if ADVATE may harm your unbor

antihemophilic factor) that is missing in people with hemophilia A (@§@4ve been told that you have inhibitors to factor Vil (because ADVATE m
called “classic” hemophilia). work for you).

B AhDIXATE( Ois uGsed to frevﬁ?]t and cr:]olntrol bleedri1ng Iirp}adults an%What important information do | need to know about ADVATE?
children (0-16 years) with hemophilia A. Your healthcare provider . . .
(HCP) may give you ADVATE when you have surgery. BYou can have an allergic reaction to ADVATE. Call your HCP right away a

) ) ) treatment if you get a rash or hives, itching, tightness of the throat, chest p:
BADVATE can reduce the number of bleeding episodes in adults  tightness, dif culty breathing, lightheadedness, dizziness, nausea or fainting

and children (0-16 years) when used regularly (prophylaxis). BDo not attempt to infuse yourself with ADVATE unless you have been taug

ADVATE is not used to treat von Willebrand disease. your HCP or hemophilia center.
DETAILED IMPORTANT RISK INFORMATION What else should | know about ADVATE and Hemophilia A?
Who should not use ADVATE? BYour body may form inhibitors to factor VIII. An inhibitor is part of the body’s
D ADVATE if vou: normal defense system. If you form inhibitors, it may stop ADVATE from wa
0 not use iryou: properly. Talk with your HCP to make sure you are carefully monitored with
B 7+ '22+7-/) 95 3/)+ 57 .'389+78 tests for the development of inhibitors to factor VIII.

B 7+ '22+7-/) 95 '4> [4-7T+*/+498 /4 $ " Whatare possible side effects of ADVATE?
Tell your HCP if you are pregnant or breastfeeding because ADVATE ni§ide effects that have been reported with ADVATE include: cough, headacl

not be right for you. swelling/aching, sore throat, fever, itching, unusual taste, dizziness, hematc
. abdominal pain, hot ashes, swelling of legs, diarrhea, chills, runny nose/
What should I tell my HCP before using ADVATE? congestion, nausea/vomiting, sweating, and rash. Tell your HCP about any
Tell your HCP if you: effects that bother you or do not go away or if your bleeding does not stop
taking ADVATE.

B Have or have had any medical problems.

B Take any medicines, including prescription and non-prescription S o
medicines, such as over-the-counter medicines, supplements §PU are encouraged to report negative side effects of prescription drugs
herbal remedies. to the FDA. Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

B Have any allergies, including allergies to mice or hamsters.  Please see Important Facts about ADVATE on the following page and

B Are breastfeeding. It is not known ifEPa&Ses into your milk ~ discuss with your HCP.
and if it can harm your baby. For Full Prescribing Information, visit www.ADVATE.com.

Referencel. ADVATE Prescribing Information.

Copyright © 2019 Takeda Pharmaceutical Company Limited. 300 Shire Way, Lexington, MA 02421. 1-800-828-2088. All rights reserved.
TAKEDA and the TAKEDA logo are trademarks or registered trademarks of Takeda Pharmaceutical Company Limited. Ta/ceda

ADVATE is a registered trademark of Baxalta Incorporated, a Takeda company. S51217 08/19



PAID CONSUMER O{UTREACH What should I tell my healthcare provider before |
—_— use ADVATE?
ADVATE You should tell your healthcare provider if you:
[Antihemophilic Factor(Recombinant)] A $9( 25 +$9( +$' $1< 0(',&$/ 352%/(06
A $.($1<0(',&,1(6 ,1&/8',1* 35(6&5,37,21
medicines 68&+ $6 29(5 7+( &2817(5 0(',&,1(6
herbal remedies.
Important facts about of
P . = . A 3$9( $1< $//(5*,(6 ,1&/8',1* $//(5*,(p 72 |
ADVATE [Antihemophilic Factor (Recombinant)] A 5( %5($67)((',1* 7 ,6 127 .12:1 ,)
This lea et summarizes important information about ADVATE. Plaasemllk and ifit ian harm your baby. . 0 .
read it carefully befosing hismediae. This information does not A_ 5(35(*1817 25 3/$11,1* 72 % (&20(|35(*1
take the place of talking with your healthcare provider, and it dogs ~ ADVATE may harm your unborn baby.
notinclude &bf the importairformation about ADVATE. If you have A  $9( % ((1 72/" 7+$7 <28 +$9( ,1+,%,7256
any questions after readiigyalsk your healthcare provider. 9 AD/ATE may not work for you). )
- N (0 o )
What is the most important informati on | need to What are the possible side effects of ADVATE?
know about ADVATE? You can have an allergic reaction to ADVATE.
Do not attempt to do an infusion to yourself unless you have been Call your healthcare provider right away and stop treatment jif you
taught how by your healthcare provider or hemophilia center. get a rash or hives, itching, tightness of the throat, chest pain or
You must carefully follow your healthcare provider's instructipns | tightness, dif culty breathing, lightheadedness, dizziness, nafisea
regarding the dose and schedule for infusing ADVATE so that yqurOr fainting.
treatment will work best for you. Side effects that have been reported with ADVATE include:
- < cough headache jantelling/aching
What is ADVATE? sore thrlcia t fevgr . |tchk|]ng t
nusual taste izziness ematoma
6 $ 0(', &, 1( 86(" 72 5(3/$&( &/27[,1]* ;}b%%ﬁz 13872570 pavios
antihemophilic factor) that is missing in people with hemophllia A ominal pafh _0 ashes swelling o egs.
$/62 &$//(" >&/$66,&B +(023+,/,$ +(|3520@ghean(6 127 @173, 1 nuy) nose/congestion
3/$60% 25 $/%80,1 (023+,/,%$ ,6 $1 ,[1+(5nauseadwdinitind * ', G&iag (5 rash
that prevents blood from clotting normally. Tell your healthcare provider about any side effects that bother you
ADVATE is used to prevent and control bleeding in adults and or do not go away
&+,/"5(1 <($56 1,7+ +(023+,/,% These are not all the possible side effects with ADVATE. You can
Your healthcare provider may give you ADVATE when you havel ask your healthcare provider for information that is written for
surgery. ADVATE can reduce the number of bleeding episodes in healthcare professionals.
$'8/76 $1' &+,/'5(1 <($56 :+(1 86(' 5W8/%$5/< 3523+</%: 6 J
ADVATE is not used to treat von Willebrand disease. 4 N
\_ Y, What else should | know about ADVATE and
- ~ Hemophilia A?
Who should not use ADVATE? Your body may form inhibitors to factén fitibitor is part of
. ) the body’s normal defense system. If you form inhibitors, it may
You should not use ADVATE if you: stop ADVATE from working properly. Consult with your healthcare
A 5($//(5*,& 72 0,&( 25 +$067(56 provider to make sure you are carefully monitored with blood tests
A 5( $//(5*,& 72 $1< ,1*5(',(176 ,1 for the development of inhibitors to factor VIII.
Tell your healthcare provider if you are pregnant or breastfeeding Medicines are sometimes prescribed for purposes other than those
because ADVATE may not be right for you. listed here. Do not use ADVATE for a condition for which it i$ not
o ) prescribed. Do not share ADVATE with other people, even if|they
have the same symptoms that you have.

How should | use ADVATE?
ADVATE is given directly into the bloodstream.

/

The risk information provided here is not comprehensive. To

You may infuse ADVATE at a hemophilia treatment center, gt your learn more, talk with your health care provider or pharmacist
healthcare provider's of ce or in your home. You should be trpined about ADVATE. The FDA-approved product labeling can be found
on how to do infusions by your healthcare provider or hemophilia &t WWW.ADVATE.com or 1-877-825-3327.

treatment center. Many people with hemophilia A learn to infuse

You are encouraged to report negative side effects of

their ADVATE by themselves or with the help of a family member. Prescription drugs to the FDA. Visit www.fda.gov/medwatch,

or call 1-800-FDA-1088.

Your healthcare provider will tell you how much ADVATE to lise ©2018 Sire US Inc.. Lex VA 02421 All riah 4. 1.800.828.2088
i H HH ire nc., exmgton, . rng ts reserved. 1- - - .
based on yo”f Welght’ the Seve“ty of your hemOphlha A, and WhereADVA'PEmd BAXALTare trademarks of Baxalta Incorporated, a wholly owned,
you are bleeding. indirect subsidiary of Shire plc.
You may have to have blood tests done after getting ADVATE t0  Patented: see https://www.shire.com/legal-notice/product-patents
be sure that your blood level of factor VIl is high enough to glot Baxalta US Inc.
your blood. Lexington, MA 02421 USA
. . . . U.S. License No. 2020
Call your healthcare provider right away if your bleeding does$ not ¢ eq: 12/2018
stop after taking ADVATE.
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Congratulations

to HFM's

Academic

Scholarship

Recipients Ashley Kenydee

| am so glad to be a part of the Receiving this scholarship goes far beyond
We are happy to announce  hemophilia family and | feel monetary V%IU_G- It T)?S tbeeg a re\;va][ding
, ; honored to inform all of those experience being able to advocate 1or
HFM's 202_0 Acgd_emlc who don’t know much about it. something that | am so passionate about.
Scholarship recipients, Thank you again for all that your Being an older sister of two hemophiliacs,
Kenydee Otto and Ashley organization does! Il—?Tl—?eYSEeUralerth) be tge changeg heSmOPhi”%
i OPZ ZJOVSHYZOPW
Holland. Thank yo_u to our This scholarship is going to while | also pursue my dream of becoming
scholarship committee allow me to pursue my life- H AYZ[ NLULYH[PVU JVSSLNL NYF
members: Laura Olson, long dream of going into the HFM for that.
James Semiski. and =L[LYPUHYPHU ALSK HZ LSS HZ LUJ[LY
’ my freshman year of college | will be a 3rd year student at Trine University
Lynn Allen. Lynn was a debt-free. To be a part of the in the fall. | am majoring in Exercise Science
recipient of the same hemophilia family for me is while on the 3+3 Pre-Physical Therapy Track. |
award many years ago seen as a blessing and after am also involved _in mode.ling and pageantry. |
and “now eniovs the overcoming and learning through am currently holding the title of 2019 National
. 10y ] my family’s struggles of battling American Miss Indiana Teen. Through this title,
opportunity to pay this the disorder, | hope to give back | have been able to advocate for hemophilia
generosity forward to as much as the HFM gave to us. through various events HFM hosts including

another generation.” Lansing Days and the Health Can't Wait Campaign.

Again, thank you so much for aiding my
education journey!

Replay: www.hfmich.org/shiftingperspectives

Y\[[LYA 2PZzZ Happy Camper

Genentech ’m

A Member of the Roche Group

Happy Camper Event Sponsors novo nordisk”
o , .
- Hemophilia Friends of HFM Event Sponsor
novo nordisk” - MEDEXUS ClCC?"@CZO
SANOFI ) CSL Behring B PHARMA B

The Hemophilia Foundation of Michigan (HFM) does not endorse any specific product or company.
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2020 HFM

Events/Activities
www.hfmich.org/events

June 1, 12pm
Women’s Luncheon
Speaker: Annie Phillips, LMSW

June 3, 7pm

Advocating for Your Care

in the ER with VWD
Speaker: Sue Geraghty, RN
(Sponsored by NHF)

June 5, 6pm
Family Trivia Night

June 13, 8-9pm

Virtual Prom for HS Juniors & Seniors

Hosted by New York City Chapter
https://bit.ly/BDCVirtualProm

June 15, 12pm
Women’s Luncheon

June 18, 7pm

Successful Communication
Speaker: Dr. Jeffrey Karst, PhD
(Sponsored by HFA)

June 29, 12pm
Women'’s Luncheon

July 13, 12pm
Women’s Luncheon

July 27, 12pm
Women’s Luncheon

August 23

Unite for Bleeding Disorders
Walk-Detroit

Detroit Zoo, Royal Oak

September 12-13
Women’s Retreat
Dearborn-Detroit

September 19

Unite for Bleeding Disorders
Walk—-Grand Rapids

Robinette’s Cider Mill, Grand Rapids

October 2
Community Night, Craig’s Cruisers
Grand Rapids

Fall TBD
Bleeder & a Buddy
Location TBD

October 9-11

National Conference for

Women with Hemophilia

Westin, Detroit Metropolitan Airport

October 23
Community Night, Incredible Mo’s
Traverse City

November 6

Community Night, Dave & Buster’s
Livonia

November TBD

Advocacy Summit

SE Michigan

December TBD

End of the Year Community
Gathering (aka holiday party)
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