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HFM exists to enhance the quality of life for all affected by bleeding disorders.

We Are Community,
We Are Family!
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Dear HFM family and friends,

My fairly recent experience of becoming a grandparent is truly one of the wonders in my
life. | am so very grateful for this extraordinary gift.

When | first began my work with HFM in the early 1980s, | fell in love with our bleeding
disorders community. We were like family: passionate, opinionated, quirky, loving,
judgmental, forgiving - you know, the qualities and challenges we often experience
within our families of origin.

Then the horror of HIV-AIDS devastated hundreds in our Michigan hemophilia family and
thousands across the country. Countless hearts were broken as our beloved community
members lost their lives with families shattered. Following 13 years of service with HFM,
in 1995 | felt compelled to move on. We lost so many amazing people and my heart
needed time to heal.

My family stayed connected to HFM, supported events, made contributions. We even
volunteered with camp. Our daughter, Jenna, who as an infant slept in my office at the
foundation, ‘suddenly’ became a college student who applied to work in arts and crafts
at HFM’s Camp Bold Eagle.

There have been many love connections that have taken place with adult counselors,
nursing staff, med students, and others over the years — yet, | admit to being a bit
surprised when Jenna shared that she was falling for a young man named Tim who
happened to have hemophilia.

Jenna and Tim have now been married more than seven years and are the delighted
parents of our darling Charlie and Margeaux.

| have been deeply committed to the value of advocacy throughout my career in the
nonprofit sector. In my experience, often, for advocacy to be truly effective a significant
level of vulnerability and sharing of our being must be shared — our story is what
makes a deep impact. | felt a clear and absolute responsibility to our bleeding disorders
community in the past — now with our son-in-law living with severe hemophilia and our
sweet Margeaux a carrier of hemophilia my commitment to advocacy is unconditional.

Please consider sharing your personal stories about the issues you care about.
We can make all the difference.

‘!’&'

Susan Fenters Lerch

Executive Director - Great Lakes Region
V-E Treatment Center Network Director
CSL Behring

Hemophilia
Biotherapies for Life® @ P

We are grateful for the partnership of Pfizer and CSL Behring and their support of
HFM’s and the Michigan community’s advocacy efforts, throughout the year.

A heartfelt thanks to our 2017 donors and members listed on pages 3 & 4.
Please consider supporting HFM in 2018!

PAID CONSUMER OUTREACH INCLUDED IN THIS NEWSLETTER.
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HFM Members & Donors - 2017

you're invited!

HFM invites you to join us in our
work as a dues-paying member.
Members help direct the work

of HFM by having the opportunity
to vote on important issues that
affect the Michigan bleeding
disorders community and by
making an annual membership
contribution. Lifetime members
make a sustaining financial
contribution to ensure HFM’s
ongoing work. We are very
appreciative of our 2017 annual
members and are especially
grateful for our lifetime members.
Many additional people have paid
membership dues in 2018 and we

look forward to continuing to grow.

Thank you.

members

2017 Annual Members
Dawn Bowles
Ronia Cole
Suzanne Darland
Sandra Derman
Gwyn Hulswit
Erin Kilts

Diane Mclntyre
Laura Olson
Patrice Thomas
Travis Tussing
Robin Whitfield

Lifetime Members

Drs. Judith Andersen Berk
& William Berk

Susan and Dan Lerch

Drs. Deanna Mitchell and
Gary Rich

Bill & Laura Sparrow

If you would like to become a
member, please contact
Gwyn Hulswit at
ghulswit@hfmich.org

or 734.544.0015.

All of your gifts — your time,
your involvement and your
financial contributions — are
greatly appreciated.

Thank you to our individual financial donors. This list represents contributions

recorded from January 1, 2017 through December 31, 2017 outside of program
or registration fees. HFM is grateful to our many supporters that make our community
programs and services available.

We would like to acknowledge the following individuals and families who supported
our efforts throughout the 2017 calendar year. Please consider making a donation

to HFM in 2018.

INDIVIDUAL DONOR GIVING 2017

Benefactors ($1,000+)

Drs. Judith Andersen Berk
& William Berk

Kristina & Paul Arnone

Bev & James H. Bonita

Pamela Driesenga

Drs. Kathy & Richard Fessler

Janelle Gunn

Gwyn Hulswit

Mary & Paul Hulswit

Andrew Lawrence

Susan & Dan Lerch

Richard Lowe

Amanda & Michael
Petrusma

Jan & Thomas Warner

Robin Whitfield

Kenneth Wierda

Patrons ($500-$999)
Joyce & David Banchiu
Kim & Doyle T. Bills
Elizabeth & Kojo Boahene
Melinda & Matthew Buurma
Sharon & Sylvester Ceci
Ronia Cole
Kristy & Tim Dykhouse
Dorothy & Sherman Faunce
Carol Hake
Margery Hamann
Joan & Richard Heffelbower
Rick Hillman
Shannon & Elliot Jones
Anne & Kier Krassa
Drs. Deanna Mitchell &
Gary Rich
Jeeva Nadarajah &
Lukas Schrader
Mary O’Keefe
Sarah Procario
Jane & Jeffrey Puvogel
Laura Varon Brown &
Jeff Brown
Kevin Visger

Friends ($250-$499)
Alyson & Patrick Bardecki
William Barrett

Dawn Bowles

Dr. Michael U. Callahan
Lisa & Christopher Chigas
Julie & Gregory Chun
Ann Devroy

Kathleen Donohoe

Gail Eckstein

Emily Fleck

Allison Gunn-Gromak
Della Harris

Michael Harris

Stephanie Harris

Gail & Alfred Hawraney
Kimberly & Gunter Hollers
Michael Huggler

Nancy & Anthony Inverso
Linda & Dr. Edward Javorka
Ann Jendryk

Alisha John

Danielle & Matt Kool
Paula & Brett Lemmen
Annette & James Lown
Bill Lown

Carrie & Mick McCulloch
Anna & Kevin McCulloch
Diane Mclintyre

John R. McKay

Richard Miller

Krystal Minton

Lauren & James Mohnach
Andy Monks

Caitlyn & Patrick Monks
Gretchen Murphy

Laura & Mike Olson

Amy & Steve Perna
Rebecca Porter

Nayan Spangler

Laura & Bill Sparrow

Keri & Doug Stewart
Pamela Stonerock
Mackenzie & Jay Swanson
Patrice Thomas

Sarah & Patrick Tomlinson
James Visger

Kalli & Anthony Voelker
Jennifer & Jason Wakefield
Rebecca & Luke Warner
Wendy Weeks

Adam Whitney

Donald Wood

Jessica & Joel Zoller
Yuehui Zhu & Bo Shi

Donors ($100-$249)

Sue Adkins

Kelly Alber-Drake &
Jeffrey Drake

Sharon Alfes

Jon Allen

Jean & David Anthony

Sandra Anthony

Debra & James Arnett

Kimberly & Jeffrey Arnone

Kimberly & Charles Arvia

Barbara Austin

Jennifer Austin

Kim & Andrew Baber

Danielle Ball

Julie & John Barnes

Ellen Bauman

Rosemary & Richard Bell

Rose Bender

Ann Berardo

Anne Berglund

Maureen & Jim Berscheid

Melany Bigham

Sandra Birrell

Michael Bleicher

Jennifer Boan

Alyssa & Ryan Boer

Philip Brackney

Joanne & Paul Brecht

Carol and Dick Brewer

Laura Brown

Robert W. Brown

Margaret Byars

Lynne & Daniel Byron
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HFNM Donors - 2077

INDIVIDUAL DONOR GIVING 2017 CONTINUED

Donors ($100-$249) continued |

Lindsay Cambron

Enid Carter

Nicole Catherincchia

Debi Cesario

Jessica Chalker

Roger Chow

Cherry Cischke

Michael Clancy

Lisa & Corey Clothier
Cheryl Coggeshall

Ginger & Edward Contorno
Kimberly M. Cox
Claudette & Gary Cunitz
Suzanne Darland

Darnell Day

Allison & Marco DeCapite
Christina & Peter Deininger
Mildred & Richard Demers
Zaklina DenDooven
Sandra & William Derman
Mary & Dale DeShong
Laura & Tyler Dewitte
Christopher D’Jamoos
Marva Donovan

Jessica & Brian Duffourc
Heather Dunbar

Karyn & Dean Elson
Ruthanne & John Erbach
Leslie Eyster

Frances Farris

Doug Ferrell

Susan Frederick

Ashley Fritsch

Patrick Geoghegan

Laurie George

Rhonda & Wayne Gething
Joan C. Gleiss

Barry E. Glisson

Marlene Godin

Rebecca and Keith Godin
Paula and Harold Grawburg
John P. Gray

Julie & Terry Greenfield
Ty Greenfield

Karen Grime

Nicholas Gronda

Joan & Allen Gunn
Christine Haas

Kouhaila & Kevin Hammer
Julie Harper

Rebecca Harris

Cheryl A. Harvey
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Al Hauser

Leanne & John Hendrikse
Thressa Hillman-Wolfe
Celeste A. Himanek
Georgia Holevas

Chery & Richard Holland
Lori & Richard Hoop
Barbara & Tony Hopkins
Margaret & Gary Hoyt
Nicole & Jesse Hull
Heather Humphrey
Karen Husocki

Lisa G. Jaskowski
Samantha Javorka

Paul Johnson

Amber Jones

Beth Jones

Carrie & Terence Jones
Fred Kaplan

Amanda & David Kaufman
Cheryl & Joseph Keefe
Andy Keller

Jeffrey Keller

Donald J. Kennedy
Detreia Kiser

Marian A. Kraatz

Anne & Kier Krassa

Arthi Krishnamoorthy
Ted Kucab

Tricia Kucera

Dr. Roshni Kulkarni
Cathy Larson

Tonya Lemmen

Jan & Tom Lerch

Chris Liddell

Chris & Craig Lincoln
Kim Lothschutz

Staci & Alex Lowe
Kathleen & Michael Lown
Jason Lukas

Holly MacDonald
Deborah & James Mackie
Nancy Keller MacKinnon
Deena & Erik Maki

Irvin R. Manning

Philip Masser

Julie Maxon

Kevin Maxwell

Traci McBain

Angela & Eric McCarty
Kara & Darren McCullough
Erica McEvoy

Cheryl and David McIntosh

Emily & William McKeogh

Bradley Medrano

Amber & Matthew Mellem

Danna Merritt

Charles Mickens

Matthew Miller

Rachael Miller

Richard Miller

John Millhouse

Kathleen Mitchell

Julie Moneybrake

Elizabeth Morello

Brooke Morris

Patty and Rick Mould

Dixie & Richard Moye

Megan Mullins

Sue & Michael Murphy

Jennifer Myles

Siva Nadarajah

Kristin Nagelkirk

Robert Nedza

Larry Norman

Amanda Oberst

Helen B. Oliver

Scott Olsson

Julia O’Neill

Kelly Otto

Carolyn & Roger Ozanich

Regan Pallas

Robert Partridge

Deborah & Al Peltier

Alice Peterson

Josh Petrusma

Ann & Michael Phillips

Deborah Phillips

Murali Pillai

Eleanor Poster

Jarlath Quinn

Kathleen Reddin

Casey Remsing

Molly Resnik & John Martin

Alicia Roth

Michael Roth

Nick Ruggero

Mary Kay Savalle

Rich Scheer

Linda & Bob Schwarb

Eunyoung Seo &
Haseung Chung

Kalee Sevon

Morgan Sheldon

Kristan Shields

Laura-Jean Siggens
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7 Stan Skobel

Ernestine R. Smart

Jerry A. Smith

Sharon Smith

Victoria Solomon

John Spomer

John Starr

Matt Sterling

Danielle Storrs

Steven Storrs

Jerrid Syrocki

Nathan Tagg

Heidi Tenyer

Sheila Timmins

Kristy & Travis Tussing

Jason Tylenda

Kelli & Jeffrey VandenBerg

Lynn Vanderwal

Candy & John Vertalka

Jacqueline Vignolo

Pamela Volz

James Wallace

Mary Walsh

Kathleen Weller

Gerald Wilhelm

Bethany Williston

Adam Wilmers

Linda & James Wilson

Susan & Robert Wilson

Kelly Winn

Colleen Yorick & Tim
Skardoutos

Dolores & Casimer
Zakrzewski

Terri Zannetti

Gregory Zub

Joseph Zub

Christina Zulick Kozub

Donors (under $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 or

at 734.544.0015 to correct

& our records.




Advocating on behalf of the Michigan bleeding disorders community are Ben Boelens,
Elizabeth Boelens, Dakoda Moon, Amy Moon, Hunter Klepadlo, Sarah Procario, Allison
Albright, Troy Longman.

Michigan Advocates
in Washington

Elizabeth Boelens

Capitol Hill was awash in a sea of red ties as a group of over 500 volunteer advocates

from all across the country made their way to Washington DC to attend this year’s
NHF Washington Days. Val Bias, NHF’s CEO, stated that this year was the best
attended in the history of the event. Everyone was wearing their red ties in honor
of the Red Tie Challenge and Bleeding Disorders Awareness Month.

Ten of us from Michigan had the opportunity to meet with legislative aids from
Michigan’s two senate offices and several of our representatives’ offices to
advocate on behalf of the bleeding disorders community.

The meetings focused on how the Affordable Care Act has affected the bleeding
disorders community. Our group asked that the patient protections introduced in
the ACA continue to be maintained, including the removal of lifetime caps and the
ban on discriminating against those with preexisting conditions. We also discussed
the need to maintain funding levels for federal hemophilia programs, the inclusion
of the Hemophilia Treatment Centers in the 340b program, and the 340b drug
discount program that supports income for Hemophilia Treatment Centers.

Overall, our discussions with the legislators and their staff were very productive.
Many wanted to hear the personal stories from our families about how having

a bleeding disorder has impacted our way of life. Others were interested in hearing
how they could help our community and support affordable and accessible health
care for all.

Congressman Jack Bergman was interested in learning more about comprehensive
care for bleeding disorders and will be visiting the Munson Medical Center in Traverse
City in April.

But the advocacy doesn’t stop there. HFM’s Lansing Days are coming up
on May 22 and 23.

Sarah Procario

Bleeding Disorders Advocate

All people hold the power to affect
change on a personal, local, and
global scale when they commit to
get involved. | found my own voice in
college when | joined a campaign to
register students to vote and finally
felt like | was making an impact. And
now, as a firm believer that all humans
deserve access to not only life-saving
medication, but also life-enhancing
medication, it is extremely important
that | lend my time and energy to
support improvements in health care.

As the Advocacy Manager at the
Hemophilia Foundation of Michigan,
| have the privilege to support those

affected by bleeding disorders to find
their voice and learn how to create
positive change for the betterment

of themselves and all affected by
bleeding disorders.

Washington Days and Lansing Days
provide the opportunity for individuals
to take action by sharing their story
and expressing their concerns with
those making decisions. Together we
work to represent the bleeding disorders
community and protect our future.

| am here to support you-to find your
voice, to share your story, to get
involved, and to make a difference for
yourself and all those in our community.

Spring ‘18 hfmich.org 5
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Your dreams.
Our dedication.

At Shire we are driven to help improve
the lives of members of the bleeding™
disorders community. You inspire us.
Each pioneering new product and
program represents another step . |
toward our ultimate goal: a life full.... =~ e R
of dreams and free of bleeds. =t =i {

| Micrielle
14w
Neveidﬁi.’a 5

e

'
=,

"

WWQWWL

fate

©2017 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-
SHIRE and the Shire Logo are registered trademarks of Shire

Holdings Ireland Limited or its affiliates.
S33467 Q7/17



ADVOCATE FOR YOUR HEALTHCARE
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Advocating for Michigan’s bleeding disorders community

Questions? Contact

Sarah Procario

sprocario@hfmich.org

734.961.3516

Open to community
members and loved ones
directly impacted by

bleeding disorders.

Teens 13-17, welcome with
permission from parent/
guardian, without parent/
guardian attendance required.

Fred Shaltz

| think being a bleeding
disorders advocate is
learning to discuss
our needs. We go

to Lansing to explain
what resources we
need to help us take
care of our disorders.

HFM has always been
committed to advocacy.
The recent addition of
Sarah’s staff position
has allowed enhanced
learning & connections.
We invite everyone

to add their voice to
our efforts.

We’re pleased other
chapters around the
country are emulating
this model.

Kathy Gerus
Every time | attend HFM’s
Lansing Days | learn
something new. Being an
active community member
requires me to read,
engage, ask questions,

and stay tuned in to the
important issues for people
with bleeding disorders.
When we have the
opportunity to share our
personal stories with our
elected representatives, it is
empowering for both sides.
| also enjoy working as teams
and meeting new community
folks. It is always energizing
for me because | feel that

| am actively involved in
helping all members of our
community by educating
our lawmakers. | am so
very thankful that HFM
organizes these events.

Suzan Higgins
Advocacy stems from
our past - lessons
from the past guide
our future.

Advocacy affects
our present - by
impacting our daily
lives: both treatment
and quality of life
needs.

Advocacy secures
our future - by
improving access to
those treatments and
addressing insurance
coverage needs.

Ken Martin
We in the bleeding
disorders community
know everything
there is to know
about our condition,
situation, wants,
and needs. We
need to educate
the people that can
use what we know
in making every-
one’s future better
and brighter.

Who doesn’t
want to be part
of the solution?

On May 22 & 23, 2018 help support the Michigan bleeding disorders
community by sharing your story with your state representatives.

This free event, begins Tuesday, May 22 with an evening of dinner and training at the Kellogg
Hotel and Conference Center where HFM will prepare participants for their legislative meetings.

On Wednesday, May 23, HFM and community advocates will attend meetings with state
representatives and senators to discuss issues impacting the bleeding disorders community.

To learn more, or to register, go to www.hfmich.org/lansingdayreg by May 4, 2018

N\
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Kelly Otto

Bleeding disorders
advocacy is important
to me because | have
two sons with mild
Hemophilia A. It took
15 years for us to
become involved in
Lansing Days, but

I’'m glad we did! Not
only are many of the
legislators unfamiliar
with hemophilia and
Children’s Special
Health Care Services,
but our advocacy also
helps to put a face with
the disease, and to
see that these are fully
functioning kids with no
visible signs of having a
life altering disease!

Spring ‘18 hfmich.org 7



Sarah Procario

HFM works diligently behind the scenes
to research and monitor policies and
regulations that may impact the bleeding
disorders community. The following
updates explain issues that HFM has
been monitoring. By staying informed
and engaged, we can all become better
advocates for the bleeding disorders
community.

If you have questions about your
medications or insurance, please talk

to your Hemophilia Treatment Center.
Everyone has a unique situation based
on his or her diagnosis, insurance benefits,
and provider, and your HTC will be best
able to answer your personal questions.

Michigan Opioid
Legislation

On December 27, 2017, the Lieutenant
Governor signed a package of legislation
into law aimed at curbing the opioid
epidemic. Several of the reforms have
caused concern for members of the
bleeding disorders community who rely
on pain medications to relieve chronic
pain from a lifetime of joint bleeds.

8 hfmich.org Spring ‘18
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The most relevant reforms are
explained below.

7 Day Limit on Opioid
Prescriptions for Acute Pain:
Beginning July 1, 2018, if a prescriber

is treating a patient for acute pain, the
prescriber shall not prescribe the patient
more than a 7-day supply of an opioid
within a 7-day period. “Acute pain” is
defined as pain that is the normal,
predicted physiological response to a
noxious chemical or thermal or mechanical
stimulus and is typically associated with
invasive procedures, trauma, and disease
and usually lasts for a limited amount

of time.

The bill allows for some exemptions
including chronic pain, cancer pain,
or palliative care.

Mandatory Michigan Automated
Prescription System:

Effective June 1, 2018, all licensed
prescribers in Michigan will be required
to search the Michigan Automated
Prescription System (MAPS) when
prescribing controlled substances to
any patient.

Bona Fide Prescriber-Patient
Relationship:

Beginning March 31, 2018, a licensed
prescriber shall not prescribe a controlled
substance listed in schedules two to five
(drug lists can be found at www.dea.gov/

==
h e SNty

ate

druginfo) unless the prescriber is in a
“bona fide prescriber-patient relationship.”
Meaning, doctors must have reviewed
the patient’s history and provide
follow-up care.

We are in communication with Michigan
Hemophilia Treatment Centers to better
understand the impact this legislation will
have on our patients’ access to medication.
We will keep the community informed as
we learn more. As always, we suggest
contacting your Hemophilia Treatment
Center regarding medication questions.

Copay Choice
Legislation

Patient advocacy groups across the
country have been working to provide
solutions for patients who struggle

with high out-of-pocket costs for their
prescription medications. Copay choice
legislation is an attempt to alleviate the
impact and uncertainty of high out-of-
pocket costs on patients in the beginning
of the year (before they have met their
deductible). This legislation would require
insurance plans to offer a copay only
option, which would not require patients
to reach a deductible before their
insurance begins to pay a portion of

the cost. A flat rate copay option, rather
than coinsurance which charges a
percentage of the prescription cost,
would provide consistency for patients
so they can plan for payments.


http://www.dea.gov/druginfo
http://www.dea.gov/druginfo

Accumulator
Adjustment Programs

The bleeding disorders community has been
monitoring a recent change in how some
pharmacy benefit managers are accepting
pharmaceutical copay cards. Since January,
a number of pharmacy benefit managers
(PBMs) have delivered letters to hemophilia
patients informing them of a change in their
coverage.

Beginning January 2018, a few health plans,
specifically high deductible plans offered

by self-insured employer groups, have
changed the way they calculate copays

for patients using these cards. Up until this
January, prescription coupons/copay cards
have always counted towards a patient’s
deductible and out-of-pocket maximum.
For companies implementing this change,
only money paid by the patient will count
towards out-of-pocket maximums. PBMs

argue that patients who have no “skin in
the game” may choose more expensive
drugs without considering cost (because

the patient wouldn’t be the one paying the
price). By only allowing money paid by the
patient to count towards their accumulator,
they hope to incentivize patients to choose
generic drugs and limit unnecessary spending.

Copay cards will still be accepted, however,

once a patient uses the full value of their
drug coupon/copay card-typically within

the first 3 to 5 months of the year—they will
still be responsible to cover their expenses
(deductible & copays) until they reach their

out-of-pocket maximum as defined by

their health insurance plan. Because of this
change, patients could soon be faced with

significant additional financial burdens.

HFM is working closely with other stake-

holders to advocate on a state and federal

level to inform payers of the unintended
consequences of these changes.

HFM works with the National
Hemophilia Foundation and

the Hemophilia Federation of
America to monitor all policies
that may affect the bleeding dis-
orders community. We will con-
tinue to update and share perti-
nent information to all members
of the bleeding disorders com-
munity on policy changes that
might impact access to care.

If you have questions about pol-
icy changes, have experienced
an issue with step therapy or an
accumulator adjustment pro-
gram, or if you are interested in
joining advocacy efforts, please
contact Sarah Procario at spro-
cario@hfmich.org.

And join HFM on May 22 & 23 at
Lansing Days 2018.

With ‘

STEP THERAPY, a

your insurance company y

can deny coverage of

doctor-prescribed L

medicines. gl |
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. Let MI Doctors Decide

Step Therapy

Step therapy is utilized by insurance com-
panies to control their costs. Before a plan
will cover some (generally more expensive)
drugs, they require you to try other (gener-
ally less expensive) drugs that also treat the
condition. Sometimes referred to as “fail-
first” policies, patients must fail on these
cheaper or preferred medications, before

GLOSSARY

Accumulator - a running total of money
you've paid towards your out-of-pocket
maximum for covered health care services
(this includes your deductible and copays
but NOT your premiums).

Coinsurance - a patient’s share of the
cost of a health care service, calculated
as a percentage (i.e. 20%).

Copay (copayment) — a fixed amount
you pay for a covered health care
service, usually when you get the

their insurer will cover their doctor
prescribed medication. The bleeding
disorders community maintains that step
therapy should not be used when prescribing
clotting factor. Biologics products are
not therapeutically equivalent and should
be prescribed by hemophilia-specialists
who have a strong relationship with

their patients.

Unfortunately, insurers are beginning to
incorporate step therapy protocols into
their plans. HFM is working closely with

the American Autoimmune Related Disease

Association to share information and
resources with patients and doctors. To

Advocate for the bleeding
disorders community

Join HFM'’s
ACTION
NETWORK

Sign up for
Advocacy Alerts

Sarah Procario at
sprocario@hfmich.org

learn more about this step therapy initiative,

visit www.letmidoctorsdecide.org.

Courtesy of Hemophilia Federation of America

service. The amount can vary by
the type of coverage.

Controlled substances - a drug
or chemical whose manufacture,
possession,or use is regulated by
the government.

Deductible — the amount owed for
health care services before an insurer
begins to pay.

Out-of-pocket maximum - the
maximum amount you will be required
to pay for covered health care services
in a year before the plan covers 100%
of the costs.

Pharmacy benefit manager - contracts
with health insurers to handle claims and
administrative functions for prescription
drugs. PBMs maintain a drug formulary by
contracting with specific pharmacies and
negotiating rebates with manufacturers.

Spring ‘18 hfmich.org 9
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PAID CONSUMER OUTREACH
FEIBA,
[anti-inhibitor
coagulant complex]

REDUCTION

in median ABR with
prophylaxis treatment3

Actual FEIBA patient.

Indications for FEIBA [Anti-Inhibitor Coagulant Complex]
FEIBA is an Anti-Inhibitor Coagulant Complex indicated for use in hemopbhilia A and B
patients with inhibitors for:

e Control and prevention of bleeding episodes
e Use around the time of surgery
* Routine prophylaxis to prevent or reduce the frequency of bleeding episodes.

FEIBA is notindicated for the treatment of bleeding episodes resulting from coagulation
factor deficiencies in the absence of inhibitors to coagulation factor VIl or coagulation
factor IX.

Detailed Important Risk Information for FEIBA

WARNING: EVENTS INVOLVING CLOTS THAT BLOCK BLOOD VESSELS

¢ Blood clots that block blood vessels and their effects have been reported during
postmarketing surveillance following infusion of FEIBA, particularly following the
administration of high doses and/or in patients with a risk of forming blood clots.

¢ lfyou experience any of these side effects, call your doctor right away.

You should not use FEIBAif:

* You had a previous severe allergic reaction to the product (reactions causing
discomforts that are damaging and life threatening)

* You have signs of development of small blood vessel clots throughout the body

* You have sudden blood vessel clots or blocked blood vessels, (e.g., heart attack
or stroke)

Events involving blood clots blocking blood vessels can occur with FEIBA, particularly

after receiving high doses and/or in patients with risk factors for clotting.

Infusion of FEIBA should not exceed a dose of 100 units per kg body weight every 6 hours
and daily doses of 200 units per kg of body weight. Maximum injection or infusion rate
must not exceed 2 units per kg of body weight per minute.

LIVE INTHE
BLEED-FREE MOMENT

..with FEIBA prophylaxis patients can
have more bleed-free days as compared
to on-demand treatment.

Every joint bleed has the potential to
do permanent damage'?

Median ABR with prophylaxis vs. on-demand*®

28.7 median ABR with
on-demand treatment34

NO BLEEDS

occurred in 18%
(3 out of 17) of
patients on FEIBA
prophylaxis in a
clinical study™

629 bleeding episodes occurred
during on-demand treatment3#

vs)

7.9 median ABR with
prophylaxis treatment34

196 bleeding episodes occurred
during prophylaxis treatment3#*

*Based on the results from the FEIBA PROOF clinical study of
36 hemophilia A and B patients with inhibitors receiving FEIBA
for prophylaxis or on-demand treatment for 12 months.*

tOf those patients who achieved zero bleeding events,
two-thirds completed 12 months of the study.#

FEIBA is the ONLY FDA-approved treatment indicated
hemophilia A and B patients with inhibitors for routine

Atfirst sign or symptom of a sudden blood vessel clot or blocked blood vessel (e.g., chest
pain or pressure, shortness of breath, altered consciousness, vision, or speech, limb or
abdomen swelling and/or pain), stop FEIBA administration promptly and seek emergency
medical treatment.

Allergic-type hypersensitivity reactions, including severe, sometimes fatal allergic
reactions that can involve the whole body, can occur following the infusion of FEIBA.
Call your doctor or get emergency treatment right away if you get a rash, hives or
welts, experience itching, tightness of the throat, vomiting, abdominal pain, chest pain
ortightness, difficulty breathing, lightheadedness, dizziness, nausea or fainting.

Because FEIBA is made from human plasma it may carry a risk of transmitting infectious
agents, e.g., viruses, the variant Creutzfeldt-Jakob disease (vCJD) agent and,
theoretically, the Creutzfeldt-Jakob disease (CJD) agent.

The most frequent side effects observed during the prophylaxis trial were anemia,
diarrhea, bleeding into a joint, signs of hepatitis B surface antibodies, nausea, and

vomiting.

The serious side effects seen with FEIBA are allergic reactions and clotting events

involving blockage of blood vessels, which include stroke, blockage of the main blood
vesseltothe lung, and deep vein blood clots.

Callyour doctor right away about any side effects that bother you during or after you
stop taking FEIBA.

Please see next page for Important Facts about FEIBA.
To see the Full Prescribing Information, including BOXED WARNING on blood clots,
go to www.FEIBA.com.

You are encouraged to report negative side effects of prescription drugs to the FDA.
Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

References: 1. Pergantou H, Matsinos G, Papadopoulos A, Platokouki H, Aronis S. Comparative study of validity of clinical, X-ray and magnetic resonance imaging scores in evaluation
and management of haemophilic arthropathy in children. Haemophilia. May 2006;12(3):241-247. 2. Gringeri A, Ewenstein B, Reininger A. The burden of bleeding in haemophilia: is one
bleed too many? Haemophilia. Jul 2014;20(4):459-463. 3. FEIBA Prescribing Information. 4. Antunes SV, Tangada S, Stasyshyn 0, et al. Randomized comparison of prophylaxis and on-
demand regimens with FEIBA NF in the treatment of haemophilia A and B with inhibitors. Haemophilia. 2014;20(1):65-72.

©2016 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-800-828-2088.

SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings Ireland Limited or its affiliates.

Feiba is a registered trademark of Baxalta Incorporated, a wholly owned, indirect subsidiary of Shire plc.
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Important Facts about FEIBA (Anti-Inhibitor Coagulant Complex)

What is FEIBA used for?

FEIBA (Anti-Inhibitor Coagulant Complex) is used for people with Hemopbhilia A or B with Inhibitors to control and prevent
bleeding episodes, before surgery, or routinely to prevent or reduce the number of bleeding episodes. Itis NOT used to treat
bleeding conditions without inhibitors to Factor VIl or Factor IX.

When should | not take FEIBA?

You should not take FEIBA if you have had hypersensitivity or an allergic reaction to FEIBA or any of its components, includ-
ing factors of the kinin generating system, if you have a condition called Disseminated Intravascular Coagulation, which is
small blood clots in various organs throughout the body, or currently have blood clots or are having a heart attack. Make
sure to talk to your healthcare provider about your medical history.

What Warnings should | know about FEIBA?

FEIBA can cause blood clots, including clots in the lungs, heart attack, or stroke, particularly after high doses of FEIBA
or in people with a high risk of blood clots. Patients that have a risk of developing blood clots should discuss the risks and
benefits of FEIBA with their healthcare provider since FEIBA may cause blood clots. FEIBA can cause hypersensitivity or
allergic reactions and infusions site reactions, and these reactions can be serious. Because FEIBA is made from human
plasma, it may carry the risk of transmitting infectious agents, for example, viruses, including Creutzfeldt-Jakob disease
(CJD) agent, and the variant CJD agent. Although steps have been taken to minimize the risk of virus transmission, there is
still a potential risk of virus transmission.

What should I tell my healthcare provider?

Make sure to discuss all health conditions and medications with your healthcare provider. If you are pregnant or are plan-
ning to hecome pregnant, or are a nursing mother, make sure to talk with your healthcare provider for advice on using
FEIBA.

What are the side effects of FEIBA?

The most frequent side effects of FEIBA are: low red blood cell count, diarrhea, joint pain, hepatitis B surface antibody posi-
tivity, nausea, and vomiting. The most serious side effects of FEIBA include: hypersensitivity reactions, including anaphy-
laxis, stroke, blood clots in the lungs, and blood clots in the veins. Always immediately talk with your healthcare provider if
you think you are experiencing a side effect.

What other medications might interact with FEIBA?
The use of other clotting agents with FEIBA is not recommended, for example, tranexamic acid and aminocaproic acid. Be
sure to talk with your healthcare provider and pharmacist about all medications and supplements you are taking.

You are encouraged to report negative side effects of prescription drugs to the FDA. Visit
www.fda.gov/medwatch, or call 1-800-FDA-1088

The risk information provided here is not comprehensive. To learn more, talk about FEIBA
with your healthcare provider or pharmacist. The FDA-approved product labeling can be found at
http://www.feiba.com/us/forms/feiba_pi.pdf or by calling 1-800-423-2090 and selecting option 5.

©2016 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-800-828-2088.

SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings Ireland Limited or its affiliates. -

Feiba is a registered trademark of Baxalta Incorporated, a wholly owned, indirect subsidiary of Shire plc. h I re
$25994 12/16 .



SUMER OUTREACH

Meet Shelley, your CoRe Manager

Lty

Hello! I'm Shelley Gerson and I'm a CoRe Manager for Bioverativ. It is my job to
connect you with others in the community, introduce our educational programs, and
to support you on your journey. | am here so we can take action together! | also have

severe hemophilia A.

Contact me!
shelley.gerson@bioverativ.com | 781.663.1807

BiOVGIﬁtiV% B Connect with Us @BioverativCoRes

© 2018 Bioverativ. All rights reserved. 02/18 HEM-US-1488 V3



Every year, HFM hosts a weekend retreat for teens to get
together, learn more about the bleeding disorders community,
and have fun.

This year, our teens learned about advocacy and their role

in the bleeding disorders community. Throughout our
community’s history, advocacy has been extremely important
to the improvement of care and coverage for affected individuals.
As political discussions continue to focus on health care and
health policy reform, patient advocacy in the bleeding disorders
community remains as important as ever. And it’s critical

that teens understand how important their voices are in the
conversation.

During the Teen Retreat, HFM staff helped empower our teens
to take action to influence a cause by utilizing media and
technology. The teens spent time with friends, filmed videos
advocating for their personal cause, and learned how powerful
their voice can be. The groups of teens filmed videos

Teen Retreat: Teens, Tweets, & Technology

Sarah Procario

advocating for gun reform, mental health care equality, and
world hunger programs. After our activity, we discussed how
to use social media in the same way when advocating for
the bleeding disorders community.

If you are interested in the work our teen advocates are doing,
stop by HFM’s Advocacy Action Booth at SpringFest on
Saturday, April 21. We have a dedicated and empowered

group of teens that are readily becoming the next generation
of leaders in our community.

“| really learned what advocacy
means to me, how to put it out
there and why it was important.”

~Ali Haidar

Thanks to our sponsor, for helping to support this event.

CSL Behring

Biotherapies for Life®
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Federal Advocacy Update

Deema Tarazi, JD Policy Analyst, Hemophilia Federation of America

Activity at the federal level is not as hectic
as it was a year ago, when both the
House and Senate were trying to repeal
the Affordable Care Act (ACA). Today

the bleeding disorders community is still
facing a lot of challenges, but we find
ourselves in a better position than we
could have hoped for a year ago.

It is unlikely that Congress will try again
this year to repeal the ACA. However,
even though a legislative effort to repeal
the ACA is unlikely, administrative action
to further change the ACA via rulemaking
is certain. The Hemophilia Federation

of America (HFA) is actively keeping

an eye on Executive Orders and is
submitting comments in response to
federal agency rulemakings that may
impact the community’s access to
quality health care.

In addition to administrative actions to

roll back the ACA, some members of
Congress have started to introduce bills
to make minor “fixes” to the ACA. On the
House side, Representatives Ryan Collins
(R) and Collin Peterson (D) introduced a
bill to create a $30 billion stability fund

o

over the next three years, as a reinsur-
ance fund that is allocated to the States.
Similarly, on the Senate side, Senators
Susan Collins (R) and Bill Nelson (D)
introduced a bill that would leverage
1332 waivers (which allow states to waive
ACA requirements) that would provide
$5 billion in funding to support states in
establishing risk pools and reinsurance
programs in 2019 and 2020. A reinsur-
ance fund may help subsidize the cost of
providing health insurance to individuals
with high premiums and out of pocket
costs. It is currently unclear which, if

any, of the ACA repair bills might move
forward in 2018. Therefore, HFA will
continue to keep a close eye on any
legislation that affects the community’s
access to care and will continue to ask
for your voice to be heard!

Furthermore, Medicaid has started to
receive increased national attention.
Medicaid is a joint state-federal program:
the federal government provides much
of the funding and establishes minimum
standards, but states administer the
program and can seek waivers from
certain federal requirements. The

federal Centers for Medicare and
Medicaid Services (CMS) has started

to approve certain Medicaid waivers that
the past Administration did not allow,
including (most controversially) imposing
work requirements on individuals who
receive Medicaid.

Patient advocates have concerns about
Medicaid work requirements. Most
non-disabled adult Medicaid enrollees
who can work already do so. Perhaps
most concerning, at least five states are
proposing to combine work requirements
with lifetime caps on benefits or other
extreme limits on the periods for which
enrollees can remain eligible for Medicaid
benefits. HFA is closely monitoring the
states that have applied for Medicaid
waivers—Michigan has not applied for
this type of waiver.

HFA thanks the HFM community for their
continuation of your grassroots advocacy.
Challenges will continue in 2018, so
please stay engaged, vigilant, and
continue to have your voice be heard!

Advocacy

{the act of supporting a cause}

For many, the word advocacy makes one think of HFM’s annual legislative event,
Lansing Days. While legislative days are wonderful ways to advocate, they only
happen once a year and are just one type of advocacy. Advocacy, the act of
supporting a cause or proposal, can be accomplished in a myriad of ways such

as educating friends and peers, sharing education online, starting a petition, and sim-
ply standing up for your own health care needs at your doctor’s appointment.

HFM community member, Daphne, showed us how to be a bleeding disorders
advocate outside of Lansing Days. Daphne joined the Red Tie Campaign during
Bleeding Disorders Awareness Month to support von Willebrand Disease Awareness.
Daphne asked all of her friends on social media to GO RED on March 26. Many
thanks to Daphne for her dedication to bleeding disorders advocacy.

FOR

DAPHNE

MARCH 26TH

#’L‘.‘-'O NWI

WILLEBRANDS

How can you bring attention to an issue of importance (like bleeding
disorders awareness!) and if needed, support a path for change?
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Monday, June 4, 2018 | Washtenaw Golf Club, Ypsilanti | hfmich.org/golf Foursome, includes dinner $750
Individual, includes dinner $200

Dinner only (no golf) $50

For more information, contact -
Carrie McCulloch at
cmcculloch@hfmich.org

benefiting ; o =
HEM'’s Eagle Journeys
Camping Programs a rl y O u I n g
Join HFM for an unforgettable evening of transformation. Music, Dinner, Auction & more!
Make a night of it with your friends and

( help send West Michigan children with

bleeding disorders to summer camp.

Purchase tickets or make a donation:

www.hfmich.org/benefit-tickets

_ Limited Seating - starts at $40

For more information,
contact Carrie McCulloch
B E N E F I T HFM Special Events Manager

West Michigan Office

. i cmcculloch@hfmich.org
e Honoring Dr. Deanna Mitchell 734.544.0015 ext. 503

e And, hear from community member Ben Boelens benefiting

\ N\ 74
EAGLE JOURNEYS

rrrrrrrrrrrrr

Thursday, May 10, 2018 I 5:30-9pm | Grand Rapids Art Museum | hfmich.org/benefit-tickets

Our walks are UNITING! Participate. Volunteer. Donate.

Registration Opens April 20th!
https://www.uniteforbleedingdisorders.org/

August 26 October 20
UNITE for Bleeding UNITE for Bleeding
Disorders Walk Disorders Walk
(Walkin’ on the Wild Side)  (Walkin’ on the West Side)

Detroit Zoo, Royal Oak Fifth Third Ballpark, Grand Rapids

cmcculloch@hfmich.org cmcculloch@hfmich.org for Bleed i ng DiSO rders

Spring ‘18 hfmich.org 15
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The hemophilia treatments
of today were once
the dreams of yesterday.
Proof that when

SCIENCE AND
THE COMMUNITY

come together, great things happen.

Genentech | Hemophilia A

A Member of the Roche Group
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~ GenentechHemophilia.com Let’s put science to work
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The

Jay McCulloch

“I'll be the only thirteen-year old out there with a helmet on
my head!” As Jonas’ four siblings and | were sprinting out
our van door to the sledding hill, my wife, Amber, heard
this emotional response from Jonas, our adopted son from
China, on his first sledding adventure since he had become
a part of our family. Forty-five minutes later, after many tears
and concerns of being embarrassed on the slope from
having to wear a bike helmet and phone calls to our friend
and nurse, Missy, from Children’s Hospital of Michigan,
Jonas finally emerged with a helmet to sled with his siblings
down that snow-covered hill.

We officially adopted Jonas in November of 2016, our first
child with hemophilia. It has been a brand new and exciting
world for us, yet having a child with severe hemophilia A has
also been an anxiety-filled journey with a tremendous learn-
ing curve for our whole family, especially Amber. Our lives
now include infusions twice a week, expensive medication
arriving on our porch, and increased awareness of everyday
dangers that could cause an internal bleed. We have been
able to face these new challenges thanks to the support of
the hemophilia staff at Children’s Hospital of Michigan and
wonderful friends and advocates, like Shari Wilson Luckey,

Perspective We Needed

Advocacy and Outreach Coordinator at the Hemophilia
Foundation of Michigan. These “sledding moments” are now
not seen as obstacles and trials but needed, refreshed per-
spectives on life.

Since Jonas has joined our family, we have learned how
much we take for granted as we rise each day from our
beds, with no concerns about needing factor and no thought
about the added awareness of being safe to avoid cuts and
bruises. Now, with our beloved Jonas, experiences, like
sledding and amusement park visits and bike rides, mean
that we must be aware of more than ourselves. When his
ankle hurts from a past bleed or when infusions require
multiple “pokes,” we see Jonas’ struggle with hemophilia.
But we also see a young man with joy and determination
who blesses us with his unyielding spirit. Sure he may

have to wear a helmet (his mom has since bought him a
“cool” snowboarding helmet), but he is enjoying the thrill of
plunging down that hill. Today, we celebrated one of his first
self-infusions where he found success on his first “poke”. He
is determined to live life to its fullest, and that has inspired us
and improved the way we all live in the McCulloch family.

For more information on hemophilia adoption opportunities, please contact
HFM’s Advocacy and Outreach Coordinator, Shari Luckey, at sluckey@hfmich.org.

To learn more about Delta Dental insurance, go to www.hfmich.org/dentalinsurance.
If you have questions about the program or eligibility, contact Lisa Clothier, LMSW,
Outreach and Community Education Manager at Iclothier@hfmich.org or 734.961.3512.

0

©
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FACTOR REPLACEMENT REFLECTS THE
PROTECTION WITHIN

For people with hemophilia, Factor treatment temporarily replaces
what's missing.! With a long track record of proven results, Factor
freatment works with your body’s natural blood clotting process to
form a proper clot?3

Brought to you by Shire, dedicated to pursuing advancements in
hemophilia for more than 60 years.

Stay empowered by the possibilities.

References: 1. Peyvandi F, Garagiola |, Young G. The past and future of haemophilia:
diagnosis, treatments, and its complications. Lancet. 2016;388:187-197. 2. Wolberg AS.
Plasma and cellular contributions to fibrin network formation, structure and stability.
Haemophilia. 2010;16(suppl 3):7-12. 3. King MW. Introduction to blood coagulation.
http://themedicalbiochemistrypage.org/blood-coagulation.php. Last modified

January 2, 2017. Accessed January 2, 2017.

©2017 Shire US Inc., Lexington, MA 02421. 2o
All rights reserved. 1-800-828-2088.

Shire and the Shire logo are registered trademarks of

Shire Pharmaceutical Holdings Ireland Limited or its affiliates. S28149 01/17



Advocating -
Special Hea

Sarah Procario

What is it?

Children’s Special Health Care Services
(CSHCS) is a program within the
Michigan Department of Health and
Human Services, administered under
Title V of the Federal Social Security
Act. It was created to find, diagnose,
and treat children and some adults

in Michigan with chronic health care
needs. CSHCS is committed to remov-
ing barriers to appropriate health care
and may be able to help with paying
specialty medical bills, covering insur-
ance co-pays and deductibles for
private insurance, helping families to
keep private insurance, and addressing
transportation needs for medical care.
CSHCS covers people under the age of
21 with a qualifying medical condition.
However, the age limitation is waived

SpringFest Presenting Sponsor

¢Shire

Soaring Eagle
Bioverativ=

A SANOFI COMPANY —

SpringFest Partner
Genentech

A Member of the Roche Group

Happy Camper
Q

o ®
novo nordisk

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

for patients with certain blood clotting
disorders (hemophilia and other bleeding
disorders) and cystic fibrosis. Families of
all incomes are eligible to join, including
those with other health insurance includ-
ing Medicaid-though there may be a
yearly fee to join CSHCS based on fam-
ily income and family size.

Visit www.michigan.gov/cshcs or
call the CSHCS Family Phone Line at
800.359.3722 for more information.

Why does HFM advocate for CSHCS
every year at Lansing Days?
CSHCS’s funding can change yearly.
The program is funded through a
combination of federal (Title XIX and
Title V) funds, as well as state general
funds. While Title V funds are capped,

Friends of HFM

7-Aptev0“

Therapeutics

Bayer HealthCare

" R,

CSL Behring

Biotherapies for Life®

HFM Programming Partners

CASCADE S

HEMOPHILIA °

CONSORTIUM "%eo’

THE HEMOPHILIA
ALLIANCE

HFA

Hemophilia Federafion of

&

NatioNAL HEMOPHILIA FOUNDATION
Jfor all bleeding disorders

‘or Children’s
th Care Services

state general funding levels may vary
based on the state budgetary needs.
Additionally, language providing adult
coverage must be maintained in the
annual appropriations bill each year to
ensure access for our adult population.
In 2005, the Granholm Administration
proposed eliminating coverage for cystic
fibrosis and hemophilia adults in the Title
V population. The bleeding disorders
community organized an effective
campaign against the proposal and
successfully saved the adult coverage.

CSHCS provides valuable assistance to
our bleeding disorders community. We
invite you to join us at Lansing Days to
talk to representatives about the value
of the program to ensure it is not faced
with such a threat again.

@ SPriNgFest 18 oo mon

SpringFest Friends
Octapharma
Pfizer Hemophilia

SpringFest Display
Accredo

BioMarin Pharmaceutical
BioMatrix

Cottrill's Specialty Pharmacy
CVS Specialty Pharmacy

Diplomat Specialty
Infusion Group

Grifols

Kedrion BioPharma

Sanofi Genzyme/Alnylam
Pharmaceuticals

Spark Therapeutics

University of Michigan
HomeMed
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Ellen Kachalsky, LMSW; Suzanne Rogers, LMSW

“Got Work?” was a collaborative opportunity
put together by the social workers at

the Hemophilia Foundation of Michigan,
and the Hemophilia Treatment Centers at
Children’s Hospital of Michigan, Karmanos
Cancer Center, and Henry Ford Cancer
Institute through support by the
Hemophilia Federation of America.

This educational dinner program was held
on November 28th in Detroit. The event
was open to individuals of all ages with
the goal of providing information about
career-planning assistance available for
patients with bleeding disorders.

PAID CONSUMER OUTREACH

AFS-0198-JAN18
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Three local agencies made their services
available to assist our patients: The Urban
League of Detroit, Southwest Solutions,
and IT in the D. Each offered a different
perspective on how to conduct a job
search. Participants learned about a
range of jobs from trucking and manufac-
turing to high tech entry-level positions,
such as working a help-desk. Many of
these jobs include training and support
as well as stipends.

Additional agencies, not represented by
speakers, provided flyers detailing their
worthwhile programs, from resume
building to internet networking.

With enthusiasm and rekindled hope as
initial measures of success, the evening
proved most beneficial. Evaluations
indicated patients were thrilled to learn
about new resources, and felt validated
and supported for their tenacity and
willingness to seek work, against the
odds. Building on the support of the
program, next steps include tapping into
self-motivation and interpersonal skills to
develop a network and promote oneself
in the job market. But for these determined
patients, it’s all in a day’s work!

Future meetings on this topic, with other
organizations are being considered.

Biotherapies for Life® CSL BEhring

Learn more at

AFSTYLA.COM

SAFSTYLA

Antihemophilic Factor
(Recombinant), Single Chain



Join Us in the Health Center | iiim
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at Camp Bold Eagle T

HFM’s camping programs create a special place
where every child with a bleeding disorder can
experience a sense of belonging. Camp Bold Eagle
was established in 1969; we are proud of our
distinction as the oldest hemophilia camp in the
United States—in fact in the world!

Camp Bold Eagle offers a traditional summer camp
environment with the addition of a robust Health
Center. Staffed by doctors, nurses, social workers,
and physical therapists from HTC’s throughout the
region, as well as volunteer members of the health
care community, we work hard to ensure the health
and safety of our campers.

We are happy to invite volunteer nurses from our
community to join us this summer at camp. Please
contact me if you are interested in volunteering or if
you would like more information!

Diana Mathis, RN BSN-BC
Health Center Director
dimathis@umich.edu
734.544.0015

PAID CONSUMER OUTREACH

9) IXINITY

% coagulation factor IX
(recombinant)

Discover more
ahout IXINITY

Visit IXINITY.com

i

Aptevo BioTherapeutics LLC, Berwyn, PA 19312

\.

o e :
p t'Evom IXINITY® [coagulation factor IX (recombinant)] and any and all Aptevo BioTherapeutics LLC brand, product, service and feature names,

logos, and slogans are trademarks or registered trademarks of Aptevo BioTherapeutics LLC in the United States and/or other countries.
Therapeutics  © 2017 Aptevo BioTherapeutics LLC. ~ All rights reserved.  CM-FIX-0112
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“We are so thankful for all that Dr. Gruppo has contributed to the bleeding

disorders community; he will be missed greatly!” ~ Susan Fenters Lerch

Dr. Ralph Gruppo Retires

Lisa Littner, LISW-S

Dr. Ralph Gruppo, director of the
Comprehensive Hemophilia and
Thrombosis Center at Cincinnati
Children’s Hospital, retired at the end

of 2017 and now serves as Professor
Emeritus. Dr. Gruppo began his residency
at Cincinnati Children’s Hospital in 1968,
working with Dr. Beatrice Lampkin, the
Hematology/Oncology Medical Director
at that time, to care for patients with
blood disorders.

Cincinnati Children’s was the first
hemophilia treatment center established
in Ohio and began as a pilot project to
offer comprehensive care. Dr. Gruppo
became the director of Cincinnati

PAID CONSUMER OUTREACH

Image of hemophilia B patient shown is for illustrative purposes only.

?In two phase 3 studies, factor levels were evaluated for 1 week after the first dose of Rebinyn® 40 1U/kg. The average levels after 7 days
were 16.8% in 6 adults, 14.6% in 3 adolescents, 10.9% in 13 children ages 7 to 12 years, and 8.4% in 12 children up to age 6 years.

Children’s Hemophilia Treatment Center
in 1974. Based on the success of the
model at Cincinnati Children’s under

Dr. Gruppo’s direction, a number of
pediatric hemophilia centers in Ohio
were subsequently designated.

Dr. Gruppo was the Associate Director

of the Division of Hematology/Oncology
from 1988 to 1991 and acting director
from 1991 to 1994. In 2011, he received
the Cincinnati Pediatric Society Founder’s
Award. He has had numerous publications
and was the primary investigator for
various studies related to blood disorders.
Dr. Gruppo also made significant
contributions in the area of thrombosis
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o (FIX) levels
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sustained after 7 days
with a single 40 1U/kg
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and pioneered the treatment of
congenital atypical hemolytic uremic
syndrome with Eculizumab.

Dr. Gruppo plans to remain connected
to the hemophilia community by
serving on the advisory board with
the Tri-State Bleeding Disorder
Foundation’s Dr. Joseph E. Palascak
Endowed Chair in Bleeding and
Clotting Disorders Campaign.

At his recent retirement celebration,
Dr. Gruppo reflected on his years of
practice. “| always tell the residents,
Hematology/Oncology is unique. It
has been a wonderful career.”

ho hikes and camps in his spare time.

oJ;, 34 years old, isa pilot w

INDICATIONS AND USAGE

What is Rebinyn® Coagulation Factor IX
(Recombinant), GlycoPEGylated?
Rebinyn® is an injectable medicine used to
replace clotting Factor IX that is missing in
patients with hemophilia B. Rebinyn® is used
to treat and control bleeding in people with
hemophilia B. Your healthcare provider may
give you Rebinyn® when you have surgery.
Rebinyn® is not used for routine prophylaxis
or for immune tolerance therapy.

IMPORTANT SAFETY INFORMATION

What is the most important information

I need to know about Rebinyn®?

* Do not attempt to do an infusion
yourself unless you have been taught
how by your healthcare provider or
hemophilia treatment center. Carefully

regarding the dose and schedule for
infusing Rebinyn®.

follow your healthcare provider’s instructions

Who should not use Rebinyn®?

Do not use Rebinyn® if you:

e are allergic to Factor IX or any of the
other ingredients of Rebinyn®.

e are allergic to hamster proteins.

What should | tell my health care

provider before using Rebinyn®?

Tell your health care provider if you:

 have or have had any medical conditions.

e take any medicines, including
non-prescription medicines and
dietary supplements.

e are nursing, pregnant, or plan to
become pregnant.

* have been told you have inhibitors
to Factor IX.

How should | use Rebinyn®?
e Rebinyn® is given as an infusion into
the vein.

) Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A.
Rebinyn® is a registered trademark of Novo Nordisk Health Care AG.

e Call your healthcare provider right
away if your bleeding does not stop
after taking Rebinyn®.

¢ Do not stop using Rebinyn® without
consulting your healthcare provider.

What are the possible side effects

of Rebinyn®?

* Common side effects include swelling,
pain, rash or redness at the location of the
infusion, and itching.

e Call your healthcare provider right away
or get emergency treatment right away
if you get any of the following signs of
an allergic reaction: hives, chest tightness,
wheezing, difficulty breathing, and/or
swelling of the face.

o Tell your healthcare provider about any
side effect that bothers you or that does
not go away.

* Animals given repeat doses of Rebinyn®
showed Polyethylene Glycol (PEG) inside
cells lining blood vessels in the choroid
plexus, which makes the fluid that cushions
the brain. The potential human implications
of these animal tests are unknown.

Please see Brief Summary of Prescribing
Information on the following page.
Rebinyn® is a prescription medication.

You are encouraged to report negative side
effects of prescription drugs to the FDA.
Visit www.fda.gov/medwatch, or call
1-800-FDA-1088.

NOW AVAILABLE

Learn more at
rebinyn.com

rebir

Coagulation Factor IX
(Recombinant), GlycoPEGylated

Novo Nordisk is a registered trademark of Novo Nordisk A/S.
© 2018 Novo Nordisk  All rights reserved.  USA17BI003302

novo nordisk” January 2018
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PAID CONSUMER OUTREACH

rebinyn:
Coagulation Factor IX
(Recombinant), GlycoPEGylated

Brief Summary Information about:
REBINYN® Coagulation Factor IX
(Recombinant), GlycoPEGylated
Rx Only
This information is not comprehensive.
e Talk to your healthcare provider or pharmacist
o \/isit www.novo-pi.com/REBINYN.pdf to obtain
FDA-approved product labeling
e (Call 1-844-REB-INYN

Read the Patient Product Information and the
Instructions For Use that come with REBINYN®
before you start taking this medicine and

each time you get a refill. There may be new
information.

This Patient Product Information does not take

the place of talking with your healthcare provider
about your medical condition or treatment. If you

have questions about REBINYN® after reading this
information, ask your healthcare provider.

What is the most important information | need

infuse the medicine by themselves or with the help of a
family member.

Your healthcare provider will tell you how much
REBINYN® to use based on your weight, the severity of
your hemophilia B, and where you are bleeding. Your
dose will be calculated in international units, IU.

Call your healthcare provider right away if your
bleeding does not stop after taking REBINYN®.
If your bleeding is not adequately controlled, it could
be due to the development of Factor IX inhibitors.

This should be checked by your healthcare provider.
You might need a higher dose of REBINYN® or even a
different product to control bleeding. Do not increase
the total dose of REBINYN® to control your bleeding
without consulting your healthcare provider.

Use in children

REBINYN® can be used in children. Your healthcare
provider will decide the dose of REBINYN® you will
receive.

If you forget to use REBINYN®

If you forget a dose, infuse the missed dose when you
discover the mistake. Do not infuse a double dose to
make up for a forgotten dose. Proceed with the next
infusions as scheduled and continue as advised by
your healthcare provider.

If you stop using REBINYN®

to know about REBINYN®?

Do not attempt to do an infusion yourself
unless you have been taught how by your
healthcare provider or hemophilia treatment
center.

You must carefully follow your healthcare provider's
instructions regarding the dose and schedule for
infusing REBINYN® so that your treatment will work
best for you.

What is REBINYN®?

REBINYN® is an injectable medicine used to replace
clotting Factor IX that is missing in patients with
hemophilia B. Hemophilia B is an inherited bleeding
disorder in all age groups that prevents blood from
clotting normally.

REBINYN® s used to treat and control bleeding in
people with hemophilia B.

Your healthcare provider may give you REBINYN®
when you have surgery.

REBINYN® s not used for routine prophylaxis or for
immune tolerance therapy.

Who should not use REBINYN®?
You should not use REBINYN® if you

e are allergic to Factor X or any of the other

ingredients of REBINYN®

e if you are allergic to hamster proteins
If you are not sure, talk to your healthcare provider
before using this medicine.
Tell your healthcare provider if you are pregnant or
nursing because REBINYN® might not be right for you.

What should | tell my healthcare provider
before | use REBINYN®?
You should tell your healthcare provider if you

© Have or have had any medical conditions.

 Take any medicines, including non-prescription

medicines and dietary supplements.

e Are nursing.

 Are pregnant or planning to become pregnant.

© Have been told that you have inhibitors to Factor IX.

How should | use REBINYN®?

Treatment with REBINYN® should be started by a
healthcare provider who is experienced in the care of
patients with hemophilia B.

REBINYN® s given as an infusion into the vein.

You may infuse REBINYN® at a hemophilia treatment
center, at your healthcare provider’s office or in your
home. You should be trained on how to do infusions
by your hemophilia treatment center or healthcare
provider. Many people with hemophilia B learn to

Do not stop using REBINYN® without consulting your
healthcare provider.

If you have any further questions on the use of this
product, ask your healthcare provider.

What if | take too much REBINYN®?

Always take REBINYN® exactly as your healthcare
provider has told you. You should check with your
healthcare provider if you are not sure. If you infuse
more REBINYN® than recommended, tell your
healthcare provider as soon as possible.

What are the possible side effects of
REBINYN®?

Common Side Effects Include:

e swelling, pain, rash or redness at the location of

infusion

e ifching
Other Possible Side Effects:
You could have an allergic reaction to coagulation
Factor IX products. Call your healthcare provider
right away or get emergency treatment right
away if you get any of the following signs of an
allergic reaction: hives, chest tightness, wheezing,
difficulty breathing, and/or swelling of the face.
Your body can also make antibodies called “inhibitors”
against REBINYN®, which may stop REBINYN® from
working properly. Your healthcare provider may need to
test your blood for inhibitors from time to time.

You may be at an increased risk of forming blood
clots in your body, especially if you have risk factors
for developing blood clots. Call your healthcare
provider if you have chest pain, difficulty breathing, leg
tenderness or swelling.

Animals given repeat doses of REBINYN® showed
Polyethylene Glycol (PEG) inside cells lining blood
vessels in the choroid plexus, which makes the

fluid that cushions the brain. The potential human
implications of these animal tests are unknown.
These are not all of the possible side effects from
REBINYN®. Ask your healthcare provider for more
information. You are encouraged to report side effects
to FDA at 1-800-FDA-1088.

Tell your healthcare provider about any side effect that
bothers you or that does not go away.

What are the REBINYN® dosage strengths?

REBINYN® comes in three different dosage strengths.
The actual number of international units (IU) of Factor
IXin the vial will be imprinted on the label and on the

box. The three different strengths are as follows:

Cap Color Indicator | Nominal Strength
Red 500 IU per vial
Green 1000 IU per vial
Yellow 2000 IU per vial

Always check the actual dosage strength printed on
the label to make sure you are using the strength
prescribed by your healthcare provider.

How should | store REBINYN®?

Prior to Reconstitution (mixing the dry powder in

the vial with the diluent):

Store in original package in order to protect from light.

Do not freeze REBINYN®.

REBINYN® vials can be stored in the refrigerator

(36-46°F [2°C-8°C]) for up to 24 months until the

expiration date, or at room temperature (up to 86°F

[30°C]) for a single period not more than 6 months.

If you choose to store REBINYN® at room temperature:
 Note the date that the product is removed from

refrigeration on the box.

e The total time of storage at room temperature
should not be more than 6 months. Do not return
the product to the refrigerator.

Do not use after 6 months from this date or the
expiration date listed on the vial, whichever is
earlier.

Do not use this medicine after the expiration date which
is on the outer carton and the vial. The expiration date
refers to the last day of that month.

After Reconstitution:

The reconstituted (the final product once the powder is
mixed with the diluent) REBINYN® should appear clear
without visible particles.

The reconstituted REBINYN® should be used
immediately.

If you cannot use the reconstituted REBINYN®
immediately, it should be used within 4 hours when
stored at or below 86°F (30°C). Store the reconstituted
product in the vial.

Keep this medicine out of the sight and out of reach of
children.

What else should | know about REBINYN® and
hemophilia B?

Medicines are sometimes prescribed for purposes
other than those listed here. Do not use REBINYN® for
acondition for which it is not prescribed. Do not share
REBINYN® with other people, even if they have the
same symptoms that you have.

More detailed information is available upon
request.

Available by prescription only.

For more information about REBINYN®, please call
Novo Nordisk at 1-844-REB-INYN.

Revised: 11/2017

REBINYN® is a trademark of Novo Nordisk A/S.

For Patent Information, refer to: http://novonordisk-us.
com/patients/products/product-patents.html
Manufactured by:

Novo Nordisk A/S

Novo Allé, DK-2880 Bagsverd, Denmark

For information about REBINYN® contact:

Novo Nordisk Inc.

800 Scudders Mill Road o)
Plainsboro, NJ 08536, USA

© 2017 Novo Nordisk ®
USA17BI003951  12/2017 novo nordisk



2018 EVENTS

May 10

Butterfly Benefit

Grand Rapids Art Museum (GRAM)
cmcculloch@hfmich.org

May 22-23

Lansing Days

Kellogg Center, East Lansing
sprocario@hfmich.org

June 4

Swinging for Smiles

Charity Golf Outing
Washtenaw Golf Club, Ypsilanti
cmcculloch@hfmich.org

June 8

Community Night

Craig’s Cruisers, Grand Rapids
cmcculloch@hfmich.org

August 26

UNITE for Bleeding Disorders Walk
(Walkin’ on the Wild Side)

Detroit Zoo, Royal Oak
cmcculloch@hfmich.org

September TBA
Women'’s Retreat
Location TBA
pthomas@hfmich.org

September 28-29
Upper Peninsula
Education Weekend
Marquette
Iclothier@hfmich.org

October 19-21
Bleeder and a Buddy
Location TBA
twicks@hfmich.org

October 20

UNITE for Bleeding Disorders Walk
(Walkin’ on the West Side)

Fifth Third Ballpark, Grand Rapids
cmcculloch@hfmich.org

October 26

Community Night

Incredible Mo’s, Traverse City
cmcculloch@hfmich.org

November 2
Community Night
Spare Time, Lansing
cmcculloch@hfmich.org

FIRST EVER!

November 10-11

HFM'’s 2018 National Conference
Being Visible: Women and Hemophilia
Amway Grand Hotel

Grand Rapids

pthomas@hfmich.org

December TBA

End of the Year Community Gathering
(Holiday Party), Troy
cmcculloch@hfmich.org

24 hfmich.org Spring ‘18

734.544.0015
www.hfmich.org

1921 West Michigan Ave.
Ypsilanti, Michigan 48197
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Camp Registration Closes him =
May25, 2018! Neavsd

i " EAGLE JOURNEYS
Questions about camp? Please contact CAMPING PROGRAMS
Tim Wicks or Anthony Stevens @ 734.544. 0015 2‘&

Eagle Journeys
Camping PROGRAMS

June 2-8
Eagle Quest
Py (Ages 18+)
Ry June 17-23
Hll Eagle Outpost
(Ages 14-15)
) wy x July 1-7
..... . y Y | ) CBE Teen Camp

- ‘ - b (Ages 13-17)
July 9-28
CIT Program
July 11-14
Camp Staff Training

July 15-19
CBE Session One
(Ages 6-9)
July 21-27
CBE Session Two

(w W&' 7. g/espanol/

(Ages 10-12)
. August 1-9
~ Ly 2 .  Eagle Expedition
~— (Ages 16+)
September 14-16

Camp Old Beagle
(Ages 18+)

December 15
Camp Holiday Party
twicks@hfmich.org

o' B

> wihfmich.org/camp
Hemophilia Foundation of Michigan
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