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HFMD Members, Families, HTC Caregivers, and
Sponsors came together on April 20th & 21st to
share stories, hear riveting speakers, and have
some fun with our Friday evening activities at
the airport Marriott in Bloomington, MN.

Our event began with a taco buffet and
entertaining performance from Magician Tom
Anderson and his daughter Nicole. Children
and parents were on the edge of their seats as
Tom dazzled our group with some impressive
magic acts so slight of hand. There were no
shortage of child and adult volunteers to
come up on stage to participate in some of
Tom'’s hijinx.

Next, it was time for our musical chairs
Cakewalk led by Nathan Anderson, MSW
Sanford Children’s who share his wit and many
costumes as the emcee. Controlled chaos
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Magic, Music, and Important Information
HFMD Annual Meeting 2018

could be one description of what ensued once
the music started and stopped each time. The
last member (child or adult) standing in our 3
rings of chairs each won a DQ or other cake gift
certificate. It was both fun and exhausting; just
to watch. Our group, especially the kids really
enjoyed this classic game for groups.

While the cakewalk was in full swing, we
hosted a special wine and cheese reception
for Women with bleeding disorders, and
carriers. Sue Curoe, RN, University of MN
Health led the call for the purse bingo, which
also featured announcements from Sonji
Wilkes of HFA who shared updates on the
Blood Sisterhood program. Kerry Budinger of
HFMD did a super job in organizing this very
special reception. We were told by many of
the attendees it was well received and hope
we do it again next year.




Saturday morning opened at 8:00 a.m. with

a hearty breakfast and time to visit all of our
exhibitor booths. Jim Paist led off the programming
with a look back on the past year for HFMD with
emphasis on all of our public policy advocacy

efforts. It was another busy year with strong
member turnout at so many of our events;
including at the state Capitol on March 22nd
Bleeding Disorders Awareness Day, Minnesota.

Then it was time for our keynote speaker; HFMD
Board Member and Board President of BDAND
(Bleeding Disorders Alliance of North Dakota).
Carson spoke of his experience being involved
with HFMD since he was a young child and
how he has embraced his hemophilia his
entire life. He shared stories and pictures

with his wife Emily and of his work in the

US Senate office of Tina Smith. Carson’s
presentation was informative and uplifting.
We are so proud of Carson!

Serving the
South Dakota
Hemophilia
Community

Family Owned & Operated
We're family & you’ll feel like it, too.

Just Hemophilia

oure 100% focused on hemophilia.
Shouldn’t your pharmacy be as well?

More Than Just A Box
of Factor & Ice

We deliver support and smiles
with every shipment.

Call today to start the conversation

877-854-5099

www.intouchpharmacy.com




Then Dr. Susan Kearny, and Nicole Hart, RN took the stage
to share their amazing experience in going to Ethiopia
earlier in the year as a critical part of the Twinning Project
Children’s HTC has embarked upon to help establish and
strengthen the Hemophilia Clinic in Addis Ababa Ethiopia
where they lack so many resources and funding to treat
their patient population. They surely do their best to treat
patients with what little resources they have. The WFH is
doing so much in sponsoring Twinning Projects like this in
third world countries.

Jennifer Lissisk, Pharm D presented important information
and facts about the unsettled landscape of health

insurance today in Minnesota and nationwide. She shared helpful information in how our members can maintain the
best healthcare available for their families.

During lunch, we had a Blood Brotherhood session (sponsored by HFA) where Mike Zlotniwiski, PT shared strategies
in good health and strength training with 14 of our Blood Brothers who attended the annual meeting. While all of
these education session are happening Saturday, Vicki Neis Child Life Program Manager from Children’s and her

team held another fantastic all-day program for over 50 of our kids. Vicki’s theme was Ethiopia as she and her Team
presented information about the country and its culture. The kids got to feel desert sand, make straw huts, and
wooden drums. We extend a special thanks to Craig Looney and NC-HS Specialty Care for hosting the drum making
workshop. These drums are very cool and compact with a distinct sound that the kids truly enjoyed making with
them. We are so fortunate to have Vicki Neis and her talented child-life programming team who take such care of our
children with an amazing blend of learning and fun.

We then featured 3 very important afternoon breakout sessions:

Opioid Addiction Panel led by HFMD member Jeff Kunkel & Georgia Panopoulos, PhD. Attendees in this session were
truly moved in hearing Jeff’s personal story, while Dr. Panopoulos focused on non-medication alternative therapies to
deal with pain.

We had a break-out session for Women with Bleeding Disorders “ In the Driver’s Seat of Your Health” led by Sonji Wilks of HFA.

We also featured a session on Concussions in youth sports led by expert Katie Slifco, RN.

The final general session of our Annual Meeting was the ever-popular Ask the Provider Panel Featuring Dr. Mark Reding,

Dr. Susan Kearny, and Jennifer Lissick, Pharm D. We had just over 200 attendees on Saturday. HFMD appreciates the
effort from all of our presenters.

This event was all made possible by our generous sponsors:

Children’s Hospitals & Clinics

CVS Specialty

Mayo Clinic

University of Minnesota Health

Thank you to all of the companies and their representatives who exhibited:

Accredo, Aptevo, ARJ Infusion, Bayer Healthcare, Bioverative, Briova Rx, CSL Behring, CSV Specialty, Diplomat, Genentech,
Grifols, , NC-HS, Pfizer, Novo Nordisk, Option Care, Shire, & True Friends.
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Community
Resources

Pfizer Factor
Savings Card

$12,000 annual support for eligible patients in 4 simple steps—the card can be used to help cover copay, deductible, and coinsurance costs associated with
Pfizer factor products.

Eligible patients can save up to $10,000 with this comprehensive assistance program that provides a range of support services.
A one-time, 1-month supply up to 20,000 IU of Pfizer product delivered at no cost to your door.
Learn about support programs like HemMobile™, Patient Affairs Liaisons, scholarship assistance, and the educational speaker series.

*Terms and conditions apply; visit PfizerFactorSavingsCard.com for complete terms and conditions. For commercially insured patients only. Medicare/
Medicaid beneficiaries are not eligible. The Card cannot be combined with any other rebate/coupon, free trial, or similar offer for the specified
prescription. The card will be accepted only at participating pharmacies. This coupon is not health insurance.

If you have any questions about the use of the Pfizer Factor Savings Card, please call 1.888.240.9040 or send questions to: Pfizer Factor Savings Program, 2250 Perimeter Park
Drive, Suite 200, Morrisville, NC 27560. For more information, please visit www.HemophiliaVillage.com.

*The Pfizer RxPathways Savings Card is not health insurance. For a complete list of participating pharmacies, visit PfizerRxPathways.com or call the toll-
free number 1.877.744.5675.

*Terms and conditions apply. You must be currently covered by a private (commercial) insurance plan. For questions about the Pfizer Hemophilia Trial Prescription Program, please

call 1.800.710.1379 or write us at Pfizer Hemophilia Trial Prescription Program Administrator, MedVantx, PO Box 5736, Sioux Falls, SD 57117-5736. You may also find help accessing
Pfizer medicines by contacting the Pfizer RxPathways Program.

PP-HEM-USA-0593-01 © 2016 Pfizer Inc. All rights reserved. Printed in USA/August 2016 @




Biotherapies for Life® CSL BEhring

OAFSTYLA

Antihemophilic Factor

Recombinant), Single Chain

AFSTYLA is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC. AFSTYLA® is a registered
trademark of CSL Behring Recombinant Facility AG. Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2016 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com www.AFSTYLA.com AFS16-05-0080d 9/2016




Opioid Addiction Session

I had the honor of attending an excellent break out
session at the HFMD Annual Meeting on April 21, 2018.

The topic was Opioid Addiction. Jeff Kunkel, a
member of the hemophilia community with severe
Hemophilia, bravely told his story. As with many
men with Hemophilia, Jeff shared his history of
painful joints from bleeds and chronic damage.

He was able to easily, and legitimately, get pain
medication prescribed when he experienced flares of
pain. Over time his use of these meds increased and
his attempts to get these medications changed. He
ended up abusing narcotics and ultimately was using
heroin. His family was present at the session and
spoke of their challenges of trying to support him in
his pain but also not enable his addictive behaviors.

There were tears in Jeff’s eyes as he spoke. There
were tears in the audience as we listened. Tears of
empathy and tears from those undergoing the same
struggles. And there were shout-outs of support for
Jeff and his telling of his story. Jeff eloquently said, “I
hit rock bottom, but did not realize that rock bottom
had a basement.”

Through much effort and strength, Jeff is now sober,
and working daily to keep that sobriety. He spoke of
needing to make his sobriety his first focus each day,
then his relationship with God, then his family. He
said that if he is not sober, and right with his higher
power, he cannot be the devoted husband, father,
and son that he needs to be.

The session was to include presentations by Dr.
Georgia Panopoulos, a health psychologist who has
worked for many years with people with chronic
pain, including many members of the hemophilia
community. She has also been involved at the
national level as a speaker at the inhibitor summits.
She was prepared to present further information
but the people gathered were hungry to hear more
details of Jeff’s story. Jeff suggested that we should
talk about this topic at every annual meeting and

it certainly seems timely with the national push to
reduce opioid addiction.

We look forward to hearing more from Jeff and
Georgia in the future. Thanks to both of them for an
excellent session!

By Vicky Hannemann, RN, BSN Nurse Clinician

NHF’s Chapter Leadership Seminar in San Francisco

HFMD’s Administrative Assistant, Kerry Budinger, spent
4 days in San Francisco in April to attend the National
Hemophilia Foundation’s (NHF) Chapter Leadership
Seminar. The Seminar kicked off with a general
assembly of staff from 51 Chapters from around the
United States. Staff gathered for an overview of the
programs and services NHF offers to assist Chapters
with goals and challenges they face with programming
and fundraising in their home states.

For the next two and a half days the group broke into
smaller session where a number of programming and
service topics were explored and discussed. These

included disaster planning, social media outreach,
and cultural guidance.

At the end of each day there was some time to
explore the sites that San Francisco has to offer,
because you can'’t visit this city by the bay without
seeing the Painted Ladies, riding a street car, visiting
the Golden Gate Bridge, and of course visiting
Alcatraz. All-in-all it was a fun and informative
seminar.

By Kerry Budinger.




Whether home infusion therapy for hemophilia and
bleeding disorders is new or familiar, the time and logistics
involved can be daunting. BriovaRx® Infusion Services
provides comprehensive, compassionate care including:

e Experienced pharmacists and nurses on staff
e Around-the-clock clinical support

e Benefit coordination

e Advocacy services

© 2017 BriovaRx, Inc.

Photos by Kerry Budinger:
Painted Ladies, top right.
Golden Gate Bridge,
center. Trolley, right top.
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AxelaCare® is now
BriovaRx® Infusion Services.

For more information, contact
your local representatives:

Jennifer Laughlin at 1-319-212-8834
or jlaughlin@briovarxinfusion.com

Bill Laughlin at 1-319-325-5080
or blaughlin@briovarxinfusion.com

‘? bri'o\/akx

Infusion Services
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The HFMD partnered with CSL Behring on June 24th at
CHS Field to host a group education outing at a baseball
game. The keynote speaker was Jessie Schrader, a former
minor-league baseball pitcher who happens to have
hemophilia.

Our event began one hour before the first pitch with our
group of 46 huddled together to hear Jessie’s story. Kids
and their parents listened closely as Jessie spoke of his
love for playing baseball, and overcoming and occasional
bleed. Jessie would not let his bleeding disorder dissuade
him from advancing to the professional level of baseball.

Jessie’s story was exciting and inspirational! He then signed
a new baseball for every one of our attendees, before the
game began between the Saints and the Winnipeg Golden-
Eyes. HFMD would like to thank Jason Clarin, Lori Kunkel,
Mark Wiener, and CSL Behring for sponsoring, planning,
and co-hosting such fun family event.

Raise Funds for HFMD on Your Facebook Page

Did you know that you can help HFMD raise funds to meet the challenge of providing the programs and
services we offer each year? It’s easy! Here’s how you can set up your campaign to help.

To add a donate button to a post on your FB page, click What’s on your mind? on your News Feed or
timeline and then follow one of these options:

* Tag the nonprofit, click Post and then click Add Button to confirm that you want to add a donate button.

« Click Feeling/Activity and scroll down to click Supporting. Select a nonprofit, click Post and then click Add
Button to confirm that you want to add the donate button to your post.
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A Community Education Program with Sides of Salsa

HFMD partnered with Shire and Richa Sastry on May 17th to co-host a Hello Talk program
entitled Journey of Factor, presented by April Litrell. This was a fascinating presentation with
some excellent visuals of how blood-clotting factor works inside of our bodies. April answered
a number of thoughtful questions from our group. The event was held at the Rojo Mexican
Restaurant in the Southdale mall, Edina. Thank you Shire!

Post-Secondary Scholarships Awarded
for 2018-2019 School Year

This year HFMD received a number of wonderful candidate applications

for the HFMD Post-Secondary Scholarship Awards. In total six

scholarship recipients were awarded $1,666 each to assist with tuition

expenses for the 2018-2019 school year at the college or vocational
school they attend.

HFMD awards scholarships annually. Please note, the amount awarded varies with
the number of eligible applicants.
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GenentechHemophilia.com

©2018 Genentech USA, Inc. All rights reserved. EMI/012618/0022

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

Let’s put science to work




The HFMD gratefully acknowledges our donors who have given so generously.
These are donations received from January 1, 2018 through June 30, 2018.

Organizational
Contributors:

$40,000 and Up

Mayo Foundation

$20.000 - $39,999
Children’s Hospitals & Clinics
of MN

University of MN Health

$14,000-19,999

PACT Foundation
Shire

$9.,000 - $13,999
Bayer Healthcare

CVS Caremark Specialty
CSL Behring

Express Scripts

$3.000 - $8,999

Aptevo

AR]J Infusion

Genentech

Hemophilia Alliance Foun-
dation

NC-HS

Novo Nordisk

Octapharma

Pfizer

$1.000 - $2,999

Accredo

Bioverativ

BriovaRx

Community Health Charities
Diplomat Specialty Infusion
Facebook Network for Good
Grifols

Hemophilia Federation of
America

Hemophilia Outreach Center
InTouch Pharmacy

Option Care

$500 - $999

Denise S. S. Fullerton Law
Firm

Factor One Source Fast
Pharmacy

The Park Tavern

Walt Disney World Co.

Up to $499

3M Foundation

al Vento Restaurant

Amazon Smile

Ames Center

Arthur Murray Dance Studios
Black Sheep Pizza

Blue Plate Restaurant Company
Breadsmith

Cafe Latte

Cannon River Winery
Crayola Experience MOA
Fern’s Bar & Grill

Fired Up Studios

Foss Swim School

Four Daughters Vineyard &
Winery

Gertens

Gonyea Commercial Properties
Guthrie Theater

Hyatt Regency Bloomington
Judd Frost Clothiers

Lettuce Entertain You

Mall of America

Mid America Festival
Minnesota Historical Society
Minnesota State Fair
Minnesota Whitewater
Mystic Lake Casino & Hotel
Padelford Packet Boat Co, Inc.
Panera Bread

Paypal Giving Fund

Pump It Up

Richard Schmitt, PA

Rocco Altobelli

Rocco Altobelli

St Paul Saints

Target Corporation

The Commodore Bar &
Restaurant

The Olive Grove

The Raptor Center

Thomson Reuters

Three Rivers Park District
Twin Cities in Motion

Twin Cities in Motion
Vertical Endeavors

Villa Bellezza Winery &
Vineyards

Vine Park Brewing Company
Walker Art Center

Individual Contributors

$1.000 and Up
Bremer, Dick & Heidi

Clarin, Jason & Jennifer
Manns, Joel & Kris
Paulson, Christopher & Stephanie

$500 - $999

Bickmore, Sue

Boonstra, Tim & Diann

Dietz, Carl & Christianson, Julia
In honor of Mason Schulte

Haffield, Sue

Hutchison, Jessica

Kearney MD, Susan & Rothaar,
MD, Robert

Lawrence, Andrew

Messinger, Dr. Yoav
On behalf of Children’s Hospitals
& Clinics

Muller, Cory

Lanz, Rich & Cenaiko, Jackie
& Facebook Friends

O’Brien, Tim & Patti

Paist, Jim

Purdie, Susan

Rauenhorst, David & Kris

Rauenhorst, Richard

Zacharias, Ellen

$200 - $499

Andersen, Jon & Beth
Bennett, Denise

Bina, John & Dawn
Collins, Chris & Mardell
D’Valle, Alexis

Gallo, Paul

Garcia, Edgar & Blanca
Glascock, Donald
Gleason, Troy

Gould, Charles
Hedlund, Todd & Paula
Helmbrecht, Josephine
Herrick, Jim & Mary
Kivel, Anne

Klein, Kathy

Larsen, Rhonda
Lindstrand, Dennis & Tina
McNeese, Patricia
Miller, Joel

Moriarty, Marisha
Murray, Chris

Nielsen, Deb

O’Brien, Patti & Tim
Peltier, Skye

Percy, Michael

Riley, Robert & Jill
Schuch, Joe & Cynthia
Shultz-Highley, Cathy
Simpson, Mark
Wiener, Mark
Zwickey, Dave & Susan

If you have made a donation and your
name is not listed, please contact HFMD.

$100 - $199
Baumann, Brad & Kim
Benesh, Jerry
Billmeier, Scott
Bracho, Ruben
Chan, Ricky
Collins, Dean
Decker, Lisa
Doll, Rick & Carol
Drake, Traci
Fritch Lilla, Stephanie
Hutchison, Jessica
Tanello-Zimmer, Dena
Kallberg, Dan
Kreuwel, Huub
Leclerc, Candace & Jeremy
Lyon-Dugin, Bruce & Fran
MacCallum, Greg
Makepeace, Ray
Mazeppa, Marshall
Melhado, Deb
Olson, Matt
Rappa, Scott
Schadewald, Amy
Schmeichel, Linda
Schmidt, Kirstin
Singer, David
Tinklenberg, Dan
‘Warden, Louise
In honor of Professor Chris
Warden
Winter, Kate & Torey

$50 - $99

Ackerman, Christine
Berke, Sarah

Berke, Sarah
Buckingham, Heather
Foss, Bailey

Foss, Bridget

Gavin, Patricia

Geer, Rosemary
Goldstein, Avi
Goman, Rev. Ralph
Hunter, Mark
Kinsella, Dana & Ashley
Kunkel, Brady
Kunkel, Cody
Martinez, Justine
Roth, Joe & Raquel
Sastry, Richa

Skoog, Ben & Tessah
Vieke, Bri

Up to $49
Desai, Jay
Hansen, Dayna
Kloppen, Briana
Levesque, Michael & Keri
Marquez, Amy
Mott, Sue
Nelson, Justin
Olson, Missy
Stouder, Stephen
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Affiliated Hemophilia Treatment Centers

Center for Bleeding and Clotting Disorders
University of Minnesota Health

2512 South 7" St, Ste 105

Minneapolis, MN 55454

612-273-5005

Mark Reding, MD - Medical Director

Helen McIntyre, MBA, FACHE - Executive Director

Marshall Mazepa, MD

Ricky Chan, PA-C

Skye Peltier, PA-C

Susan Curoe, RN, MS

Vicky Hannemann, RN, BSN

Kerry Hansen, RN, BS

Kim Baumann, MPT

Sarah Bray, Genetic Counselor

Shannon Nelson, Data Registrar

Amy Schadewald, MSW, LICSW, ACM

Jill Gilbertson, Intake Coordinator

Tim Boonstra, RPh, Pharmacist

Amy Marquez, CPhT, Pharmacy Coordinator
Jenny Noh, CPhT, Pharmacy Coordinator
Kate Winter, Supervisor of Quality & Research

Children’s Minnesota

Center for Bleeding and Clotting Disorders
2525 Chicago Avenue, CSC-175
Minneapolis, MN 55404

612-813-5940

Susan Kearney, MD Medical Director
Stephanie Fritch Lilla, MD
Steve Nelson, MD

Michael Sprehe, MD, MPH
Kate Garland, MD

Skye Peltier, PA-C, MPH
Kristen Appert, APRN CNP
Kristin Moquist, APRN CNP
Amy Toberman, APRN CNP
Sue Purdie, RN, BSN

Nicole Hart, RN, MS

Linda Litecky, RN

Nicole Leonard, RN, BS
Cheryl Hansen, PT, CLT

Chelsy Jungbluth, MS CGC, Genetics Counselor

Ve

nchs

we care. for life.

Jennifer Lissick, PharmD, Pharmacist
Rachel LaQuere, RDN, LD, Dietitian
Elizabeth Boegeman, LGSW

Justin Nelson, Program Manager
Stephanie Davis, Administrative Assistant
Mayo Comprehensive Hemophilia Center
Mayo Clinic

Mayo 10-55E

200 First Street SW

Rochester, MN 55905

507-284-8634 or 1-800-344-7726

Rajiv Pruthi, MBBS, Medical Director
Vilmarie Rodriguez, MD, Pediatric Hematologist
Aneel Ashrani, MD, MS
C.Christopher Hook, MD

William Nichols, MD

Ariela Marshall, MD

Deepti Warad, MBBS

Amy Eckerman, RN

Dawn Rusk, RN

Dawn Inman, RN

Melinda Otto, LSW

Beth Geissler, PT, DPT

Ivy Akogyeram, PharmD, Pharmacist
Sandy Heisler, Research Coordinator
Renata Ducharme, Secretary

Sanford Health, Sioux Falls, SD Region
South Dakota Center for Bleeding Disorders
1600 West 22nd Street

P. O. Box 5039

Sioux Falls, SD 57117

605-312-1000 or 800-850-0064

Daniel Callaway, MD
George Maher, DO

Sam Milanovich, MD
KayeLyn Wagner, MD

Dan Steventon, PT

Wendy Jensen, CCLS
Nathan Anderson, MA, LSW
Kay Schroeder, RD

Care
you can
count
on.

Individualized
Patient Services

Therapy Management
Education & Counseling

Personalized
Reimbursement
Services

Craig Looney,
Account Manager

NEW! Dedicated Patient Hotline cALL NOW:! 877.616.6247

nchswecare.com

Hemophilia Foundation
of Minnesota/Dakotas
2018 Board of Directors

Casey MacCallum, President
Minneapolis, MN

Aaron Reeves, Vice President
Rochester, MN

Kris Manns, Treasurer
Hudson, WI

Donald Glascock
Rochester, MN

Vicky Hannemann
Minneapolis, MN

Todd Hedlund
Roseau, MN

Dan Kallberg
Savage, MN

Susan Kearney, MD
Maple Grove, MN

Carson Ouellette
Fargo, ND

Ignacio Ramos
Chaska, MN

Kristina Rauenhorst
Circle Pines, MN

David Singer
Eden Prairie, MN

Staff

James Paist
Executive Director

Kerry Budinger
Administrative Assistant
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Current Calendar of Events

July 8-13, 2018 <eeeee.. HEMD Summer Hemophilia Camp
Camp Courage North, Lake George, MN

July 28, 2018 .................South Dakota Summer Event (For SD Patients)
Wild Water West Waterpark, Sioux Falls, SD

August 5, 2018 ..............Annual Walk Fundraiser
Como Park, St. Paul, MN

August 19, 2018 ............Blood Brotherhood and Blood Sisterhood Twins Game
Target Field, Minneapolis, MN

August 25, 2018 ............Saint Croix River Boat Cruise
Hudson, WI

October 6, 2018 ............\Women’s Education Event
The Machine Shed, Lake EImo, MN

October 11-13, 2018......70th Annual NHF Bleeding Disorders Conference
Orlando World Center Marriott, Orlando, FL

Visit our web site at www.hfmd.org for more exciting news and updates!

INDICATIONS AND USAGE

What is Rebinyn® C ion Factor IX i 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 | 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 follow your healthcare
provider's instructions regarding the dose and schedule for infusing Rebinyn®.

Who should not use Rebinyn®?

Do not use Rebinyn® if you:

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

« are allergic to hamster proteins.

What should I tell my health care provider before using Rebinyn®?

Tell your health care provider if you

« have or have had any medical conditions.

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

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

 have been told you have inhibitors to Factor IX.

How should I use Rebinyn®?

« Rebinyn® s given as an infusion into the vein

« 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.

Rebinyn® elevates factor above your normal levels® b What are the possible side effects of Rebinyn®?
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\ear wore at rebiny!

e he e e e e e e e s e e e e en e + Common side effects include swelling, pain, rash or redness at the location of the infusion,
and itching.

« Call your healthcare provider right away or get emergency treatment right away if
7 7 : you get any of the following signs of an allergic reaction: hives, chest tightness,
* wheezing, difficulty breathing, and/or swelling of the face.
Factor IX (FIX) FIX levels « Tell your healthcare provider about any side effect that bothers you or that does not

levels achieved : sustained | go away.
. . P . « Animals given repeat doses of Rebinyn® showed Polyethylene Glycol (PEG) inside cells lining
immediately after an infusion’ after 7 days' blood vessels in the choroid plexus, which makes the fluid that cushions the brain. The
potential human implications of these animal tests are unknown.

With a single dose of Rebinyn® 40 IU/kg in adults with 2% FIX levels* Please see Brief Summary of Prescribing Information on the following page.

Rebinyn® is a prescription medication.
4t a3 s, facor vl s ekt for 1 ekt th st dse of Ry 40 Uk, The averagees e 7 days e 16.% i §als,
a5 adolsants 10.5% in 13 chlrn ges 1013 et and .4 13 e o 0408 & Yo i You are encouraged to report negative side effects of prescription drugs to the FDA.
s upon 2. 34 cas n facts el e Uk fused s . Visit www:fda.govimeduwatch, o call 1-800-FDA-1088

Image of hemophiia 8 patientshoan i fo llstrative purposes orly.
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oot et ot o o ord s 6 Coagulation Factor IX

: Novo Nordisk s 3 regstered trademark of Novo Nordisk A !
novo nordisk e ©2018 Novo Nordisk Al rights reserved. ~ USA178I002175  February 2018 (Recombinant), GlycoPEGyiated




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 Visit www.novo-pi.com/REBINYN.pdf to obtain
FDA-approved product labeling
o 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 hemopbhilia 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 heen 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® 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.

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

e are allergic to Factor IX 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 I tell my healthcare provider
before | use REBINYN®?
You should tell your healthcare provider if you

* Have or have had any medical conditions.

o 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® is 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 hemopbhilia 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:

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

infusion

e jtching
Other Possible Side Effects:
You could have an allergic reaction to coagulation
Factor IX products. Gall 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
[X'in the vial will be imprinted on the label and on the
box. The three different strengths are as follows:

Cap Color Indicator
Red

Green

Yellow

Nominal Strength
500 U per vial
1000 IU per vial
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 I 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.
 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
hemaophilia B?

Medicines are sometimes prescribed for purposes
other than those listed here. Do not use REBINYN® for
a condition 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 fo
Plainsboro, NJ 08536, USA
© 2017 Novo Nordisk
USA17BI003951  12/2017
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