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Education and Fun - Sioux Falls, South Dakota
The HFMD partnered with Sanford Health Children’s to host an outdoor education 
event at Thunder Road amusement park. The event got off to a fantastic start with 71 
RSVPs which exceeded everyone’s hopes and expectations.

Saturday, July 30th was a picture perfect summer day of 80 degrees and clear blue 
skies. We held our event under a large picnic pavilion that was just big enough for 
our South Dakotan group. While most of our attendees were families who are treated 
at Sanford Health Children’s, a.k.a. the Castle, we also had some members from the 
South Dakota area who are patients at other clinics, including Mayo in Rochester, MN 

The event opened with a member of each family introducing their respective families. 
An important part of this event was giving our South Dakota families the opportunity 
to get to know each other. Next, it was time to introduce our keynote speaker, Mathia 
Rall who is the Child Behavior Specialist from Sanford Children’s. Mathia was brilliant 
in getting our group engagaed immediately with an interactive presentation which 
captured everyone’s attention over the rumbling engines of go-carts and tilt-a-whirls. 

After Mathia’s presentation, Jim Paist shared an overview of HFMD’s programs and 
services encouraging people to attend our events in the Twin Cities while singling out 
a handful of SD families who don’t let that 4 hour drive get in the way of attending our 
events. HFMD was also represented by Board President Casey MacCallum and his 
family who came to support the effort and to help greet so many new South Dakota 
members. Our Event Coordinator, Brianna Hager played a big role in planning this 
Sioux Falls special and was terrific in handling the logistics for our delicious buffet style 
fried chicken lunch from well known local establishment Bob’s chicken whose food 
lived up to the high standards we had heard about from our clinic partners.

In addition to the impactful presentation from Mathia Rall, Sanford Children’s clinic 
staff came out to support and help to host. Dr. Wagner shared some words of wisdom 
with our group and her colleagues spent quality time with families throughout the day 
(in between rides). HFMD would like to thank Sanford Children’s with special thanks 
to Social Worker Nathan Anderson, R.N. Kasey Gathier, and Mathia Rall who helped 
to plan and carry out this exciting and fun family event. All 71 attendees thoroughly 
enjoyed the go-carts and so many other rides at Thunder Road of Sioux Falls. 
By Jim Paist
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Dena Ianello-Zimmer
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Patti & Tim O’Brien
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6th Annual “Step Out for Bleeding Disorders
More than 300 guests joined the HFMD for a 
beautiful, sunny day at Como Park on Sunday, 
August 7th for the 6th Annual “Step Out for 
Bleeding Disorders” Walk fundraiser. The Walk 
brought together the hemophilia and bleeding 
disorders community for a day of fitness, 
fundraising and fun! Thank you to all who attended 
and fundraised!

Walk registration began at 10 a.m. and guests 
enjoyed time with exhibitors, balloon making with 
Pickles the Clown, music from KQRS, selfies 
with Timberwolves’ mascot Crunch, photos with 
superheroes, Captain America and Spider-Man, 
and face painting with Jennifer Paist. Walk teams 
gathered in the pavilion for pre-Walk treats and 
refreshments courtesy of our wonderful kitchen 
staff led by Jess Hutchison and Walk committee 
member, David Singer. Teams grabbed their super, 
silver Walk t-shirts and headed for the starting line 
for the Noon start. Captain America, Spider-Man 
and Crunch helped HFMD Executive Director, 
Jim Paist and HFMD Board President, Casey 
MacCallum, kick off the Walk – Crunch blared his 
horn and everyone raced off! Walkers enjoyed a 
2.5 mile stroll around Lake Como and returned to 
the finish line for Subway sandwiches, cookies and 
more fun!

Thanks to the incredible efforts of our 27 Walk 
teams over $60,000 was raised for HFMD pro-
grams and services. THANK YOU to all of the 
teams, families, individuals, virtual walkers and 
donors who supported the 2016 Walk – without 
you none of this would be possible! HFMD honored 
the top three Walk teams for their fundraising ef-
forts. Our first place team, Team Naumann, raised 
$2,230 and won a $1,500 travel reimbursement to 
the 2017 NHF Conference in Chicago, IL and 25 
free six-inch sub coupons from Subway. Our sec-
ond place team, Team Charlie, raised $1,828 and 
won a two-night stay at the Embassy Suites Bloom-
ington with four Water Park of America tickets and 
15 free six-inch sub coupons from Subway. Our 
third place team, Team Happy Feet, raised $1,770 
and won a ladder golf game and 10 free six-inch 
sub coupons from Subway. Thank you to the top 
three and all of our Walk teams for your amazing 
fundraising and recruiting efforts! 

We look forward to our 7th Annual “Step Out for 
Bleeding Disorders” Walk next year and hope that 
you will join us!

Long Strides Sponsors
Bayer Healthcare
CSL Behring
CVS/Specialty
Emergent
M Health
Shire

First Steps Sponsors
Children’s Hospitals &                     
Clinics of MN
Mayo Clinic
Novo Nordisk
Octapharma
Pfizer

Exhibitors
ARJ Infusion
Bayer Healthcare
Biogen
BioRx
CSL Behring
CVS/Specialty
Emergent
Hemophilia Federation 
of America
Novo Nordisk
Octapharma
Pfizer
Shire

Walk Committee
James Paist
Adam Alver 
Alexis D’Valle 
Amy Gilbertson 
Angie Blue 
Casey MacCallum
David Singer 
John Schulte 
Josh Hemann
Kerry Budinger
Stacey Retic
Stacie Cowen 

Thank you volunteers!
Adam Alver
The Acostacano Family
Angie Blue
Tim Boonstra, RPh
Stacie Cowen
Abby Cowen
Lillie Cowen 
Lexie Cushen
Alexis D’Valle
Donald Glascock
Josh Hemann
Jessica Hutchison

Thank you so much to our generous
sponsors and exhibitors!
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Where Caring is the Ultimate Factor.

WE ARE FAMILY 

(866) 451-8804   
arjinfusion.com

Our pharmacy is conveniently 
located near you.

Family is more than blood
It’s the people that stick by you

Last year, we secured $625,000 in third-party 
patient resources and assistance
Our patients gave us a 99 percent 
satisfaction score
People love our Ready Pack® supply kit for 
easy self-infusion

ARJ’s expert team of pharmacists and nurses 
deliver personalized home infusion care every 
day to people in Minnesota and the Dakotas.  

We’re helping people just like you

HFMD community members - 

WE NEED YOUR 
HELP! 

The 17th Annual Hearts of 
Hope Gala will be held on 
Saturday, February 18th at 

the brand new Hyatt Regency 
in Bloomington. The Gala 

committee is busy preparing 
for the event and would like 

to ask for your help in getting 
sponsors and items donated 
to the live and silent auctions. 
If you have a local business 

connection (restaurant, salon, 
event center, etc.) or have a 
talent yourself and would like

to donate an item, please 
contact Brianna at 

briannah@hfmd.org. 
Unfortunately, we are unable 

to accept artwork.
Thank you for your assistance! 
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CALL

1-800-288-8374
8:00 am-8:00 pm (ET) Monday-Friday. Spanish-speaking Case Specialists are also available.

Don’t let insurance or financial 
challenges get between you  
and your treatment

* The Free Trial Program is available to newly diagnosed patients and patients who are currently using other therapy. Participation in the Free Trial Program is limited to 1 time only. This program is 
complimentary and is not an obligation to purchase or use a Bayer product in the future. Reselling or billing any third party for the free product is prohibited by law.

† The Free Trial Program includes up to 6 free doses to a maximum of 5,000 IU for new patients and 40,000 IU for previously treated patients.
‡ The program does not guarantee that patients will be successful in obtaining reimbursement. Support medication provided through Bayer’s assistance programs is complimentary and is not 
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is available for up to 12 months. Eligible patients can re-enroll for additional 12-month courses. The program is not for patients receiving prescription reimbursement under any federal-, state-, or 
government-funded insurance programs, or where prohibited by law. All people who meet these criteria are encouraged to apply. Bayer reserves the right to discontinue the program at any time.

Bayer and the Bayer Cross are registered trademarks of  Bayer.
© 2016 Bayer. All rights reserved.
Printed in USA   03/16   PP-775-US-0156

Free Trial Program*
 • Enroll today for up to 6 free doses†

 • Delivered to your home free of  charge

Access to Therapy 

We might be able to provide treatment at no cost if you‡:
 • Experience challenges getting insurance coverage for a Bayer product
 • Are uninsured or underinsured
 • Are between jobs and are experiencing a gap in insurance coverage

$0 Co-pay Program§

If you have private insurance, you may be eligible for the $0 Co-pay Program.
 • You may be able to receive up to $12,000 in assistance per year, regardless of  income
 • Assistance is awarded per patient. Multiple members of  the same household can apply
 • Enrollment can be completed in one short phone call

Live Helpline Support
 • Consult with an expert in insurance
 • Spanish-speaking Case Specialists are also available
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Community 
Resources 

Pfizer Trial  
Prescription 

Program

Pfizer Factor  
Savings Card

1.877.744.5675
 and select option 2

Whatever questions you have, 
we’ll help find an answer— 
call Pfizer Hemophilia Connect

The 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.
Pfizer RxPathways®† 

Eligible patients can save up to $10,000 with this comprehensive assistance program that provides a range of support services.
Trial Prescription Program‡

A one-time, 1-month supply up to 20,000 IU of Pfizer product delivered at no cost to your door. 

Community Resources 
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.  
There are no membership fees to participate in this service. Estimated savings is 36% and depends on such factors as the particular drug purchased, amount purchased, and the 
pharmacy where purchased. Pfizer RxPathways is a joint program of Pfizer Inc and the Pfizer Patient Assistance Foundation™.

 ‡ 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.

Pfizer Hemophilia Connect  

Call one number to access all of our resources

Page 5 



Page 6 



Page 7 

ALPROLIX [Coagulation Factor IX (Recombinant), 
Fc Fusion Protein], Lyophilized Powder for 
Solution For Intravenous Injection.

FDA Approved Patient Information

ALPROLIX® /all' pro liks /
[Coagulation Factor IX (Recombinant),  

Fc Fusion Protein]
Please read this Patient Information carefully before using 
ALPROLIX and each time you get a refill, as there may be 
new information. This Patient Information does not take 
the place of talking with your healthcare provider about 
your medical condition or your treatment.

What is ALPROLIX?
ALPROLIX is an injectable medicine that is used to help 
control and prevent bleeding in people with hemophilia B. 
Hemophilia B is also called congenital Factor IX deficiency.

Your healthcare provider may give you ALPROLIX when 
you have surgery.

Who should not use ALPROLIX?
You should not use ALPROLIX if you are allergic to 
ALPROLIX or any of the other ingredients in ALPROLIX.  
Tell your healthcare provider if you have had an allergic 
reaction to any Factor IX product prior to using ALPROLIX.

What should I tell my healthcare provider before  
using ALPROLIX?
Tell your healthcare provider about all of the medicines 
you take, including all prescription and non-prescription 
medicines, such as over-the-counter medicines, 
supplements, or herbal medicines.

Tell your doctor about all of your medical conditions, 
including if you:

 •   are pregnant or planning to become pregnant.  
It is not known if ALPROLIX may harm your  
unborn baby.

 •   are breastfeeding. It is not known if ALPROLIX 
passes into breast milk or if it can harm your baby.

 •   have been told that you have inhibitors to Factor IX 
(because ALPROLIX may not work for you).

How should I use ALPROLIX?
ALPROLIX should be administered as ordered by your 
healthcare provider. You should be trained on how to 
do infusions by your healthcare provider. Many people 
with hemophilia B learn to infuse their ALPROLIX by 
themselves or with the help of a family member.

See the Instructions for Use for directions on infusing 
ALPROLIX. The steps in the Instructions for Use are 
general guidelines for using ALPROLIX. Always follow 
any specific instructions from your healthcare provider. 
If you are unsure of the procedure, please ask your 
healthcare provider. Do not use ALPROLIX as a continuous 
intravenous infusion.

Contact your healthcare provider immediately if bleeding  
is not controlled after using ALPROLIX.

What are the possible side effects of ALPROLIX?
Common side effects of ALPROLIX include headache and 
abnormal sensation in the mouth.

Allergic reactions may occur. Call your healthcare provider 
or get emergency treatment right away if you have any of 
the following symptoms: hives, chest tightness, wheezing, 
difficulty breathing, or swelling of the face.

ALPROLIX may increase the risk of forming abnormal  
blood clots in your body, especially if you have risk factors  
for developing blood clots.

Your body can also make antibodies called, “inhibitors,” 
against ALPROLIX, which may stop ALPROLIX from 
working properly. Your healthcare provider may need  
to test your blood for inhibitors from time to time.

These are not all the possible side effects of ALPROLIX.
Talk to your healthcare provider about any side effect that 
bothers you or that does not go away.

How should I store ALPROLIX?
Store ALPROLIX vials at 2°C to 8°C (36°F to 46°F).  
Do not freeze.

ALPROLIX vials may also be stored at room temperature 
up to 30°C (86°F) for a single 6 month period.

If you choose to store ALPROLIX at room temperature:
 •   Note on the carton the date on which the product 

was removed from refrigeration.
 •    Use the product before the end of this 6 month 

period or discard it.
 •  Do not return the product to the refrigerator.

Do not use product or diluent after the expiration date 
printed on the carton, vial or syringe.

After Reconstitution:

 •   Use the reconstituted product as soon as possible; 
however, you may store the reconstituted product 
at room temperature up to 30°C (86°F) for up to 
3 hours. Protect the reconstituted product from 
direct sunlight. Discard any product not used within 
3 hours after reconstitution.

 •   Do not use ALPROLIX if the reconstituted solution 
is cloudy, contains particles or is not colorless.

What else should I know about ALPROLIX?
Medicines are sometimes prescribed for purposes  
other than those listed here. Do not use ALPROLIX for  
a condition for which it was not prescribed. Do not share 
ALPROLIX  with other people, even if they have the same 
symptoms that you have.

Manufactured by
Biogen Inc.
Cambridge, MA 02142 USA
U.S. License #1697
© Biogen 2014-2016. All rights reserved.
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Organizational Contributors:

$20,000 - $39,999  
Emergent
Mayo Foundation
M Health

$14,000 - $19,999
Children’s Hospitals and Clinics of MN

$9,000 - $13,999
Baxalta/Shire
Bayer Healthcare
Caremark Specialty
Community Health Charities
CSL Behring
Express Scripts
Hemophilia Foundation of MI
NovoNordisk
Octapharma
PACT Foundation
Pfizer

$3,000 - $8,999
Accredo
ARJ Infusion
Biogen
Grifols
Hemophilia Alliance Foundation

$1,000 - $2,999
Axelacare
BioRx
Colburn Keenan Foundation, Inc.
Hemophilia Federation of America
Option Care

$500 - $999
Deano’s Collision
National Hemophilia Foundation

Up to $499
Jet Sewer Service
Richard Schmitt, CPA
The Nerdery

The HFMD gratefully acknowledges our donors who have given so generously.  
These are donations received from January 1, 2016 through Sept. 30, 2016. 
If you have made a donation and your name is not listed, please contact HFMD.

Scott Rappa
David & Kris Rauenhorst
Mike & Dawn Rusk
John & Barb Schulte
Karen Schulte
Dave & Judy Wegner
John Weitzel

$100 - $199
Kristine Berntson
Alix Blick
Tim Boonstra
Kevin & Michelle Buron
John & Cheryl Caldwell
Sandy Cass
Don Cherrey
Chri & Marda Collins
Jennifer Cosgrove
Perry & Stacie Cowen
Renae Crabtree
Mel Enger
Holly Everett
Stephanie Fritch-Lilla
Don Gentilini
Chuck & Anita Goetz
Paul Gonyea
Jodi Gronberg
Gary Hartmann
Todd & Paula Hedlund
William Hippee
Blair Huggins
Katie Hughes
Dena Ianello-Zimmer
Brian & Kim Jacobson
Paul Jaworski
Dana & Ashley Kinsella
Bill & Sarah Langhout
Jim Langworthy
Matt & Lisa Laughlin
Jeff Laurie
David Lee
Drew & Linda Litecky
Greg MacCallum
Pamela MacDonald
Michael Maguire
Bud & Roxanne Makepeace
Randy Maurer
James McCourtney
Helen McIntyre
Deb Melhado
Tom Montgomery
Michael Mullery
Chris Murray

Anne Naas
Dylan Naumann
Nancy Nolan
Joe Nowotny
Sean Nugent
Kirk & Julie Oliver
Judy Olson
Sue Ostrem
James Paist
Chris & Stephanie Paulson
Marilyn Pavlich
Ray Pinson
Ron & Kathy Reeves
Mike & Laurel Regan
Robert & Jill Riley
Joe & Raquel Roth
John & Barbara Rucks
David Schlosser
Jeff & Kristin Schmidt
Cole Schulte
Jason & Heidi Squire
Mary Tokar
Michael Woodward
Colleen Worisek
Kelly Young
Ellen Zacharias
$50 - $99
Randall Abraham
Adam Alver
Patricia Alver
Beth Andersen
Shannon Angeles
E. Allen Armistead
Thomas Arntsen
Jane Austin
Brian Benke
Denise Bennett
Sarah Berke & Andy Hestness
Jay Boyle
Jennifer Brietinger
Ruben Bracho
Britta Buselmeier
Jesus & Mariam Castillo
Patrick Chen & Annie Ly
Bob Clare
Billy & Inma Conde Goldman
Kenneth Cos
Stacie Cowen
Paul Cumings
Phil & Sue Curoe
Alan Dubla
Mike & Renata Ducharme
Kathy Dufour

Invividual Contributors

$1,000 and Up
Dick & Heidi Bremer
Frank Kurth & 
     Dr. Margaret Heisel-Kurth
Stacy Pike & Josh Langworthy

$500 - $999
Ben & Steph Anderson
Brad & Kim Baumann
Sue Bickmore
Donald Glascock
John & Nancy Golden
Randy Halter
Alfred & Vicky Hannemann
Barb Henderson
Jim & Mary Herrick
Michael Johnson
Jeff & Char Kandt
Joel & Kris Manns
Jim & Steph Miller
Murphy, Raymond
Sue Purdie
Dr. Rob Rothaar & 
      Dr. Susan Kearney
Jon Schlosser
Mike & Bridget Wheeler
Mark Wiener
Joe Willging
Cheryl Wistrom

$200 - $499
Abe & Kristen Appert
Greg & Tammy Belting
Joan Cass
Chris & Marda Collins
Paul & Susan Crooks
Dillon D’Valle
Joe & Alexis D’Valle
Pat & Juli Dorsey
Dawn Evangelist
Troy Gleason
Barbara Greenslit
Kathy Klein
Barb Lewandowski
Casey & Erika MacCallum
Terry Mace
Bill Metz
June Metz
David Moss
Tim & Patti O’Brien
Joni Osip
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Daniel Fasteen
Keith Fearing
Matt & Tresa Germain
Sylvia Grubb
    In Memory of Carol Nelson
Jodee Gruebele
Brent Halverson
Doug Halverson
Carol Harmon
Diane Herold
Thad Hiestad
Sara Holmberg
Terri Hughes
Nancy Johnson
Angie Jones-Carlson
David & Brianna Jordan
Michelle Kilroy
Kelli Knight
David & Pat Krueger
Bob & Kathy Kubitschek
Cody Kunkel
Jeff Kunkel
Joan Langdon
Rich Lanz
Stacey Leschen
Kathleen Lundin
Bill Maguire
Lisa Makowski
Shannon Maloney
Charles & Beverly Manns
Mark Manns
Diane Marquette
Justine Martinez
Nancy McConachie 
Justin McGough
Patricia McNeese
Mindy Mejia
Roxanne Miller
Brian Montgomery
Marisha Moriarty
Lynn Mroz
Michele Nagel
Rachel Nees
Patricia Nimtz
Jean O’Connell
Kim Olson
Nishil & Leah Patel
Alicia Pavlich
Katie Pavlich
Skye Peltier
Richard Rauenhorst
Nichelle Ready
Teresa Ressen
Jan Rygh
Richa Sastry
Andres Sauceda
Beverly Schmidt
Kent Schoenherr
Stephen Senger

David Singer
Delores Smith
Heather Snesrud
Jenni Sowieja
Cathleen Sparks
Christina Spence
Stephen Stouder
Gregory Stowe
James & Kathryn 
          Thomas
John Townsend
Ruth Townsend
Luke & Vicki Utech
Joanie Waldron  
Mary Weets
Peter Weinberg
Lynn Wloszek

Up to $49
Charles Adamich
Martin Amaro
Ashley Anderson
Jessica Anderson
Barb Austin
Scott Averill
John & Genevieve 
          Bahnemann
Linda Bailles
Brett Benfield
Bob Berg
Brad & Tiffany Beste
Rae Blaylark
Angela Blue
Alex Bollman
Deb Brown
Rich Bruns
Betty Cassidy
Evelyn Cobos
Cynthia Crotteau
Thomas Curley
Michelle Demarais
Sally Demarais
Solomon Demmessie
Ellen Depp
Traci Drake
Jim D’Valle
Heather Driscoll
Connie Ecklund
Ray & Suzie Engen
Laurie Faust
Amanda Ferguson
Jill Ferguson
Shirley Ferguson
Matt Fisk
Renae Frederick
Janet Freudenberg
Tracy Ganter
Amy Gilbertson
Grace Girardo
Alin Gonzalex

Matt & Bri Hager
Rachel Hager
James Halverson
Terri Hamernick
Dayna Hansen
Kerry Hansen
Mike Hartmann
Jose Hernandez
Rene Hernandez
Armando Hidalgo
Erin Hodgson
Vicky Honcharenko
Ursula Hood
Krystle Hoppe
Liz Hunt
David & Julie Johanson
Tricia Kallunki
Alys Hornberg
Paul Johnson
Amanda Jorgenson
Jason Kalenborn
Jean Kandt
Shane Ketola
Curtis Kilbers
Mary Kivel
Michael Kivel
Nick & Anne Kivel
Val Klein
Angie Klersy-Daniels
Caleb Klersy
Michael Laclair
Ariela Lacovsky
Chad Lebeau
Ryan Lee
Nate Lindner
Claudette Lyng
Sunita Madsen
Melissa Manns
Annette May
Jennifer McGeary
Allie Miller
Jack Miller
Amy Misterek
James Misterek
Brooks Molodestad
Sarah Murray
Varun Murugesan
Meredith Musel
Becca Narverud
Cindy Nelson
Wendi Nelson
Bob & Gayle Newman
Deb Nielson
Jennifer Noh
Nicole Norsted
Tonya Olheiser
Matt Olson
Liz Ostrander
Tim Pardessi
Christine Paul

Emily Percy
Michael Percy
Michelle Percy
Sara Percy
Javier Perez
Matt Perry
Dan & Robin Persons
Heidi Peterson
Krystle Plohocky
Edward & Janet Pufall
Ignacio Ramos
Jeremiah Rangel
Elizabeth Reagan
Jenny Reinardy
Jeff & Karen Roberts
Honah Rockenstein
Vidar Romarheim & 
     Kari Burke-Romarheim 
Laurie Rothers
Michelle Sandquist
Matt Saunders
Melissa Schantzen
Brian Scheuch
Jesse Schleusner
Cassie Schmidt
Angila Schmidtke
Karlton Scott
Michael Shelton
Christine Sheridan
Brett & Tessah Skoog
Sue Slatter
Shari Slavec
Amy Smith
Kate Souvannavong
Bridget Stanley
Enrique Tapia
Jake & Sarah Townsend
Liz Videen
David Wakely
Joan Waldrow
Kelly Walstrom
Tina Walters
Jennie Warnygora
John Wetzel
Kathy Whalen
Kristen Wilson
Marguerite Winker
Brian Yager
Kyle & Heather Young
Suzanne Zimmerman
Jozef Zwier
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Hemophilia and Thrombosis Center
Children’s Hospital and Clinics of Minnesota 
(CHCMN)
2525 Chicago Avenue, CSC-175
Minneapolis, MN 55404
612-813-5940
angela.boyd@childrensmn.org

Susan Kearney, MD Medical Director
Margaret Heisel Kurth, MD
Stephanie Fritch Lilla, MD
Steve Nelson, MD
Michael Sprehe, MD, MPH
Angela Boyd, MBA Program Coordinator
Kim Jacobson, RN, CPNP
Jocelyn Gorlin, RN, CPNP
Jane Hennessy, RN, CPNP, MPH
Kristen Appert, RN, CPNP
Sue Purdie, RN, BSN
Linda Litecky, RN 
Nicole Leonard, RN, BS
Cheryl Hansen, PT, CLT
Jill Swenson, LICSW
Chelsy Jungbluth, Genetics Counselor
Jennifer Lissick, PharmD
Rachel Primmer, RDN, LD Dietician
Stephanie Davis, Administrative Assistant

Mayo Comprehensive Hemophilia Center
Mayo Clinic
Mayo 10-75E
200 First Street SW
Rochester, MN 55905
507-284-8634 or 1-800-344-7726
eckerman@mayo.edu

Rajiv Pruthi, MBBS     
Vilmarie Rodriguez, MD  
Amy Eckerman, RN
Dawn Rusk, RN
Dawn Inman, RN
Melinda Otto, LSW
Beth Geissler, PT, DPT
Ivy Akogyeram, Pharm.D
Renata Ducharme, Secretary

Center for Bleeding and Clotting Disorders
University of Minnesota Health
420 Delaware Street SE - MMC 713
B549 Mayo Building
Minneapolis, MN 55455
612-626-6455  

Mark Reding, MD
Helen McIntyre, MBA - Program Manager
Ricky Chan, PA-C
Joni Osip, RN, MS, NP-C
Susan Curoe, RN, MS
Vicky Hannemann, RN, BSN
Kerry Hansen, RN, BS
Kim Baumann, MPT
Amy Schadewald, MSW, LICSW, ACM
Amy Gilbertson, CPhT, Pharmacy Coordinator
Colleen Wherley, Genetics Counselor 
Kelly Snedeker, Intake Coordinator 

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

Mustafa Barbour, MD, Program Coordinator
KayeLyn Wagner, MD
George Maher, MD
Sam Milanovich, MD
Kasey Gauthier, RN, CPN, CPHON  
Grant Boltjes, PT
Dan Steventon, PT
Wendy Jensen, CCLS  
Nathan Anderson, MA, LSW
Kay Schroeder, RD

Hemophilia Treatment Centers
(Tri-State Area)

Hemophilia Foundation
of Minnesota/Dakotas

Board of Directors 2016

 Casey MacCallum, President
Minneapolis, MN 

Aaron Reeves, Vice President
Rochester, MN

Kris Manns, Treasurer
Hudson, WI

Adam Alver, Secretary
Minneapolis, MN

Donald Glascock
Rochester, MN

Vicky Hannemann
Minneapolis, MN

Carson Ouellette
Fargo, ND

Ignacio Ramos
Chaska, MN

Bob Newman
New Hope, MN

Susan Kearney, MD
Maple Grove, MN

Jessica Hutchison
Minneapolis, MN

Troy Gleason
Rogers, MN

Staff:

James Paist
Executive Director

Kerry Budinger
Administrative Assistant

Brianna Hager
Event CoordinatorZiplining - Story on page 13
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Antihemophilic Factor 
(Recombinant)  

Want to Learn More?

Contact your  
Octapharma Representative:

CORY MULLER 
PHONE:  
612-309-8110

EMAIL:   
Cory.Muller@octapharma.com
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HFMD’s 26th Annual Summer Camp
HFMD’s 26th Annual Summer Camp for kids was held at Camp Courage North on July 10-15, 2016. 
Forty-three campers from Minnesota, South Dakota and Wisconsin came together on the shores of 
beautiful Lake George for an unforgettable week-long experience. 

Campers enjoyed a mostly sunny and dry week at camp (with a couple rainy days). Camp kicked 
off on Sunday with an all-camp bonfire complete with songs, skits and marshmallows over the fire. 
Throughout the week, each cabin participated in activities and campers joined together for delicious, 
family-style meals and special events. Campers enjoyed tubing, swimming, arts & crafts, time on the 
ropes course, ball games, biking and so much more. Some campers even chose to take the daily “Polar 
Plunge” in the freezing lake! 

Many campers learned to self-infuse at camp this year 
– both inside the health center and outdoors in our new 
screen porch! Those that self-infused for the first time 
achieved the honor of adding their name to the “The Big 
Stick”, a great tradition for all of those who have self-
infused at camp. Thank you to all of the incredible nurses 
and medical staff who taught the campers to self-infuse. It 
is a big achievement for our campers! 

Chelsy Jungbluth, Genetic Counselor from Children’s, 
held an exciting educational program on genetics and hemophilia. Campers learned about genetics 
through creating their own dog and observing how variations in DNA lead to the inheritance of different 
traits. Social Workers Melinda Otto and Dawn Rusk from Mayo Clinic and Jill Swenson from Children’s 
led the camp mentorship program. Experienced campers teamed up with new campers and participated 
in activities including making a team t-shirt and playing games. Thank you to Chelsy, Melinda, Dawn 

and Jill for leading these fun 
programs!

Five campers participated in the 
Adventure Trip with Kerry Hansen 
of M Health. The three-day, two 
state journey included camping, a 
canoeing excursion in Wisconsin’s 
Brule River and hiking the trails of 
Minnesota’s Interstate State Park. 
Thank you, Kerry for leading our 
campers on this trip!

Thank you to all of the volunteers, counselors, camp staff and health center staff for making this year’s 
camp such a terrific experience! The HFMD would like to thank the following for their sponsorship 
of camp: ARJ Infusion, Children’s Hospitals and Clinics of Minnesota, M Health, Mayo Clinic, and 
generous individual donors. 
With the cool fall air coming in, we are looking forward to another warm summer on the lake at Camp! 
See you all in 2017! 
By Brianna Hager
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Ziplining with HFMD
Saturday, September 24th dawned a cloudy 
and dreary day, but that didn’t deter the 20 
individuals who decided to brave the weather 
to soar above Sand Creek in Jordan, MN! Our 
group met at 11:00 a.m. to enjoy a picnic lunch 
near the zip line start platform.  As we ate, an-
other group was taking their turn at the zip line.  
Every 30 seconds someone would fly by on 
their way across the creek.  Even though the 
food was fresh and delicious there were sev-
eral members who were too nervous to enjoy 
their whole meal in anticipation of what awaited 
them!

Sand Creek Adventures staff did a great job 
instructing the group on how to gear up correctly.  
Staff then checked everyone to make sure they 
were strapped securely into their harnesses and 
that helmets were on snuggly.  After gearing up it 
was time to take the plunge just as the sun broke 
through the clouds! One of our mom’s took the 
lead and jumped out over the 100 ft. high bluff to 
fly over beautiful Sand Creek!  Not to be outdone, 
her kids and husband followed close behind.  
The rest of the group then took their turn to zig-
zag across the bluffs on the 3-leg run.

There were a few in the group who had 
zip-lined before, but for most this was their 
first time! Even though there were many 
nervous faces and more than one person 
needing extra time to muster up some 
courage, everyone faced their fear and 
jumped!  After completing the 3 runs the 
group made their way back to the parking 
lot with looks of exhilaration and excite-
ment! Many were ready to go again, but 
will have to wait until next year! 

By Kerry Budinger
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Employee Giving Season is Coming!   
  

Select “Community Health Charities (CHC)” to support all of the charities 
listed below OR enter our charity to support us directly.   

www.healthcharities.org 

ALS AssociationAlzheimer's AssociationAmerican Diabetes Association   
American Lung AssociationAngel FoundationArthritis Foundation 

Autism Society of MinnesotaBe The MatchCan Do Canines 
Children's Cancer Research FundChildren's Hospitals & Clinics of Minnesota Foundation 

Crohn's & Colitis FoundationEpilepsy Foundation of MNFaith's LodgeFraser 
Gilda’s Club Twin CitiesHazelden Betty Ford FoundationHemophilia Foundation 

JDRF The Leukemia & Lymphoma SocietyLupus Foundation of Minnesota 
March of DimesMasonic Cancer Center, University of Minnesota 
Memorial Blood CentersMinneapolis Heart Institute Foundation  

Minnesota AIDS ProjectMinnesota Ovarian Cancer Alliance 
Minnesota Stroke AssociationMinnesota Brain Injury Alliance 

Minnesota Network of Hospice & Palliative CareNAMI Minnesota, 
(National Alliance on Mental Illness)National Kidney FoundationNational MS Society 

One HeartlandPancreatic Cancer Action Network 
Ronald McDonald House CharitiesSuicide Awareness Voices of Education 

St. Jude Children's Research HospitalSusan G. Komen 

No employee giving campaign at your workplace?   
Inform your company’s HR department so they can contact CHC at (612) 315—2955. 
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HFMD Delegation at the 
National Hemophilia Foundation Annual Meeting

July 24-26
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2016-2017 Calendar of Events
 
 
 
 November 5, 2016............ Blood Brotherhood Cooking Class
  Hyvee, Oakdale, MN

 January 21-22, 2017......... Children’s Hospital Minnesota Family Education Event
  Radisson Water Park of America, Bloomington, MN

 February 10-11, 2017...... Mayo Clinic Family Education Event
   (Mayo Clinic patients only)
   Kahler Hotel Apache Plaza, Rochester, MN

 February 18, 2017............ SAVE THE DATE for our 2017 Hearts of Hope Gala
   Hyatt Regency, Bloomington, MN

 April 21-22, 2017............. SAVE THE DATE for the 2017 Annual Meeting
   Hyatt Regency, Bloomington, MN

**The HFMD Board of Directors meets quarterly on the fourth Tuesday at 7:00 p.m.**  

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


