
VeinlineNEWSLETTER OF 
THE HEMOPHILIA 
FOUNDATION OF 
MINNESOTA AND 

THE DAKOTAS

HFMD MISSION
To meet the needs and 
to enhance the quality 

of life for persons living 
with hemophilia, related 

inherited bleeding 
disorders and their 

complications

Inside this issue:

Annual Walk Recap 1

Hello Talk 4

Thunder Road Event 5

Return to the 
Jonathan Padelford

6

2017 HFMD Donors 8

HFMD Staff  News 9

HTC Info & Staff 
HFMD Board & Staff 

10

HFMD 2017 
Hemophilia Summer 
Camp

12

Adult Mentor 
Project

14

NHF Nati onal 
Meeti ng
Calendar of Events

15

FALL 2017

Over 250 att endees joined the HFMD, 
beat the looming rain and walked at 
Como Park on Sunday, August 13th for 
our 7th Annual “Step Out for Bleeding 
Disorders” Walk fundraiser. Thank you 
to all of our amazing Walk teams and 
supporters who supported this event! 

Walk registrati on and festi viti es started 
up at 10am and guests enjoyed ti me 
with exhibitors, balloon making with 
Doodles the Clown, photos in the 
Memories and More Photo Booth 
sponsored by CSL Behring, fun with 
Timberwolves’ mascot, Crunch and face 
painti ng with Jennifer Paist. Walk teams 
gathered in the pavilion for treats and 
refreshments courtesy of General Mills 
and David Singer. Aft er grabbing neon 
yellow Walk t-shirts, parti cipants headed 
for the starti ng line for the 11am start. 
HFMD Executi ve Director, Jim Paist 
and Crunch kicked off  the Walk with a 
countdown and a horn start! 

Walkers enjoyed a 2.5 mile stroll around 
Como Lake and returned to the fi nish 
line to high fi ves from U of M mascot, 
Goldy and St. Paul Saints mascot, 
Mudonna. Everyone then enjoyed a 
delicious lunch of Subway sandwiches 
and more fun on the plaza.

Thanks to the incredible eff orts of our 
20 Walk teams and support of our 
sponsors, exhibitors and fundraisers 
over $62,000 was raised for HFMD 
programs and services. THANK YOU to 
all of the teams, families, individuals, 
virtual walkers and donors who 
supported the 2017 Walk – without you 
none of this would be possible! HFMD 
honored the top three Walk teams for 
their fundraising eff orts at the end of 
the Walk program. Our fi rst place team, 
D’Valle Blood Brothers, raised $2,489 
and won a travel reimbursement to the 
2018 NHF Conference. 

Continued on page 2

7th Annual Walk Fundraiser Recap

PROOF



Page 2

Our second place team, Team Naumann, raised $2,140 and won 
a one-night weekend stay at the Hyatt Regency Bloomington with 
Regency Club access; four general admission passes to FlyOver 
America; four passes to Moose Mountain Adventure Golf; and four 
Community Passes to AMC Theatres. Our third place team, Team 
James, raised $1,540 and won a bag toss yard game; four general 
admission tickets to SEA LIFE Aquarium at the Mall of America; 
two general admission tickets to the Crayola Experience; two all-
day unlimited ride passes to Nickelodeon Universe; and a Mall of 
America Coupon Book. Thank you to the top three and all of our 
Walk teams for your amazing fundraising and recruiting efforts! 

We look forward to our 8th Annual “Step Out for Bleeding Disorders” Walk next year! We hope that 
you will join us!

~ Thank you to our generous sponsors and exhibitors! ~

Continued from page 1

Long Strides Sponsors
Bayer Healthcare 
CSL Behring 
M Health 
Shire

First Steps Sponsors 
Children’s Hospitals & Clinics of 
Minnesota 
CVS/Specialty 
Factor One Source/FAST Pharmacy 
Grifols 
Mayo Clinic 
Novo Nordisk 
Pfizer

Route Sign Sponsor
BriovaRx

Exhibitors
Aptevo  

ARJ Infusion 
Bayer Healthcare  

Bioverativ 
CSL Behring 

CVS/Specialty  
Diplomat Specialty Infusion Group 

Grifols 
Hemophilia Federation of America 

Novo Nordisk 
Octapharma 

Pfizer 
Shire

~ Thank you Walk committee and volunteers! ~
Walk Committee
Adam Alver 
Kerry Budinger 
Stacie Cowen 
Amy Gilbertson 
Brianna Hager 
Casey MacCallum 
Dylan Naumann 
Abby Naumann 
James Paist 
David Singer

Walk Volunteers
Adam Alver 
Bryan Bearss 
Brett Benfield 
Tim Boonstra 
Greg Budinger 
Laura Budinger 
Abby Cowen 
Lillie Cowen 
Perry Cowen 
Alexis D’ Valle 
Amy Gilbertson 
Jill Gilbertson 
Donald Glascock 
Matt Hager 
Vicky Hannemann 
Josh Hemann 

Jess Hutchison 
Rich Lanz 
Jackie Lanz 
Anna Lazo 
Dienner Lazo 
Casey MacCallum 
Helen McIntyre 
Patricia McNeese 
Patti O’Brien 
Tim O’Brien 
Skye Peltier 
Dave Perlich 
Pam Perlich 
David Singer
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Your dreams. 
Our dedication.
For over 60 years we have been inspired by people like 
you. Shire is the relentless champion that supports you 
with pioneering products and programs, while always 
striving toward our ultimate goal: a life full of dreams 
and free of bleeds.

bleedingdisorders.com

©2017 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. 
S33136  06/17

Annabelle 
Sibling
Massachusetts

Alex 
Hemophilia A 
MassachusettsPROOF
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Hello Talk
HFMD partnered with Shire on September 14th at the Timber Lodge Steakhouse in Bloomington to 
host this educati on dinner for members of our community. The keynote speaker was Skye Pelti er, PA 
who treats pati ents at both MHealth and Children’s Hospital (HTC) clinics.

Skye shared a creati ve presentati on enti tled “No Sweat”; 
which focused on the benefi ts of regular exercise, and 
recommended ti me to strive for each day and each week. 
Skye also shared handouts of NHF’s Playing It Safe. This is 
the Nati onal Hemophilia Foundati ons guide which rates a 
wide range of sporti ng acti viti es on a scale of 1-3 with 3 
being the most high risk acti vity for injury, and 1 being the 
lowest risk acti vity for injury. She then asked att endees 
what kinds of acti viti es they parti cipate in. We were 
pleased to hear most in our group are doing fun and safe 
sporti ng acti viti es and exercises. Our group of nearly 30 
included both families and individuals aff ected by bleeding 
disorders. The food and service at the Timber Lodge 
Steakhouse was terrifi c! HFMD would like to thank Shire 
for sponsoring and we thank Skye Pelti er for presenti ng!

Discover more
about IXINITY

®

Visit IXINITY.com

Aptevo BioTherapeutics LLC, Berwyn, PA 19312

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.

© 2017 Aptevo BioTherapeutics LLC.    All rights reserved.     CM-FIX-0112
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Thunder Road Event a Hit in Sioux Falls!
July 29th dawned as a beautiful, sunny day in Sioux 
Falls, SD.  Is it any wonder that over 70 community 
members and exhibitors joined together for a day 
of education, great food and exciting family fun at 
Thunder Road?

As the group arrived our exhibitors were on hand 
to welcome them.  While the group waited for 
the food to be delivered Nathan Anderson, LSW, 
from Sanford introduced Physical Therapist, Dan 
Steventon.  Dan educated the group on physical 
activities and sports that are safe for those with 
bleeding disorders.  He presented information 
from the National Hemophilia Foundation’s Playing 
It Safe publications through the Steps for Living 
Program.  For more information and to access the 
Playing It Safe booklet for activity overviews, risks 
and safety measures visit  
www.stepsforliving.hemophilia.org.  

While the group enjoyed a wonderful meal of 
grilled chicken and beef brisket with all the fixin’s 
from Famous Dave’s of Sioux Falls, Jim Paist, 
provided an overview of the programs and events 
provided by the Hemophilia Foundation of MN/
Dakotas throughout the year.

Finally it was time for everyone to get their 
wristbands and enjoy a fun-filled afternoon at the 
Thunder Road Family Fun Amusement Park. 

This event marked the first time Pharmacy and 
Specialty Pharmacy representatives had a presence 

at an HFMD event in South Dakota.  Community 
members were very appreciative of the opportunity 
to meet with the exhibitors and took full advantage 
of the information 
they had to offer.  
Thank you to our 
exhibitors: Accredo 
Specialty Pharmacy, 
Aptevo, ARJ Infusion 
Services, Bayer 
Healthcare, CSL 
Behring, CVS Specialty, 
Diplomat Specialty 
Infusion Group, Factor 
One Source FAST, 
Octapharma, and 
Shire.
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Return To the Jonathan Padelford
In a second consecuti ve year, the 
HFMD partnered with Octapharma 
to host an educati on dinner cruise 
excursion on the historic Jonathan 
Padelford docked at Harriet Island in 
St. Paul. On a sunny evening June 18th, 
our educati on presentati on featured 
Dieti cian LeeAnne Graveaux from 
HealthEast, who shared What’s on the 
Mind Diet for healthier eati ng habits 
for our group of just over 50 members. 

LeeAnne made this an interacti ve presentati on engaging 
children and parents with dietary questi ons. She also 
distributed handouts for all; as we enjoyed a well-balanced 
grilled chicken dinner on the boat. The second part of our 
dinner cruise included a narrated tour from the Padelford 
boat captain. The HFMD would like to thank Cory Muller and 
Octapharma for sponsoring this exciti ng educati on dinner 
down the mighty Mississippi River.

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

Community 
Resources 

Pfizer Trial  
Prescription 

Program

Pfizer Factor  
Savings Card

1.844.989.HEMO (4366)

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. 

 ‡ 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

PROOF
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Support designed with you in mind.
Call 1-888-229-8379 or visit hematologysupport.com.

Get the details on HSC including:

© 2017 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.
The Hematology Support Center Logo and SMART START are trademarks of Baxalta Incorporated, a wholly owned, 
indirect subsidiary of Shire plc. 
 
S28218  02/17

Your  
treatment  
is a must.  
Support  
should be too.
Learn about the ways the Hematology Support 
Center (HSC) can help. Find out if any of Shire’s 
assistance programs are right for you.

CoPay Assistance
You might be eligible for up to $12,000 a year in CoPay  
support with our CoPay Assistance Program

SMART START™ Program
Receive up to 12 months of free medication following a  
denial from a commercial health plan (for eligible individuals)

Insurance Support Services 
Get help locating and comparing insurance options  
through the Health Insurance MarketplacePROOF



Page 8

Individual Contributors

$1,000 and Up
Bremer, Dick & Heidi
Dietz, Carl &  
   Christiansen, Julie

In memory of Mason Schulte
Paulson, Chris & Stephanie
Rauenhorst, Liz
Schmidt, Jeff & Kirstin
Wistrom, Cheryl

$500 - $999
Bickmore, Sue
Collins, Cecelia
Froehling, David & Anna
Glascock, Donald & Stephanie
Hannemann, Alfred & Vicky
Henderson, Barbara &  
   Willging, Joe
Herrick, Jim & Mary
Johnson, Michael & Yanjun
Kearney, Sue & 
   Rothaar, Rob
Kivel, Mary
Manns, Joel & Kris
Mergen, Robin
Miller, Stephanie & Jim
Olfelt, John & Barb
Paist, James
Paist, Jennifer
Rauenhorst, Kris & David
Zacharias, Ellen

$200 - $499
Andersen, Beth
Benfield, Brett & Emily
Bina, John & Dawn
Boonstra, Tim & Diann
Camp, David
Gilmer, Greg & Rhonda
Greenslit, Thomas & Barbara
Haffield, Sue
Kruse, Larry
McNeese, Patricia
Metz, Bill
Nolan, Nancy
Olson, Matt
Pinson, Ray
Riley, Robert & Jill
Schulte, John
Tinklenberg, Dan
Wagner, Paul
Wetzel, John
Wheeler, Mike &  
   Hegeman, Bridget
Wiener, Mark

$100 - $199
Alver, Patricia
Angeles, Shannon
Baumann, Kim
Bremer, Nathan
Carlberg, Tammy
Chan, Ricky & Chris
Collins, Chris & Marda
Cosgrove, Jennifer
Cowen, Stacie & Perry
D’Valle, Joseph & Alexis
D’Valle, Margery
Gleason, Troy & Stacy
Gonyea, Paul
Gronberg, Jodi
Hedlund, Todd & Paula
Heer, James & Kristy

Hippee, William
Hofstrom, Charles
Hughes, Katie
Highes, Teresa
Jaworski, Paul & Nancy
Jungbluth, Chelsey
Kalman, Todd & Elissa
Kiesel, Danielle
Klein, Kathy
Klersey-Daniels, Angie
Knight, Kelli
Kunkel, Joe & Lori
Lacourse, Cheryl
Langenbrunner, Ryan
Langhout, Bill & Sarah
Langworthy, Jim
Lanz, Richard
LeClerc, Candace
Litecky, Linda & Drew
Makepeace, Ray
McCutcheon, Scott & Krista
McIntyre, Helen
McNeese, Bridget
Melhado, Deborah
Messinger, Yoav
Naumann, Dylan & Abby
Naumann, Raven
Nugent, Sean
O’Brien, Patti & Tim
Olson, Chad & Victoria
Reeves, Aaron & Paige
Roberts, Sharon
Ryswyk, Amber
Schmeichel, Linda
Schuch, Joe & Cynthia
Schulte, John & Barby
Singer, David
Tapia, Enrique
Tinklenberg, Bob & Karla
Tinklenberg, Paul & Lauri
Tokar, Paul & Mary
Warden, Louise

In memory of C. T. Warden

$50 - $99
Abraham, Randala
Appert, Abraham & Kristen
Bartlett, Jackson
Bartlett, Laura
Bearss, Bryan
Castillo, Miriam
Daley, Dawn
Doll, Rick & Carol
Donley, Linda
Edelman, Sharon
Fearing, Keith
Grandprey, Lloyd
Harmon, Carol
Hoekstra, Elliot
Hughes, Terri
Hunter, Mark
Johnson, Eric & Krissi
Kalenborn, Jason
Kinsella, Ashley & Dana
Kivel, Anne
Klamm, Roberta
Lasister, Stephanie
Leese, Kathy
Lilla Fritch, Stephanie
Lundeen, Jessica
MacCallum, Casey
MacCallum, Greg & Helene
Makela, Kim
Makowski, Lisa
Marquette, Diane

Maurer, Randy
McConache, Nancy
Metz, June
Meyer, Michael
Montgomery, Brian & Lynee
Moynihan, Destiny
Nelson, Shannon & Derek
Oellette, Carson
Oien, David
Olson, Missy
Osip, Joni
Ostrem, Sigrid
Patton, Robert
Pavlich, Alicia
Pavlich, Marilyn
Peltier, Skye
Percy, Michael
Perreira, Jessica
Persons, Robin
Purdie, Susan
Reeves, Ron & Kathleen
Roberts, Judy
Roberts, John
Ruby, Lisa
Sastry, Richa
Schantzen, Melissa
Schloss, Judy
Schloss, Mary Beth
Schmidt, Susan
Sheridan, Christine
Snedeker, Kelly
Stouder, Stephen
Strait, Stephen
Tebbe, Chad
Tucker, Nathalie
Videen, Liz
Vogelgesang, Mary Beth
Volkmann, Melissa
Warren, Todd
Wilking, Jessica
Weets, Mary

Up to $49
Anundson, Susan
Belknap, Nancy
Berntson, Kristine
Blaylark, Rae
Blue, Angela
Bodin, Laura
Brenner, Jeri Lu
Broten, Colleen
Bruns, Rich
Buckingham, Heather
Budinger, Kerry
Campbell, Tyler
Capocasa, Mary
Carlstrom, Brenda
Caruth, Thomas
Casas, Clemencia
Curley, Thomas
Dahlman, Mark
Davis, Debbie
Davis, Stephanie
Demarais, Sally
Depp, Ellen
Drake, Traci
Dreyer, Mark
Dubla, Alan
Dufour, Kathy
Everett, Holly
Fasteen, Daniel
Foote, Laura
Fraser, Todd
Geer, Rosemary
Gilbertson, Jill

Grauth, Sarah
Hansen, Dayna
Hansen, Kerry
Holmgren, Riley
Hover, Heather
Huber, Molly
Johnson, Nate
Kaufenberg, Lynn
Ketola, Shane
Kivel, Ben
Klein Dawn
Koester, Barb
Kunkel, Cody
Kunkel, Jeff
Kunz, Stephanie
Langum, Patricia
Lazo, Anna
Loken, Leeann
Lyons, Scott
Madland, Sarah
Marron, Bridget
Maurer, Jason
McGeary, Thomas
McKay, Anita
McKay, Shawn
Miller, Joel
Miller, Roxanne
Moriarty, Marisha
Murphy, Ray
Murray, Chris
Musel, Meredith
Nagel, Michelle
Nelson, Jessica
Newman, Bob
Noh, Jenny
Norsted, Nicole
Padilla, Ryan
Pederson, Matthew
Peterson, Leah
Percy, Sara
Pufall, Edward
Radanke, Duane
Radenius, Rachel
Ramos, Nacho & Julieta
Rappa, Scott
Rauenhorst, David & Kristina
Roe, Jody
Ruis, Skip & Tina
Schackman, Sam
Schabert, Sara
Schaefer, Curt & Kayla
Schmalz, Philip & Betty
In memory of David King
Schulte, Cole
Shelton, Michael
Seeger, Bethany
Sheiley, Steven
Smith, Dolores
Snesrud, Heather
Tinklenberg, Alyssa
Tokar, Sarah
Tonnies, Joe
Tucker, Virginia
VanHale, Penny
Walstrom, Kelly
Wisnewski, Diane
Zaun, Barb

The HFMD gratefully acknowledges our donors who have given so generously. 
These are donations received from January 1, 2017 through September 30, 2017.

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

Organizational Contributors:

$40,000 and Up
Children's Hospitals and 

Clinics of MN
Mayo Foundation
M Health

$20,000 - $39,999  
PACT Foundation

$14,000-19,999
Bayer Healthcare
CSL Behring
Pfizer
Shire

$9,000 - $13,999
Aptevo
Caremark Specialty
CSL Behring
Express Scripts
Novo Nordisk
Octapharma

$3,000 - $8,999
ARJ Infusion
Bioverativ
Buuck Family Foundation
Colburn-Keenan Foundation
Community Health Charities
Diplomat Specialty Infusion 

Services
Factor One Source FAST  

Pharmacy
Grifols
Hemophilia Alliance Foundation
Hemophilia Outreach Center
The Wasie Foundation

$1,000 - $2,999
Accredo
BriovaRx
Hemophilia Federation  

of America
Maguire Agency

$500 - $999
Deano's Collision
Option Care
Thompson Reuters

Up to $499
AmazonSmiles
Crest Healthcare Supply
Richard Schmitt, CPA
Thomson Reuters
Wayzata Ice Cream Company
Worker's Compensation  

Reinsurance

PROOF



Page 9

HFMD Board & Staff News

We are pleased to welcome Kristina Rauenhorst to the HFMD 
Board. Kris has been a successful fundraiser and dedicated 

volunteer for this organization. Her experience and commitment 
to our cause will be a nice addition to the Board.

We also welcome our two new industry representatives (non-
voting) to the Board. Todd Hedlund and Dan Kallberg were 

nominated to the HFMD Board by their peers on our Industry 
Relations Committee. The HFMD Board meets six times per 

year, including an all-day Board Business Meeting coming up on 
November 18th.

Congratulations to HFMD Event 
Coordinator Brianna Hager, husband Matt, and 
daughter Alice, on the birth of Arlo Hager on 
September 12th! Brianna will be on maternity 

leave until the first of the year. 

It’s a Baby!

PROOF
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Hemophilia Treatment Centers (Tri-State Area)
Hemophilia Foundation 
of Minnesota/Dakotas  

2017 Board of Directors
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

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

Brianna Hager 
Event Coordinator

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 - 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 Mets, Genetic Counselor
Shannon Nelson, Data Registrar
Amy Schadewald, MSW,LICSW,ACM
Kelly Snedeker, Intake Coordinator
Amy Gilbertson, CPhT,  
    Hemophilia Pharmacy supervisor
Jenny Noh, CPhT, Hemophilia Pharmacy Coordinator

Hemophilia and Thrombosis Center
Children’s Hospital and Clinics of Minnesota 
(CHCMN)
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, Genetics Counselor
Jennifer Lissick, PharmD
Rachel LaQuere, RDN, LD Dietitian                                  
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
Ducharme.Renata@mayo.edu
Rajiv Pruthi, MBBS-Medical Director
Vilmarie Rodriguez, MD-Pediatric Director
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, Pharm.D
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
Mustafa Barbour, MD, Program Coordinator
KayeLyn Wagner, MD
George Maher, MD
Sam Milanovich MD
Brooke Webb, RN
Grant Boltjes, PT  
Dan Steventon, PT
Wendy Jensen, CCLS
Nathan Anderson, MA, LSW
Kay Schroeder, RD

WE ARE FAMILY 
Family is more than blood.
It’s the people that stick by you

Last year, we secured over $1 million in patient 
resource assistance

Our patients highly recommend us to friends 
and family

Patients love our Ready Pack® supply kit for easy
self-infusion

Our pharmacy is conveniently 
located near you.

866-451-8804
arjinfusion.com

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

Are you being treated like family?

Our pharmacy is conveniently Our pharmacy is conveniently 

WE ARE FAMILYPROOF
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Notes BAS Patient Journal Ad Updates

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

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

 • KOVALTRY®, Antihemophilic Factor (Recombinant), or KOGENATE® FS, Antihemophilic 
Factor (Recombinant), is delivered to your home free of  charge

 • Any patient who has not taken KOVALTRY® or KOGENATE® FS is able to participate, 
regardless of  type of  insurance or if  you have insurance

Loyalty Program‡

Redeem points to receive KOVALTRY® or KOGENATE® FS at no cost if you experience gaps 
or challenges with insurance coverage
 • Introductory Enrollment Bonus—12 points: Enroll now during the introductory period ending 
February 28, 2018, and get a year’s worth of  Loyalty points

$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 started and completed in one short phone call

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

Call 1-800-288-8374 8:00 AM–8:00 PM (ET) Monday–Friday. 

Bayer, the Bayer Cross, KOVALTRY, and KOGENATE 
are registered trademarks of  Bayer.
© 2017 Bayer.   All rights reserved. 
Printed in USA   07/17  PP-775-US-0794

*  The Free Trial Program is available to newly diagnosed patients and patients who are currently using other therapy. Patients currently using KOVALTRY® or KOGENATE® FS are not eligible for the 
respective Free Trial programs. Participation in the Free Trial Program is limited to 1 time only per treatment. The medication provided through this program is at no cost to patients and is not an 
obligation to purchase or use KOVALTRY® or KOGENATE® FS 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.
‡  Patients who have government insurance (Medicaid, Medicare, Tricare, VA/DOD) are not eligible for the Loyalty Program. The program does not guarantee that patients will be successful in 
obtaining coverage for product. Support medication provided through Bayer’s assistance programs is at no cost to patients and is not contingent on future KOVALTRY® or KOGENATE® FS 
prescriptions. Reselling or billing any third party for free product provided by Bayer’s patient assistance programs is prohibited by law. Bayer reserves the right to determine eligibility, monitor 
participation, determine equitable distribution of product, and modify or discontinue the program at any time.

§  People with private, commercial health insurance may receive KOVALTRY® or KOGENATE® FS co-pay or co-insurance assistance based on eligibility requirements. The program is on a fi rst-come, 
fi rst-served basis. Financial support 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 coverage for product 
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.
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Campfires, capture the flag, 
swimming, smores… greeting 
old friends and making new 
ones… those are just a few of the great 
memories that our campers took from the 
2017 HFMD Hemophilia Summer Camp. 
Kids from Minnesota, Wisconsin and the 
Dakotas got together for a week of activities, 
crafts, and learning about hemophilia.  

Camp Courage North on Lake George was the 
setting for this year’s camp, held July 9th – 14th.

Camp started out with a campfire and sing-
along. Days were filled with tubing, fishing, and 
games by the lakeside. Kids age 8 – 17 got to do 
what kids do best – be a kid! And they got to 
do it with other kids who know what it’s like to 
handle a bleeding disorder. Every new camper 
was paired with an older buddy who could help 
as a mentor and friend. They got to compete in 
a series of fun challenges that taught kids about 
bleeding disorders and the best ways to manage 
their conditions. They learned how bleeding 
disorders worked, what factors they need to 
use, and what to do if they have a bleeds. 

Teaching self-infusion is one of the goals of the 
camp. Kids who can self-infuse gain confidence 
and independence. The health care team 
included Hematologist/Oncologists, physician 
assistants, nurses, physical therapists, and social 
workers from around the region. These medical 
professionals taught the campers how to do self-
infusions. Older campers took the younger ones 

J u l y  9 - 1 4 ,  2 0 1 7

C a m p  C o u r a g e  N o r t h

H F M D
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under their wings to show them that infusions 
can be just another part of the day. These mentors 
gave the young campers lots of encouragement 
and support. One of the highlights of camp is 
getting to put your name on the “big stick” after 
making that first self-infusion attempt! 

Peer support is an important aspect of the 
camping program. Many of the campers don’t 
know other kids with a bleeding disorder. They 
may be the only one in their school with their 
condition; kids from small towns may not have 
met anyone else with a bleeding disorder. 
“As a camper, the connection to others with 

hemophilia, same strives and struggles, pains 
and frustrations, was a very new and exciting 
aspect,” said former camper and current 
volunteer Cody Morrow. These kids serve as role 
models to each other, and help to normalize the 
experience of coping with the daily issues of a 
bleeding condition.

This was the 28th year for the summer camp, 
sponsored by the  Hemophilia Foundation 
of Minnesota/Dakotas, regional Hemophilia 
Treatment Centers, at Camp Courage North/
True Friends. 

by Amity Carlson, MS, PA-S2
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ADULT MENTOR PROJECT
Last year, the HFMD’s Adult Mentor Project was rejuvenated by a special 

grant from Aptevo (formerly Emergent). Thank you Aptevo! The program is 
designed to help young adults (ages 17-25) who are at a cross-roads in life 
and struggling with personal and career decisions. Through this program, 
HFMD has connected two young adults with Life Coach Jerimiah Rangel. 

One of the two young men just fi nished his program during a six-month 
period which included the 20 hour maximum of Life Coach ti me; paid for by 
HFMD. “I have benefi tt ed from the program in ways I could never imagine” is 
just one of the statements shared by this HFMD member. He is back in college 
making school his number one priority, while being a reliable employee 
with his part-ti me job. The other parti cipant is just getti  ng started in the 
program. Like many HFMD programs, this project includes collaborati on 
from our affi  liated Hemophilia Treatment Centers. 

HELP HFMD REDUCE OUR CARBON FOOTPRINT
The HFMD is asking for your help in an eff ort to go paperless!  

The Veinline is one of the ways we keep our community 
informed of our programs and events. However, each year as 

our community grows we are printi ng and mailing more.  In an 
att empt to save printi ng and postage costs, as well as reduce 
our paper and ink usage we’re asking community members 

to provide an email address where we can send the quarterly 
Veinline electronically. If you’d like to help us out and receive 
future issues of the Veinline via email instead of hard copy, 

please email us at info@hfmd.org and let us know the email 
address(es) where you would like to receive future newslett ers?

PROOF



Page 15

National Hemophilia Foundation (NHF) Annual Meeting 2017

The NHF conference was a GREAT experience and exactly what we needed as parents of a 3 
year old with hemophilia/VWD. 

Evan has been very well managed by Children’s Hospital but we are still missing the family/
human piece of things. How or will our son want to share his diagnosis with his friends, 
teachers, potential girlfriends (gulp), sports coaches, potential employers? These were 
questions about his future that no doctor or nurse could answer for us. At the NHF conference 
we finally had the opportunity to speak with families, couples, and individuals who were 
further down this path than we are. We met active men in their 20’s and 30’s that gave us 
piece of mind and hope that Evan will be able to do whatever he DECIDES to do, not just what 
is the safest. 

The conference also gave us a great history of hemophilia/bleeding orders is this country, 
how insurance coverage has changed and will continue to change, potential new “game 
changer” medications that won’t cure but will change his quality of life. Also a great deal of 
hope overall for future generations of our little family as well as this amazing community of 
people who have become such an amazing support system to us. 

Hemophilia CAN feel normal and now after this conference we are that much closer! Thank 
you HFMD for affording us this opportunity and experience! We will be forever grateful!!

Abby and Dylan Naumann

2017-2018 Calendar of Events
October 19, 2017.......Tucci Benucch and Nickelodeon Universe  
                                            Mall of America, Bloomington, MN 
                                            (This event is full)

October 28, 2017.......HealthEast Ways to Wellness 
                                            Ways to Wellness, Woodbury, MN

February 17, 2017.....Hearts of Hope Gala 
                                            Radisson Blu, Bloomington, MN

April 21-22, 2018.......HFMD Annual Member Meeting 
                                           Marriott Airport, 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 more exciting news and updates!
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