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Summer 2016

Education Dinner Cruise Hosted by HFMD 
& Sponsored by Octapharma. 

On the warm sunny evening of 
June 16th, the HFMD welcomed 
75 members of all ages. HFMD 
staff Kerry Budinger & Brianna 
Hager greeted our guests at the 
registration table, and nobody 
missed the boat! Once all of our 
group boarded just after 6:00 p.m., 
the giant paddlewheel propelled us 
on our way up the mighty Mississippi 
River. 

Our presenter for the evening is a well-known speaker in the bleeding disorders 
world, Jeanette Cesta. She shared “Community Connections” an interactive 
presentation which began with her personal story. 

After some initial hesitation to speak in front of everyone, several in our group opened 
up sharing how their personal stories related to Jeanettes’. While engaged in this 
uplifting and inspirational presentation, we enjoyed a delicious grilled chicken dinner 
prepared by Padelford chefs.  

Later in the evening members had time to visit and reconnect since their last HFMD 
event. Padelford Captain, Matt Spence, narrated historical sights and landmarks 
as we headed down river on our way back to the dock. It was truly a fun and 
relaxing group event. HFMD would like to thank Cory Muller and Jeanette Cesta of 
Octapharma for presenting and sponsoring this very unique event. 
By Jim Paist
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2016 HFMD Annual Meeting
The 2016 HFMD Annual Member Meeting was 
held April 22nd & 23rd at the Hilton MSP Airport/
Mall of America in Bloomington, MN. Nearly 200 
HFMD members joined HTC staff and exhibitors 
for a weekend of informative sessions, engaging 
programming and a night at Sea Life Aquarium! 
On Friday evening, HFMD members enjoyed a 
taco buffet complimented by super foods. After 
dinner, participants were bused to Sea Life 
Aquarium (formerly Underwater World) to enjoy 
an evening under the sea. First, members enjoyed 
the hands-on experience of petting sting rays. The 
Aquarium then led in to a dark room filled with 
tubes of glowing jellyfish and sea horses followed 
by a bright room filled with vibrantly colored 
tropical fish and corals. The next exhibit was a 
member favorite - the ocean tunnel. This area 
housed a variety of saltwater creatures including 
sharks, turtles and fish. The sea life were able 
to freely swim right over your head - it was quite 
an experience! The next tunnel featured local 
underwater friends found in freshwater lakes 
including sturgeon, bass and a variety of other 
creatures found in Minnesota. The tour ended with 
a Rainforest experience and a close up encounter 
with an Amazonian crocodile. Our families 
thoroughly enjoyed the experience and some even 
went home with a few souvenir sharks (from the 
gift shop, of course).

Day two of the Annual Meeting began with our 
guests enjoying a plate of delicious breakfast 
goodies and some one-on-one time with our 
exhibitors. HFMD Executive Director, Jim Paist,
and HFMD Board Secretary, Donald Glascock, 
then led the opening address and updated our 
members with the HFMD year-in-review, along 
with the 2016 “Step Out for Bleeding Disorders” 
Walk kick off!  After the opening address, parents 
brought their children to the always incredible 
HFMD Childcare team led by Vicki Neis, CCLS. 
The theme for children’s programming was “Star 
Wars.” Our younger kids started the day with the 
“Karing for Kids” program sponsored by Accredo 
and visited the Minnesota Wildlife Refuge Center 
in the afternoon. The teens enjoyed a unique 
experience – fencing with the University of 
Minnesota Fencing Team! After lunch, the teens 
sat down with Board Member, Carson Ouellette, to 
discuss Youth Leadership. In the tradition of “Star 
Wars,” all of the kids enjoyed a light-saber fight 
and received posters from the new movie.

While the kids were “using the force” 
in children’s programming, the adults were enjoy-
ing an inspirational presentation from Keynote 
Speaker, Kevin Harris, along with Nutritionist 
Carmen Honnef, RD, CD. Kevin spoke about his 
life with hemophilia and explained how changes to 
his diet and exercise have drastically changed his 
health, reducing the number of bleeds he experi-
ences. Thank you to Emergent for sponsoring our 
keynote address, and Kevin Harris and Carmen 
Honnef for speaking with our members.

After a break with exhibitors, the General 
Assembly began with the always popular “Ask 
the Doctors” session.  The panel featured Dr. 
Margaret Heisel-Kurth, Dr. Susan Kearney and 
Dr. Rajiv Pruthi. Dr. Susan Kearney led the 
panel with a presentation on the findings from 
a recent hemophilia study. The panel then took 
questions from HFMD members. HFMD Board 
Vice President, Casey MacCallum, presented Dr. 
Margaret Heisel-Kurth with a lifetime achievement 
award for her work with the hemophilia community. 
Dr. Heisel-Kurth will retire at the end of 2016.

continued on page 3...
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...Annual Meeting, continued from page 2

Next, members enjoyed a build-your-own sandwich lunch and time with the exhibitors.  The 
group then split up for the afternoon breakouts including “Disclosing Your Bleeding Disorder” 
with Cathy Tiggs, MSA, LISW of the National Hemophilia Foundation; a Blood Brotherhood 
breakout session, “Your Liver and Viral Hepatitis,” with Daniel Reilly; and a calming afternoon 
of Yoga with Christine Paul, OYI of Mind and Body Solutions. A huge thank you to our 
Annual Meeting Planning Committee Co-Chairs, Amy 
Eckerman & Jim Paist, and the committee: Alexis 
D’Valle, Angie Blue, Jessica Hutchison, Jill Swenson, 
Kris Manns, Kasey Gauthier, Troy Gleason, Vicky 
Hannemann and Vicki Neis.

The HFMD would like to give a special thank you to 
our event sponsors: Children’s Hospitals and Clinics of 
Minnesota, M Health, and Mayo Clinic. We would also 
like to extend a big thank you to our exhibitors: Accredo, 
ARJ Infusion, Axelacare, Baxalta, Bayer HealthCare, 
Biogen, BioRx, CSL Behring, CVS Specialty, Emergent, 
Grifols, Hemophilia Federation of America, Novo Nordisk, Octapharma, Option Care, and 
Pfizer.

Please join us for the 2017 Annual Meeting – Friday, April 21 & Saturday April, 22 at the 
brand new Hyatt Regency in Bloomington, MN! We look forward to seeing you there!

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
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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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Beginning in 2016 (follow these steps):
1. Get your prescription for a Pfi zer factor product from your doctor.

2. Visit Pfi zerFactorSavingsCard.com and fi ll out a brief registration form.†

3. Save and print your card right from your computer. The card is now activated.

4. Keep your card and use it for every purchase until the maximum benefi t has 
been reached or the card has expired, whichever comes fi rst.

This card will be accepted only at participating pharmacies. This card is not health insurance. No membership fees. You will receive a total 
benefi t of $12,000 per calendar year, or the amount of your co-pay over one year, less a patient fi nancial responsibility of $10 per month, whichever is less.

If you have any questions about the use of the Pfi zer Factor Savings Card, please call 1-888-240-9040 or send questions to: Pfi zer Factor Savings Program, 
6501 Weston Parkway, Suite 370, Cary, NC 27513. The Pfi zer Factor Savings Card cannot be combined with other offers and is limited to one per person.

*Terms and conditions apply; visit Pfi zerFactorSavingsCard.com for complete terms and conditions. For commercially insured only. Medicare/Medicaid benefi ciaries are not eligible.
†You can also request a card from your doctor, or by calling 1-855-PFZ-HEMO.

Eligible patients can save up to $12,000 annually on co-pay, 
deductible, and coinsurance costs with the Pfi zer Factor Savings Card.

Save up to $12,000 in 2016!

Scan the QR code or visit 
Pfi zerFactorSavingsCard.com 
to download your card today.*

Get your card online now…Get your card online now…
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Group Fitness Event at Bunker Beach
The Hemophilia Foundation of Minnesota/Dakotas kicked 
off our summer event season with a Group Fitness 
Event at Minnesota’s largest waterpark, Bunker Beach 
Waterpark in Coon Rapids, MN.  Nearly sixty HFMD 
members enjoyed a hot and sunny day at the park. 
Our group was joined by Cheryl Hansen, PT CLT of 
Children’s Hospitals and Clinics of Minnesota for a pre-
swim Physical Therapy session under the South Beach 

Pavilion. Cheryl roused the group with stretching and then everyone hit the pool!  

After a short swim, lunch was served at the Pavilion. Our group gathered for 
conversation and enjoyed a lunch of hot dogs, hamburgers, corn dogs and 
veggie burgers – all served with chips, water and a special taffy dessert. After 
lunch, our families enjoyed cruising down the lazy river, swimming in the wave 
pool, and zipping down Bunker Beach’s six waterslides. Our group also had 
fun climbing the aqua climbing walls and playing water basketball and sand 
volleyball. 

Thank you to our families for making the trek to Coon Rapids for this special 
event! We enjoyed getting to see everyone and learning more about our 
families. We look forward to seeing you at our next Group Fitness event! Keep 
an eye on our website calendar. 

By Brianna Hager, HFMD Event Coordinator



Page 6 



Page 7 



 

Bleeding Disorders Alliance of  
North Dakota (BDAND) P.O. Box 548, Fargo, ND 58107       

Bleeding Disorders Alliance of North Dakota | P.O Box 547 | Fargo, ND 58107  
Bleedingalliance.nd@gmail.com 

 

 
 

 

Dear Friends, 

 I want to take a moment to fill you in on the progress being made by the Bleeding 
Disorders Alliance of North Dakota (BDAND). On April 21, 2016, we were approved as a 
501(c)(3) tax exempt nonprofit organization by the Internal Revenue Service (IRS). This means 
that we may accept donations that are tax exempt, and can be written off as charitable 
contributions by the donor.  

Since receiving this designation, we have hit the ground running. We completed the 
requirements necessary for a fledgling chapter to be recognized as an affiliate chapter with the 
National Hemophilia Foundation (NHF).  

We will also be kicking of our annual walk with the first Stroll along the Red on 
Saturday, August 13. We welcome you all to join us at Lindenwood Park in Fargo, ND. 
Registration will begin at 10:00 a.m., and we will begin walking at 11:00 a.m. Refreshments will 
be served following. For more information, please visit our Facebook page by searching 
Bleeding Alliance of North Dakota, or BDAND.  Like our page to receive news about all 
upcoming events.  

If you have any questions, or just want to chat, do not hesitate to reach out to me! 

 

Sincerely, 

Carson Ouellette 
BDAND 
President 
701-350-1729 
Bleedingalliance.nd@gmail.com 
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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
Matia Rall, SSOM

Hemophilia Treatment Centers
(Tri-State Area)

Hemophilia Foundation
of Minnesota/Dakotas

Board of Directors 2016

 Casey MacCallum, President
Minneapolis, MN 

Vidar Romarheim, Vice President
River Falls, WI

Kris Manns, Treasurer
Hudson, WI

Adam Alver, Secretary
Minneapolis, MN

Vicky Hannemann
Minneapolis, MN

Carson Ouellette
Fargo, ND

Ignacio Ramos
Chaska, MN

Aaron Reeves
Rochester, 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 CoordinatorEducation Dinner May 21st

sponsored by Bayer HealthCare

The HFMD partnered with Bayer HealthCare to feature Emergency 
Treatment presented by Joni Osip. 

The event was held at Chevy’s Tex Mex restaurant where local 
Bayer representative Todd Hedlund greeted guests before the 
dinner and presentation. HFMD members enjoyed delicious food 
while learning about being prepared for emergencies. 

We thank Joni, Todd, and Bayer Healthcare for
sponsoring this education event. 
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Organizational Contributors:

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

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

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

$3,000 - $8,999
ARJ Infusion
Bayer Healthcare
Biogen
Community Health Charities
Emergent
Grifols
Hemophilia Alliance Foundation
Octapharma

$1,000 - $2,999
Accredo
Axelacare
BioRx
Hemophilia Federation of America
Option Care

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

Up to $499
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 June 30, 2016. 
If you have made a donation and your name is not listed, please contact HFMD.

Bill & Sarah Langhout 
Jim Langworthy
Matt & Lisa Laughlin
Drew & Linda Litecky
Greg MacCallum
Bud & Roxanne Makepeace
James McCourtney
Deb Melhado
Chris Murray
Dylan Naumann 
Nancy Nolan
Joe Nowotny
Sean Nugent
Tim & Patti O’Brien
Kirk & Julie Oliver
James Paist
Chris & Stephanie Paulson
Ray Pinson
David & Kris Rauenhorst
Ron & Kathy Reeves
Mike & Laurel Regan
Robert & Jill Riley
Joe & Raquel Roth
John & Barbara Rucks
David Schlosser
Jeff & Kristin Schmidt
Jason & Heidi Squire

$50 - $99
Adam Alver
Beth Andersen
Thomas Arntsen
Jane Austin
Denise Bennett
Sarah Berke & Andy Hestness
Jennifer Brietinger
Patrick Chen & Annie Ly
Matt & Tresa Germain
Billy & Inma Conde Goldman
Stacie Cowen
Phil & Sue Curoe
Mike & Renata Ducharme
Diane Herold
Thad Hiestad
David & Brianna Jordan
Cody Kunkel
Rich Lanz
Shannon Maloney
McGough, Justin
Kim Olson
Nishil & Leah Patel
Richa Sastry
David Singer
Jenni Sowieja

$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
Jim & Steph Miller
Sue Purdie
Dr. Rob Rothaar & 
       Dr. Susan Kearney
Jon Schlosser
Mike & Bridget Wheeler
Mark Wiener

$200 - $499
Abe & Kristen Appert
Greg & Tammy Belting
Chris & Marda Collins
Pat & Juli Dorsey
Troy Gleason
Barb Lewandowski
Casey & Erika MacCallum
Terry Mace
Joel & Kris Manns
David Moss
Joni Osip
Scott Rappa
Mike & Dawn Rusk
John & Barb Schulte
Dave & Judy Wegner

$100 - $199
Kevin & Michelle Buron
John & Cheryl Caldwell
Chri & Marda Collins
Perry & Stacie Cowen
Renae Crabtree
Joe & Alexis D’Valle
Holly Everett
Stephanie Fritch Lilla
Chuck & Anita Goetz
Paul Gonyea
Jodi Gronberg
Todd & Nancy Hedlund
Dena Ianello-Zimmer
Brian & Kim Jacobson
Dana & Ashley Kinsella
Kathy Klein

Christina Spence
Stephen Stouder 
Luke & Vicki Utech
Lynn Wloszek  

Up to $49
John & Genevieve 
      Bahnemann
Brett Benfield
Brad & Tiffany Beste
Alex Bollman
Thomas Curley
Ellen Depp
Heather Driscoll
Ray & Suzie engen
Laurie Faust
Amanda Ferguson 
Amy Gilbertson
Matt & Bri Hager
Dayna Hansen
Kerry Hansen
Ursula Hood
Alys Hornberg
Jason Kalenborn 
Shane Ketola
Curtis Kilbers 
Michelle Kilroy
Nick & Anne Kivel
Caleb Klersy
Michael Laclair
Ryan Lee
Jennifer McGeary
Allie Miller
Bob & Gayle Newman
Deb Nielson
Jennifer Noh
Matt Olson
Christine Paul
Emily Percy
Michelle Percy
Heidi Peterson
Jenny Reinardy
Jeff & Karen Roberts
Vidar Romarheim & 
   Kari Burke-Romarheim
Laurie Rothers
Brett & Tessah Skoog
Shari Slavec
Jake & Sarah Townsend
Joe Willging
Kristen Wilson

Invividual Contributors

$1,000 and Up
Dick & Heidi Bremer
Frank Kurth & Dr. Margaret Heisel-Kurth
Stacy Pike & Josh Langworthy
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Date of preparation: 6/2016. NUW-017-CAD-er

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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2016-2017 Calendar of Events
 

 
 July 21 - 23......................  NHF’s 68th Annual Meeting
  Orlando, FL

 July 24 – 28...................... WFH World Congress
  Orlando, FL

 August 7........................... Step Out for Bleeding Disorders Walk
  Como Park, St. Paul

 September 24................... Coalition for Hemophilia B
  Minneapolis, MN (more details TBA)

 October 15....................... Women’s Conference
  Hilton Airpor/Mall of America

 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! 


