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Washington Days:  Fear Not!
Among the many ways that the HFMD serves 
you and me is by advocacy:  this chapter of 
the National Hemophilia Foundation (NHF) 
tries hard to voice your needs and mine to 
the right folks at the right time to ensure that 
we’re heard when it counts.

One place where it counts is in Washington, 
D.C., and especially this year, as many of us 
in the bleeding community are very concerned 
about planned changes to our insurance:  how 
much it might cost, what it might cover, and 
whether the Medicaid Expansion will be 
continued.

The rub is that real folks from the bleeding 
community need to make this trip to provide 
this voice, and this year, I was one of the folks 
asked to travel.  

I was feeling fairly nervous, but fortunately 
the NHF has a long streak of organizing these
yearly Washington Days events, and they

took great care of me during this short trip.

The NHF ran some great introductory 
sessions for us on the afternoon that we 
arrived, and they fed us quite well.  The 
next day, volunteers from the NHF or the 
Hemophilia Federation of America (HFA) 
guided us in small state-organized groups to 
the five or so offices in the House or Senate 
buildings on our pre-set schedules.  In our 
case, we met with aides for the various 
Minnesota Senators and Representatives, and 
shook hands with a few of their bosses.

The NHF provided some notes which I found 
helpful when discussing my concerns tied 
to possible changes in our health insurance 
legislation, and our brief meetings were 
generally well-received, even by politicians 
who were clearly leaning away from my 
concerns.

continued of page 3...
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Also, we each selected some of our respective war 
stories, shortened to a couple of minutes, for sharing 
in these meetings, so that these legislative aides would 
get a feel for the consequences of their legislation.  By 
the end of the day, I felt connected to my fellow group 
members through hearing their stories, and I felt much 
less reserved about sharing mine.

The morning of the third day offered some great NHF 
Chapter sessions, which wrapped at noon.  We then 
exchanged contact information with our new friends in 
the NHF, HFA, and fellow advocates, and headed for 
the area airports.

The big lesson here is that Washington Days are not to 
be feared:  they are a chance to grow your friendships, 
walk about 15,000 steps in good sneakers, learn some 
humility from others’ challenges with their bleeding 
disorders, carry very few metal objects in your pockets, 
and try your hand at expanding the perspectives of 
your law-makers.  My only negative experience during 
the entire trip involved a few harried frequent flyers at 
Reagan National who clearly needed some “Minnesota 
Nice” lessons:  apparently they did not eat enough 
catsup.

...Washington Days continued from page
Advocacy
HFMD launched our first Virtual Day on the Hill 
where we urged members to contact their state 
Senators and House Representatives and tell 
them how important access to proper health care 
is for those affected by bleeding disorders. Also to 
ask for their representatives thoughtfulness and 
compassion for people with chronic conditions as 
new health care policies are being constructed 
and finalized. HFMD Advocacy Committee 
volunteers played a key role in initiating this effort 
and in writing a compelling letter for members to 
customize for themselves. We asked our members 
to become their own strongest advocate in this 
ever-changing landscape of health-care policy. 
Members responded and HFMD also contacted 
the Governor’s office which resulted in Governor 
Dayton making an official declaration of March 
22nd, 2017 as Hemophilia Awareness Day. 

By James Paist
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New to the HFMD gala, Auctioneer Matthew 
Schultz, continued the program with the Fund-
a-Need benefitting HFMD’s Summer Camp for 

Kids and the Patient Financial 
Assistance Program. The Fund-a-
Need featured an emotional video 
on HFMD’s Summer Camp created 
by Perry Cowen. Thanks to our 
generous guests, the Fund-a-Need 
raised over $15,000! Matthew 
Schultz and Dick Bremer then 
auctioned off many sought-after live 
auction items including a couple 
surprises – a signed Bert Blyleven 
baseball and a half-inning in the 
FSN North Booth with Twins tickets. 
Jim Paist ended the program with 
the liquor cabinet raffle drawing and 
surprised the winner with a colorful 
shot glass.

Thanks to all of you, the HFMD raised over 
$100,000! We are so grateful for our staff, 
committee and volunteers whose hard work 
made the Gala a success. We would like to 
honor our Gala Committee members for their 
incredible work: Dan Tinklenberg (Co Chair), Jim 
Paist (Co-Chair), Stacie Cowen, Dayna Hansen, 
Todd Hedlund, Kristy Heer, Josh Hemann, 
Jessica Hutchison, Dena Ianello-Zimmer, Casey 
MacCallum, Kristina Rauenhorst, Richa Sastry 
and John Schulte. We would like to offer a special 
thank you to Perry Cowen for producing the 
beautiful Fund-a-Need video. 

Be sure to save the 
date for the 2018 
Hearts of 
Hope Gala to be 
held on Saturday, 
February 17 at 
the Radisson Blu 
in Bloomington, 
Minnesota.

By Brianna Hager, HFMD Event Coordinator

2017 Hearts of Hope Gala
Thank you to all who joined us for the 2017 Hearts 
of Hope Gala at the brand new Hyatt Regency 
in Bloomington. We were pleased to have 255 
guests join us for an exciting 
evening of auctions, raffles, fine 
dining, and fun! Thank you to our 
wonderful Master of Ceremonies, 
Dick Bremer, for making the night’s 
program a swinging success.

Thanks to the amazing work of our 
Gala committee and volunteers, 
the live and silent auctions featured 
many new and exciting items in 
2017. The live auction featured 
World Champion Chicago Cubs 
baseball tickets donated by Ron 
and Paula Coomer, a family trip 
to Walt Disney World in Orlando, 
Florida with Spirit Airlines tickets 
and a two-night stay at the gorgeous Hyatt 
Regency Grand Cypress, an evening in Saint Paul 
featuring a Padelford Riverboat sunset cruise, and 
more. Favorites from the silent auction included a 
Minnesota Wild team signed hockey stick, brewery 
packages, gift certificates from popular local 
restaurants and exclusive hotel stays.

HFMD featured a new raffle this year: an 
elegant liquor cabinet stocked with high-end 
liquors. The cabinet was generously donated 
by Richard Rauenhorst. The fantastic M Health 
staff coordinated the Wine Wall raffle again this 
year. The raffle was a hit and featured a variety of 
fine wines. Thank you to the wonderful staff at M 
Health for their hard work. Also, a huge thank you 
to our dedicated volunteers who sold raffle tickets 
for both the liquor cabinet and Wine Wall raffles.

HFMD Board President, Casey MacCallum, 
started the Gala program with a beautiful 
invocation. Five-time HFMD Master of 
Ceremonies, Dick Bremer, gave an update on 
the 2017 Minnesota Twins roster and shared a 
personal story of his family’s experience with 
hemophilia. HFMD Executive Director, Jim Paist, 
then recognized the event sponsors and featured 
them on stage to say thank you for their significant 
contributions. List of Gala Sponsors on page 8.
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MAYO HTC FAMILY EVENT 2017

“IT’S ICE TIME”

It’s Ice Time at the Mayo Family Event.
Mayo HTC held their annual family event on 

February 10-12 at the Rochester Kahler Apache.
28 patients from 24 families were present. In 

total, 8 different bleeding disorders were 
represented. The theme was ICE (instruction, 

conversation, entertainment).  We learned how to 
safely stay active, relieve some stress and share 
our own experiences on staying well. Our Child 
Life team did an excellent job with programming 

for the kids! The evening concluded with 
attending the local Rochester Ice Hawks game!

By Dawn Rusk
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The risk information provided here is not comprehensive. 
To learn more, talk with your health care provider or 
pharmacist about ADYNOVATE. The FDA-approved product 
labeling can be found at www.shirecontent.com/PI/PDFs/
ADYNOVATE_USA_ENG.pdf or 855-4-ADYNOVATE.

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

Baxalta, Advate, and Adynovate are trademarks of 
Baxalta Incorporated, a wholly owned, indirect 
subsidiary of Shire plc.

Baxalta US Inc.
Westlake Village, CA 91362 USA
U.S. License No. 2020 
Issued 12/2016 

16I045-ADY-US      S27226      01/17

What should I tell my healthcare provider before 
I use ADYNOVATE?
You should tell your healthcare provider if you:

•  Have or have had any medical problems.

•   Take any medicines, including prescription and 
non-prescription medicines, such as over-the-counter 
medicines, supplements or herbal remedies.

•  Have any allergies, including allergies to mice or hamsters. 

•   Are breastfeeding. It is not known if ADYNOVATE passes 
into your milk and if it can harm your baby. 

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

•   Have been told that you have inhibitors to factor VIII 
(because ADYNOVATE may not work for you).

Patient Important facts about 
ADYNOVATE® [Antihemophilic Factor (Recombinant), PEGylated]

This leaflet summarizes important information about 
ADYNOVATE. Please read it carefully before using this 
medicine. This information does not take the place of talking 
with your healthcare provider, and it does not include all of 
the important information about ADYNOVATE. If you have any 
questions after reading this, ask your healthcare provider. 

What are the possible side effects of ADYNOVATE?
You can have an allergic reaction to ADYNOVATE. 

Call your healthcare provider right away and stop treatment 
if you get a rash or hives, itching, tightness of the throat, 
chest pain or tightness, difficulty breathing, lightheadedness, 
dizziness, nausea or fainting. 

The common side effects of ADYNOVATE are headache and 
nausea. Tell your healthcare provider about any side effects 
that bother you or do not go away. 

These are not all the possible side effects with ADYNOVATE. 
You can ask your healthcare provider for information that is 
written for healthcare professionals.

What is the most important information I need to know 
about ADYNOVATE?
Do not attempt to do an infusion to yourself unless you have been 
taught how by your healthcare provider or hemophilia center. 

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

What is ADYNOVATE?
ADYNOVATE is an injectable medicine that is used to help treat 
and control bleeding in children and adults with hemophilia A 
(congenital Factor VIII deficiency). Your healthcare provider 
may give you ADYNOVATE when you have surgery. ADYNOVATE 
can reduce the number of bleeding episodes when used 
regularly (prophylaxis). 

ADYNOVATE is not used to treat von Willebrand disease.

What else should I know about ADYNOVATE and Hemophilia A?
Your body may form inhibitors to Factor VIII. An inhibitor 
is part of the body’s normal defense system. If you form 
inhibitors, it may stop ADYNOVATE from working properly. 
Consult with your healthcare provider to make sure you are 
carefully monitored with blood tests for the development of 
inhibitors to Factor VIII. 

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

Who should not use ADYNOVATE?
You should not use ADYNOVATE if you:

•  Are allergic to mice or hamster protein

•   Are allergic to any ingredients in ADYNOVATE or ADVATE® 
[Antihemophilic Factor (Recombinant)]

Tell your healthcare provider if you are pregnant or 
breastfeeding because ADYNOVATE may not be right for you.

How should I use ADYNOVATE?
ADYNOVATE is given directly into the bloodstream. 

You may infuse ADYNOVATE 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 healthcare 
provider or hemophilia treatment center. Many people with 
hemophilia A learn to infuse their ADYNOVATE by themselves 
or with the help of a family member. 

Your healthcare provider will tell you how much ADYNOVATE to 
use based on your individual weight, level of physical activity, 
the severity of your hemophilia A, and where you are bleeding. 

Reconstituted product (after mixing dry product with wet 
diluent) must be used within 3 hours and cannot be stored or 
refrigerated. Discard any ADYNOVATE left in the vial at the end 
of your infusion as directed by your healthcare professional. 

You may have to have blood tests done after getting ADYNOVATE 
to be sure that your blood level of factor VIII is high enough to 
clot your blood. 

How should I use ADYNOVATE? (cont’d)
Call your healthcare provider right away if your bleeding does 
not stop after taking ADYNOVATE.
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Organizational Contributors:

$40,000  and Up 
Mayo Foundation

$20,000 - $39,999  
Children’s Hospitals and Clinics of MN
PACT Foundation

$14,000 - $19,999
Shire

$9,000 - $13,999
Aptevo
Express Scripts

$3,000 - $8,999
ARJ Infusion
Bayer Healthcare
Community Health Charities
CSL Behring
Caremark Specialty
Hemophilia Alliance
Novo Nordisk
Octapharma

$1,000 - $2,999
Accredo
Grifols
McGuire Agency

$500 - $999
Deano’s Collision

Up to $499
Crest Healthcare Supply
Richard Schmitt, CPA

The HFMD gratefully acknowledges our donors who have given so generously.  
These are donations received from January 1, 2017 through March 31, 2017. 

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

Collins, Chris & Marda
Cowen, Stacie & Perry
Gleason, Troy & Stacy
Gronberg, Jodi
Hedlund, Todd & Paula
Heer, James & Kristy
Jaworski, Paul & Nancy
Kalman, Todd & Elissa
Kiesel, Danielle
Kunkel, Joe & Lori
Langhout, Bill & Sarah
Langworthy, Jim
Lanz, Richard
Litecky, Linda & Drew
Makepeace, Ray
McCutcheon, Scott & Krista
Melhado, Deborah
Nugent, Sean
O’Brien, Patti & Tim
Olson, Chad & Victoria
Reeves, Aaron & Paige
Schmeichel, Linda
Schmidt, Jeff & Kirstin
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
 Bartlett, Jackson 
 Bartlett, Laura 
 Daley, Dawn 
 Doll, Rick & Carol 
 Edelman, Sharon

 Hoekstra, Elliot 
 Hunter, Mark 
 Johnson, Eric & Krissi 
 Kinsella, Ashley & Dana 
 Klamm, Roberta 
 Leese, Kathy 
 MacCallum, Greg & Helene 
 Manns, Kris 
 Nelson, Shannon & Derek 
 Osip, Joni 
 Ostrem, Sigrid 
 Reeves, Ron & Kathleen 
 Sastry, Richa 
 Snedeker, Kelly 
 Tebbe, Chad 
 Warren, Todd 

Up to $49
Capocasa, Mary
Casas, Clemencia
Cowen, Stacie
Everett, Holly
Foote, Laura
Geer, Rosemary
Hansen, Kerry
Koester, Barb
Kunkel, Cody
Noh, Jenny
Padilla, Ryan
Ramos, Nacho & Julieta
Rappa, Scott
Rauenhorst, David & Kristina
Ruis, Skip & Tina
Schmalz, Philip & Betty
      In memory of David King
Stouder, Stephen
Tonnies, Joe

Invividual Contributors

$1,000 and Up
Bremer, Dick & Heidi
Paulson, Chris & Stephanie

$500 - $999
Bickmore, Sue
Collins, Cecelia
Froehling, David & Anna
Hannemann, Alfred & Vicky
Kearney, Sue & Rothaar, Rob
Mergen, Robin
Miller, Stephanie & Jim
Olfelt, John & Barb
Paist, Jennifer
Wistrom, Cheryl
Zacharias, Ellen

$200 - $499
Andersen, Beth
Gilmer, Greg & Rhonda
Glascock, Donald 
Kivel, Mark 
Rauenhorst, Kris & David
Riley, Robert & Jill
Schulte, John
Tinklenberg, Dan
Wheeler, Mike & 
     Hegeman, Bridget
Wiener, Mark
Haffield, Sue
Boonstra, Tim & Diann
Paist, James
Benfield, Brett & Emily

$100 - $199
Bremer, Nathan
Chan, Ricky & Chris

2017 Hearts of Hope Gala
We appreciate the amazing support from the following sponsors:

Diamond Level $10,000
Express Scripts

Pfizer
Shire

Gold Level $3,000
Aptevo

Bioverativ 
Children’s Hospitals & Clinics of Minnesota

CVS Specialty
Novo Nordisk
Octapharma

Platinum Level $5,000
Bayer HealthCare

CSL Behring
M Health

Silver Level $1,200
Accredo Specialty Pharmacy

ARJ Infusion Services
Grifols

Maguire Agency
Mayo Clinic

Patron Level $500
Cheryl Wistrom

Deano’s Collision & Mechanical Specialists
Option Care

Richard Rauenhorst
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On a very cold evening in early January, HFMD 
members gathered to warm up at the Rojo 
Mexican Grill in Edina, Minnesota for the Hello 
Talk event. Hello Talk is a Shire educational 
program for individuals with bleeding disorders. 
The Hello Talk event featured a presentation on 
managing pain from Skye Peltier, MPH, PA-C, of 
the Center for Bleeding and Clotting Disorders 
at the University of Minnesota Medical Center, 
Fairview. Skye shared her personal story of living 
with a bleeding disorder and held a discussion 
with the group about how pain affects their daily lives and effective pain management. During the 
presentation and discussion, the group enjoyed delicious food including chips and salsa, tacos, 
enchiladas, fajitas, and homemade flan and churro ice cream. 

The HFMD would like to thank Stacie Cowen, Richa Sastry, and Shire for sponsoring this event 
and for inviting our members to participate. We would also like to thank event speaker, Skye 
Peltier, for her interactive and informative presentation.

By Brianna Hager

Hello Talk
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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.Blue@childrensmn.org

Susan Kearney, MD Medical Director
Margaret Heisel Kurth, MD
Stephanie Fritch Lilla, MD
Steve Nelson, MD
Michael Sprehe, MD, MPH
Angela Blue, MBA Program Coordinator
Jocelyn Gorlin, RN, CPNP
Kristen Appert, RN, CPNP
Kristin Moquist, RN, CPNP
Sue Purdie, RN, BSN
Nicole Hart, RN, MS
Linda Litecky, RN 
Nicole Leonard, RN, BS
Cheryl Hansen, PT, CLT
Jill Swenson, LICSW
Chelsy Jungbluth, Genetics Counselor
Jennifer Lissick, PharmD
Rachel LeQuere, 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, FACHE - Executive Director
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, Hemphilia Pharmacy 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
Brooke Webb, RN
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

Troy Gleason
Rogers, MN

Vicky Hannemann
Minneapolis, MN

Jessica Hutchison
Minneapolis, MN

Susan Kearney, MD
Maple Grove, MN

Carson Ouellette
Fargo, ND

Ignacio Ramos
Chaska, MN

Staff:

James Paist
Executive Director

Kerry Budinger
Administrative Assistant

Brianna Hager
Event Coordinator
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HFMD Office Gets a Facelift

HFMD recently signed a new contract with 
the building owners to continue to lease 
our current office space.  HFMD has been 
in this office space in Mendota Heights for 
over 10 years.  It has served us well, but 
recently has begun to show the wear and 
tear that can happen in a space where 
items are moved in and out as we hold our 
events.

As part of the new lease agreement, 
Gaughan Companies, agreed to update 
the office with new paint, carpet and a new 
work surface in the reception area. So, 
for a few days in March we cleared out 
the office and let them go to work.  As of 
this writing we are back in the space and 
enjoying our new look.

By Kerry Budinger

2017 HFMD
Scholarship
Applications 

The Hemophilia Foundation 
is accepting scholarship 
applications for post-secondary education from 
now until June 1st.  

Scholarship eligibility requirements for 
applicants include (1) having an inherited 
bleeding disorder, (2) being a resident of 
Minnesota or South Dakota, or being a patient 
of one of the Hemophilia Treatment Centers 
in these states, and be a participant in HFMD 
programs and services, and (3) be accepted 
into a post-secondary educational program.  

More information and forms for this scholarship 
and information on additional scholarships is 
available online at www.hfmd.org or by calling 
the HFMD office at 651-406-8655 or 1-800-
994-4363.
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2017 Calendar of Events
 

 April 21-22, 2017........ 2017 Annual Member Meeting
  Hyatt Regency, Bloomington, MN

 May 7, 2017................. Blood Brotherhood 
  Minnesota Twins Baseball
  Twins Field, Minneapolis, MN

 June 15th, 2017........... Education Dinner Cruise ( limited space ) 
  Johnathan Padelford
  Harriet Island, St. Paul, MN 

 July 9-14, 2017............ Summer Hemophilia Camp
  Camp Courage North, Lake George, MN

 July 29, 2017................ South Dakota Education Day
  Thunder Road Amusement Park, Sioux Falls, SD

 August 13, 2017.......... Step Out for Bleeding Disorders Fundraiser Walk
  Como Park, St. Paul, 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! 


