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HFMD Annual Meeting 2022 (by Jim Paist) 
 
It was so exciting to have our community back together in person and face to 

face on April 8th & 9th at the Intercontinental Hotel at the MSP Airport. Friday 

night opened with a delicious taco buffet. Families got to reconnect and meet 

new families who attended their first HFMD event. 

 
Our Board President Kris Rauenhorst hosted a bundle of fun and games with 

a series of six competitions with an always exciting and action packed Minute 

to Win It! The intensity and drive to win from our family teams was thrilling 

not only for contestants, but for those watching as well.  

Members of all ages showed some incredible focus and skill in stacking candy 

peeps to a memorable plastic Easter egg toss where 8 year old Malik Jr. shot 

a record 14 eggs into a basket to win 1st place and one of six gift cards. 

Saturday morning opened with breakfast and time to visit our exhibitors. Af-

ter an HFMD welcome, Skye Peltier, PA, and Dex Tuttle, M.ED from Chil-

dren’s MN shared an interactive and theatrical presentation on helmet safety.  

 

               (Continued on page 3) 

https://www.ymcanorth.org/camps/camp_ihduhapi/summer_camp/overnight_camp/hemophilia_camp
https://raceroster.com/events/2022/60096/step-out-for-bleeding-disorders-fundraising-walk
https://raceroster.com/events/2022/60096/step-out-for-bleeding-disorders-fundraising-walk
http://www.hfmd.org/wp-content/uploads/2022/04/Scholarship-Application-Form-2022.pdf
http://www.hfmd.org/wp-content/uploads/2022/04/Scholarship-Application-Form-2022.pdf
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With graphic pictures and molds illustrating the human brain, they showed how impact and trauma 

can adversely affect somebody if they are not wearing a helmet when doing activities where there is 

a risk to head injury.  

 
This was a unique and very well received keynote presentation with a universal topic that applies to 
everyone, and especially those living with bleeding disorders. After the presentation, each child was 

fitted was a brand new helmet from Children’s. Thank you to Skye, Dex & Children’s.  

 
Our child-life programming was led once again by Victoria Neis of Children’s Hospitals & Clinics of 

Minnesota. Vicki and her Team do a terrific job in making it a fun and educational experience for the 

kids. This year, we also had the pleasure of having child program from Optum, led by PT Angela 

Forsyth. Thank you to Vicki, Angela, and Optum! 

 
HFMD members love seeing each other in person, and truly enjoy sharing their personal stories 

with others who can identify with them. So, Roundtable Discussions were next on the agenda 

where we moved tables together to make 3 large Roundtables with the following topics at each; 1) 

playing sports with a bleeding disorder, 2) mental health, and 3) pain management.  Members shared 
and learned from each other, as these engaging group discussions are always well received at HFMD 

events. 

 
After lunch, our group separated into two breakout sessions: Advocacy & Youth Transitioning into 

adulthood led by Mayo Clinic. 

 
Our Advocacy session featured HFA Public Policy Director, Miriam Goldstein who shared im-

portant updates and developments on the federal level. Then from HFMD, Jean O’Connell and I 

went into to depth on HF 3611 & SF 2136 - state bills to end the Accumulator Adjustor; a highly 

questionable practice by some health plans where they dismiss 3rd party assistance toward patient/

family out-of-pocket costs.  
 

HFMD has been working hard at the Minnesota state capitol with support from a collation of other 

Patient Advocacy groups to get these bills passed into law in 2022. We then had the pleasure to in-

troduce our former and now current lobbyist, Jennifer Breitinger who shared her experience and 

wisdom with our members, and what they can do to help get these bills passed. Jennifer stressed 

how impactful letters, phone calls, and emails to your elected officials can be in determining the out-

come of a bill. 

 

The Transitioning into Adulthood session featured Dawn Rusk, RN, and Melinda Otto LSW from 

our Mayo Clinic HTC in Rochester, MN. They put so much thought and preparation into this pro-

gram which can be so beneficial not only to the teens and youth, but also to the parents and siblings. 

We are very grateful to Dawn, Melinda, and Mayo Clinic for sharing this very important program at 

the HFMD Annual Meeting! 
               (Continued on page 4) 
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The final program of our event was the much anticipated Ask the Expert Panel, moderated by the 

multi-talented Skye Peltier. At HFMD, we like to boast about our affiliated clinics and the dedication 

these providers have in caring for our community. Our panel featured Dr. Mark Reding; Amy Gold-

stein NP; Melinda Otto, LSW; Dawn Rusk RN; Dana Smith, Pharmacist & Kim Baumann PT. 

 

The HFMD Annual Meeting is a time where our whole community comes together; patient/families, 

HTC staff, and our sponsor/exhibitors. We would like to thank the following companies and clinics 

for exhibiting at our 2022 Annual Member Meeting: 
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HFMD Member Action Needed – Call and/or Email Your  
Minnesota State Representatives Today!  

 
Ask them to support House File 3611 & Senate File 2136 to stop 

the “Accumulator Adjustor” by some Minnesota health plans.  

 
Click here: Minnesota Legislature (mn.gov) 

 
Rare diseases are very expensive to treat. There are HFMD families and in-

dividuals who rely on 3rd party assistance to help offset their high out-of-

pocket costs; which for many hit the maximum of $8,700 for an individu-

al, and $17,400 for a family each and every year.  

 
Now, some health insurance companies have taken aggressive steps to deny 

families from using out-of-pocket assistance intended to help them, includ-

ing assistance from the medication manufacturer. Some HFMD members 

have been stunned to find out they still owe money that has already been 

collected but NOT applied to their maximum out-of-pocket cost  

calculation. This clause in some insurance policies is known as the  
Accumulator Adjustor.  

 

It is wrong.., it is misguided.., it is harmful to families.., and it should 

be banned in Minnesota!  
 

By Jim Paist 

 

Contact the HFMD today to get involved and to stand up  

for families! 

 

info@hfmd.org, or call 651-406-8655 

https://www.leg.mn.gov/
mailto:info@hfmd.org
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HEARTS OF HOPE GALA 2022 

The 22nd Annual HFMD Hearts of Hope Gala was back, live and in-person, on Saturday, 

February 26, 2022. The Gala was held at the Graduate Hotel on the U of M campus in 

Minneapolis. 
 

We would like to thank all of the Gala sponsors for their generous support.  Also, a big 

thank you to everyone that attended the event. It was fun and heart-warming to see so 

many of you turn out for this fun evening! 

 
The evening’s program included a video with some touching stories of young people and 

families who have been helped by HFMD programs. There were also some stories shared 

of personal journeys with bleeding disorders. 
 

Thanks to the generosity of many local businesses and individuals, we were able to hold 

an exciting live auction, featuring John Berner, from Kurt Johnson Auctions, as auc-

tioneer. There was also a silent auction. Both auctions offered a wide variety of interest-

ing and creative items to bid on – everything from Minnesota-made foods and gift items, 

to professional sporting event tickets, family activities, restaurant gift cards, adult bever-

ages and more! 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
(Continued on next page) 
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M Health Fairview hosted a gift card raffle this year, which was filled with great gift card prizes and a grand 

prize drawing at the end. 

 
The ballroom at the Graduate Hotel was decorated beautifully for the Gala, and the dinner was delicious. 

Guests enjoyed music by DJ Sarge from Level 11 Events. As always, dancing was encouraged but not re-

quired.  

 

The Gala is an important event for the HFMD and those we serve. There was a feeling of festivity, gener-

osity and community spirit throughout the entire occasion that night. We were so very grateful for the 

opportunity to host the event. 

 

-By Peggy Nasby 

Thank You 2022 HFMD Gala Sponsors! 
Bayer Healthcare • M Health Fairview • Takeda 

Biomarin • CSL Behring • Octapharma 

Children’s MN • Genentech • HEMA Biologics  

Maguire Agency • Novo Nordisk 

Deano’s Collision 
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   BLEEDING DISORDER CAMP   
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We are excited to announce registration is now open for Summer Camp!  Check out the 
great information below on how to register for camp.   
 
The Hemophilia Foundation of Minnesota/Dakotas is Collaborating with YMCA Camp 
Iduhapi this summer to host a six day traditional camp experience for campers who 
have hemophilia and other chronic bleeding disorders. The mission of camp is to foster 
community among bleeding disorder patients and promote transition to independence. 
Campers will enjoy all of the fun of an outdoor summer camp while in a medically-safe 
environment. 
 
Who Can Attend: Any child, age 8-17, who has hemophilia or another chronic bleeding 
disorder. 
 
Dates: Sunday, June 19 – Friday, June 24.   
 
Cost: The cost of camp ($715/camper) is covered by the Hemophilia Foundation of Min-
nesota and the Dakotas. During registration you will be prompted to enter a coupon 
code in order to reflect this coverage at check-out. The coupon code is –HEMOPHILIA. 
 
Staff: Our highly trained, skilled, and energetic Camp Ihduhapi staff provide a week full 
of fun traditional camp activities. They are supported during the week by medical pro-
fessional volunteers who provide bleeding disorder education and medical support. 
Accommodations: Campers spend their session with two counselors and a group of oth-
er campers in a cabin group. Campers are assigned to their cabin based on age and gen-
der. All food is provided (including options for allergies and other dietary requirements). 
Hemophilia Camp is peanut- and shellfish-free.   
 
Transportation: Drop off (Sunday) and pick up (Friday) is at YMCA Camp Ihduhapi in 
Loretto (30 minutes west of the Twin Cities). Transportation is not provided. 
 
Registration: Registration must be completed by June 1, 2022.  To register for camp, fol-
low this link. Scroll to the bottom of the page for registration.  A paper form of the regis-
tration is also available by calling 612-813-5940. 

https://t.e2ma.net/click/uebqfe/e2u0l27/arva4m




Current Calendar of Events 
 

June 19-24, 2022…………….. Kids Summer Camp 

     YMCA Camp Ihduhapi, Loretto, MN  REGISTER HERE 

 

July 30, 2022…………………. SD Education Day 

     Great Plains Zoo, Sioux Falls 

 

August 21, 2022……………… Step Out for Bleeding Disorders Walk 

     Harriet Island    REGISTER HERE 

 

November 11-13, 2022……….. Mayo Clinic Family Event 

     Embassy Suites, Bloomington, MN & Science Museum of MN 

Visit our website at https://www.hfmd.org/events/ 

for more information and to register! 
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 SCHOLARSHIP APPLICATIONS  

NOW AVAILABLE 

FOR THE 2022-23 SCHOOL YEAR 

 
HFMD is now accepting applications fort the upcoming 

school year. To be eligible for a scholarship, applicants must 

meet the following requirements: 
 

 Must be a person with an inherited bleeding disorder.  
 Must be a resident of Minnesota or South Dakota, and/or a patient of 

one of HFMD's affiliated Hemophilia Treatment Centers in these 

states.  
 Must use the HFMD Scholarship to pursue a course of post-

secondary education.  
 Completed scholarship application, letters of recommendation, and 

transcripts must be received by HFMD no later than June l, 2022 to 

be considered for the following academic year.  
 It is the applicant's responsibility to assure all forms are received at 

HFMD by June 1, 2022.  

 

Click HERE for the application form. 

https://www.ymcanorth.org/camps/camp_ihduhapi/summer_camp/overnight_camp/hemophilia_camp
https://raceroster.com/events/2022/60096/step-out-for-bleeding-disorders-fundraising-walk
https://raceroster.com/events/2022/60096/step-out-for-bleeding-disorders-fundraising-walk
http://www.hfmd.org/wp-content/uploads/2022/04/Scholarship-Application-Form-2022.pdf


 

The HFMD gratefully acknowledges our donors who have given so generously. 

Organizational & Business  

Contributors: 
 

$40,000 and Up 

Mayo Foundation for Medical 

   Education & Research 

 

$9,000-$39,999 

M Health Fairview 

 

$3,000-$8,999 

Bayer HealthCare 

BioMarin Pharmaceuticals 

Cigna / Accredo 

CSL Behring 

CVS Specialty Pharmacy 

Hemophilia Alliance Foundation 

Octapharma 

Takeda 

 

$1,000-$2,999 

Children’s Hospitals and Clinics  

     of Minnesota 

Genentech 

HEMA Biologics 

Maguire Agency 

Novo Nordisk 

Pfizer 

 

$500-$999 

Deano’s Collision 

Fu'una Custom Jewelry 

Renaissance Charitable  

     Foundation 

Toro Corporation 

 

Up to $499 

Alloy Brewing 

Craft & Crew Restaurants 

General Store of Minnetonka 

Hardshell Fitness 

Hope Breakfast Bar 

Knights of Columbus 

Lanz Electric 

MN Timberwolves 

MN Vikings 

Network for Good 

Novel Energy 

 

 

 

Off the Hook by Katy 

Olive Grove 

Rockin' Jump 

Sara Biren (author) 

St Paul Saints 

Summer Lakes Beverages 

Surly Brewing 

The Nook/Shamrocks 

Valleyfair 

Youngstedt's Auto Service 

 

 

Individual Contributors: 
 

$1,000 and Up 

Bremer, Dick & Heidi 

O’Brien, Patti & Tim 

O’Connell, Jean 

Rauenhorst, Kris & David 

Rauenhorst, Rich & Elizabeth 

 

$500-$999 

Clarin, Jason & Jennifer 
Kearney, Dr. Susan & Rob 

Rothaar 

Laquere, Michael 

Stradtman, Jordan 

 

$200-$499 

Abdel, Mark 

Becchetti, Chris 

Curoe, Sue & Phil 

Gollinger, Deirdre 

Lees, Mason 

Manns, Kris & Joel 

Mazepa, Allie 

Nelson, Justin 

Schulte, John & Karen 

 

$100-$199 

Barham, Mark 

Baumann, Kim & Brad 

Gleason, Troy 

Hedlund, Todd 

Holmes, Mike 

 

 

 

Ianello-Zimmer, Dena  

LaBarre, Robert 

Lunde, Melissa 

Makepeace, Jeff & Annie 

Marema, Kristin 

Nagel, Bill & Michelle 

Osip, Joni 

Phillips, Anika 

Schmitt, Richard 

Schulte, Cole 

Tokar, Paul & Mary  

Wessel, Michael 

Wiener, Mark 

Wilson, Amy  

 

$50-$99 

Benner, Jordan 

Chan, Ricky 

Colling, Julia 

Geer, Rosemary 

Hemann, Josh 

Kilroy, Michelle Marie 

Kivel, Anne, Nick & Casey 

Kunkel, Cody 

Murray, Milena & Chris 

Naughton, Tyler & Maggie Herrity 

Williams, Jovon & Kevin 

 

Up to $49 

Ace, Julie 

Bearss, Bryan 

Germain, Matt & Tresa & Family 

Goodale, Doug 

Hickman, Janice 

Kuper, Lindsey 

Nixon, Rebecca 

O’Donnell, Renee 

Pechter, Stacy 

Strauss, Becca 
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Hemophilia Treatment Centers (Tri-State Area) 

Children’s Minnesota—Center for Bleeding 

and Clotting Disorders 

2530 Chicago Ave S, Suite 175 

Minneapolis, MN 55404 

612-813-5940 

 

Susan Kearney, MD, Medical Director 

Elizabeth Boegeman, LGSW, HTC Social Worker 

Andrew Dahlberg, Administrative Assistant 

Latrice Daniel, CPhT, HTC Pharmacy Technician 

Chase Elgard, RN, Nursing Supervisor 

Stephanie Fritch Lilla, MD, Physician 

Kate Garland, MD, Physician 

Amy Goldstein, APRN, CNP, DNP, Nurse  

     Practitioner 

Nicole Hart, RN, MS, Nurse Coordinator 

Rachel LaQuere, RDN, LD, Dietitian 

Ali Kolste, Clinical Research Coordinator 

Jennifer Lissick, PharmD, Pharmacist 

Justin Nelson, MHA, CPhT, Director of  

 Ambulatory Services 

Skye Peltier, PA-C, MPH, Physician Assistant 

Sue Purdie, RN, BSN, HTC Nurse Coordinator 

Rachel Saunders, MS, CGC, Genetic Counselor 

Michael Sprehe, MD, MPH, Physician 

 

Mayo Comprehensive Hemophilia Center 

Mayo Clinic 

Mayo Building 10-55E 

200 First Street SW 

Rochester, MN 55905 

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

  

Rajiv Pruthi, MBBS, Medical Director (Adult) 
Ahmad Al-Huniti, M.D. Associate Director 

(Pediatrics) 

Aneel Ashrani, MD, MS 

Darrin Christopherson, M.B.A., 340 Program 

     Manager 

Renata Ducharme, Secretary 

Amy Eckerman, RN 

Asmaa Ferdjallah, MD, MPH 

Ashley Heil, Pharm.D., R.Ph. 

Daniel Hilliker, Psychologist 

C. Christopher Hook MD 

Dawn Inman, RN 

Alexis Kuhn, Pharm. D, RPh 

Emily McTate, Psychologist 

William Nichols, MD 

Amy Olson-Treptow, Research Coordinator 

Melinda Otto, LSW 

Tiffany Plowman, L.P.N., Research Coordinator 

Dawn Rusk, RN 

 

 

 

 

 

 

 

 

Sanford Health, Sioux Falls, SD Region 
South Dakota Center for Bleeding Disor-

ders 

1600 West 22nd Street 

P.O. Box 5039 

Sioux Falls, SD 57117 

605-312-1000 or 800-850-0064 

 

Brianna Murphy, DO 

Ashlee Blumhoff, CNP 

Amanda Gerber, RN 

Catherine Nelson, MD 

Dan Steventon, PT 

Amanda Van Holland, LSW 

KayeLyn Wagner, MD 

 
M Health Fairview Center for Bleeding and 

Clotting Disorders 

2512 South 7th St, Ste 105 

Minneapolis, MN 55454 

612-273-5005 

 

Mark Reding, MD—Medical Director 

Helen McIntyre, MBA, FACHE Vice President,  

     Operations 

Kim Baumann, PT, MPT, Physical Therapist 

Lucy Bernhoft-Bediako, PA-C, Physician Assistant 

Ashley Buxton, Intake Coordinator 

Ricky Chan, PA-C, Physician Assistant 

Julia Colling, PA-C, Physician Assitant 

Susan Curoe, RN, MS, Nurse Clinician 

Emina Dzafic, Program Registrar 

Jill Gilbertson, Intake Coordinator 

Nikki Greene, Pharmacy Coordinator 

Vicky Hannemann, RN, BSN, Nurse Clinician 

Maggie Herrity, RN, Nurse Clinician 

Jenny Lesnar, CPhT, Pharmacy Technician 

Amy Marquez, BS, CPhT, Operations Manager 

Marshall Mazepa, MD, Physician 

Skye Peltier, PA-C, Physician Assistant 

Erica Staub, RN, Nurse Clinician 

Dana Smith, Pharmacist 

Amy Wilson, MSW, LICSW, ACM, Social Worker 

Hemophilia Foundation 

Of Minnesota/Dakotas 

2022 Board of Directors 

 

Kristina Rauenhorst 

President 

 

Kris Manns 

Vice President 

 

Angela Klersy-Daniels 

Treasurer 

 

Jean O’Connell 

Secretary 

 

Kim Baumann 

PT 

 

Brian Duval 

 

Amy Goldstein 

NP 

 

Dayna Hansen 

 

Todd Hedlund 

 

Brianna Murphy 

MD 

 

Rajiv Pruthi 

M.B.B.S. 

 

 

& Staff 

 

James Paist 

Executive Director 

 

Peggy Nasby 

Administrative Assistant 

 


