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We dedicate ourselves to 

advancing the quality of life 
of individuals and families 
affected by hemophilia or 

other bleeding disorders by 
providing a broad range of 

services and programs.

WINTER 2021

The HFMD held our 2nd annual Symposium on Saturday, November 14th, and it 

was held virtually via Zoom with good success!  This event brings our community 

together for information, networking, & fun. 

We were excited this year to share a few videos from families sharing their personal 

stories. There were some heart-felt videos that really resonated with our group. This 

is also the one time during the year where HFMD is involved with hosting a branded 

event where the presentations can feature information about company medications 

and products. Many of our members want to know all they can about the latest 

medications available for treating bleeding disorders.

This year, with the event being virtual and via Zoom, we decided to keep it a 3 hour 

event; therefore there was just enough time to have six companies each share a 10 

Symposium 2020

Inside this issue:

Symposium 2020 1-2

Gala Invite 3

HFMD Patient 
FInancial Assistance

Covid 19 - Laptop 
Project

6

BioMarin 
HemDifferently 
Virtual Event

Family Education 
Event

8

Inspiring Golf Shots 
Clinic

9

Donors 10-
11

HTC Info & Staff 
HFMB Board & Staff

14

Calendar of Events 15

Help Needed 16

Continued on Next PageThis document contains clickable LINKS



Page 2

minute presentation with 5 minutes of exhibit time.  After leading off with a welcome to all, I turned 

things over to HFMD Event Coordinator Melissa Andrisani, who did a wonderful job in moderating 

the entire event, and in managing the logistics of the videos and presentations. 

Our members know when they attend an HFMD event, there is going to be good information, and 

fun. So part of that fun was a virtual pizza party where all who participated got a Domino’s e-gift 

card. Another part of the fun was just seeing each other on Zoom, and seeing members win raffle 

prizes when 6 different prizes where raffled off in between presentations. We had a total of 33 

Zoom feeds into the event, which included many families.

The highlight of the event was toward the end where we had a tremendous Ask the Expert Panel 

which featured an accomplished clinician from each of our four affiliated Hemophilia Treatment 

Centers. Our all-star panel featured Dr. Rajiv Pruthi from the Mayo Clinic, Dr. Brianna Murphy from 

Sanford Health Sioux Falls, Amy Goldstein, NP from Children’s Hospitals & Clinics of Minnesota, and 

PT Kim Baumann from MHealth.

Members posed some very thoughtful questions to the panelists who really clicked together as 

a group. It was an excellent Q & A session dealing with a number of pressing topics of our time. 

HFMD would like to thank all of our members who attended, our HTC Panelists, and to the following 

presenting companies: Bayer HealthCare, Bio Marin, CSL Behring, Medexus, Sanofi Genzyme, & 

Takeda. 

By James Paist
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benellttlng 

THE HEMOPHIUA FOUNDATION OF MN/DAKOTAS 

SATURDAY, MAY 1, 2021 
6 o'clock in the evening 

With An Online Auction & Raffle 

RE_G_I_SlERJ:iERE 
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PLEASE JOIN US 
FOR THE 2021 VIRTUAL 

� ANNUAL 
HFMD MEMBERS
� MEETING 

TALENT SHOW I FRIDAY, APRIL 9TH

6PM-8PM 

S ES S I O NS I SAT U RD A Y, APR I L 1 Ot h

9AM-1:45PM 

VIA ZOOM 
dial-in information will be shown after you have registered 

REGISTER HERE 
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What Is BeneFix?
BeneFix, Coagulation Factor IX (Recombinant), is an injectable medicine  
that is used to help control and prevent bleeding in people with hemophilia B.  
Your doctor might also give you BeneFix before surgical procedures.
BeneFix is NOT used to treat hemophilia A.

Important Safety Information
•  BeneFix is contraindicated in patients who have manifested life-threatening, immediate hypersensitivity reactions,

including anaphylaxis, to the product or its components, including hamster protein. 
•  Call your health care provider right away if your bleeding is not controlled after using BeneFix.
•  Allergic reactions may occur with BeneFix. Call your health care provider or get emergency treatment right away if you have

any of the following symptoms: wheezing, difficulty breathing, chest tightness, your lips and gums turning blue, fast heartbeat, 
facial swelling, faintness, rash, or hives. 

•  Your body can make antibodies, called “inhibitors,” which may stop BeneFix from working properly.
•  If you have risk factors for developing blood clots, such as a venous catheter through which BeneFix is given by continuous

infusion, BeneFix may increase the risk of abnormal blood clots. The safety and efficacy of BeneFix administration by continuous
infusion have not been established. 

•  Some common side effects of BeneFix are fever, cough, nausea,
injection site reaction, injection site pain, headache, dizziness, and rash.

Please see the Brief Summary for BeneFix on the next page.

PP-BEN-USA-0471 © 2020 Pfizer Inc. All rights reserved. July 2020

More than 20 years* of experience—the first recombinant treatment  
for individuals with hemophilia B

Dosing options to meet your needs—for once-weekly prophylaxis 
and on-demand use 

Designed with viral safety in mind. More than 150 quality control tests  
are done on each batch of BeneFix

The convenience of the BeneFix Rapid Reconstitution (R2) Kit  
with a range of vial sizes

EXPERIENCE MATTERS
BeneFix is FDA approved for once-weekly prophylaxis and on-demand use to fit your dosing needs— 

from the only recombinant factor IX supporting individuals with hemophilia B for more than 20 years.*

Not actual patients.

 ASK YOUR DOCTOR WHICH BENEFix  
DOSING OPTIONS MAY BE RIGHT FOR YOU 



Page 5Page 5

PP-BEN-USA-0470 © 2020 Pfizer Inc. All rights reserved. July 2020

Brief Summary 
See package insert for full Prescribing Information. This  
product's label may have been updated. For further product 
information and current package insert, please visit  
www.Pfizer.com or call our medical communications  
department toll-free at 1-800-438-1985. 

Please read this Patient Information carefully before using  
BeneFix and each time you get a refill. There may be new  
information. This brief summary does not take the place of 
talking with your doctor about your medical problems or  
your treatment.

What is BeneFix? 
BeneFix is an injectable medicine that is used to help control and 
prevent bleeding in people with hemophilia B. Hemophilia B is  
also called congenital factor IX deficiency or Christmas disease. 
Your doctor might also give you BeneFix before surgical procedures. 

BeneFix is NOT used to treat hemophilia A. 

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

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

•  have any allergies, including allergies to hamsters.

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

•  are breastfeeding. It is not known if BeneFix passes into the
milk and if it can harm your baby.

How should I infuse BeneFix? 
The initial administrations of BeneFix should be administered  
under proper medical supervision, where proper medical care 
for severe allergic reactions could be provided. 

See the step-by-step instructions for infusing in the 
complete patient labeling. 
You should always follow the specific instructions given by your 
doctor. If you are unsure of the procedures, please call your  
doctor or pharmacist before using. 

Call your doctor right away if bleeding is not controlled 
after using BeneFix. 
Your doctor will prescribe the dose that you should take. 

Your doctor may need to test your blood from time to time. 

BeneFix should not be administered by continuous infusion. 

What if I take too much BeneFix? 
Call your doctor if you take too much BeneFix.

What are the possible side effects of BeneFix? 
Allergic reactions may occur with BeneFix. Call your doctor or 
get emergency treatment right away if you have any of the  
following symptoms: 

wheezing 

difficulty breathing 

chest tightness 

turning blue  
(look at lips and gums)

Your body can also make antibodies, called "inhibitors," against 
BeneFix, which may stop BeneFix from working properly. 

Some common side effects of BeneFix are fever, cough, nausea, 
injection site reaction, injection site pain, headache, dizziness  
and rash. 

BeneFix may increase the risk of thromboembolism (abnormal 
blood clots) in your body if you have risk factors for developing 
blood clots, including an indwelling venous catheter through  
which BeneFix is given by continuous infusion. There have been 
reports of severe blood clotting events, including life-threatening 
blood clots in critically ill neonates, while receiving continuous-
infusion BeneFix through a central venous catheter. The safety  
and efficacy of BeneFix administration by continuous infusion  
have not been established. 

These are not all the possible side effects of BeneFix. 

Tell your doctor about any side effect that bothers you or that 
does not go away. 

How should I store BeneFix? 
DO NOT FREEZE the BeneFix kit. The BeneFix kit can be stored 
at room temperature (below 86°F) or under refrigeration. Throw  
away any unused BeneFix and diluent after the expiration date 
indicated on the label. 

Freezing should be avoided to prevent damage to the pre-filled 
diluent syringe. 

BeneFix does not contain a preservative. After reconstituting  
BeneFix, you can store it at room temperature for up to 3 hours. 
If you have not used it in 3 hours, throw it away. 

Do not use BeneFix if the reconstituted solution is not clear 
and colorless. 

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

If you would like more information, talk with your doctor. You can  
ask your doctor or pharmacist for information about BeneFix that 
was written for healthcare professionals. 

This brief summary is based on BeneFix® [Coagulation Factor IX 
(Recombinant)] Prescribing Information LAB-0464-12.0, revised 
June 2020.

fast heartbeat 

swelling of the face 

faintness 

rash 

hives
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HFMD Patient Financial Assistance Up in 2020
After the pandemic hit in March, the HFMD Board took action to increase our Patient Financial 
Assistance budget 2020 knowing the need for help would be going up. Like all communities, many of 
our patient/families have been negatively impacted by the pandemic with job loss, furloughs, hours 

cut, and loss of income.

As a result, members facing over-due rent, mortgage, and utility payments contacted the Social Worker 
of their HTC for help. HFMD was able to fund dozens of requests for support in these areas and others, 
thanks to the following supporters: The Hemophilia Alliance Foundation, Mayo Clinic, MHealth, NHF, 

Bio Marin, Genentech, Takeda, sponsors and individual donors from our Gala & Walk!

All requests for assistance that HFMD reviews must be submitted by the Social Worker on behalf of the 
patient/family with a bleeding disorders; as our program is intended to help for one-time unexpected 

financial crisis.  By James Paist

 Covid 19 - Laptop Project

The HFMD would like to thank the Colburn Keenan Foundation for a grant in the amount of $2,500 
to support a special project through our Patient Financial Assistance Program where we were able to 

purchase a new laptop computer for one patient/family in need from three of our affiliated clinics.

Working closely with the Social Workers from those clinics, HFMD purchased and shipped new Lenovo 
laptops to two families where a child needed the laptop, and to an adult member who needed a 

computer. Each party was very pleased with their new computer. 

Contact your local representative, 
Craig Looney, at (651) 271-9668.

www.infucarerx.com
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Family Education Event October 15th
By Melissa Andrisani

Although, due to COVID-19, we were not able to meet at the Mall of America this 
year, Pfizer and Joe Schuch were still ready to share a helpful presentation on 

“Empowered: Tools for Self-Advocacy” and HFMD treated attendees to Applebee’s 
eGift Cards during a virtual event held on Thursday, October 15.

During Joe’s presentation he targeted on recognizing and discussing the unique 
challenges of hemophilia while providing practical tips and resources to attendees 

to help them become self-advocates in many areas of their life.

We would like to thank Pfizer, Joe Shuch and everyone who attended this virtual 
event. We look forward to hopefully hosting it again at Mall of America! 

BioMarin HemDifferently Virtual Event 12/3/20
By, Melissa Andrisani

On Thursday, December 3, HFMD and BioMarin hosted a virtual event on “Gene Therapy Research: 
Understanding the Science.” This session focused on how gene therapy research is designed to 
work, what different types of gene therapies are being researched and why some people are better 
candidates than others for gene therapy research. 

Presenting on Gene Therapy was Tammuella “Tami” Chrisentery-Singleton, MD. Dr. Singleton serves 
as a Pediatric Hematologist, Director of MCAM’s Hemophilia Treatment Center and as Division 
Chief, Pediatric Hematology. She has authored numerous publications, served as a subject matter 
expert speaker around the world, and as the principal investigator on numerous studies pertaining 
to Hemophilia. 

During her talk, Dr. Singleton brought together the collective knowledge of more than two dozen 
healthcare professionals across the U.S. and shared the science behind gene therapy. She also 
included poll questions for the attendees to test their knowledge and participate in the conversation. 

HFMD would like to thank BioMarin, Dr. Singleton and everyone who attended this session. We 
hope you enjoyed your Panera! 
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Inspiring Golf Shots Clinic with the 
Wingmen Foundation (Sept. 12 – Oct. 11)

by Melissa Andrisani

HFMD was presented with a wonderful opportunity by the Wingmen Foundation to host 
their Inspiring Shots Golf Clinic here in Minnesota at Columbia Driving Range & Learning 
Center. The Wingmen Foundation was founded in 2012, by two hemophiliacs, Chad Brown 
and Donald Regan II. Both Mr. Brown and Mr. Regan have volunteered their time over the 
years for Florida’s hemophilia foundations and The American Cancer Society. Together, they 
formed The Wingmen Foundation to further assist and support the much needed void in 
these and other communities for education and advocacy in physical fitness. At the time of 
its founding, services did not exist for the inclusion of physical therapy and related necessary 
treatments of physical disabilities in the bleeding disorder, cancer, and chronic conditions 
communities. 

Their Inpsiring Shots Clinic is a free clinic for people with bleeding disorders and caregivers 
that are 18 years of age or older. This was an opportunity for a first time or advanced golfers 
with the clinic offering to teach how to learn to golf or improve your game.  

Over this four week course attendees were given:

• a general overview of golf fundamentals

• fundamentals of swing with discussion of etiquette on course

• discipline of golf practice

• mental keys to success on course and life

• short game lessons

• putting and sand shot lessons

For the last session of the clinic attendees were treated to one-on-one mini sessions with 
Pro Golfer and Hemophilia A patient, Perry Parker. Perry has played three United States 
Opens, made the cut in 1997 at Congressional C.C. in Washington D.C, and has also played 
the following tours: Asian, Australasia, Canadian, Nike, Japanese, PGA tour, and many mini-
tours in the United States. He currently resides in Laguna Niguel, California with his wife, Lori 
and their twins, Scott and Diana. He continues to play professional golf, work as a teaching 
pro, motivational speaker, and tournament consultant. 

We hope everyone who attended enjoyed this amazing opportunity and we would like to 
thank the Wingmen Foundation for including us in this special clinic!
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Organizational Contributors:

$40,000 and Up
Mayo Foundation 

$20,000-39,999
Hemophilia Alliance Foundation
Mayo Foundation
University of Minnesota Health 

$9,000 - $19,999
Bayer
Biomarin
CSL Behring
Express Scripts
Pfizer
Takeda

$3,000 - $8,999
Children’s Health Care
CVS Caremark
Genentech
National Hemophilia Foundation
Novo Nordisk
Sanford Health SD
Cigna/Express Scripts
 Colburn Keenan Foundation 
Medexus
 Sanofi Genzyme 
 Community Health Charities 

$1,000 - $2,999
Accredo Health Group, Inc.
ARJ Infusion
Factor One Source
Hemophilia Federation of America
Octapharma
Colburn- Keenan Foundation

$500 - $999
Deano’s Collison Specialists
Diplomat Specialty Infusion Group

Up to $499
3M Foundation
Mayer Area Lions Club
     In memory of Sean Mathwig
Network for Good (Facebook)
Richard Schmitt CPA
Knights of Columbus

Individual Contributors:

$1,000 and Up
Bremer, Dick & Heidi
Collins, Chris & Mardell
Elizabeth & Rich Rauenhorst
Sandy & John Swanson

$500 - $999
Bickmore, Sue
Bremer, Nathan
Carl Dietz Charitable Fund
     In Honor of Mason Schulte
Cosgrove, Jennifer
Osip, Joni
Powers, Carl & Ember
Rusk, Mike & Dawn
Tokar, Paul & Mary
Anderson, Beth & John

$200 - $499
Curoe, Phil & Sue
Glascock, Laura
Glascock, Stephanie
Gould, Charles
Graham, David
Hannemann, Alfred & Vicky
Kearney MD, Susan & 
     Rothaar,Robert, MD
Kruse, Larry
Manns, Joel & Kris
Manns, Kris
Mazeppa, Marshall & Allison
Metz, Bill
Paist, James
Rauenhorst, David & Kristina
Wetzel, John
Wistrom, Cheryl

Kathi Reeves
Rossbach, Janice
Brodin, William

$100 - $199
Andrisani, Demetrios & Melissa 
Baumann, Brad & Kim 
Brace, Eric & Natalie
Cass, Sandy
Cavallaro, Heather & Drew 
Daniels, Richard & Angie 
Eckerman, Amy & John 
Goldstein, Avi & Amy 
Gollinger, Deirdre 
Greenburg-Worisek, Alexandria 
Groton, John
Hartmann, Dani
Heath, Michael & Justine 
Henderson, Barbara
Henkle, Ben & Jill
Hughes, Kathy
Hughes, Teresa
Ianello Zimmer, Dena 
Ingraham, Nicholas & Kay 
Jacobson, Brian & Kim 
Jarrells, Tracy
Kalb, Dave & Dawn
Kivel, Mary
Knight, Kelli
Lanz, Richard
Laurie, Jeff
MacCallum, Greg & Helene 
Maguire, Michael 
Makepeace, Ray
Metz, June
Naumann, Dylan & Abby 
Naumann, Raven
Nichols, William

The HFMD gratefully acknowledges our donors who have given so generously. 
These are donations received from January 1st - December 31st, 2020.
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O’Brien, Patti & Tim
O’Connell, Jean
Olsen, Sue
Olson, Judy
Osborne, Tim
Padilla, Ryan
Pavlich, Steve
Peltier, Skye
Peterson, Brian & Deb
Rappa, Steven
Rappa, Scott
Riley, Robert & Jill
Robinson, Jeff & Kari
Schultz, Jeff & Brittany
Stinson, Michael
Tinklenberg, Dan
Tinklenberg, Robert & Karla
Wagner, Wendeline
Wahl, Aaron
Webber, Benjamin
Willging, Joe
Wilson, Seth
Wistrom, Brandon
Worisek, Colleen
Schmitt, Richard
Kleist, Bonnie
Newhouse, Gary
Christopher Glascock
David & Rebecca Gassman 

$50 - $99
Boyer, Geoffrey & Emily
Bright, Andrea
Crotteau, Alicia
Gartland, Laura
Griffin, Joe
Hansen, Dayna
Hansen, Kerry
Henningsgaard, Layne
Herrity, Maggie

Hilde, Carolyn
Hofstrom, Charles
Holmes-Leopold, Marvin
Hughes, Richard & Barbara
Illgen, Brian & Liz
Johnson, Rick & DeeDee
Kinsella, Dana & Ashley
Marksberry, Margaret
Mueller, Jeff
Nagel, Bill & Michelle
Olsen, Lee
Olson, Kimberly
Rued, Catrina
Saint Martin, Jason
Schadewald, Amy
Schantzen, Melissa
Scharmer, Vicky
Schmidt, Nancy
Schmidt, Susan
Snesrud, Heather
Trotti, Damian
Waldeland, Trevor & Pam
Walter, Mindy
Wistrom, Bradley
     In Memory of Sean Mathwig
Eileen Mathwig Revocable Trust
Roger & Sandy Dietel
Birdine & Blake Battcher
Nancy Mathwig

Up to $49
Bateman, Hannah
Carkuff-Lommen, Valerie
Dreyer, Mark
Forrest, Karri
Groos, David & Maria
Hanson, Mark
Hartman, Mike
Hayes, Scott
Homsey, Sean & Lindsay

Illgen, Nate & Laura
Jones, Randy
Jones, Tammatha
King, Robert
Krush, Joy
Lines, Ben
Loock, Don
Lucia & Peter Blau
Metz, Todd
Miller, Cathy
Mott, Sue
Napton, Elizabeth
Perreira, Jessica
Radanke, Duane
Radanke, Jodi
Reeves, Kathi
Roberts, Jeff & Sharon
Saar, Jay
Schilpp, Nicholas
Schmidt, Cassie
Seidl, Victoria
Shipley, Kristina
Stanley, Jillian
Stanley, Michelle
Sterling-Orth, Angela
Weber, Douglas
Pechter, Stacy
O’Reilly, Bill & Karen
Marilyn Linquist
     In Memory of Thomas Brodin
Andew & Melanie Matson
Anita & Kenneth Nelson
Barbara Gill Breckenridge
Bonnie Dupay & Myra Bergstrom
Curtis Bultman
Lori & Paul Guggemos
Mary & Daniel Brodin
Pamela & David Calister
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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, HTC Medical Director 
      and Physician
Allison Albright, HTC Program Coordinator 
Elizabeth Boegeman, LGSW, HTC Social Worker
Latrice Daniel, CPhT, HTC Pharmacy Technician
Chase Elgard, RN, Nurse
Stephanie Fritch Lilla, MD, Physician
Kate Garland, MD, Physician
Amy Goldstein, APRN, CNP, DNP, Nurse Practitioner
Nicole Hart, RN, MS, Nurse
Ashley Kinsella, Clinical Research Coordinator
Rachel LaQuere, RDN, LD, Dietitian
Jennifer Lissick, PharmD, HTC Clinical Pharmacist                                 
Jessica Ovans, PT, DPT, Physical Therapist
Skye Peltier, PA-C, MPH, Physician Assistant
Sue Purdie, RN, BSN, Nurse
Rachel Saunders, MS, CGC, Genetic Counselor
Michael Sprehe, MD, MPH, Physician
Meghan Winans, HTC 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

Aneel Ashrani, MD, MS
Darrin Christopherson, M.B.A., 
      340 Program Manager
Renata Ducharme, Secretary
Amy Eckerman, RN
Sandy Heisler, L.P.N., Research Coordinator
C. Christopher Hook, MD
Dawn Inman, RN
Ashley Losing, Pharm.D., R.Ph.
Ariela Marshall, MD
William Nichols, MD
Melinda Otto, LSW
Rajiv Pruthi, MBBS, Medical Director
Vilmarie Rodriguez, MD, Pediatric Hematologist
Dawn Rusk, RN
Deepti Warad, MBBS

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 or 800-850-0064

Daniel Callaway, MD
Kasey Gauthier, RN, CPHON
George Maher, DO
KayeLyn Wagner, MD
Dan Steventon, PT
Wendy Jensen, CCLS
Nathan Anderson, MA, LSW
Kay Schroeder, RD

University of Minnesota 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
Sarah Bray, Genetic Counselor
Mya Cajas, Intake Coordinator/Financial Specialist
Kenneth Caldwell, Certified Medical Assistant
Ricky Chan, PA-C, Physician Assistant
Susan Curoe, RN, MS, Nurse Clinician
Jill Gilbertson, Intake Coordinator
Vicky Hannemann, RN, BSN, Nurse Clinician
Kerry Hansen, RN, BS, Nurse Clinician
Maggie Herrity, RN, Nurse Clinician
Marie Leirmo, RN, BSN, Research Coordinator 
Amy Marquez, BS, CPhT, Operations Manager
Marshall Mazepa, MD, Physician
Jenny Noh, CPhT, Pharmacy Coordinator
Skye Peltier, PA-C, Physician Assistant
Amber Ramirez-Acosta, Intake Coordinator/CMA
Amy Schadewald, MSW, LICSW, ACM
      Social Worker
Makada Williams, CPhT, Pharmacy Technician

HFMD 2021 Board of 

Directors

Casey MacCallum
President

Kristina Rauenhorst
Vice President

Angie Klersy-Daniels               
Treasurer

Kim Baumann
HTC Representative

Jason Clarin
Industry Representative

Amy Goldstein                                 
HTC Representative

Dayna Hansen
Industry Representative

Kris Manns
Board Member

Dr. Brianna Murphy                        
HTC Representative

Dr. Rajiv Pruthi                                
HTC Representative

Jean O’Connell                             
Board Member

Ignacio Ramos
Board Member

& Staff

James Paist
Executive Director

Melissa Andrisani
Event Coordinator



Page 15

Current Calendar of Events

January 14, 2021 ................  HFMD & BDAND HFA Hemophilia Jeopardy 

Zoom Event @ Zoom 

6 pm - 7pm

January 30, 2021 ................  Virtual Family Event by The Coalition for Hemophilia B 

For Hemophilia B Patients Only @ Virtual  

2 pm - 7pm

March 1, 2021 ....................  2021 Washington Days @ Virtual 

12 am - 11:45 pm

April 9, 2021 .......................  2021 Annual Members Meeting @ Virtual Zoom Event 

All Day

May 1, 2021 .......................  2021 Hearts of Hope Virtual Gala @ Virtual 

7 pm

Visit our web site at https://www.hfmd.org/events/ 
for more information and to register!
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Veinline
WE NEED YOUR HELP! The 21st 
Annual Hearts of Hope Gala is 
right around the corner on May 
1, 2021 and we are in need 
of sponsors and high value 
donated items. This year the 
gala is completely virtual and 
our fundraising efforts will be 
greatly impacted by our online 
auction and sponsorship. Due 
to the affects that COVID-19 
has had on businesses, getting companies to give has been a 
difficult process. However, you can help! Do you know a business 
owner who would be willing to give to our amazing cause? Do you 
frequent a business that you think may want to help? If so, please 
reach out! To make it easier for you, we have drafted a donation 
request letter found HERE and a sponsorship request letter found 
HERE. With your help, we can make the Gala a great success!




