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IMPORTANT NOTICE!

The HFMD website is temporarily down while we are making long
overdue updates. Please contact the HFMD office at
651-406-8655 or info@hfmd.org with any needs.
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On behalf of the HFMD Board of Directors, I want to Thank You for your continued

Step Out for Bleeding support of the HFMD and for your participation at recent events.

Disorders Walk Recap .
We are very excited for the 1** Annual Dinner Party on Saturday, February 15%, 2025.
This event will have a Vegas Night theme and be in Bloomington, MN at the Minnesota
Walk SpOﬂSOI’S 5 Masonic Heritage Center in the Dan Patch Hall.
Camp Not-A-Clot Also scheduled is Fhe Annual Membel.'s’ Meeting on May 2" - 3"_“, 2025, again being
Reca p 7-8 held at the Mermaid Event and Entertainment Center in Mounds View, MN.
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Significant progress has been made to place a new Executive Director, the Board has made
M[ M‘,’(m! - great strides in narrowing the search for this position.
Crossword Puzzle ‘While we are striving to find the best candidate for the Executive Director, the Board has made
the difficult decision to cancel the Symposium during this time of transition.
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THERE IS STILL TIME TO REGISTER FOR THE ety s
Women and Teen Girls Event

Saturday, October 26%, 2024 from 11:30 a.m. - 5:00 p.m.

Woodlake Nature Center - Fireplace Room
6710 Lake Shore Drive S., Richfield, MN

A haven for migrating birds and waterfowl, this 150-acre cattail marsh, woodland and restored prairie
has three miles of wheelchair accessible trails. This education event is for females age 13 and up with a
bleeding disorder & one guest. Guest speakers include Dr. Jacob Cogan, and CSL Behring speaker
Roberta Smith with Telling the Patient’s Story Through the Arts. Check-in starts at 11:30 a.m.

RSVP to tammyw@hfmd.org or call: 612-242-9664. Please provide full name as well as your guest’s full
name.
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Please Spread the Word!

Being the only resource of its kind in Minnesota & South Dakota, it is very
important for the Veinline to reach any and all patients/families, support-
ers & friends of the HFMD. It is especially important that everyone has an
opportunity to know about all of the events available to them.

For this reason, we need your help in expanding our Veinline circulation.

We are very guarded with our member email lists. However, since going
paperless, we have been hearing that some members, patients and supporters are no longer receiving
the Veinline and other communications from the HFMD.

Please check your spam folders each quarter, as our quarterly newsletter is emailed out in early
January, April, July, and October.

Also, if you know of someone that may benefit from our programs, services and events, please ask them
to reach out to us at info@hfmd.org to be added to the email lists.

We have been told the Veinline is informative, uplifting and fun to read. Hopefully, you agree and are
willing to spread the word to your family, friends and others in the bleeding disorders community.

Thank you for your support of the HFMD!
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COME DRESSED IN YOUR VEGAS BEST

SSuise SAwareness
FOR BLEEDING DISORDERS

Saturday, February 15%", 2025
5:00 p.m.-10:00 p.m.

Dan Patch Hall

Minnesota Masonic Heritage Center
11411 Masonic Home Drive

Bloomington, MN 55437
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FAMILY FUN! o B

At the 14™ Annual HFMD Step Out for \: 'm%d[,"ﬂ Sisorders
Bleeding Disorders Walk Fundraiser!

On Saturday, August 10" 2024, the weather was perfect, and there was excitement in the air as HFMD
staff, volunteers, board members and even exhibitors, all lending a helping hand to set up for the
HFMD Annual Walk!

This year the HFMD found a great venue for the event. The Jaycee’s Shelter at
Roseville Central Park overlooks Lake Bennett, and is ideally located near trails
and playgrounds. This was the perfect spot for our community to come together
to socialize and have fun while raising awareness and support for the HFMD
core programs.

" Thus far in 2024, the HFMD Emergency Assistance Program been able to help

64 families with a fmanual hardship. Our free Medical ID Program has provided
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ADVATE ADYNOVATE
[Antihemophilic Factor [Antihemophilic Factor
(Recombinant)] (Recombinant), PEGylated]

YOURLIFE IS
YOUD CANVAS

Patient Portrayal

Patient

Q‘:, Get access to
Support Takeda Patient Support

©2024 Takeda Pharmaceuticals U.S.A., Inc., 500 Kendall Street, Cambridge, MA 02142. 1-877-TAKEDA-7 (1-877-825-3327).
All rights reserved. TAKEDA®, the TAKEDA Logo® and the Takeda Patient Support logo™ are trademarks or are registered trademarks of Takeda
Pharmaceutical Company Limited. ADVATE® and ADYNOVATE® are registered trademarks of Baxalta Incorporated. US-XMP-2841v1.0 08/24
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camp NOT-A-CLOT 2024 Recap

? CAMP NUT-A-CLUT? By Becca Shaheen, Children's MN Program Coordinator

W Another spectacular year of Camp Not-a-Clot has been
completed! 2024 was our third year holding the HFMD Bleeding Disorder Camp at
YMCA Camp |lhduhapi in Loretto, MN. Within year three, we are truly seeing an amazing synthesis of
Camp Ihduhapi and Camp Not-a-Clot traditions. 2024 was our biggest year yet, with 83 campers from
Children’s Minnesota, Mayo Clinic, Sanford South Dakota, and Sanford North
Dakota.

Some of the broad goals of camp include building community, gaining self-
confidence, learning more about bleeding disorders, and working towards de-
veloping independence in managing one’s bleeding disorder. This all occurs
while enjoying summer camp games and activities and experiencing nature.

This is what Not-a-Clot 2024 looked like:

In true summer camp fashion, the week started out HOT and sunny (nothing that
a dip in Lake Independence couldn't fix) and then settled into absolutely gor-
geous summer weather the rest of the week.

After getting all settled in and oriented on Sunday, we started out

Monday full speed ahead with a number of campers enjoying morning

run club and waking up with a polar plunge. Monday marks the start of
camp “achievements” or the rotation of 4 activities that campers select. !
This year’s achievements included swimming, boating, archery, arts ;
and crafts, sports, nature club, and more.

Monday also marked the beginning of our weeklong Olympics theme.

HTC staff ran the all camp game in which cabins received a big score sheet with a list of stations and

challenges to complete for points. Stations included games like “discus,” “shotput”, and “volley ball,” and
fun educational stations like a physical therapy equipment
safety relay race, a station to choose the best course of action
for an injured Olympic athlete, and a station to learn about
medication half-life.

Tuesday evening tradition at camp Ihduhapi includes cabins
hiking out to different camp sites to cook over a fire, bond as a
cabin, and enjoy lhduhapi’'s beautiful acreage. This year, the two
oldest cabins canoed out to the island within Lake Independ-
ence for their cookouts! These cabins had surprise guests from
the nationally renowned “Gut Monkey” facilitation and pro-
gramming group. The Gut Monkeys led the older teens in great
conversation and activities related to transitioning to independence while out on the island.

Wednesday was a busy day! We hosted a number of special healthcare guests including RN’s, Genetic
Counselors, Hematologists, and an Adolescent Gynecologist, to run our annual girl's group and period
program. This is a great way for girls of all ages to learn what to expect when it comes to menstruation,
and an opportunity to ask the experts questions, and even learn from

one another.
Wednesday tradition at camp is Theme Day, and Ihduhapi had additional \
Olympic games programming and contests. Wednesday afternoon a \<

group of campers went to the horse barn, and group of campers com-
pleted the incredible high ropes course, and other groups of campers
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played in special sports tournaments. We ended the day with the campers
all-time favorite game Capture the Flag! There is BIG energy during this
game and campers look forward to it all week long.

Thursday after achievements, it’s already time for closing campfire! Closing
campfire is always fun and emotional. After a torch-led procession through
the woods, each camper adds a stick to the fire and shares with the group
kind words, shout outs, and good memories from the week.

The Health Center:

The health center at camp is a busy place full of lots of learning opportunities.
Campers can work with their team to learn the steps of self-infusion (and can be
celebrated on “The Big Stick” if they poke themselves for the first time) and self-
injection. Campers are hugely encouraging and supportive of one another while
learning these skills.

Campers continue to earn bracelets (bronze, silver, and gold this year!) for com-
pleting bleeding disorder questionnaires with health center staff. 2024 was our sec-
ond year of “The Big Branch” challenge which is earned for showing significant inde-
pendence in understanding and managing one’s own bleeding disorder. It is a huge
feat!

It is so great to see a clinical space transform into a vibrant place to learn and de-
velop, and we are so proud of what campers learn each year!

Camp Not-a-Clot is an incredible special place
for children and teens with bleeding disorders to
relate to one another, learn from another, and
grow together. This year, many moments of camp
were well documented by an amazing videogra-
pher (more information to come soon!!) and we are
so excited to share some more of the magic of
camp with you later this year.

Thank you HTC staff, volunteers, HFMD Staff, Ihduhapi staff, families, community members,
and campers who make this week possible!
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It's Your H
Move

SANOFI HEM STREAM
It’s Your Move: Making Health Insurance Work For You

When it comes to health insurance, it’s all about knowing how to play your cards right to
get the most out of your plan.

In this live webinar, participants will explore different types of health insurance plans, learn
how to determine coverage for bleeding disorder care and treatments, and get tips and
strategies on how fo make their insurance plans work harder for them.

Everyone will leave with game-changing insurance knowledge and the confidence to
successfully navigate their plans.

Webinar in English: Saturday, November 23rd 12:30 PM EST
Webinar in Spanish: Saturday, November 23rd 3:30 PM EST

Register at:
https://www.rareblooddisorders.com/patient/events/

Join us. SOnOﬁ

Reach out to your CoRe or visit
RedefiningHemophilia.com. ©20245anofi. Allfights reserved.

Sanofiis aregistered trademark of Sanofi or an dffiliate.
MAT-US-2409948v1.0-10/2024
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BDAND and HFMD collaborated on two education events this year and we to continue
this partnership moving forward.

cutMPNKeY @9 BDAND

@PATHFINDERS

The great outdoors is for everyone in this with this ble invitation to a local
nature spot. For individuals, friends, and families, Pa lers events are specially
crafted to bring together folks affected by all bleeding disorders.

We invite families and folks from all walks of life to discover the beauty of the

outdoors while forging lasting connections with others who understand the
journey.

Saturday, September 21

9 Iltasca State Park, MN

Register: BDAND.ORG/EVENTS

Questions:? Contact Emily
director@bdand.org | 701-381-0670

? CAMP NOT-A-CLOT

9 3
% o
Y016 gantes ™

BDAND & 100

PRE-CAMP
FAMILY LUNCH

Meet other campers and their families!
Free lunch!

Short education program
*Sponsored by Sanofi*

E# =R RSVP:
' =
JuI-Y 14TH .;: ;r Vis;i::n the QR code
11 AM-1PH W cyice . oo
Have questions or need help registering?

pARRERS Email, call, or text Emily:
LORETTO, MN director@bdand.org | 701-381-0670




Across

1. He swallowed the ca-
nary.

2. Playground for ghosts.
4. What a spider spins.
8. Frankenstein has ane,

6. When ghosts come out
to play.

7. Scare,

11. What the pot might
call the kettle.

12. October 31st.

14, or treat.

15. Witch transportation.
17, Frightening.

18, The Count.

20. A skeleton is just a
bunch of these.

22. Disguise.
24, Lives in the belfry.

25, Incey wincey is one
of these,

26, Main ingredient in a pop-
ular pie.

el stories.

Down
1. Where a vampire sleeps.

2. Evil or mischievous crea-
ture,

3. He hates garlic,
4. Samantha for example,
8. house.

WORD SEARCH
Halloween

9, Whoo? Whoo?
10. Mr, O Lantern,

13. Comes out on full moan
nights,

16. Might be full, half, or
new,

17. A boney sort of fellow,

19. Fire burn, and bub-
ble.

21. When something makes
our skin crawl, it's this.

23, Found in Egypt.
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WE’RE IN THIS
TOGETHER.

Sunday 2:16 pm
Jogging in the park
with his girlfriend

Ben, living with
hemophilia A

Let’s make today brilliant.

Takeda is here to support you throughout your journey and help
you embrace life’s possibilities. Our focus on factor treatments and
educational programs, and our dedication to the bleeding disorders
community, remain unchanged. And our commitment to patients,
inspired by our vision for a bleed-free world, is stronger than ever.

bleedingdisorders.com

Jakeda

Copyright © 2020 Takeda Pharmaceutical Company Limited. All rights reserved. TAKEDA and the TAKEDA logo
are trademarks or registered trademarks of Takeda Pharmaceutical Company Limited. US-NON-0136v1.0 03/20




The HFMD gratefully acknowledges our donors who have given so generously.
These are donations received from January 1 - June 30, 2024.

Business & Organization
Contributors:

$50,000+

Children’s Minnesota
Mayo

M Health

$10,000-%20,000

Bayer Healthcare
Children’s Minnesota
CSL Behring

CVS Health

Novo Nordisk

Novo Nordisk Foundation
Sanofi

$5,000-%9,999

Hemophilia Alliance Foundation
HEMA Biologics

Octapharma

Takeda

$501-%4,999
Accredo/Cigna
BioMarin

CSL Behring Foundation
CVS Foundation
Deano's Collision
Genentech
InfuCare Rx
Kedrion

Optum Rx

Pfizer

PromptCare

Soleo Health
Spark Therapeutics

Up to *500

Gateway Bank
Richard C. Schmitt, PA
PayPal Giving Fund

Individual Contributors:

$1000-%4999
Maguire, Michael

~ In Memory of Joey, Jim, & Bob Maguire
O'Connell, Jean

Rauenhorst, Kris & David

Rauenhorst, Richard & Elizabeth
Swanson, Sandy & Terry

$500-%999

Brown, Beth

Carlson, Lydia & Brent
Clarin, Jason

Grein, Deedrea
Hannemann, Vicky
Hansen, Dayna

Nagel, Michelle
Stinson, Mike

$250-%499
Becchetti, Chris
Bilal, Lateef
Bremer, Dick
Coomer, Paul
Curoe, Phil & Sue
Eggert, Dr. Ron
Foote, Tom & Laura
Gasterland, Barbara
Goldstein, Amy
Hedlund, Todd
Kearney, Dr. Susan
Manns, Joel

Nolan, Michael
Schulte, Scott
Wistrom, Thomas
Zervas, Jessica & Colin

$100-%249
Andrews, Paula
Anonymous Donor
Aurelius, Ann
Burton, Susan
Campbell, James
Carlson, Carolee
Carr, Kelly
Cenaiko, Jackie & Lanz, Richard
Chan, Ricky
Colling, Julia
Cordes, Melissa
Elzain, Doya
Faciana, Jesse
Flores, Danielle
Gard, Jaclyn
Gautam, Ajay

Gleason, Troy
Griffin, Connie
Grove, Angela
Hanson, Anne

Hays, Mike

Hays, Robert
Hemann, Josh
Hennen, Edward & Nancy
Hickman, Janice
Hutchison, Jessica
Kilanowski, Amanda
Kilanowski, Kelley
Kilanowski, Patricia
Kilroy, Michelle Marie
Kivel, Mary Lu
Klersy Daniels, Angie
Kress, Kevin
Lasister, Stephanie
Lerman, Mary M.
Leuze, Todd

Lin, Mark

Looney, Craig
Lutzwick, Pat
Makepeace, Ray
Mason, Julia
McGeary, Jenn
Mertens, Aaron
Messina, Elizabeth
Michelle, Michelle
Missaghi, Maya
Moores, Donna
Murphy, Brianna
Nelson, Jill

O'Brien, Patti & Tim
Padilla, Ryan

Paist, James
Phleger, Gary
Pilarski,

Price, Craig

Propp, Shirley
Rauenhorst, Stefanie
Ressen,

Rollins, Dennis
Rollins, Louise
Rusk, Dawn

Seiber, Julie

Smith, Damon
Stradtman, Jordy




(Continued from previous page)

The HFMD gratefully acknowledges our donors who have given so generously.
These are donations received from January 1 - September 30, 2024.

$100-%249 (continued)
Tessen, Teresa
Thorson, John
VandenBerg, Lauren
VandenBerg, Justin
VandenBerg, David
VandenBerg, Nicole
Vitali-Rasanen, Gina
Williams, Heather
Wyatt, Amy
Zahlmann, Sarah

Up to $99
Abrahamson, Sara
Alling, Gary
Bearss, Brian
Carlson, Ross
Carr, Lisa
Daniel, Latrice
Devine, Katherine
Doriotte, Theresa
Dresler, Kristin
Dreyer, Mark W.
Garza, Irene
Gassman, David & Rebecca
Gibson, Cindi
Goodale, Doug
Green, Renni
Hansen, Sandy
Hanson, Nicholas
Hayes, Scott
Heath, Justine
Hemmesch, Heidi
Herrity, Maggie
Hollon, Ellen
Huber, Molly
Huggins, Jeanne
Hug, Preenon
Hyduke,Sydney
Illies, Heather
Johnson, Tammi
Kilanowski, Jeremy
Kolar, Samantha
Kuehl, Phil & Laurie
Kuper, Lindsey
LaCoe, Jacqueline
Lerman, Bill

~ In Honor of John Bordeaux
Lesnar, Jennifer
Lukaszewski, Jean
Maguire, John

Marshall, Lennie

McCleary, Aurora
McLain, Mindy GIVING IS NOT ABOUT

McMahon, Kathleen MAKING A DONATION.
Merck, Jennifer IT'S ABOUT
Nauman, Deborah MAKING A DIFFERENCE.

O'Leary, Pat T

Pak, Kristina
Pechter, Stacy
FOR MAKING A DIFFERENCE!

Peltier, Skye
Peterson, Alix
Rykken, Anne
Schantzen, Melissa
Schulz, Randall
Sophaphanh, Ekalath
Stoecklein, Chad
Strom, Rebecca
Tamez, Ariana
Valentini, Mia
Valentini, Andrew
Valentini, Debra
Valentini, Dario
Valenzuela, Elijah
Valenzuela, Fernando
Vanden Branden, Kate
Waldvogel, Jill & Steve
Walsh, Deborah
Ward, Tammy
Watts, Taylor
Weiler, Sarah
West, Heather
Wiggen, Tammy
Wiggen, Talia
Wilkie, Gloria J.

~ In Honor of Patti O'Brien’s Birthday
Williams, Linda
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HFMD Affiliated Treatment Centers

Children’s Minnesota Center

for Bleeding & Clotting Disorders
2530 Chicago Ave S, Suite 175
Minneapolis, MN 55404
612-813-5940

Susan Kearney, MD, Medical Director
Skye Peltier, PA-C, MPH, Clinical Co-Director
Justin Nelson-Deering, MHA, CPhT,

Director of Ambulatory Services
Kate Garland, MD, Physician
Susan Kuldanek, MD, Physician
Stephanie Fritch Lilla, MD, Physician
Amy Goldstein, APRN, CNP, DNP, Nurse Practitioner
Cecily Wegmann, APRN, CNP, DNP
Shirley Molitor-Kirsch, APRN, CNP, Nurse Practitioner
Jennifer Lissick, PharmD, BCPS, Clinical Pharmacist
Elizabeth (lzzy) Lawson, PharmD, Clinical Pharmacist
Betsy Boegeman, MSW, LICSW, Clinical Social Worker
Sarah Hanson, Physical Therapist, DPT
Rachel Laquere, RDN, LD, Dietitian
Rachel Saunders, MS, CGC, Genetic Counselor
Claire Franke, RN, BSN, CPHON, Nurse Coordinator
Nicole Hart, RN, MS, Nurse Coordinator
Andrew Herlofsky, RN, HTC Nurse Coordinator
Sarah Kaiser-Schatzlein, RN, Nurse Coordinator
Chase Elgard, RN, Nurse Coordinator
Ali Kolste, Clinical Research Coordinator
Nicole Leonard, RN, BSN, CPHON, Nurse Coordinator
Jessica Meyer, RN, MSN, Nurse Coordinator
Sue Purdie, RN, BSN, HTC Nurse Coordinator
Victoria Andrews, RN, Nurse Coordinator
Hannah Batinich, RN, MSN, Nurse Coordinator
Latrice Daniel, CPhT, HTC Pharmacy Technician
Becca Shaheen, HTC Program Coordinator
Derek Carlson, Administrative Assistant

Sanford Health, Sioux Falls, SD Region
South Dakota Center for Bleeding Disorders
1600 West 22nd Street

P.0. Box 5039

Sioux Falls, SD 57117

605-312-1000 or 800-850-0064

Abbey Aasen, Mental Health Counselor
Maggie Ackerman, Social Work

Ashlee Blumhoff, CNP

Jordan Fritch, MD

Catherine Nelson, MD

Rasmussen, Meagan, Hematology Nurse
Brock Seefeldt, Mental Health Counselor
Abby Seydel RN

Dan Steventon, PT

Kimberly Van Iperen, RN, Research Nurse
KayeLyn Wagner, MD

M Health Fairview Center

for Bleeding & Clotting Disorders
2512 South 7th St, Ste 105
Minneapolis, MN 55454
612-273-5005

Mark Reding, MD—Medical Director

Helen Mclntyre, MBA, FACHE Vice President, Operations
Elaine Anderson, PCCN, RN

Lucy Bernhoft-Bediako, PA-C, Physician Assistant
Marianna Blair, MPH, Data Manager

Ricky Chan, PA-C, Physician Assistant

Bree Cherrier, Intake Coordinator Supervisor
Jacob Cogan, MD, Physician

Julia Colling, PA-C, Physician Assistant

Susan Curoe, RN, MS, Nurse Clinician

Ariana Genzler, CPhT, Pharmacy Coordinator

Jill Gilbertson, Intake Coordinator

Hillary Handler, Genetic Counselor

Maggie Herrity, RN, Nurse Clinician Supervisor
Allison Lehner, CPhT, Pharmacy Coordinator
Jenny Lesnar, CPhT, Lead Pharmacy Coordinator
Elizabeth Maha, Medical Assistant

Amy Marquez, MSHCI, CPhT, Operations Director
Marshall Mazepa, MD, Physician

Michael Nolan, RN, BSN, CCRP, Research Strategist
Dana Smith, Pharmacist/Pharmacy Manager

Erik Sneltjes, RN, Nurse Clinician

Imani Soward-Robinson, Medical Assistant

Erika Staub, RN, Nurse Clinician

Claire Steffenhagen, Intake Coordinator

Linda Tripp, DPT, Physical Therapist

Amy Wilson, MSW, LICSW, ACM, Social Worker

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)
Meera Sridharan, MD

Aneel Ashrani, MD, MS

C. Christopher Hook MD

Animesh Pardanani, MD

Asmaa Ferdjallah, MD, MPH

Emily Blocker PA

Alexis Kuhn, Pharm. D, RPh

Michael Hardler, Pharm D, RPh

Robert Glowac, Pharm D, RPh

Emily McTate, Psychologist/Pediatrics
Daniel Hilliker, Psychologist

Melinda Otto, LSW

Amy Eckerman, RN

Anja Rising, RN

Dawn Rusk, RN

Renata Ducharme, Secretary

Rebecca Trogstad, Research Coordinator

HFMD 2024
Board of Directors

Kristina Rauenhorst
President

Jean O’Connell
Vice President

Angela Klersy Daniels
Treasurer

Skye Peltier
Secretary

Chris Becchetti
Industry Rep

Julia Colling, PA-C
M Health Fairview

Danielle Flores
Industry Rep

Amy Goldstein, NP
Children's MN

Rajiv Pruthi, M.B.B.S.
Mayo Clinic

Mike Stinson

Bobby Strom

HFMD Staff

Tammy Ward
Office Administrator
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