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WINTER

THE HFMD’s 24™ ANNUAL
HEARTS OF HOPE GALA

Please join us for an evening of fine dining, a cocktail hour, a silent auction
and dancing to benefit the

Hemophilia Foundation of Minnesota/Dakotas

Saturday, February 10, 2024
6:00 pm - 11:00 pm

Metropolitan Ballroom & Clubroom
5418 Wayzata Boulevard, Golden Valley, MN 55416

To register, visit our website at: www.hfmd.org



http://www.facebook.com/thehfmd
https://www.instagram.com/thehfmd/
https://twitter.com/HFMD
https://hfmd.ejoinme.org/MyEvents/24thAnnualHeartsofHopeGala/HeartsofHopeRegistration/tabid/1401898/Default.aspx

HFMD Symposium 2023

We held our 5t annual Symposium back at the lovely community center of Eagan Minnesota.
Registration opened with coffee, lemonade, muffins, and time to visit our exhibitors. Children
were checked into HFMD Child-Life Programming with Vicki Neis and her wonderful Team where
kids get to have a blast while
learning about bleeding disor- / \
ders.

Executive Director, Jim Paist
shared an HFMD presentation
looking back on 2023 high-
lighting our programs and
services in action. Board Vice
President Jean O’Connell

shared some motivating infor- \ /
mation and words of wisdom
in becoming an Advocate and in being an Advocate. Jean spoke to the importance of access to
health care our community needs.

The Price Is Right theme song was a
bold tell for a gift-card drawing before
each company presentation (must be
present to win). Each company exhibit-
ing was given 10 minutes or less to
share their presentation. An old-
fashioned timer was in play to keep us
on schedule for the day.

Tammy Ward of HFMD handled all of the
slides and A/V for each presentation.

HFMD announced it will be changing its name, so we asked
members in attendance to share new organization name
suggestions in the “New Name” box. Members came up with
some intriguing ideas. Stay tuned as HFMD is planning a
rebranding campaign in 2024.

After some good sandwiches and fruit, it was time for a
favorite part of this event for many; the Roundtable Member
Discussions. We pushed tables together to make two big
group discussion tables. The topic on Table #1 was “what is
the most common challenge with your bleeding disorder,
and how to you resolve it?” Table #2 was “what should
HFMD's legislative priorities be for 2024.

To see our members engage each other in depth on some
important topics is gratifying and beneficial for all
involved. Overall the event was packed with information,
good discussions, and fun for all. Thank you to our event
exhibitors!

~ By Jim Paist




HFMD Group Fitness Program Rolls Along

As bowling is a fun family fitness activity, we held an event at Pinstripes in Edina on December 9.

Our group met in a nice
meeting space at 11:00 a.m.
with time to visit before
some interesting presenta-
tions on gene therapy with
bowling to follow.

While we enjoyed a nice
lunch, some thoughtful
guestions were asked by our
members during the presen-
tations.

Then it was time to hit the
lanes. While we have some skilled bowlers in our group, everyone had fun and got in some good
exercise. The HFMD would like to thank the program sponsors of this event.

B:OMARIN

NAME CHANGE SUGGESTIONS

The HFMD will be changing our name to be more
inclusive of bleeding disorders beyond hemophilia.

We ask for YOUR suggestions.
Email your ideas to info@hfmd.org



mailto:info@hfmd.org

SAVE THE DATE!

HFMD/RARE DISEASE COALITION
STATE ADVOCACY DAY

March 5", 2024

STATE OFFICE BUILDING

100 REV. DR. MARTIN LUTHER KING JR. BOULEVARD
SAINT PAUL, MN 55155




HFMD Education Dinner at the LEXINGTON

On Wednesday October 4", a group of bleeding disorders community members
joined the HFMD and our dinner sponsor, Lisa Cardarelli, from Takeda for a
HELLO Talk titled “My Factor, My Body”. Lisa provided valuable information with
comprehensive images and diagrams that helped us to understand the science

behind bleeding disorders, as well as practical advice and helpful tips to help overcome
the challenges bleeding disorder patients may face.

A big thank you to Lisa and Takeda for sponsoring this education dinner!



https://www.jivi-us.com/get-to-know-jivi/?utm_source=regional-national-media&utm_medium=qrcode&utm_campaign=JIV_DTC_qrcode_regional-national-media_PrintQR&utm_content=AWA_X_JIVFLTE_PRINT_HALF_PP-JIV-US-1786

Women and Teen Girls Event

Jonathan Padelford Riverboat Cruise
Saturday, Sept 30, 2024

The weather was perfect for the group on this CSL Behring sponsored Women and Teen Girls
Event aboard the Jonathan Padelford Riverboat Cruise on September 30%.

The event started with “Get to Know You Bingo” Icebreaker. The bingo cards had different “get
to know you” items in each box and participants had to go around to the group and have them
sign the box that corresponded with something about themselves. It was an interactive and fun
activity.

After the icebreaker, while lunch was being set up, the group had a few minutes to head to the
upper level of the Jonathan Padelford and enjoy the sunshine and scenic view.

After a light lunch of sandwiches and salad, Julia Colling, PA-C, from M Health Fairview gave a
very informative presentation titled “All About Iron”. She spoke of where iron is found in the
body, symptoms of iron deficiency and how to

treat it.

Julia also discussed the typical causes of iron
deficiency and how to prevent it, as well as the
best ways to increase your iron intake along with
other strategies to do so, such as a lucky iron
fish or leaf, which is used in cooking.

Next up to the microphone was CSL Behring advocate speaker, Kim

Walsh, from Pittsburg, PA. Kim shared a compelling story of her own

experiences growing up with heavy menstrual cycles for long peri-

ods of time, and being told it was normal. It wasn't until the age of 35
with the first three of her 5 children, that she
finally learned she had a bleeding disorder.
She spoke about being a mom, wife, friend,
nurse and being more than her bleeding dis-
order”. Kim's made an excellent point that a
bleeding disorder is not what you are, it's
something that you have.

A big thank you to Julia Colling and Kim Walsh
for speaking to this great group of women and
teen girls.

This event is sponsored by:




A BIG THANK YOU! TO ALL
OF OUR 2023 SPONSORS

—HEMA

Biologics






https://www.bleedingdisorders.com/
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Group Fithess Event in Rochester

We had a full house on October 14t at the HFMD hosted group fitness event at the
Bowlocity Entertainment Center in Rochester. This event had limited spots and filled
quickly.

After checking in at the registration table,
this group of mostly Mayo Clinic patients and
families, spent time chatting and getting to
know one another.

Dr. Rajiv Pruthi, MBBS, Medical Director

of Mayo Clinic Comprehensive Hemophilia

Treatment Center in Rochester, MN, shared a

few words with the group before lunch. Also

attending from Mayo HTC staff were Anja Arend, Amy Eckerman and Melinda Otto.

There was no educational component to this fitness event. We wanted everyone to
unwind, socialize and get to know other families in the bleeding disorder communities.

After a pizza lunch buffet, the group
settled into the private eight-lane suite
area for bowling fun.

For many of the participants, this group
fitness event was their very first HFMD
event. We welcome and encourage all
new bleeding disorder families to join
the HFMD community, where there is
understanding and support for those just
learning to navigate a bleeding disorder.

The HFMD would like to thank the Mayo

Clinic and HTC staff for supporting and

participating in this event!




CAMP UPDATES

Please mark your calendars for these Camp Events.

ANNUAL WINTER TEEN RETREAT
WHEN: MARCH 9-10, 2024

WHERE: YMCA Camp lhduhapi, Loretto, MN

FOR TEENS, AGES 13-17, WITH A BLEEDING DISORDER

Connect with other teens while enjoying fun indoor and outdoor
winter activities while gaining independence!

Registration Now Open!

SUMMER CAMP NOT A CLOT

WHEN: JULY 14-19, 2024 (to be officially confirmed soon)

WHERE: YMCA Camp Ihduhapi, Loretto, MN
FOR CHILDREN AND TEENS AGES 8-17 WITH A BLEEDING DISORDER

The Hemophilia Foundation of Minnesota/Dakotas is once again collaborating with YMCA
Camp Ihduhapi to host a 6 day traditional summer camp experience for campers with chronic
bleeding disorders. The mission of camp is to foster community among patients with bleeding
disorders and promote transition to independence. Campers enjoy all the fun of summer
camp, with the support of a specialized healthcare team. The cost of camp is covered by
HFMD. Registration for Camp Not a Clot will be open soon!




HFMD 2024 UPCOMING CALENDAR OF EVENTS

January 27, 2024: Teen Event at ProKart Indoor Racing, Burnsville, Registration Now Open!

February 10, 2024: 24" Annual Hearts of Hope Gala Fundraiser at the Metropolitan Ballroom. Registration Now Open!
March 5, 2024: HFMD/Rare Disease Advocacy Day, State Capitol, St. Paul, MN. SAVE THE DATE!

March 6-7, 2024: Washington Days, National Bleeding Disorders Foundation, Washington DC. SEE NBDF WEBSITE
March 9-10, 2024: Teen Winter Retreat at Camp Ihduhapi, Loretto, MN. Registration Now Open!

April 19-20, 2024: Annual Members' Meeting at Mermaid Entertainment Center. Registration Now Open!

June 13, 2024: Education Dinner at the Tap House West End in Rochester, MN. SAVE THE DATE!

July 14-19, 2024: Summer Camp Not-A-Clot. YMCA Registration Opening Soon!

July 27, 2024: South Dakota Family Education Day. SAVE THE DATE!

August 10, 2024: Step Out for Bleeding Disorders Walk Fundraiser, Central Park Roseville. SAVE THE DATE

November 23, 2024: HFMD Industry Symposium. SAVE THE DATE!

Check the HEMD Events Calendar for more information or to register for the events listed above.

The HFMD needs your help in spreading the news!

As the only resource of its kind in Minnesota & South Dakota, it is very

important for us to reach any and all patients/families, supporters & 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!



mailto:info@hfmd.org
https://www.hfmd.org/events/

The HFMD gratefully acknowledges our donors who have given so generously.
These are donations received from January 1 - December 31, 2023.

Business & Organization
Contributors:

$45,000 and Up

Children’s Minnesota

Mayo Foundation for Medical
Education & Research

M Health Fairview

$9,000 - $45,000
Bayer Healthcare
BioMarin

CSL Behring

CVS Health
Genentech Foundation
HEMA Biologics

Novo Nordisk

Sanofi

Takeda

$3,000 - 8,999
Accredo

ARJ Infusion
InfuCare Rx
Medexus
Octapharma
Optum Rx

Pfizer

Soleo Health
Spark Therapeutics

$1,000 - $2,999
Hemophilia Alliance Foundation
Maguire Agency

$500 - $999

3M Community Giving Match Program

Catholic Foundation on behalf of
Jean O'Connell

Deano’s Collision

Gateway Bank

Grandview Lodge

Sanford Health

Toro Corp

Up to $499

Arrowwood Resort
Blackstack Brewery
Bulldog Lowertown

Cafe Latte

Children's HTC Staff
Claire Ward Illustration
Country Pleasures Cafe
DC Salons/Debbie Crochet
Discover Strength

Five Rocks Distilling
Gerten’s Garden Center
Great Lakes Aguarium
Great Wolf Lodge

Green Garden Bakery
Holiday Inn Express Brainerd/Baxter
Kwik Trip

Minnesota Orchestra

Minnesota State Fair
Minnesota Twins

Minnesota Vikings
Minnesota Wild

Mr. Paul's Supper Club
Nordic Ware

North Shore Scenic Railroad
Olive Grove

Prairies Edge Casino

Punch Pizza

Radisson Blu at MOA
Science Museum of MN

St Paul Saints

Triple Shift Entertainment

W A Frost Wagner’s Creations
Walgreens

Zorbaz on Gull Lake

Individual Contributors:

$1,000 - $4,999

Anonymous Donors

Nagel, Michelle

0'Connell, Jean

Rauenhorst, Richard & Elizabeth
Rauenhorst, Kris and David
Swanson, Sandra & John

$500-%999

Becchetti, Chris & Gail
Brown, Beth

Carlson Family, Lydia & Brent
Clarin, Jason
Hannemann, Vicky
Kearney, Dr. Susan
Kurth, Margaret
Laquere, Rachel
Maguire, Michael
Paist, Jim

Schulte, Barby
Schulte, Karen
Stinson, Mike
Wistrom, Cheryl

$200-%499

Baumann, Kim

Curoe, Sue

Flannigan, Shaun & Jennifer
Goldstein, Amy
Gould, Charles
Hedlund, Todd
Hemann, Josh
Horrocks, Travis
Hutchison, Jess
lanello-Zimmer, Dena
Kivel, Mary Lu
Klersy-Daniels, Angie
Lanz, Richard
Maguire, Michael,

- In Honor of Joe, Jim, & Bob Maguire

Mathwig, Nancy
Messina, Elizabeth
Missaghi, Maya
Phleger, Gary

Propp, Shirley

Ressen, Teresa

Roecker, Stephanie M.

Rudolph, Lonnie & Marilyn
Schneider, Theresa & Simpson, Mark
Smith, Lisa

Valentini, John

$100-%199

Anderson, Mya

Blomberg, Allison

Carl Dietz Charitable Fund
- In Memory of Mason Schulte

Cooley, Gary

Cordes, Melissa

Crooks, Paul

Duchman, Allison

Erdmann, Matthew

Gabrych, Travis

Geer, Rosie

Gollinger, Deirdre

Hamilton, Michelle

Hayes, Scott

Hennen, Edward and Nancy

Hickman, Janice

Hug, Preenon

Kilroy, Michelle Marie

Kivel, Anne & Nicholas

Lally, Joe

Lee, Harlist

Lukaszewski, Marty

Maguire, Maggie

Makepeace, Ray

Martin, Eleanore

Mclntyre, Helen

Nelson-Deering, Justin

Oberbeck, Joan

Rollins, Andy Strand

Rollins, Dennis

Swanson, Ellis & Geraldine

Toberman, Howard

Usmael, Eftu

Vitali-Rasanen, Gina

Wiener, Mark

Williams, Heather

Wyatt, Amy

$50-%99

Anderson, Elaine
Becker, Ami

Bernhoft Bediako, Lucy
Blood, Kalee

Cordes, Roc

Doriott, Theresa
Dreyer, Mark W.
Ellefson, Jaci
Elmstrom, Marlene
Furlong, Sandra
Gibson, Sally
Glascock, Christopher
Hanson, Nicholas
Johnson, DeeDee
Kay, Sari




Individual Donations received from January 1 - December 31, 2023 (continued)

$50-%99 (continued)
Kaye, Aaron

Kaye, Fay
Kittleson, Amy
Lebor, Jennifer
Makepeace, Jeffrey
Marquez, Amy
McGeary, Jenn
McLain, Jaime
Merck, Jennifer

Messina Cervellone, Suzanne

Nasby, David
Network for Good
Peltier, Skye
Phillips, Ben
Potter, Virginia
Rollins, Andrew
Seydel, Sam
Vajgrt, Michael
Valentini, Joelle
Valentini, Mari
Valentini, Mia
Walsh, Deborah
Ward, Tammy and Mikal
Wiggen, Talia
Wiggen, Tammy
Wistrom, Brandon

Up to %49

Anderson, Danielle
Anderson, Dina and Chad
Bearss, Bryan

Blau, Lucia and Peter
Bradberg, Heather
Brodin, William

Busch, Therese
Cave, Marc
Chatman, Stacia
Edwards, Kristie
Faber, Denise
Fall, Alyssa
Goodale, Doug
Goree, Carolyn A.
Hammock, Kia
Hansen, Dayna
Hanson, Sarah
Hemstock, Jenna
Huber, Molly
Kinsella, Ashley
Klersey, Angie
Kuper, Lyndsey
Lapanta, Darcy
Lesnar, Jennifer
Linder, Kimberlee
Makela, Kim
Masog, Katie and Tom
Nasby, Peggy
Neville, Kathie
Palan, Tara and Jimmy
Pechter, Stacy
Penningroth, Mitchell
Peterson, Alix
Radanke, Jodi
Riedemann, Laura
Rollins, Alex
Rollins, Louise
Rossin, Andrea
Saunders, Rachel
Schatz, June
Shaheen, Becca

Smith, Danny
Thompson, Molly
Thorn, Amy

Tokar, Paul & Mary
Valentini, Andrew
Valentini, Dario
Valentini, Debra
Valentini, Lawrence
Vanden Branden, Claire
Veldt, Priscilla
Waldvogel, Jill
Webber, Leah
Welchez, Arnold
Wolfe, Jeanette
Zervas, Jessica




Hemophilia Treatment Centers (Tri-State Area)

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

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

Ali Kolste, Clinical Research Coordinator

Nicole Leonard, RN, BSN, CPHON, Nurse Coordinator
Kaity McKenna, RN, BSN, Nurse Coordinator

Jessica Meyer, RN, MSN, Nurse Coordinator

Shirley Molitor-Kirsch, APRN, CNP

Devin Nelson, RN, BSN, CPHON, Nurse Coordinator
Sue Purdie, RN, BSN, HTC Nurse Coordinator
Victoria Andrews, RN, Nurse Coordinator

Hannah Batinich, RN, MSN, Nurse Coordinator
Latrice Daniel, CPhT, HTC PharmacyTechnician

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

Brianna Murphy, DO

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
Ashley Buxton, Intake Coordinator

Ricky Chan, PA-C, Physician Assistant

Bree Cherrier, Intake Coordinator Supervisor
Julia Colling, PA-C, Physician Assistant

Susan Curoe, RN, MS, Nurse Clinician

Jill Gilbertson, Intake Coordinator

Hillary Handler, Genetic Counselor

Vicky Hannemann, RN, BSN, Nurse Clinician
Maggie Herrity, RN, Nurse Clinician

Harlist Lee, MA, Medical Assistant

Allison Lehner, CPhT, Pharmacy Coordinator
Jenny Lesnar, CPhT, Lead Pharmacy Coordinator
Amy Marquez, BS, CPhT, Operations Director
Marshall Mazepa, MD, Physician

Michael Nolan, Research Strategist

Dana Smith, Pharmacist/Pharmacy Manager

Erik Sneltjes, RN, Nurse Clinician

Imani Soward-Robinson, Medical Assistant

Erika Staub, RN, Nurse Clinician

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)
Aneel Ashrani, MD, MS

Renata Ducharme, Secretary

Amy Eckerman, RN

Asmaa Ferdjallah, MD, MPH

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

Daniel Hilliker, Psychologist

C. Christopher Hook MD

Alexis Kuhn, Pharm. D, RPh

Emily McTate, Psychologist

Amy Olson-Treptow, Research Coordinator
Melinda Otto, LSW

Anja Rising, RN

Dawn Rusk, RN

Meera Sridharan, MD

Rebecca Trogstad, Research Coordinator
Steve Viker, 340 Program Manager

HFMD 2024
Board of Directors

Kristina Rauenhorst
President

Jean O’Connell
Vice President

Angela Klersy-Daniels
Treasurer

Chris Becchetti
Industry Rep

Julia Colling, PA-C
M Health Fairview

Brian Duval

Danielle Flores
Industry Rep

Amy Goldstein, NP
Children’s MN

Brianna Murphy, MD
Sanford Health

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

Mike Stinson

HFMD Staff

Jim Paist
Executive Director

Tammy Ward
Administrative Assistant




