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HFMD’s Annual Members’ Meeting is almost here!
There is still time! Click HERE to register now for

The HFMD Annual Meeting!
Registration Deadline: April 14th.

/A HEMOPHILIA
HFMD FOUNDATION

Friday, April 21st  5:30 pm-8:00 pm
Saturday, April 22nd  8:00 am-3:00 pm

Mermaid Entertainment and Event Center
2200 Mounds View Boulevard
Mounds View, MN 55112

Reconnect with other community members during this fun,
family oriented and educational event!

We are honored to welcome this year's Keynote Speaker,
Dr. Rajiv Pruthi, Medical Director at the Mayo Clinic HTC!

Also featuring our popular “ASK THE EXPERT” panel
as well as Child Programming with fun activities!



https://www.facebook.com/theHFMD
https://www.instagram.com/thehfmd/
https://twitter.com/home
https://www.hfmd.org/event/hfmd-annual-meeting-3/?instance_id=86170

2023 Hearts of Hope Gala

The 23™ Annual Hearts of Hope Gala was held on February |1, 2023 at the Metropolitan Ballroom and
Clubroom in Golden Valley. It was an amazing event!

The venue was beautifully decorated for the occasion. This year, the social hour and silent auction were
extended to two hours. This gave people more time to mingle, enjoy a cocktail and check out all of the
items that were available to bid on.

We had a really great assortment of items up for bid. The generosity of the auction item donors and the
bidders exceeded our expectations! Gala participants were able to bid on overnight stays at wonderful hotels
and resorts, dining gift cards, fun road trip packages to places around Minnesota and sports memorabilia, as
well as shopping, coffee and bakery gift cards. There were also a variety of phenomenal baskets and
hand-crafted items, and gifts for those that like to mix up a special drink now and then. There was even a
snow blower donated by Toro, and this is definitely a good year to have that!

Two other fundraising items were big hits at the Gala. The staff from the M Health Fairview HTC
volunteered and put together a Gift Card Wall raffle. The raffle was so popular that it sold out before the
social hour had even ended! A big thanks to the M Health Fairview staff for doing this.

We were also fortunate enough this year to have an unexpected donation from a local business that allowed
us to do a Liquor Wagon Raffle. The raffle was a winner-takes-all drawing and included a wide variety of
spirits, cordials, a case of wine, several local beers and some popular seltzer drinks. It was wonderful of
Nate Johnson to spend his evening as a volunteer, selling tickets for the Liquor Wagon Raffle.
Congratulations to the big winner, Ricky Chan, of M Health Fairview!

Other changes this year included dropping the Live Auction and shortening the program time. A shorter
timeframe certainly didn’t detract from the fabulous job that Kris Rauenhorst and John Schulte did as

hosts of the event. Their stories and content of the program could not have been any better. They made the
evening spectacular!

Social hour and after dinner music was provided by D] Ray Mills. He is an official D) for the Minnesota
Vikings. The event ended at | |pm, and there were a few people still on the dance floor until the very end.

Our hearts are truly warmed by the generous outpouring of support for the programs that the HFMD offers.
The Gala is essential to us being able to continue to serve the bleeding disorder community. Thank you to

all that had a part in making this year’s event a success.

Check out some of the photos on the next page.
-by Peggy Nasby
Thank You to the 2023 Gala Sponsors:

Bayer Healthcare M Health Fairview

CSL Behring HEMA Biologics Optum Rx
Biomarin  Children’s Minnesota  InfuCare Rx Medexus Pharma

Mayo Clinic Novo Nordisk Octapharma

Takeda Gateway Bank Sanford Health




Photos from the 2023 Hearts of opeala

JC Photography
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You are invited to...

NOT-4_
&oHE

UV'

July 16 - July 21, 2023

at YMCA Camp Ihduhapi

3425 Thduhapi Road Loretto, MN 55357
Register Here Use code HEMOPHILIA

/. HEMOPHILIA
HEMD FOUNDATION
N

OF MINNESOTA/DAKOTAS

For children with bleeding disorders, ages 8-17



https://www.ymcanorth.org/camps/camp_ihduhapi/summer_camp/overnight_camp/camp_not_a_clot

Explore Head-to-Head
Pharmacokinetic (PK) Study Data

See half-life, clearance, and other PK data from the crossover
study comparing Kovaltry® and Advate®.

Visit Kovaltry-us.com to find out more. :
o } Kovaltry’

© 2023 Bayer. All rights reserved. Bayer, the Bayer Cross, and KOVALTRY are registered trademarks
of Bayer. PP-KOV-US-0690-1 03/23 o F Y
‘ Antihemophilic Factor (Recombinant)
* A

_ X

SCHOLARSHIP APPLICATIONS NOW AVAILABLE ONLINE!

Each year, the HFMD is honored to award scholarships to students pursuing their post-secondary
education.

Applicants 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.

As part of the application process, students provide information about their education goals, their
extracurricular activities and hobbies, work and volunteer history and outstanding achievements.

Letters of recommendation from previous or current academic advisors or instructors, as well as one
from a friend or co-worker, are also required.

The applications for the 2023-24 school year are currently available for submission, and must be
received by June 1, 2023.

HFMD will mail out acceptance letters to the scholarship recipients mid-July. Awarded scholarship
funds will be paid directly to the academic institution.

Scholarship applications and more information can be found HERE on
the HFMD website.

Good luck, students!



https://www.hfmd.org/resources/scholarships/

2023 Teen Retreat

The Annual HFMD Teen Retreat was held at Camp lhduhapi in Loretto, MN, February 18-19. It was great
to be back at Camp lhduhapi, and fun to see the camp site through a snowy winter lens. We lucked out

with beautiful sunny weather!

We truly had a blast. After introductions, we started right away with the lhduhapi staff facilitating outdoor
survival education and shelter building in the snowy forest. After warming up with lunch, we completed a

great team building activity called “communication breakdown.”

From there, teens had the opportunity to choose between staying outside to scale the giant climbing wall,
or relaxing inside the bunkhouse for arts and crafts. We met up as a large group again for snow tubing

down the infamous Toboggan Hill, which was a highlight for many!

Everyone participated in an educational session developed by The National Hemophilia Foundation called
“Do you Bleed like Me.” We learned about the three different bleeding disorders represented in our

group and discovered some key similarities and shared experiences.

Our final structured activity of the evening was a game comprised of a series of friendly competitions
that we titled, “The Game of Life.” The group was split up into two teams, and together, they competed
in games or challenges based upon varying life skills. These skills included creative problem solving,

budgeting, phone calls to health providers, speed lkea furniture building, and food preparation.
The teens really came together in the food prep challenge, making delicious guacamole and pineapple salsa

from scratch.

After a busy day, we all enjoyed the opportunity to debrief and relax by a campfire under the stars, play
board games, and just hangout and bond in the bunkhouse.

This retreat is held annually to foster friendship and connections among the teen members of the
community; to develop life skills to promote transition to independence; and to have fun. A huge shout
out to each of the teens who attended for bringing an incredible energy to the weekend! An additional

thank you to the young adults who provided insight and helped to plan the event.
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g;D ELVION
Con o eonbian b s P

FIT DOSING TO TAKE FIXLEVELS
SPONTANEOUS YOUR LIFESTYLE TO ANOTHER LEVEL

WITH O SPONTANEOUS WITH 7- AND 14-DAY WITH 20% STEADY-STATE
BLEEDS! DOSING OPTIONS! TROUGH LEVELS ON 7-DAY
FDAAPPROVED PROPHYLACTIC USE

* Hemaphilia FIX Mar ket Assessment. Third-Party Market Research

} The average AsER for people who started and stayed on 7- or 14-day prophylaxis was 0. For people who switched to prophylaxis from on-demand, the average AsBR was 07,
AsBR-annualzed spontaneous bleed rate

¢ Once well-controlled (1 monthwithout spontaneous bleeding or requiring dose adiustments an a weekly dase of 240 IU/kg), people 12 yearsand older can be transitioned to 14-day dasing

IMPORTANT SAFETY INFORMATION
IDELVION®, Coagulation Factor X (Recombinant). Albumin you are taking. Do not use IDELVION if you know you are allergicto any o
Fusion Protein (rF[X-FP), is used to control and prevent bleeding its ingredients. including hamster proteins. Tell your doctor if you previously
episodes in people with hemophilia B. Your doctor might also had an allergic reaction to any FIX product

give you IDELVION before surgical procedures. Used regularly

as prophylaxis. IDELVION can reduce the number of bleeding B

e S of prescribing information on adjacent page and full prescribing
SRbLES information including patient product information at IDELVION.com.

gjlct)c:\cjl‘"(u’(r\\!:w ?i::?ﬁgﬁfg?o\lf"}frﬁw\wi::ft%i(l.gljift;:c&:?r:l(ﬁt:ri' ihon You are encouraged to report negative sice effects of prescription drugs to
Sy N % i e b P the FDA Visit www.fda.gov/medwatch, or call 1-800-FDA-1088

caregiver. Do not inject IDELVION without training and approval

from your healthcare provider or hemophilia treatment center. You can also report side effects to CSL Behring's Pharmacovigilance

Tell your healthcare provider of any medical condition you might Deparment st 1850 915 0950

have, including allergies and pregnancy. as well as all medications

Biotherag

sssia PA 19406-0g01 USA

o
IDELVION is manufactured by CSL Behr! ing mbH and dis d by CSLBehring LLC
IDELVION ¢ gr e I
L e "

Biotherapies for Life®




Group Fitness Event at Vertical Endeavors

If you’ve ever thought about reaching new heights, the HFMD Group Fitness event on Saturday,

March |1, 2023 was perfect for you! T R) '?

e MSEm
Sponsored by Bayer Healthcare and Optum Rx, participants = = & f
met up at Vertical Endeavors in St. Paul for some indoor R .‘f.
rock climbing and an educational program. The event also ' It%

included lunch for the attendees.

The agenda topic was “Being Prepared for a Hemophilia
Emergency.” The program was presented by Mya Anderson
of Bayer. The information she shared will help Hemophilia
patients and caregivers gain the communication and
advocacy skills that may be needed in emergency care and

travel situations.

Vertical Endeavors offers action-packed indoor climbing fun
for people of all ages and abilities. It’s a place where the

whole family can challenge themselves and have a blast!

We’re grateful to Mya Anderson on behalf of Bayer and
Lateef Bilal on behalf of Optum Rx for hosting the event.

Thanks, too, to all of the individuals and families who took

part in this event. We hope you had fun and learned
something new!




& HEMGENIX

etranacogene dezaparvovec-drlb

E4%i5 LEARN MORE AT
mxim HEMGENIX.COM

HEMGENIX is manufactured by uniQure Inc. and distributed by CSL Behring LLC. ™
HEMGENIX" is a registered trademark of CSL Behring LLC. CSL Behrln
©2023 CSL Behring LLC. 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA

www.CSLBehring.com www.HEMGENIX.com USA-HGX-0393-MAR23

The HFMD needs your help in spreading the news!

Like many organizations, HFMD went paperless in 2021.

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’s 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 will-
ing 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
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Upcoming Calendar of Events

April 21-22,2023................... HFMD Annual Meeting
Mermaid Event Center, Mounds View, MN

July 16-21, 2023

Camp Not-a-Clot (Summer Youth Camp)
YMCA Camp |Ihduhapi, Loretto MN

July 29, 2023

South Dakota Family/Education Day
Sioux Falls Canaries Baseball, Sioux Falls, SD

September 9, 2023

HFMD Annual Step Out for Bleeding Disorders Walk
Como Park, St. Paul

November 18, 2023

HFMD 5th Annual Symposium
Eagan Community Center, Eagan, MN

Visit our website at www.hfmd.org/events
for more information and to register!

HF M The HFMD Annual Walk has a
Hemophilia Foundation New Date, New Time and

of Minnesota/Dakotas

New Location!
yStep Out

for Bleeding Disorders

Mark Your Calendars!

Saturday, September 9, 2023
Como Park Picnic Pavilion
1199 Midway Parkway, St. Paul, MN
3:00 pm - 6:00 pm

***Form your Team and Click HERE to Register Now***



https://raceroster.com/events/2023/74093/2023-step-out-for-bleeding-disorders-fundraising-walk

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

These are donations received from January | - March 31, 2023

Organizational & Business
Contributors:

$75,000 and Up

Mayo Foundation for Medical
Education & Research

9,000 - *74,999
CSL Behring
Genentech

3,000 - *8,999
Accredo

AR] Infusion
Bayer Healthcare
CVS Health
HEMA Biologics
InfuCare Rx

M Health Fairview
Novo Nordisk
Octapharma
Optum Rx

Pfizer

1,000 - 52,999

BioMarin

Children’s Hospitals and Clinics
of Minnesota

Maguire Agency

Medexus

Takeda

$500 - *999
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 lllustration
DC Salons/Debbie Crochet
Discover Strength

Five Rocks Distilling
Gertens Garden Center
Great Lakes Aquarium
Great Wolf Lodge
Green Garden Bakery

Holiday Inn Express Brainerd/Baxter

Knights of Columbus
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

Woagner’s Creations
Zorbaz on Gull Lake

Individual Contributors:

1,000 - *4,999

Nagel, Michelle

O’Connell, Jean

Rauenhorst, Richard & Elizabeth
Rauenhorst, Kris & David

$500 - 999
Becchetti, Chris & Gail
Brown, Beth
Clarin, Jason
Hanneman, Vicky
Kearney, Dr Susan
Laquere, Rachel
Paist, James
Schulte, Barby
Schulte, Karen
Stinson, Mike

$200 - 499
Baumann, Kim
Carlson, Lydia
Curoe, Sue
Flannigan, Jennifer
Flannigan, Shaun & Jennifer
Goldstein, Amy
Gould, Charles
Hedlund, Todd
Hemann, Josh
Horrocks, Travis
Hutchison, Jessica

lanello-Zimmer, Dena
Kivel, Mary

Lanz, Richard
Mathwig, Nancy

Michael L. Maguire In Honor
of Joe, Jim & Bob Maguire

Phleger, Gary
Ressen, Teresa
Roecker, Stephanie M

Rudolph, Lonnie & Marilyn
Simpson, Mark & Theresa Schneider

Smith, Lisa

*100 - *199
Anderson, Mya
Blomberg, Allison
Duchman, Allison
Erdmann, Matthew
Geer, Rosie
Gollinger, Deirdre
Kilroy, Michelle Marie
Lally, Joe

Lee, Harlist
Makepeace, Ray
Nelson, Justin
Sanjay Hayes, Scott
Wiener, Mark
Williams, Heather

50 - *99
Anderson, Elaine
McLain, Jaime
Merck, Jennifer
Nasby, David
Phillips, Ben
Seydel, Sam
Ward Family

Up to *49
Anonymous Donor
Bearss, Bryan

Blau, Lucia and Peter
Edwards, Kristie
Goodale, Doug
Hanson, Nicholas
Hickman, Janice
Kivel, Nick & Anne
Kuper, Lyndsey
Masog, Katie
Neville, Kathie
Palan, Tara
Pechter, Stacy
Schatz, June
Welchez, Arnold




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

Victoria Andrews, RN, Nurse Coordinator

Hannah Batinch, RN, MSN, Nurse Coordinator

Elizabeth Boegeman, LGSW, Social Worker

Derek Carlson, Administrative Assistant

Latrice Daniel, CPhT, HTC Pharmacy Technician

Claire Franke, RN, BSN, CPHON, Nurse Coordinator

Kate Garland, MD, Physician

Amy Goldstein, APRN, CNP, DNP, Nurse Practitioner

Sarah Hanson, Physical Therapist, DPT

Nicole Hart, RN, MS, Nurse Coordinator

Alli Kolste, Clinical Research Coordinator

Susan Kuldanek, MD, Physician

Rachel LaQuere, RDN, LD, Dietitian

Elizabeth (lzzy) Lawson, PharmD, Pharmacist

Nicole Leonard, RN, BSN, CPHON, Nurse Coordinator

Stephanie Fritch Lilla, MD, Physician

Jennifer Lissick, PharmD, BCPS, Pharmacist

Kaity McKenna, RN, BSN, Nurse Coordinator

Jessica Meyer, RN, MSN, Nurse Coordinator

Shirley Molitor-Kirsch, APRN, CNP

Devin Nelson, RN, BSN, CPHON, Nurse Coordinator

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

Becca Shaheen, HTC Program Coordinator

Cecily Wegmann, APRN, CNP, DNP

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

Rebecca Trogstad, Research Coordinator
Steve Viker, 340 Program Manager

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

Elaine Anderson, PCCN, RN

Lucy Bernhoft-Bediako, PA-C, Physician Assistant

Ashley Buxton, Intake Coordinator

Ricky Chan, PA-C, Physician Assistant

Julia Colling, PA-C, Physician Assistant

Susan Curoe, RN, MS, Nurse Clinician

Jill Gilbertson, Intake Coordinator

Nikki Greene, Pharmacy Coordinator

Hillary Handler, Genetic Counselor

Vicky Hannemann, RN, BSN, Nurse Clinician

Maggie Herrity, RN, Nurse Clinician

Harlist Lee, MA, Medical Assistant

Jenny Lesnar, CPhT, Lead Pharmacy Coordinator

Amy Marquez, BS, CPhT, Operations Manager

Marshall Mazepa, MD, Physician

Alex McKeever, Intake Coordinator Supervisor

Michael Nolan, Research Strategist

Dana Smith, Pharmacist

Erika Staub, RN, Nurse Clinician

Linda Tripp, DPT, Physical Therapist

Amy Wilson, MSW, LICSW, ACM, Social Worker

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

Brianna Murphy, DO

Abbey Aasen, Mental Health Counselor
Maggie Ackerman, Social Worker

Ashlee Blumhoff, CNP

Jordan Fritch, MD

Alyssa Johannsen RN

Catherine Nelson, MD

Brock Seefeldt, Mental Health Counselor
Abby Seydel RN

Dan Steventon, PT

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

Hemophilia Foundation
Of Minnesota/Dakotas

2023 Board of Directors

Kristina Rauenhorst
President

Jeaan O’Connel
Vice President

Angela Klersy-Daniels
Treasurer

Julia Colling
PA-C

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
Tammy Ward
Administrative Assistants

HFEMD
v

HEMOPHILIA
FOUNDATION

OF MINNESOTA/DAKOTAS




