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HFMD IS ACCEPTING NOMINATION APPLICATIONS FOR THE

The CSL Behring program, Getting’ in the Game®™ Junior National Championship
was the first national sporting competition designed specifically for the bleeding disorders
community. The program gives children with bleeding disorders an opportunity to compete
in baseball, basketball, golf or swimming and provides education and information-sharing
opportunities for participants and their parents/caregivers.

Who is eligible: Children between 7-18 years of age with a bleeding disorder (nominees
must be accompanied by a caregiver 25 years of age or older at the event. Due to state and
federal laws, CSL is unable to permit healthcare professionals to attend.) Special considera-
tion will be given to first time attendees, but all children who have attended in the past are
welcome to apply again!

Cost: Free! CSL Behring will sponsor two chapter nominees and one accompanying caregiver
for each nominee to participate in the program. This sponsorship will include the coordina-
tion and cost of airfare, ground transportation in Henderson, Nevada, and hotel arrangements
(attendees will be responsible for transportation to/from their hometown airport).

*This event is limited to the nominee and one caregiver only. CSL is unable to accommodate
additional family members at any JNC related events.

During the program nominees will have the opportunity to:

¢ Take part in baseball, basketball, golf, or swimming activities to learn the fundamentals
and enhance their skills in that sport.

Learn about the importance of physical fitness and managing a bleeding disorder and
receive instructions on proper stretching techniques and good athletic form.

Show off their ability in the national competition with fellow nominees from around the
country.

Connect and build relationships with fellow members of the bleeding disorders
community by sharing their personal experiences with one another.

Click HERE for the nomination application form or go to HFMD.org/events/
Return completed application form to: tammyw@hfmd.org

For more information about the JNC, visit www.csljnc.com
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Pre-Camp Family Lunch!
July 14, 2024, 11:00 a.m.

Many campers have a long drive to Camp Not-A-Clot, so why not come and enjoy a free lunch
before Camp registration starts. Get to know other campers and their families in a smaller setting.
There will also be a short education program:

Celebrating Connection in the Hemophilia & Bleeding Disorders Community!

This event is for all BDAND and HFMD Camper families.

Warren’s Restaurant
115 Railway St W, | Loretto, MN 55357




HFMD IMPORTANT ANNOUNCEMENT

As you may have seen in an announcement sent out to the HFMD Community on May 17", 2024,
long-time Executive Director, James Paist has left the Foundation to move on to new endeavors.

We wish to express our deepest appreciation for Jim's nearly 20 years of service to HFMD and
our bleeding disorders community.

The office remains open. Tammy Ward is available to handle HFMD business.

Tammy can be reached by any of the following:

Email: tammyw@hfmd.org
Office: 651-406-8655
Cell: 612-242-9664

The Board of Directors will keep you updated on our transition plans. If you would like to
contact the Board President, Kris Rauenhorst, please email:

BoardPresident@hfmd.org;

2024-2025 SCHOLARSHIP WINNERS ANNOUNCED

Mendota Heights, Minnesota, July 3, 2024 - The Hemophilia Foundation of Minnesota/Dakotas is excited
to announce the scholarship recipients for the 2023-2024 academic school year. Congratulations to the
HFMD 2023-2024 scholarship winners, each who exemplify a strong commitment to their education and
communities. We are proud to provide scholarships to students from our hemophilia community each
year, to support their education journey, gain independence and help them establish strong and secure
financial futures.

Congratulations & Good Luck!

TO THE FOLLOWING SCHOLARSHIP AWARD RECIPIENTS:

Lindsay Daschner Nicholas Hanson
University of Sioux Falls Minnesota State Colleges, Winona

Carson Klersy Alyssa Persell
North Dakota State University Century College, White Bear Lake

The HFMD commends these students for their academic accomplishments, and wish them the best of luck in
attaining their educational goals. The HFMD scholarship application for the 2025-2026 academic school year
can be found on the Hemophilia Foundation of Minnesota/Dakotas website at www.hfmd.org.
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Annual Meeting, April 19-20, 2024

On Friday, April 19™, our group settled in for a fun and casual evening of dinner music and mingling to start off
the 2024 Annual Meeting, held once again at the Mermaid Entertainment Center in Mounds View, MN. We
saw new and familiar faces in attendance and had a warm welcome for all.

The buffet dinner was opened at 5:30 and while meals were enjoyed, we entertained by one of our very own
community members, the lovely and talented Annelise Carlson.

Annelise drew curiosity, awe, and wonder with her musical talent. When | asked for background on her
musical journey, mom, Lydia shared: “She plays an instrument called the guzheng, or Chinese Zither. The
instrument is a Chinese traditional instrument several thousand years old (she plays a modern one, but the
instrument has been around that long). The instrument has a very traditional sound, and its pentatonic scale
is especially soothing, so she has enjoyed sharing her talents with patients at the Mayo Clinic, Camp Not a
Clot, and of course, the Annual Meeting. Annelise has studied the instrument for 6 years with a teacher here
in Minnesota and another teacher in Arizona. She has competed in a number of international competitions
and has won top prizes including one on Chinese TV, another in Shenzhen, China, and one in Hong Kong.”

We hope Annelise will be back to perform for us again in the near future!

After dinner the HFMD group hit the bowling lanes. We reserved 6 lanes from 6:30-8:30. We broke this into
two 1-hour bowling sessions. When Members check in at the registration table, they sign up for the preferred
bowling session.

Once bowling got underway, we observed a lot of laughter, joking, light hearted teasing, with high-fives and
fist bumps from our group. Bowling wrapped up at 8:30 and all adjourned for the evening.

SATURDAY, APRIL 20*:

Bright and early Saturday morning, as 19 exhibitors lined
the perimeter of the Atlantis Ballroom, breakfast was
served to our hungry bunch. HFMD Board Vice President,
Jean O’Connell opened with a Group Action project. Teens
were encouraged to stay for this part of the session, as it
is important that they learn to advocate for themselves, as
well as others. Members looked up the number to their
local state representative, calls were made and messages left asking the representatives to support these
three bills:

¢ Full Funding for Rare Disease Advisory Council — HF 3841
¢ Medical Bill Debt Relief — HF 4100
¢ Prior Authorization Reform Bill - HF 3578.

(Continued on next page)




After this important opening Group Action, Amy Wilson, MSW, LICSW, ACM, from M Health Fairview pre-
sented on Mental Health and Wellness. There interactive stations that provided helpful suggestions on what
one can do to help with their own mental health and wellness. These stations were a big hit and they includ-
ed affirmation cards, aromatherapy, journaling, acupressure and more.

After the health and wellness presen-
tation our group had a break to spend
time with exhibitors and check out of
their hotel rooms.

The day proceeded with Miranda

Solem from BDSUMHAC (Bleeding

Disorder Substance Use and Mental

Health Access Coalition) speaking on
the issues that affect and surround access to substance abuse and mental health programs for those who
have a bleeding disorder and the policy intervention areas when there is a treatment facility denial.

After the break for lunch, the afternoon started with Jeff
Amond, from Hemophilia Alliance giving us helpful infor-
mation on Navigating Health Insurance. Jeff spoke on
how to navigate the common problems that arise with
health insurance companies while trying to treat your
bleeding disorder.

For the adults, the event wrapped up with a fun and ex-
citing game of Hemophilia Jeopardy. Melinda Otto and
Dawn Rusk from Mayo Clinic in Rochester hosted this

competitive and fun game of bleeding disorder information based game. Prizes were given to members at
the winning table.

While the adults were playing Hemophilia Jeopardy, the teens (including all the children in the children's
program) went to the arcade to enjoy an hour of unlimited games. This event concluded the Annual Meeting,
goodbyes were said and the group adjourned.




The HFMD would like to thank our Annual Meeting Sponsors!
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WORD SEARCH
Disney Animated Mouvies

ALADDIN DUMBO PINOCCHIO
BAMBI FANTASIA ROBIN HOOD
BOLT HERCULES TANGLED
BROTHER BEAR JUNGLE BOOK TARZAN
CARS MONSTERS INC WALL-E
CINDERELLA MULAN

DINOSAUR PETER PAN
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EDUCATION DINNER AT THE TAP HOUSE

O n June 13th, HFMD along with Sanofi, hosted our first education dinner program in
Rochester in years. Folks met at The Tap House for a discussion on Big Goals, Small Steps
(and tons of fried pickles!).

Participants were guided through identifying their top goals,
breaking them down into

steps, and identifying ac-

tions they can take right

away.

Regardless of age/life
stage, participants were
so encouraging to each
other! A great reminder of why getting the community
together is so important. HFMD looks forward to offer-
ing more outreach programs like this in the future!
~by Jess Hutchison

Mom’s Group is Back!

On Thursday, May 16" the M-Powered Mom’s Group was reintroduced to the HFMD Community with
an Education Dinner at Axel’s Restaurant in Roseville. Jennifer Laughlin with Soleo Health presented
a Bayer sponsored M-Powered Inspiration Exchange program where hemophilia Mom’s get together
to share experiences and strengths while achieving balance and empowerment while sharing grati-
tude and staying connected. We hope to add another Mom’s Group event to our calendar soon!




2024 REMAINING CALENDAR OF EVENTS

July 14, 2024: Pre-Camp Family Education Lunch. Warren's Restaurant, Loretto, MN REGISTER NOW!

July 14-19, 2024: Summer Camp Not-A-Clot. REGISTRATION CLOSED.

July 27, 2024: South Dakota Family Education Day. Thunder Road Family Fun Park. REGISTER NOW!
August 10, 2024: Step Out for Bleeding Disorders Walk Fundraiser, Central Park Roseville. REGISTER NOW!

September 20-22: Getting’ in the GamesJunior National Championship.
NOW Accepting JNC Nomination Applications! Deadline is July 10!

October 26, 2024: Women and Teen Girls Event. SAVE THE DATE!

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

To register for an event, for more information, or to see what’s new, visit the HFMD Events Calendar.

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
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 - June 30, 2024.
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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
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President
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Secretary
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Industry Rep

Amy Goldstein, NP
Children's MN
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Mayo Clinic

Mike Stinson
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HFMD Staff
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