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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.
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SUMMER

FORM A TEAM 6 REGISTER ¢ DONATE

This year we are excited to have new stylish hand towels!

It's time for walkers, donors and team captains to organize your team,
register and donate. We need your help to reach our fundraising goal so we
can continue to help our bleeding disorders community. Prizes will be awarded
to the TOP THREE Team Captains based on total donations raised.

Saturday, September 9, 2023
3:00 p.m. — 6:00 p.m.
Como Park Midway Pavilion
1199 Midway Parkway | Saint Paul, MN 55103

Visit our website at www.hfmd.org for more information
on how to register, form a team, and donate.



http://www.facebook.com/thehfmd
https://www.instagram.com/thehfmd/
https://twitter.com/HFMD

2023 HFMD Annual Meeting g, omes paist

MJember/FamiIies, affiliated clinic staff, and company exhibitors all came together on a chilly weekend April 21 & 22
at the Mermaid Entertainment Center in Mounds View, Minnesota.

This venue is known for its 32-lane bowling alley, enormous arcade, axe throwing, ample convention meeting space, and
an attached hotel. What a great spot for the HFMD Annual!

The Friday evening of this event is intended to be fun and casual. Our buffet dinner opened at 5:30 p.m. as our group
settled in, seeing many familiar faces and some new member families who are always welcomed in with open arms.
Announcements were kept short, but one that stood out is that we are one big family in this bleeding disorders
community.

Bowling was our Friday night group activity, where HFMD members kept 6 lanes of rolling thunder going from 6:30 — 8:30
p.m. There were strikes, spares, splits, rolled by kids and adults alike. There were also a few gutter balls delivered by kids
and adults alike.

Saturday morning opened in the Atlantis room where 19 event exhibitors draped the perimeter of this very large room.
| opened the morning with some seasonal humor, which drew both laughs and jeers as we awakened to frost on our car
windows on April 22" HFMD Board Vice President, Jean O’Connell began our education session by motivating our
members to get involved in HFMD’s ongoing public policy efforts to maintain the access to care we all need.

Our keynote speaker Dr. Rajiv Pruthi shared a fascinating presentation on the rapidly advancing technology in the
treatment of bleeding disorders with gene therapy. His presentation was well received by our members, and we are so
proud to have Dr. Pruthi on our Board of Directors.

After a break with exhibitors, our next presentation was delivered by HFMD community member Raj Trivedi. As an EMT
and first responder, Raj presented on the importance of those with bleeding disorders having a medical ID bracelet or
pendant on them at all times. Raj did such a nice job with his presentation by carefully weaving in some humor to a very
serious subject.

After our group enjoyed a hearty lunch, this event featured an Ask the Expert Panel which included Dr. Rajiv Pruthi,
PA Julia Colling, RN Sue Purdie, and PA Ricky Chan.

This session began with an introduction of each panelist who were each asked what motivated them to pursue a path of
treating bleeding disorders. It was interesting to hear each panelist’s personal story and to find out what drew them in
the direction of rare disease and bleeding disorders. Our Moderator for the panel was Aubree Douglas, an HFMD
volunteer who has helped at so many of our events. She handled the Q & A quite well.

A big plus with this venue is that fun activities are already built in for kids. Child Life Programming Specialist Vicki Neis
and her Team of kind and thoughtful childcare givers wove in their educational programming with bowling and arcade so
the childcare once again was a fun learning experience.

The HFMD would like to thank all of our speakers and volunteers for making this another fun and informative HFMD
Annual Meeting. We would also like to extend a special thanks to our event exhibitors:
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A Core Comversation

O n June 15, 2023, the HFMD partnered with Sanofi and hosted a Core Conversation Dinner
at Crave Restaurant located at the Rosedale Center in the private Minnesota Room.

Jess Hutchison spoke about Factor Fluency and how Higher Factor Activity Levels Matter. We
learned why factor activity levels matter and how the levels are measured, because the more
you know about your factor activity levels, the better you can manage your hemophilia.

Do you know what Pharmacokinetics is? (pharmacology + kinetics)

For people with hemophilia, understanding your unique PK parameters can be a useful tool when
working with your HTC doctor to optimize your hemophilia management and treatment.

We want to thank everyone who joined us and a special thank you to Jess for an enjoyable
and educational evening.

by Tammy Ward
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For children with bleeding disorders, ages 8 -17



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

HFMD ANNOUNCES 2023-2024 SCHOLARSHIP RECIPIENTS

Mendota Heights, Minnesota, July 7, 2023 - 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 educa-
tion and communities. We are proud to provide scholarships to students from our hemophilia com-
munity each year, to support their education journey, gain independence and help them establish
strong and secure financial futures.

alulalions |

To the following scholarship award recipients:

Chase Moran Sky Mitchell
University of Wisconsin-La Crosse Winona State University

Nathan Miller Colin Orth
University of St. Thomas Chippewa Valley Technical College

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 2024-2025 academic school
year can be found on the Hemophilia Foundation of Minnesota and Dakotas’ website at www.hfmd.org.



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

HFMD Legislative Advocacy Updates 2023

The HFMD is committed to seeing that our community gets the access to care and life-saving medication
needed to stay healthy. We all know that hemophilia and chronic bleeding disorders are some of the most
expensive conditions to treat.

Lawmakers on state and federal levels are continually looking for ways to keep health care costs down, so
naturally they often gravitate toward looking at ways to lower the rising costs of treating hemophilia and
other rare diseases.

The position of HFMD is the following: We cannot control the cost but are dedicated to seeing that our
member/patients have access to the medication their hematologist prescribes.

The HFMD was deeply involved in a coalition of rare disease groups led by the Rare Disease Action Network
to introduce and get a state bill passed (known as the Chloe Barnes bill) in 2019 to establish the state of
Minnesota’s Rare Disease Advisory Council. The Council is led by Executive Director Erica Barnes. While this
was an impactful legislative accomplishment, the next major step was secure funding to keep this Advisory
Board operating.

Below is a report prepared by JWB who HFMD contracted with in 2023.

2023 LEGISLATIVE SESSION REPORT

The 2023 legislative session began on January 3, 2023, with many newly elected DFL Senate and House members
holding a majority in both houses for the first time in over a decade. With Governor Walz at the helm, the session and
administration were known as a "DFL trifecta”. Political observers on both sides of the aisle agreed that it was an
extremely productive session for passing legislation including a budget, something they were unable to do in 2022.
Other highlights of the session were passage of a bonding bill, a cannabis legalization bill including social justice
reform, industry-specific reforms in warehouses and meat-packing plants, tax equalization and reform legislation,
family and medical paid leave as well as a separate sick and safe leave bill, among others.

The pace of the session was swift, often with multiple hearings in both bodies happening simultaneously. A handful of
conference committee reports which can only be voted up or down on the Senate and House floors were sent back to
conference committee to work out inadvertent mistakes. After much speculation of early adjournment, the 2023
Legislature finished its work on May 22.

To follow are the major bills that the Hemophilia Foundation supported and followed.

RARE DISEASE FUNDING

In last year's legislative session, the Rare Disease Advisory Council (RDAC) was moved from the University of Minnesota
to an independent state agency. Some preliminary funding or seed money was available when the transfer was
authorized. This year, RDAC requested $647,000 for fiscal year 2024 and $586,000 for fiscal year 2025 (HF 988). In the
omnibus health and human services bill, SF 2995, which passed on the last day of the legislative session, the total
amount authorized by the state was $314,000 for FY23 and $326,000 thereafter. This amount does not include the
amount RDAC requested for increasing program capacity. On a positive note, the sunset was removed, so the base
budget does not expire in four years as did the original funding.

ACCESS TO SPECIALISTS

Patients with rare diseases will have immediate access to licensed healthcare providers regardless of whether they are
in-network. In other words, no health plan company may restrict an enrollee's choice regarding where they receive
services. This change will assist in the diagnosis, monitoring, and treatment of a rare disease or condition when criteria
are met. No greater cost-sharing requirements (financial burden) nor benefit or services limitations for the diagnosis
and treatment of a rare disease or condition must be placed on the enrollee as compared with requirements for in-
network medical treatment. This provision will become effective January 1, 2024. Advocates of this bill,

including the Hemophilia Foundation, were successful working with SEGIP (the State Employee Group

Insurance Plan) to create a more realistic fiscal note on the potential costs of this change in legislation.

Prepared by JWB Associates
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Crossword
Puzzle

Be the FIRST to complete the
puzzle correctly and submit
it to: info@hfmd.org and

WIN a %25 gift card!

Contest ends July 31%, 2023.

ACROSS:

2. Excessive bleeding from cuts or injuries, large or deep bruises, pain,
swelling or tightness in your joints are all of Hemophilia.

4. What is the name of the HTC in Rochester, MN?
5. Who is the HFMD's Executive Director?

6. Glanzmann thrombasthenia is caused by the lack of a protein that is
normally on the surface of

11. The Sanford Health HTC children’s clinic in Sioux Falls, looks like a

13. Hemophilia is usually , meaning a person is born with the

disorder.

14. Factoris a that helps blood clot.

15. Blood contains many proteins called factors that can help to

stop bleeding.

16. Hemophilia is a rare

19. A human genetic disease that impairs the body's ability to make
blood clots.

21. Because the hemophilia gene was passed from Queen Victoria to
the ruling families of Russia, Spain, and Germany, Hemophilia is called a

23. What Minnesota HTC clinic is also known as “The Kid Experts”?

24. A female who inherits one affected X chromosome becomes a
of hemophilia and can pass the affected gene on to her children.

25. Acronym for Hemophilia Foundation of Minnesota and Dakotas?

26. Clotting factors are proteins in the blood that work with cells known
as to form clots.

DOWN

1. People with von Willebrand disease have low levels of factor.

3. What is the name of HFMD’s sponsored summer camp at YMCA’s Camp
lhduhapi?

7. According to WFH guidelines, are the most common type of
bleed, and can cause lasting damage and increase the risk of recurrent
bleeds.

8. People living with hemophilia B may benefit from a one-time infusion
that offers consistent bleed protection lasting years instead of weeks is
known as

9. In case of an emergency, you should always wear a to alert
emergency responders to your bleeding disorder.

10. The HFMD’s quarterly newsletter is called the

12. The most common type of hemophilia is hemophilia A, which is associ-
ated with a low level of 8.

17. What is the term used when concentrates of a clotting factor are slowly
dripped or injected into a vein to help replace the clotting factor that is
missing?

18. thrombasthenia is a congenital bleeding disorder caused by a
deficiency of the platelet integrin alpha llb beta3.

20. Some people develop hemophilia with no family history of the disorder.
This is called hemophilia.

22. The HFMD holds a fundraising walk every year called the for
Bleeding Disorders Walk Fundraiser.




DONATE FACTOR

Please consider donating expired or soon to expire factor to HFMD for the twinning program between
Children's Minnesota and the Hemophilia Society of Ethiopia.

The World Federation of Hemophilia Twinning Program creates short-term collaborative partnerships
between medical professionals and patient and youth leaders in emerging and established countries for a
period of two to four years. Hemophilia treatment centres, patient organizations and youth groups can
participate in this program, helping improve treatment and care for people living with an inherited bleeding
disorder in developing countries.

Donations will be hand carried to Ethiopia by members of the care team.

Please submit donations by August 25t to: HFMD Office
750 S. Plaza Drive, Suite 207
Mendota Heights, MN 55120

Thank you,
Sue Purdie, RN
Children’s MN




Upcoming Calendar of Events

July 16-21, 2023 Camp Not-a-Clot (Summer Youth Camp)
YMCA Camp lhduhapi, 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, MN

October 4, 2023 HELLO Talk at the Lexington Restaurant
St. Paul, MN

November 18, 2023 HFMD 5th Annual Symposium
Eagan Community Center, Eagan, MN

February 10, 2024 24th Annual Hearts of Hope Gala
Metropolitan Ballroom & Clubroom
Golden Valley, MN

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

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 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!



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

The HFMD gratefully acknowledges our donors who have given so generously.
These are donations received from January 1 - June 30, 2023

Business & Organization
Contributors:

$47,000 and Up
Mayo Foundation for Medical
Education & Research

$9,000 - $47,000

Bayer Healthcare

CSL Behring

CVS Health
Genentech Foundation
M Health Fairview

$3,000 - 8,999

Accredo

ARJ Infusion

BioMarin

Children’s Hospitals and Clinics
of Minnesota

HEMA Biologics

InfuCare Rx

Medexus

Novo Nordisk

Octapharma

Optum Rx

Pfizer

Sanofi

Takeda

$1,000 - $2,999
Maguire Agency

$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 Illustration
DC Salons/Debbie Crochet
Discover Strength

Five Rocks Distilling
Gerten’s Garden Center
Great Lakes Aquarium
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

Wagners 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 & John
Schulte, Karen
Stinson, Mike

$200 - %499
Baumann, Kim
Carlson, Lydia
Curoe, Sue
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 Maquire
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

Carl Dietz Charitable Fund

In Memory of Mason Schulte

Duchman, Allison
Erdmann, Matthew

Geer, Rosie
Gollinger, Deirdre
Hennen, Edward and Nancy
Kilroy, Michelle Marie
Lally, Joe

Lee, Harlist
Makepeace, Ray
Nelson, Justin

Sanjay Hayes, Scott
Wiener, Mark
Williams, Heather

$50 - %99
Anderson, Elaine
Hickman, Janice
McLain, Jaime
Merck, Jennifer
Nasby, David

Network for Good (Anonymous Donor)

Phillips, Ben
Seydel, Sam
Ward Family

Up to $49

Anonymous Donor
Bearss, Bryan

Blau, Lucia and Peter
Edwards, Kristie
Goodale, Doug
Hanson, Nicholas
Kivel, Nick & Anne
Klersey, Angie

Kuper, Lyndsey
Linder, Kimberlee
Masog, Katie and Tom
Neville, Kathie

Palan, Tara and Jimmy
Pechter, Stacy
Schatz, June

Tokar, Paul and Mary
Waldvogel, Jill
Welchez, Arnold




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, Co-Medical Director

Skye Peltier, PA-C, MPH, HTC Clinical Co-Director
Victoria Andrews, RN, Nurse Coordinator

Hannah Batinich, RN, MSN, Nurse Coordinator

Betsy Boegeman, MSW, LICSW, Clinical 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

Ali Kolste, Clinical Research Coordinator

Susan Kuldanek, MD, Physician

Rachel Laquere, RDN, LD, Dietitian

Elizabeth (Izzy) Lawson, PharmD, Clinical Pharmacist
Nicole Leonard, RN, BSN, CPHON, Nurse Coordinator
Stephanie Fritch Lilla, MD, Physician

Jennifer Lissick, PharmD, BCPS, Clinical 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
Sue Purdie, BN, BSN, HTC Nurse Coordinator

Rachel Saunders, MS, CGC, Genetic Counselor
Becca Shaheen, HTC Program Coordinator

Cecily Wegmann, APRN, CNP, DNP

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 Wark

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
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 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, Sacial 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. Assaciate 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, Psycholagist

Amy Olson-Treptow, Research Caordinator
Melinda Otto, LSW

Anja Rising, RN

Dawn Rusk, RN

Meera Sridharan, MD

Rebecca Trogstad, Research Coordinator
Steve Viker, 340 Program Manager

HFMD 2023
Board of Directors

Kristina Rauenhorst
President

Jean O’Connell
Vice President

Angela Klersy-Daniels
Treasurer

Chris Becchetti
Pharma Rep

Julia Colling, PA-C
M Health Fairview

Brian Duval
Community Member

Danielle Flores
Specialty Pharma Rep

Amy Goldstein, NP
Children’s MN

Brianna Murphy, MD
Sanford Health

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

HFMD Staff

P——

James Paist
Executive Director

Tammy Ward
Administrative Assistant




