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HFMD Group Fitness Event |

What is a fun fitness activity to do in early
November? How about bowling and lazer
tag at Pinz in Oakdale, Minnesota? On
November 2nd, the HFMD partnered with
HFMD MISSION Children’s Hospitals & Clinics to host a
We dedicate ourselves to group of 52 for a morning of fitness, fun,

advancing the quality of life and gOOd food.
of individuals and families

affected by hemophilia or
other bleeding disorders by
providing a broad range of
services and programs.

The event began at 10:00 a.m. with a group stretch led by Cheryl Hansen, PT. Cheryl got
everyone limbered up with stretching exercises using Therabands to get us loose before
hitting the lanes. Our hosts at Pinz were kind enough to give us a private bowling alley
room known as Ten Pin Alley; a very comfortable space with a moonlight bowling feel.

Inside this issue: continued on page 2...

, North Dakota to Develop NHF Chapter after Receiving Grant
Group Fitness
Event continued The North Dakota Hemostasis and Thrombosis Center (NDHTC) has been awarded a
Hemophilia Treatment Center (HTC) Capacity Building Grant from the National
Hemophilia Foundation (NHF).

[\

Mom’s Grou
g The purpose of this grant is to:

1. Help HTC’s better fulfill their commitment to patients
Gala Announcement 3 2. Increase collaborative working relationships between HTCs and local chapter(s)
3. Support evidence-based practices that address measurable impacts in defined areas of

patient and HTC needs.
BIG changes in 4
Health Insurance The grant money, totaling $63,572, will be utilized to achieve the following goals:
1. Establish outreach clinics in rural North Dakota and Northwestern Minnesota to
improve patient access.
T o 6 2. Develop a plan to coordinate patient care and provide bleeding disorder

education to caregivers (e.g. emergency department providers, primary care
providers, pediatricians, dentists, school staff, and daycare providers).

3. Develop an evidence-based education program for patients and families.
Blood Brothethoods 7 4. Develop a local chapter of NHF.

The NDHTC will continue its affiliation with HFMD for calendar year 2014 with the goal
of establishing a North Dakota chapter of NHF, ending its affiliation with HFMD
beginning in calendar year 2015.

Save The Date

(0¢]

Lomiloiles =12 The team at the NDHTC would like to thank the HFMD Board of Directors and Jim Paist

for partnering with our clinic for nearly two decades to build a meaningful program for
Treatment Centers 13  ©our bleeding disorder patients.
As the NDHTC looks toward the future, we are excited for the opportunity to further
National News 14 enhance our services through outreach, a renewed focus on education, and development of
a local chapter to better meet the unique needs of our growing geographic service area.

Calendar 16 We will keep you updated regarding our progress as details are available. Should you have
any questions regarding this please feel free to contact the NDHTC at (701) 234-7544.
By Jana Suder



Group Fitness Event continued....

This ten lane room was filled out nicely with 5 people
bowling on each lane. With any HFMD event, our
members always look forward to having time to visit
with each other, catch up, and meet new members.
Several families bowling with young children got

to utilize the lane bumpers and bowling ball slides.
The sounds of spares, strikes, (and gutter-balls) rang
throughout the morning. Then it was time to take a
break to enjoy a surprisingly good pizza buffet and
ceasar salad. After polishing off 14 large pizzas and an
action-packed hour of bowling, our group was ready to
play some lazar tag. While some managed to survive a
bit longer than others in the lazar tag arena, a truly fun
time was had by all. This HFMD Group Fitness Event
was a big hit, and based on the feedback we received
from participants, we plan to do it again next year! Our
appreciation goes out to Angie Boyd, Cheryl Hansen,
and Dr. Susan Kearny from Children’s Hospitals and
Clinics for helping to make this event a big success!
Please keep an eye on the HFMD website for upcom-
ing programs and events: www.hfmd.org

By Jim Paist

Mom’s Group Outing

The Hemophilia Mom's Group is an informal sup-
port network of mothers of children with Hemo-
philia, Von Willebrand's Disease, and other bleed-
ing disorders sponsored by Children's Hospitals
and Clinics of MN, Hemophilia Treatment Center.

We meet approximately 5 to 6 times per year at
various locations across the Twin Cities. This past
year we were lucky enough to have two HFMD
sponsored groups. In February of 2013 our group
went to the Way Cool Cooking School and bonded
over learning how to cut an onion without cry-
ing and made a meal together. Most recently in
December HFMD was gracious enough to spon-
sor a “ladies night out” activity at KidCreate in
Woodbury. On this evening we shared a meal and
worked on our artistic side by creating a holiday
themed piece of art. Our goals of the group are
simple, taking time for mom, socializing, and
getting to know other moms, “who understand
what it is like to parent a child with a bleeding
disorder”. If you are not receiving the mailing

or email fliers with the Mom's Group announce-
ments, please contact our HTC and we will make

sure that you begin to receive them.
By Jill Swenson, Social Worker (Children’s Hospitals

& Clinics)




HFMD 14th Annual Hearts of Hope Gala
February 15,2014
Radisson Blu Mall of America
Bloomington, MN

Fine Dining, Auctions, Dancing, & Music
Casual or Formal Attire
Seats: $75 each
RSVP: contact HFMD at 651-406-8655
Or by emailing HFMD at
hemophiliafound @visi.com

Lodging at the hotel will be $129/night plus tax
Call 952-881-5258 to reserve a hotel room by
February 1, 2014
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BIG CHANGES COMING TO HEALTH INSURANCE
ON JAN 1ST, 2014. ARE YOU READY?

For years, our bleeding disorders patients have had very few choices when it came to purchasing health
insurance. But, the Affordable Care Act has changed all of that. As of January 1, 2014, the pre-existing
condition exclusion is now a relic of the past. Minnesota’s new insurance exchange website, called MNSure
(www.MNSure.org), has been online for two months and is working fine. In fact, a recent USA Today article
stated that Minnesota “is now enrolling individuals through its health-insurance exchange by the thousands
and at premium rates that are among the lowest in the country”. Here are just some of the changes that will
positively impact our community:

* Two state funded programs, Medical Assistance and MinnesotaCare have been expanded to accept people
with higher incomes and asset limits. These two programs represent the “Gold Standard” of health insurance:
Zero deductibles and tiny co-pays. If you think you may be eligible for either program, call your HTC social
worker today.

* It used to be that private insurance plans were only available to our community through employment. This is
no longer the case! MNSure has over 20 separate insurance plans available that everyone with a bleeding
disorder now qualifies.

* The MNSure plans are divided into four categories: Bronze, Silver, Gold, and Platinum. Plan costs are
determined by many factors, including age and where you live. There are also federal subsidies and tax breaks
that you can find out about by logging into MNSure.org.

With all insurance plans, “the devil is in the details”. To find out what these plans cover depends on many,
many variables. The summary plans shown to you on MNSure are only a few pages long, but the actual
policies are often over 200 pages in length. Your HTC social worker can help you make a list of questions to
ask the insurance companies about specific plans of interest. Here are some things to consider:

* Pharmacy factor coverage is the single most important variable in choosing the right insurance plan!

* Bleeding patients tend to go to the emergency room and are admitted to hospitals more often!

» Many of our patients must have expensive procedures like CT-Scans, MRIs, steroid injections, and
orthopedic surgery!

* Patients must make sure they have their HT'C providers in the new insurance provider network!

For those of you who are on the Minnesota Comprehensive insurance plan (MCHA), please note that this

program is ending effective 12/31/14. It may be in your best financial interest to select a new plan from MN-
Sure.org sooner rather than later. Please check out mchamn.com and call your HTC social worker to discuss

your options.

There is tons of misinformation in the media about “Obamacare”. It’s a complicated and confusing subject and
the program roll-out has been problematic, to put it kindly. Our bleeding disorders’ community is faced with

a huge challenge to separate fact from fiction, when it comes to making the right choice about health insur-
ance. This is where your HTC social worker can help you. Please don’t put this off. Start the discussion with
your HTC social worker today!

By Steve Calvit, MSW (University of MN Medical Center-Fairiview)
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coverage for your
hemophilia A
freatment

We may be able to help.

Bayer offers a range of programs that can help you navigate insurance questions about
your hemophilia A treatment. If you’re having issues with co-pays or gaps in coverage, we
may be able to offer assistance. Speak with one of our case specialists to find out more.

Call and press 1 to speak to a trained insurance specialist!

Bayer and the Bayer Cross are registered trademarks of Bayer.
© 2013 Bayer HealthCare Pharmaceuticals Inc.  All rights reserved. 04/13 KN10000213A
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The 8th Annual Women’s Educational Event was held at the
beautiful Oakridge Conference Center in Chaska. The women
and girls who attended love this

~ facility and its amazing food!

Saturday began with Dr. Susan Kearney, who is co-director
at Children’s Hemophilia Center in Minneapolis. She had
Nosebleed News to share with the group. Aubrey Manahan,
RN from Mayo Hemophilia Center then spoke about Alternative Pain Control Methods. The morning
concluded with a talk from Dr. Diane Dimon, a CSL Behring speaker, titled Relaxation & Meditation
to Reduce Stress. Joni Osip, NP from the Center for Bleeding & Clotting Disorders at the University
of Minnesota started the afternoon with a humorous twist on Women & Aging. Julie Heinrich, a CSL
Behring speaker who has von Willebrand disease and a platelet defect herself, told us how to Survive
& Thrive with VWD.

Besides providing educational content to women with bleeding disorders,
the event also provided plenty of fun activities. Breakout sessions this

year included 7ai Chi (led by Melissa Schenek, PT from the University of
Minnesota), and manicures (provided by MelisSalon, Chaska). Days for
Girls (organized by Skye Peltier, PA and Angie Boyd, both from Children’s
Hemophilia Center in Minneapolis) was an activity that included organiz-
ing and packing sanitary supplies for women in third world countries. The
women loved this volunteering—type activity. After dinner this year we
played Minute to Win It, which included competitions involving tissues,balloons, dice, and cookies.
We ended the evening with a bonfire and great conversations around the fire pit.

On Sunday, Sue Curoe, RN from the University of Minnesota, led a morning walk around the lake
followed by a stretching session. Jana Suder, NP from Sanford Health Hemophilia Center in Fargo,
ND, then spoke about staying Informed & Connected by making the most of available resources. The
group warmly welcomed back Dr. Margaret Heisel-Kurth, co-director of Children’s

Minneapolis Hemophilia Center, who discussed Medical Articles Related to
Women with Bleeding Disorders.

The retreat ended with a wonderful brunch, and the women and teens revital-
ized. Thanks to all the speakers, HTC staff, and the women’s outreach group
from HFMD who helped make this event possible. A special thanks to Mark
Wiener, from CSL Behring, for all his help and financial support with the event.

By Sue Curoe




Blood Brotherhood Event

The HFMD held another Blood Brotherhood event on
Sunday, December 1st at Poor Richards restaurant in
Bloomington which included important information, good
food and watching the Minnesota Vikings versus the
Chicago Bears on big-screen TV’s. We opened the event -
with the education component featuring Kim Isenberg from A _
BaxterBioScience. Kim shared the latest updates about the .
ongoing changes in Minnesota’s new health care insurance ™
. . —_—
system. The guys were on the edge of their seats learning
about how the changes could affect them and what their
various options are for health insurance coverage.

Kim also brought NHF’s toolkit for navigating your way in
finding the best policy for yourself. This is a very helpful
toolkit for anyone to use, and a link to this is copied on the HFMD website (www.hfmd.org). After a busy
question and answer time with Kim, it was time to order lunch and settle in for the opening kick-off. The
Vikings taking on the Bears turned out to be one of the most thrilling games of the year. Six Blood Brothers were
in attendance along with myself and HFMD Board President John Schulte. A fun time was had by all and we left
Poor Richards stuffed, and with a better understanding of the ongoing changes in health care policy. A special
thanks goes out to the Hemophilia Federation of America and Baxter BioScience for sponsoring our Blood
Brotherhood program!

By Jim Paist

We take the worry out of living with
R e d x hemophilia and other bleeding disorders,
oo so you can enjoy life.

@
v
Mip-WEST

CoRNERSTONE HEALTHCARE
Peace of mind for your healthcare needs.

We’re looking out for you.

« Anindividual case member will assist you,
advise you and negotiate for you.

« Prescription fulfillment
- Product delivery

« Full line of factor products and custom foil-wrap
packaging that maintains proper temperature

« Insurance reimbursement & care provider issues

We're ready to start serving you today. Craig oney « Craig MacDonald
www‘mwcornerstone.com 522-3681 "Se Habla E:-pr;:r]uf""




SAVE THE DATE i

HEMOPHILIA
FOUNDATION

HFMD ANNUAL MEETING
Keynote Speaker

MAY 2ND & 3RD Dr. Nigel Key

CROWNE PLAZA, MPLS WEST
3131 CAMPUS DRIVE, PLYMOUTH, MN 55441

FRIDAY NIGHT - CARNIVAL & BINGO
SATURDAY - INSPIRATIONAL SPEAKERS, EDUCATION,
AND NETWORKING

4

'’ Food, friends, and
fun for all ages!!!

Save the Date:
Washington Days 2014 General Registration

NHF's annual Washington Days will take place Wednesday,
February 26, through Friday, February 28, 2014.

Please note that online registration for Washington Days
opens on Thursday, January 2, 2014.

For more information, you can visit the Advocacy section of
our website: www.hemophilia.org. We hope you will join us
and other members of the bleeding disorders community from
all across the country for another empowering and impactful
advocacy event!




Baxter’s vision is a life without bleeds

At Baxter, we will not stop until our vision of a life without bleeds is a reality for all.

Over the years, Baxter has been the leader For people with bleeding disorders, the
in providing support and resources future has never been brighter. As we
for the community. increase the time between infusions,

someday regular infusions, as we know

Today, we are continuing to improve i ,
y 9 P them, may be distant memories.

treatment for bleeding disorders. We have

seven ongoing clinical trials, including those To us, continuing to make a meaningful
targeting hemophilia A, hemophilia B, inhibitors, difference one person at a time is our
and von Willebrand Disease. passion and what’s behind our

unwavering commitment.

Pursuing life without bleeds

Learn more about Baxter resources and support at ThereForYou.com.

Baxter is a registered trademark of Baxter International Inc. B t
©Copyright (March 2013), Baxter Healthcare Corporation. All rights reserved. BIOH0006 ax er
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The HFMD gratefully acknowledges our donors who have given so generously. Below are donations received from
January 1, 2013 through December 31, 2013. Ifyou have made a donation and your name is not listed, please contact HFMD.

Organizational Contributors:

$40,000 and Up
Sanford Health Fargo
U of MN Medical Center, Fairview

$20,000 - $39,999
Baxter

Children’s Hospital & Clinics of Minnesota

Novo Nordisk

$14,000-19,000
CSL Behring
Pfizer

$9,000 - $13,999
Bayer HealthCare
Express Scripts
Mayo Clinic

$3,000 - $8,999

Accredo

Biogen Idec

BioRx

Buuck Family Foundation
Community Health Charities MN
CVS Caremark Specialty Services
Hemophilia Alliance Foundation
Hemophilia Federation of America
Octapharma

University Pediatricians
Walgreens

$1,000 - $2,999

Coram Healthcare

Grifols

Kedrion

Mayo Clinic Factor Program
Midwest Cornerstone

$500 to $999
National Coating & Supplies

Up to $499

Bobby & Steve’s Auto World
Crest Healthcare Supply
Dakota Supply Company
First National Bank

Gary State Bank

Jet Sewer Services

Medco

Razoo Foundation

Truist

United Way of the Bay Area
United Way of Olmstead County

Wells Fargo Community Support Campaign

Zinpro Corporation

3,000 +
Paul & Sue Rosenau

2,000 +

Nancy & John Golden
Frank & Dr. Margaret Kurth
Pat & Sandra McNamee
Mark Weiner

1,000 - 1,999

Dick Bremer

Ron Burke

Jon Schlosser

Greg & Lynn Zdechlik

500-999

Kirsten & Abe Appert
Susan Bickmore

Tim & Diann Boonstra
Mark & Gail Borchardt
Kari Burke-Romarheim
Dakota Walkers

Dusty Diekman

David Gretsch

Barbara Griffin
Michelle Halverson
Vicky Hannemann
Michael Johnson
Heather Latterell
Andrew Lawrence
Tom & Kaye Molin
Gary Newhouse

Susan Purdie

Eli Romarheim

200-499

Patricia & Fred Alver
Ben & Stephanie Anderson
Kendall Bos

Stacie & Perry Cowen
Terrance D’ Attore
Dalene Dobitz

Kenneth Dobitz

Pete & Andrea Etterman
Erica Faitek

Jim & Mary Gage

Amy Gilbertson

Jed & Jocelyn Gorlin
Patricia Graber

Cathy Grant

Thomas Greenslit

Matt Jensen

Alex Johansen

Jim Langworthy

Karen Ling

Stacy & Matt Luken
Kris & Joel Manns

Jay Meyer

Steph & Jim Miller

Joe & Nancy MosBrucker
Mike & Heidi Neubert
Tim & Patti O’Brien
Jim Paist

Pam Paradis

Monica Parks

Marit Romarheim

Vidar Romarheim

Rob Rothaar & Dr. Sue Kearny
Barb & John Rucks

John & Barby Schulte

Scott Senden

Kimberly Short

Tom Teigen & Jennifer Paist
Jillian Van Someren

Mike Wilson

Mike Wheeler & Bridget Hegeman
Monica Parks

100-199

Christine Armistead
Lori Auer

Jon Bakken

Lisa & Mark Baltes
John & Sharon Baranick
Angelia Baril

Cynthia Bigalke

Jeff Boucher

Jon & Angie Boyd
Connie Bradley

Megan Broin

Marlene Broin Strong
Sydney Brusseau
Donna Busch

John & Cheryl Caldwell
Mike Cofrin

Colette Cornish

Jenny Cosgrove

Sue & Phil Curoe

Joe Denother

Krista Dobitz

Juli & Pat Dorsey
Dawn Evangelist
Jerome Fletschock Jr.
Daniel & Cindy Frahm
Sharold Moffit Friedrich
Michael Germain
Gregory & Rhonda Gilmer
Lani Golder

Deidra Gollinger

Dale Halverson

Debra & Pat Hamer
Christopher Hang
James & Kristy Heer
Deb & Mike Heggernes
Jennifer Hetterscheidt
Teresa Hughes

Jane & Mike Hutchens
Dena Ianello & Steve Zimmer
Kim & Brian Jacobson
Paul Jaworski

Ed Johnson

Judith Johnson

Daniel Kallberg

Roaald Keears

Janet Kelson

Earl Kendall

Kathy Klein

Val Klein
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Tom Kulick

Robert Leroy

Ailing Li

Drew & Linda Litecky
Tim Luithle

S. Lussier

Marcia Lutz

Josh & Beth Maus
Carolyn Meehl

Deb Melhado

Bobby Meyer

Clint Miller

Michael Mullery
Patrick Murply
Robert Murphy
Nicole Murphy
Raymond Murphy
Dianna Nelson

Lois Nyman

Sheila Oberaigner
Vicki Oberkrom

Julia & Kirk Oliver
Judy Olson

Joni Osip

Sten Ostrem

Chris Paulson
Marilynn Pavlich
Kenrea Perell

Janelle Pochardt

Jim Ressler

Heidi Rodgers

Jan Helge Romarheim
@yvind Romarheim
Mark Sauer

Joyce Schmaltz
Kirstin Schmidt
Valerie Solem

Marie Storhaug

Wei Sun

Jill & Josh Swenson
Joe & Marsha Tarasewicz
Lisa Thor

Robert & Karla Tinklenberg
Michael Toukatly
Tammy Wang

Peggy & Patrick Weir
Steve Weise

Gloria Wilkie
Thomas & Cheryl Wistrom
Joshua Worisek
Colleen Worisek
Longwu Wu

John Xu

Valerie Young

Yan Zhao

$50-99

Brenda Adamson
Therese Ahonen
Kathleen Anderson
Tiffany Anderson
Bob Appert

Rachel Aucoin
Catherine Bauer
Greg Beinlich

Mariah Blixt

Judi Bohm

Gloria Bomsta

Jon Boucher
Bruce Bowman
Sarah Brill

Frank Buda, Jr.
DeAnn Burke
Bryn Buselmeier
Donna Calabrese
Sara Cardwell
Tory Cawcutt

Pam Cella

Pat Crosby

Josh Dahl

Dianne Dahl
Keith Daniels
Rick Daniels
Lynne Devitt
Lucy & Dwight Driscoll
Naomi Dvorachek
Mick Dyer & Kelly O’Hara
Jeff Fahrenbruch
Naomi Ferguson
Michelle Forstrom
Andrew Forward
Randy & Laurie Frahm
Becky Freidt
Marie Freidt
Sharold Friedrich
Raymond Gerlac
Dave Gerlach
Donald Glascock
Aimee Grant
Jonathan Grant
Jackie Gratz
Martina Grove
Kathryn Hachey
Doug Halverson
Mark Halverson
Eva Hang

Jackie Hardamon
Carol & Steve Harmon
Dana Heidelberger
Jennifer Hetterscheidt
Vicky Honcharenko
Kathy Hughes
Ellen Janski
Wendy Jensen

Joe Johnson

Kerri Klindt

Kelli Knight
Arnie Koerber
Pamela Kofski
Katie Kunz

Paul Kvittem

Joan Langdon
Linda Langer
Richard Lanz
Stephen Larios
Rhonda Larson
Stacey Laschen
Michael Latuff
Nora Leahy

David Lee

Devin Leno

Marnee Lieberman
Ericka & Casey MacCallum
Ray & Roxanne Makepeace
on behalf of Lois Beaudoin
Mark Manns

Chuck & Beverly Manns
Chris Martin

David McKenzie
Charles McLaren
Geralyn Merrick

Sheri Miller

Courtenay Misheski
Jack Murphy

Kathleen Murphy

Sara & Aaron Netten
Kimberly Neuman

Lori Nixon

Sean Nugent

Terese Odonnell

Emily Olson

Sue Ostrem

Kathleen Padilla

Mike Pancoast

Alicia Pavlich

Skye Peltier

Syvia & Koon-Yui Poon
Molly Powers

Patti Radermacher
Thomas Roden

Jeanine Rundquist

Jan Rygh

Antonio Santos

Theresa Schneider

Cole Schulte

Chris Siemback

Linda Simon

Diane Sjolander
Heather Snesrud

Kae Stender

Edward Stracke

Brian Swanson

Linda Swanson

Kelsey Thornton

Jessica Tichenor

Mary Tkach

Kathy Tulman

Amy Ulmer

Jack & Louise Warden
Jonathan & Amy Warrey
Peter Weinberg
Maryanne Wesner
Rosalind Westlin

Terry Wicklow
Elizabeth Wileman
Kristen Wilson

Tava Wilson

Brenda Yorek

Up to $49
Adilson Alencar
Becky Anderson
Beth Anderson
Erin Anderson
Kathy Anderson

Nathan Anderson
Stephanie Anthony
Tiffany Anderson
Heather Appert
Rob Baker

Lisa Baumgard
Laurie Benke
Kathleen Berger
Sarah Berke
Austine Berry
Kimberly Boucher
Emily Boyer
Nathan & Joan Boyer
Heather Bristol
Eric Brueggeman
Katie Button-Swenson
Michelle Bzdok
Celine Caithammer
Penny Carlson
Maria Chelberg
Marsha Clark

Lois Clark

Amber Cleveland
Robert Crep
Cynthia Crotteau
Melissa Cummins
Shannon Donna
John & Amy Eckerman
Connie Ecklund
Mark Edwards
Ladonna Erdmann
Shannon Fabick
Kimberly Famodu
Kristi Fecik

Tisha Felland
Amanda Ferguson
Wendy Fischer

Sue Fogg

Agatha Forsblad
Patricia Frassetto
Jennifer Friborg
Matthew Friedl
Clarice & David Fullerton
Reece Fullerton
Tracy Ganter
Matthew & Tresa German
Christopher Goss
Mark Grounds
Theresa Grueneich
Jeff Guith

Ty Haas

Jayne Halvorson
Lindsay & Andy Hamilton
Olivia Hansen

Jade Haugen
David Hedman
Betty Helgerson
Kristin Helm

Erica Henderson
Adrian Hornung
Rick Hoyme
Christina Hughes
Richard Hughes
Mary Jo Irmen
Iverson Family
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Up to $49....... Jeannie Pautsch Sandy Wagner

Richard Jackson Betty Pavlich Cristy Wainionpaa
Melissa Jacobson Laurie Pawlowski Tina Walter

Jane Jahnke Gloria & Willard Pechtel Jeanette Wanger
Cassandra Jaworski Tanya Pederson Schatzke Susan Welch

Erick Johnson Michelle Percy Joe Welna

Mason Johnson Michael Percy Shirley Wensmann
Amy Johnston E.A. Perell Jonna Whatley

Maria Johnston Leah Peterson Jenna Whiting

John Jolly Beverly Phillips Gervaise Wilhelm
Vinessa Jones Jeanette Plummer Gloria Wilkie

Jean Kandt Jessica Porter Melissa Willard

Curtis Kilber Lori Procai Linda Williams

Cindi Kilen Steven Prusak Valerie Wilwert

Danette Knickmeier Edward Pufall Kayla Winnike

Jennifer Knutson Kimberly Rasmussen Treven Wisz

Brenda Krogen Nicholas Ray John Zwackman

Alyssa Krohus Nathan Raygor

Leya Kubitschek Christina Regan

Erin Kvittem Paul Rehm

Cynthia Larson Lori Rice

Julie Lawson Orville Richter

Alicia Lee Eugene Rivinius .
Terri Leick Bridget Ross In Memory of Mary A. Binkley
Marvin Lin Sonia Rucks Each Up to $300

Laurie Lindahl Barb Rucks

%fr‘;ﬂgi‘;gslgdqmst ggfigulﬁﬁ?fgfgn Joan Karpuk & Delta Pilots (Bill Bartels,
Sheila Lingy Diane Ruud Scott Smetana, Bob Elflein & Rich Wheeler).
Ladonna Loehrke Tracy Salberg Thomas & Kathleen Kregel
Diana Lundeen Kayla Sanderson Troy Christian Chapel
Stephanie Lynch Judy Sauer Anne & John Davis

Terry Mace Melissa Sauer Randall DeVelbi

Todd Manns Annette Schueller andall Uevelbiss

Ron Marfori Traci Schueller Ray & Diana Johnson

Julie Martinson Barb Seeger David & Debra Olsen
Cindy Mastey Micllilael Shelton Mr. & Mrs. Dale Prine
Pamela Mathiason Becky Siverson

Yuliya Matyushkina Sue Slatter Margene Renp

Sutao McCann Vern Smerud James & Lori Schumacher
Arlene Meehl John Snyder Dawn Urban

Barbara Mellin Rebekah Solem

DeAnna Meyers Leah Solo

John & Ann Mike Marlene Spence

Cathy Miller Sarah Starostka

Mary Ann Miller Deb Stoa

Stephen Miller Bob Stone & Jan Titus

Darlene Moore Jana Suder

Dannell Morast Lisa Sveiven

Wendy Muchow Ruth Swanson

Mary Munder Kate Syverson

Sarah Murray Jason Tarasewicz

Barb Nelson Joseph Tarasewicz

Jan Ness Susan & Chris Terski

Bob & Gayle Newman Colin Thilmony

Jay Oberlander Rebecca Thorne

Fred & Shirley Oberlander Julie Thornton

Glenn & Colleen Ober- Melissa Tschida

lander Joan Tubbs

Sylvia Olson Jenna Tulman H E M O P H I L I A
Amy Ommen Lance Unruh

Donna Palm Erin Velander F OU N D AT I O N
Deb Pansch Priscilla Veldt

Lauren Pasche Dale Vetter

Angela Paulsen L’Heureux Michael Vetter
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Mayo Comprehensive Hemophilia Center
Mayo Clinic

Mayo 10-75E

200 First Street SW

Rochester, MN 55905

507-284-8634 or 1-800-344-7726
Ward.debral @mayo.edu

Rajiv Pruthi, MBBS

Vilmarie Rodriguez, MD

Amy Eckerman, RN

Aubrey Manahan, RN

Dawn Olive, RN

Melinda Otto, LSW

Lyndsey Vandenberg, PT, DPT
Michelle Kluge, Genetics Counselor
Ivy Akogyeram, Pharm.D

Deb Ward, Secretary

North Dakota Hemostasis &
Thrombosis Center

Sanford Health, Fargo, ND Region
820 Fourth Street North

Fargo, ND 58122

701-234-2757
Jjana.suder@sanfordhealth.org

Nathan Kobrinsky, MD
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NHF Partners with PSI in the CAC Program

Many consumers will likely turn to their hemophilia treatment centers (HTCs) for information about
health insurance coverage options. We are happy to announce that the National Hemophilia Foundation
(NHF) and Patient Services, Inc. (PSI) have partnered to assist consumers with enrollment in the mar-
ketplaces by having PSI designated as a certified application counselor (CAC) organization to ease this
transition. CACs are one of the three types of assisters created under the Affordable Care Act. CACs are
tasked with providing consumers with impartial information about the full range of coverage options
(marketplace, Medicaid or CHIP) without recommending a particular plan. They will also help people
apply for coverage through a qualified health plan in the marketplace.

PSI obtained its designation from the federal government on September 30th and will begin applying

for similar designation in states with either their own marketplace or separate certification processes. To
date, there are applications pending in eight state-based marketplaces. As the designated CAC organiza-
tion, PSI is providing this opportunity to HTC personnel who are interested in becoming CACs. This will
ensure that HTC social workers and other staff can focus their time on obtaining any necessary training
and meeting the needs of their patients. NHF will provide PSI with communications, advocacy, research
and other necessary support. NHF believes that our community will be well served by PSI in this role.

MASAC Document #219 - MASAC Resolution on Need to
Facilitate Dialogue Between HTCs and Payers to Improve
Access to Care at HTCs

The following recommendation was approved by the Medical and Scientific Advisory Council (MASAC)
on October 5, 2013, and adopted by the NHF Board of Directors on October 6, 2013.

MASAC applauds the willingness of the payer community to work with NHF to insure that patients
achieve access to the full spectrum of essential services offered through the comprehensive care setting
of a Hemophilia Treatment Center (HTC).

MASAC encourages all HTCs to support this dialogue and the sharing of their experiences and relevant
data to improve a mutual understanding of the role of HTCs in the on-going provision of care between a
patient’s regularly scheduled yearly comprehensive care visits.

This material is provided for your general information only. NHF does not give medical advice or en-
gage in the practice of medicine. NHF under no circumstances recommends particular treatment for spe-
cific individuals and in all cases recommends that you consult your physician or local treatment center
before pursuing any course of treatment.

Copyright 2013 National Hemophilia Foundation. To facilitate the dissemination of these medical
recommendations, reproduction of any material in this publication in whole or in part will be permitted
provided: 1) a specific reference to the MASAC recommendation number and title is included and 2) the
reproduction is not intended for use in connection with the marketing, sale or promotion of any product
or service. NHF reserves the right to make the final determination of compliance with this policy. For
questions or to obtain a copy of the most recent recommendations, please contact the NHF Director of
Communications at 1-800-42-HANDI or visit the NHF website at www.hemophilia.org.
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2014 Calendar of Events

February 15,2014 ........cccoeveennnee. 2014 Hearts of Hope Gala
Radisson Blu, Bloomington

February 26-28, 2014 ..................... NHF Washington Days
Washington DC

March 27-29, 2014 .....ccceveeiennnee. HFA Symposium
Tampa, Florida

May 2-3, 2014 ..cooviiiiiiiiieeieen HFMD Annual Meeting
Crowne Plaza, Plymouth

July 13-18,2014 .......................... HFMD Summer Camp
Camp Courage North

September 18-20, 2014 ................... NHF 66th Annual Meeting
Washington DC

**The HFMD Board of Directors meets quarterly on the fourth Tuesday at 7:00 p.m.**
Visit our web site, www.hfmd.org, for exciting news and updates!




