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The Annual Summer Camp for kids and 
teens with Bleeding Disorders was held 
on July 14-19, 2013 at Camp Courage 
North in Lake George, MN.  A total of 50 
kids between the ages of 7 – 17 attended 
camp this year.  Campers came from all 
over Minnesota, North & South Dakota 
and Wisconsin.  It was great to be back at 
Camp Courage North!

“The Big Stick” self-infusion award pro-
gram was a great success again this year 
with 10 kids successfully sticking them-
selves with an I.V.  Congratulations and 
good work to all of those campers who 
achieved “The Big Stick” and got their 
name on the traveling trophy!  Thanks to 
all of the nurses and medical staff who 
helped campers learn to self infuse.  

Cheryl Hansen, Physical Therapist from 
Children’s Hospitals and Clinics of Min-
nesota and Cindy Wisted, PT from the 
Mayo Comprehensive Hemophilia Center 
put on a fun interactive educational pro-
gram for the campers to learn about fitness 
and joint health.  

HTC Social Workers Melinda Otto 
(Mayo), Jill Swenson, (Children’s), and 
Kate Syverson (Sanford) planned and im-
plemented the Leadership Program along 
with camp staff.  Each new camper was 
paired with an older camper to construct 
and paint a boat to race in the “Rain Gutter 
Regatta” at the end of camp.  As a part of 
the leadership program, older campers and 
CITs (Counselors in Training) attended a 
wrap session with several adult volunteers 
who shared their experiences with the 
campers.

 A HUGE THANK YOU to Sam Fred-
erich, Jeff Kallberg, Casey MacCallum, 
Cody Morrow, and Kelly Young for volun-
teering their time to help with this pro-
gram!!  Also thanks to all of the volunteers 
and CITs, your time and energy is essen-
tial to having a great camp year after year!

Campers had a great time swimming, 
canoeing, biking, camping, and doing all 
kinds of other fun activities throughout 
the week!!  Camp was a Rainforest Jungle 
theme complete with bongo drums and 
a giant gorilla (costume) running around 
camp!  Thanks for HFMD for sponsoring 
campers and for providing a DJ from Kids 
Dance for the final night party!!

The HFMD is grateful to the following 
companies who sponsored 2013 Camp: 
Buuck Family Foundation, Novo Nordisk, 
Sanford Health, U of MN Fairview, Baxter 
BioScience, & CSL Behring. The HFMD 
is also very thankful to all of the gener-
ous donors who made camp pledges at 
our Gala. Thanks to Bayer, Octapharma, 
and Pfizer for donating emergency factor 
for our health center!!  Thanks to all of 
the companies who donated items for the 
campers! And one final THANKS to all of 
the camp staff, medical staff, and volun-
teers!

For more information about Bleeding 
Disorders camp contact your Hemophilia 
Treatment Center (HTC). By Angie Boyd

Bleeding Disorders Camp 2013

SAVE THE DATE: 
The dates for next year are Sun. July 13- 
Fri. July 18th, 2014 at Camp Courage 
NORTH in Lake George, MN!
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DAKOTA’S EDUCATION EVENT
Over the weekend of July 27th, the HFMD hosted an informative and fun family weekend education event at the 
Holiday Inn Express in Fargo, ND. There were 13 families in attendance, totaling 51 people, as well as exhibitors 
from 13 different companies. 

The event began on Saturday morning, where families could check-in, enroll their children in childcare for the 
weekend, as well as register for the first annual HFMD fundraising walk in Fargo. Vicky Neis of Children’s Hos-
pitals in the Twin Cities and her sister Patty traveled to Fargo to run her Child Care programming. After registra-
tion and some time for visiting, a delicious lunch of sandwiches and soup was served. 

Lunch was followed up with a riveting presentation from Dr. Nathan Kobrinsky regard-
ing the various types of bleeding disorders. He went into great detail on the interaction 
of platelets and blood cells. Many of the attendees are patients of Dr. Kobrinsky and 
their families. Dr. Kobrinsky’s presentations at HFMD events are always well received. 
The second speaker, Jeanette Cesta, gave an intriguing speech to the group about her 
own struggles with bleeding disorders, as well as a helpful guide on how to better man-
age your own health issues. After Ms. Cesta’s speech, attendees broke into “round table 
discussion groups” and talked about common challenges and solutions regarding their 
bleeding disorders until the event came to a close around 5:00.

Following the Saturday’s education event, families met back 
for a mouth-watering turkey dinner, complete with turkey, stuffing, potatoes and gravy, 
cranberry sauce, corn and, of course, some tasty deserts. Once everyone was finished 
with dinner, the group went over to the Trollwood Performing Arts center for the closing 
night performance of “Shrek: The Musical.” The Broadway-style play featured an ex-
tremely talented cast made up of students from the Trollwood Performing Arts School.  
With intricate costumes and a stunning outdoor stage and set, the play was a joy to 
watch for all audience members, young and old. Although the performance stretched 
out into the late hours of the evening, families in attendance agreed that it was worth the 
delayed bed times. 

The next morning, families reconvened at Lindenwood Park for Fargo’s first annual fundraising walk. With over 
100 participants, face painters, a balloon twister, Fargo’s Y-94 radio station, a beanbag toss, and many other fun 
activities, the walk was a great way to bring the Fargo family education event to a close. 

We would like to thank 
Sanford Health Fargo for 
co-sponsoring the event with 
us, the Holiday Inn Express 
of Fargo, Dr. Kobrinsky, 
Jeanette Cesta, all of our vol-
unteers and attendees, as well 
as our exhibitors; Accredo 
Hemophilia Health Services, 
Baxter BioScience, Bayer 
HealthCare, Biogen Idec, 
Bio Rx, CSL Behring, CVS 
Caremark, Grifols, Kedrion 
Biopharma, Novo Nordisk, 
Octapharma, Pfizer and 
Walgreens.  We look forward 
to our next Dakotas family 
event! 
By Rachel Wille (HFMD 
Intern)

Walgreens Infusion Services—bleeding disorder  
support to help you stay healthy and active

•  A personal team of bleeding disorder experts

•  Help, day or night 

•  Complete educational support 

•  Broad insurance coverage

To learn more, call 866-436-4376. 
En español, llame al 800-456-1923.

Taking beautiful care of you.

—Charlie,* 7 years old, loves windy days

“ Hemophilia doesn’t  
stop me from having fun.”

* Hypothetical patient profile. 
Walgreens Infusion Services locations are ACHC accredited. HHA  
#20881096, HHA #20885096, HHA #299991678, HHA #299992580 
©2013 Walgreen Co. All rights reserved.  12WIS0117EHa

BD-Ad_7x4_FNL-0413.indd   1 4/2/13   9:48 AM

Sherri & Carson Ouellette

Dr. Kobrinsky
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Connect with a world of hemophilia B 
resources at DistinctlyB.com

Recognizing the differences

Distinctly you

Baxter is a registered trademark of Baxter International Inc. All other products  
or trademarks appearing herein are the property of their respective owners. 
©Copyright (December 2012), Baxter Healthcare Corporation. All rights reserved. HYL8246

You share similarities, yet you’re all very different from one another

At Baxter, we’re focused on responding to your individual needs and those of the 

hemophilia B community. We continue to invest in research and development for  

the promise of tomorrow’s breakthroughs.

• We’re committed to advancing education and resources available to you

• We’re dedicated to helping provide you with a higher level of support

• We’re devoted to helping you build a strong hemophilia B community
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Hemophilia and Thrombosis Center
Children’s Hospital and Clinics of Minnesota 
(CHCMN)
2525 Chicago Avenue, CSC-175
Minneapolis, MN 55404
612-813-5940
angela.boyd@childrensmn.org

Margaret Heisel Kurth, MD
Susan Kearney, MD
Steve Nelson, MD
Michael Sprehe, MD, MPH
Skye Peltier, PA-C, MPH
Kim Jacobson, RN, CPNP
Jocelyn Gorlin, RN, CPNP
Jane Hennessy, RN, CPNP, MPH
Kristen Appert, RN, CPNP
Linda Litecky, RN 
Sue Purdie, RN, BSN
Nicole Leonard, RN, BS
Cheryl Hansen, PT
Jill Swenson, LICSW
Jennifer Roggenbuck, Genetics Counselor
Janice Baker, Genetics Counselor
Angie Boyd, HTC Coordinator

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.debra1@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
jana.suder@sanfordhealth.org

Nathan Kobrinsky, MD
Samuel Odame Anim, MD
Jana Suder, DNP, NP-C, Program Coordinator 
Courtenay Misheski, RN Nurse Coordinator
Nicole Bogrud, RN
Tanya Ramacher, RN
Kimberly Rasmussen, RN
Cynthia Vingelen, RN, BSN
Linda Thorseth, PT				  
Diane Sjolander, CCRP Clinical Research Coordinator
Kate Syverson, MSW, LCSW
Mark Plencner, RPh Phamacy Supervisor

Center for Bleeding and Clotting Disorders
University of Minnesota Medical Center, Fairview
420 Delaware Street SE - MMC 713
B549 Mayo Building
Minneapolis, MN 55455
612-626-6455  
htc@fairview.org

Mark Reding, MD
Ricky Chan, PA-C
Joni Osip, RN, MS NP-C
Vicky Hannemann, RN, BSN
Susan Curoe, RN, MS
Kerry Hansen, RN, BS
Kim Baumann, MPT
Stephen Calvit, MSW, M.Ed, LICSW
Matthew Bower, Genetics Counselor
Sheryl Raygor, Administrative Secretary,
                                     Data Coordinator
Helen McIntyre, MBA Program Manager

Sanford Health, Sioux Falls, SD Region
1600 West 22nd Street
P. O. Box 5039
Sioux Falls, SD 57117
605-312-1000

Mustafa Barbour, MD, Program Coordinator
KayeLyn Wagner, MD
George Maher, MD
Jerilyn Moore, RN   
Grant Boltjes, PT  
Wendy Jensen, CCLS
Quinn Stein, Genetics Counselor
Nathan Anderson, MA, LSW
Kay Schroeder, RD
Melissa Kruce, Dietician

Hemophilia Treatment Centers
(Tri-State Area)
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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 1-800-288-8374 and press 1 to speak to a trained insurance specialist!

Having issues  
with co-pays  
or gaps in  
coverage for your 
hemophilia A 
treatment ???
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the day, former U of MN – HTC Social Worker 
Terry Hammink shared a very detailed and person-
al history of the HFMD financial assistance pro-
gram. Terry talked about how the program evolved 
to what it is today, and how he would work with 
patients to look at all potential support resources 
from state and county programs, before submitting 
any assistance request to the HFMD.

Another important aspect of the conference was 
bringing all five affiliated Social Workers together 
to get to know each other and for each of them to 
share their approach to considering and submitting 
a financial assistance requests to the HFMD. These 
five professionals are Nathan Anderson from the 
Sioux Falls HTC, Steve Calvit – U of MN (Fair-
view), Melinda Otto – Mayo Clinic, Kate Severson 
– Sanford Health Fargo, and Jill Swenson – Chil-
dren’s HTC (Mpls). “I appreciated the opportunity 
the HFMD provided that allowed me to network 
and exchange ideas with the other affiliated social 
workers.   It was great to come away knowing the 
other social workers, each with their own unique 
skill set, a bit better. We all left with a few more 
“tools in our chests”, knowing that we can contact 
each other in the future for consultation.   I believe 
that the collaborative work we did at the confer-
ence will help to improve the provision of assis-
tance to those in the bleeding disorder community 
served by the HFMD.”(Melinda Otto). cont. pg.7

HFMD Affiliated Social Worker Conference
The HFMD Patient Financial Assistance
Program is operated in collaboration with the
Social Workers from our five affiliated Hemo-
philia Treatment Centers.The hardship requests 
that we consider are submitted by an HTC Social 
Worker on behalf of an individual or family from 
this bleeding disorders community. 

If the financial assistance request fits within the 
HFMD program guidelines, it may be approved 
for support. Some requests include assistance 
with medical bills, medical equipment, utility 
shut-offs, and transportation support for hospital 
and HTC clinic visits.

While our patient financial assistance program 
has been working well, the program guidelines 
have not been formally reviewed since 2006. 
The primary goal of this conference was to ask 
for feedback from the HTC Social Workers on 
how our guidelines and process could be im-
proved to better serve our community members 
experiencing an unexpected non-reoccurring 
financial hardship. Their recommendations will 
be taken to the HFMD Board of Directors for 
consideration on November 16th. 

The HFMD Affiliated Social Worker Conference 
was held September 19th & 20th at the Radisson 
Blu in Bloomington, MN. In addition to bringing 
the Social Workers together to get their feedback 
on our financial assistance program, Jim Paist, 
Board President John Schulte, Board Treasurer 
Kris Manns, and HFMD member Jan Petrovich 
also participated in the discussions. This confer-
ence was sponsored by a grant from the Hemo-
philia Alliance Foundation.

The event started Thursday over lunch at the ho-
tel restaurant. Jim Paist opened on the program 
background and outlined the goals of the confer-
ence. Next, willing to come out of retirement for

Jill Swenson, Kate Syverson, Melinda Otto, Steve Calvit, & Nate Anderson
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The HFMD would like to thank all of the partici-
pants, and a very special thanks to the Hemophilia 
Alliance Foundation for helping to make this pos-
sible!
By Jim Paist

As a part of scrutinizing our program guidelines, 
we looked at several other hemophilia chapter 
guidelines from other states to see if there were 
elements from those that we may want to incorpo-
rate into ours. 

Throughout the two days, we made good prog-
ress on making recommended adjustments to 
the program guidelines, and we also agreed that 
a standard HFMD application form was needed 
for all patient applicants to complete as a part of 
the new process.  Each participant brought good 
ideas to the table and a better understanding of the 
program was established. “HFMD deserves praise 
for inviting regional HTC social workers for a two 
day conference in Minneapolis to discuss revi-
sions in the HFMD  Financial Assistance program. 
Many of the social workers had not met each other 
before so it was a wonderful opportunity for us to 
meet and begin working together on issues of com-
mon concern like the upcoming changes in health 
insurance.”(Steve Calvit) 

Social workers met today 
  You bet!, we had a lot to say
We discussed program compliance
  Thanks to funds from the Alliance
Making statements, raising questions 
  Considering so many suggestions
Guided by our leader Jim 
  We throw guidance back at him
Treated well and working hard 
  Here, please take my business card
Luxury accommodations 
  We give high praise with commendations
Hemophilia A to Z 
  We sure like HFMD!

By Nate Anderson, SW
Sanford Children’s Specialty Clinics
Sioux Falls, SD

A
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HFMD WALKS - 2013

FARGO
The Fargo walk was held at the beautiful Linden-
wood Park, nestled on the banks of the Red River. 
With a crowd of over 100 families, children, 
community members, and even a few dogs wear-
ing event T-shirts, our first annual walk in Fargo 
was a huge success. After registering, participants 
received a neon green t-shirt, and then enjoyed 
a day filled with entertainment, with everything 
from a bean-bag toss competition to a balloon 
artist that twisted balloon hats that were nearly 
three feet tall. Fargo’s Y-94 radio station was also 
present, adding a lot of energy and fun to 
the event.  As the walkers returned, they 
were treated to a feast of pizza, which 
was generously donated by Spicy Pie 
Pizza, a local Fargo establishment, as 
well as an endless supply of ice-cold 
water, provided by Sanford Health. 
Our Fargo Walk supporters raised over 
$5,500 from both online and onsite donations, we couldn’t have 
asked for a better first annual walk in Fargo! We’re already thinking 
about next year’s walk and can’t wait to make it even bigger and 
better than the first. 

ST PAUL
Our third annual “Step Out for Bleeding Disorders” fundraising 
walk at Como Park in St.Paul took place on Saturday, August 
3rd, only a week after the walk in Fargo! Drawing in nearly 350 
participants, we had yet another extremely successful walk! 
With face painters, a balloon artist, photo booth, mascot appear-
ances from Nordy of the Minnesota Wild, Chuck E. Cheese and 
Crunch of the Minnesota Timberwolves, the 92-KQRS radio 
van, and all sorts of other activities, everyone at Como Park had 
a fantastic time. 

We had a busy summer here at the HFMD office, with not one, but two fundraising walks! On July 
28, we held our first annual “Step Out for Bleeding Disorders” fundraising walk in Fargo ND, and our 
third annual walk in St. Paul, just a week later on August 3rd! 

Continued on page 9
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The HFMD would like to thank all of our tremen-
dous volunteers, attendees and donors, Subway 
of Mendota Heights, Byerly’s of Ridgedale, 92-
KQRS, Y-94 of Fargo. We look forward to future 
walks and appreciate the support that we have 
received from our members who “Step Out for 
Bleeding Dissorders” to support the HFMD! 
By Rachel Wille (HFMD Intern)

With our two Walks combined, the HFMD raised 
over $69,000 in total. Sponsorship from generous 
companies raised $30,500, companies exhibiting 
raised $11,000, and our fantastic online Team fund-
raisers for both Walks raised $24,000, and at event 
donations brought in the rest.  This was our most 
successful Walk fundraiser ever!

At our St. Paul walk, we were also lucky enough to 
have exhibitors from 13 different companies come 
and set up displays. Our St. Paul exhibitors includ-
ed Accredo Hemophilia Health Services, Baxter 
BioScience, Bayer HealthCare, Biogen Idec, Bio 
Rx, Coram Specialty Infusion Services, CSL Beh-
ring, CVS Caremark, HFA, Kedrion Biopharma, 
Novo Nordisk, Octapharma, and Pfizer. 

After participants completed the walk, Subway 
sandwiches, bottled water snow cones were ready 
and waiting to keep everyone refreshed. With both 
online and onsite donations,  making it our most 
successful walk yet! We were extremely pleased 
with the outcome of this year’s walks and have 
nothing but high hopes for walks in years to come

We would like to extend our deepest 
appreciation to our Walk sponsors:

Long Strides:
Pfizer, CSL Behring, Bayer, 

and Baxter. 
First Steps Level: 

Biogen Idec, 
Children’s Hospitals & Clinics, CVS 
Caremark, U of MN Medical Center 

Fairview, Novo Nordisk, Mayo Clinic 
Factor Program, and 

Sanford Health Fargo. 
Path Sign:

Grifols
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The HFMD gratefully acknowledges our donors who have given so generously.  Below are donations 
received from January 1, 2013 through September 30, 2013. 

Organizational Contributors:

$40,000 and Up
Sanford Health Fargo

$20,000 - $39,999  
Baxter
Children’s Hospital & Clinics of Minnesota
U of MN Medical Center, Fairview
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
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 Golden
Pat & Sandra McNamee
Mark Weiner

1,000 - 1,999
Dick Bremer
Ron Burker
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
Michelle Halverson
Vicky Hannemann
Michael Johnson
Frank & Dr. Margaret Kurth
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
Barbara Griffin
Matt Jensen
Alex Johansen
Jim Langworthy
Karen Ling
Stacy & Matt Luken
Kris & Joel Manns
Jay Meyer
Steph & Jim Miller
Mike & Heidi Neubert
Tim & Patti O’Brien
James 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 Hege-
man

100-199
Christine Armistead
Lori Auer
Lisa & Mark Baltes
John & Sharon Baranick
Angelia Baril
Cynthia Bigalke
Jeff Boucher
Jon & Angie Boyd
Connie Bradley
Megan Broin
Marlene Broin Strong
Sydney Brusseau
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
Tom Kulick
Robert Leroy
Ailing Li

DONORS
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Jon Boucher
Bruce Bowman
Sarah Brill
Frank Buda, Jr.
DeAnn Burke
Donna Calabrese
Sara Cardwell
Tory Cawcutt
Pam Cella
Pat Crosby
Josh Dahl
Dianne Dahl
Keith Daniels
Rick Daniels
Lynne Devitt
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
Mark Manns
Chuck & Beverly Manns

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
Øyvind 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

 

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
Beth Anderson
Kathleen Berger
Adilson Alencar
Becky Anderson
Beth Anderson
Erin Anderson
Kathy Anderson
Stephanie Anthony
Tiffany Anderson
Heather Appert
Rob Baker
Lisa Baumgard

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
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Kayla Winnike
Treven Wisz
John Zwackman
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Paul Rehm
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Cynthia Larson
Julie Lawson
Alicia Lee
Terri Leick
Marvin Lin
Laurie Lindahl
Marilyn Lindquist
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Arlene Meehl

Barbara Mellin
DeAnna Meyers
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Laurie Pawlowski
Gloria & Willard Pechtel
Tanya Pederson Schatzke
Michelle Percy
Michael Percy
E.A. Perell
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Jeanette Plummer

Deb Stoa
Bob Stone & Jan Titus
Jana Suder
Lisa Sveiven
Ruth Swanson
Kate Syverson
Jason Tarasewicz
Joseph Tarasewicz
Susan & Chris Terski
Colin Thilmony
Rebecca Thorne
Julie Thornton
Melissa Tschida
Joan Tubbs
Jenna Tulman
Lance Unruh
Erin Velander
Priscilla Veldt
Dale Vetter
Michael Vetter
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Cristy Wainionpaa
Tina Walter
Jeanette Wanger
Susan Welch
Joe Welna
Shirley Wensmann
Jonna Whatley
Jenna Whiting
Gervaise Wilhelm
Gloria Wilkie
Melissa Willard
Linda Williams
Valerie Wilwert
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FDA Grants Orphan Drug Status to Alnylam’s Hemophilia Therapy

In August, Alnylam Pharmaceuticals, Inc., announced that the US Food and Drug Administration (FDA) had granted 
Orphan Drug Designation to ALN-AT3 for the treatment of hemophilia A. The company, based in Cambridge, Mas-
sachusetts, is developing ALN-AT3, a subcutaneously administered (injection just under the skin) RNAi therapy 
that targets antithrombin (AT) as a way to treat hemophilia A or B, hemophilia A or B with inhibitors, and other rare 
bleeding disorders. AT is a small plasma protein molecule that inactivates factor Xa and thrombin, which are needed 
for blood clotting.

ALN-AT3 incorporates Alnylam’s proprietary gene-silencing technology called RNAi, or RNA interference. Discov-
ered by scientists in the late 1990s, RNAi is a natural process in which cells turn off, or silence, the activity of spe-
cific genes. ALN-AT3 silences certain genes associated with AT generation, “switching off” the protein’s production. 

At the XXIV Congress of the International Society on Thrombosis and Haemostasis, June 29-July 4, in Amsterdam, 
Alnylam shared preclinical data from animal trials. The studies revealed that ALN-AT3 improved thrombin genera-
tion in mice and nonhuman primates.

Alnylam plans to file an investigational new drug application for ALN-AT3 in late 2013. It will initiate a Phase I 
clinical trial in humans in early 2014.

“We are very pleased that the FDA has granted Orphan Drug Designation for ALN-AT3 now for both the treatment 
of hemophilia A and hemophilia B. As a subcutaneously delivered RNAi therapeutic, we believe it represents an 
innovative approach for the management of hemophilia and has great potential to make a meaningful impact in the 
treatment of this often debilitating bleeding disorder,” said Saraswathy (Sara) Nochur, PhD, Senior Vice President, 
Regulatory Affairs and Quality Assurance at Alnylam. “ALN-AT3 is a key program in our ‘Alnylam 5x15’ product 
development and commercialization strategy, and we look forward to advancing this promising RNAi therapeutic 
into the clinic in the months to come.”

Sources: The Wall Street Journal, August 14, 2013, and Alnylam news release dated August 20, 2013
 
Mount Sinai Researchers Discover HCV Can Replicate in Macaques

Researchers from the Icahn School of Medicine at Mount Sinai in New York may have created a new animal model 
for the study of the hepatitis C virus (HCV)—pigtail macaques. Macaques live in Africa and Asia, and are closely 
related to humans and chimpanzees. For decades investigators who have been trying unsuccessfully to develop new 
animal models, other than humans and chimpanzees. The team of researchers led by Matthew Evans, PhD, and 
Valerie Gouon-Evans, PhD, discovered that by differentiating stem cells into liver cells, they could infect pigtail 
macaques with HCV. These findings represent a significant breakthrough.

First, Gouon-Evans, an Assistant Professor in the Department of Developmental and Regenerative Biology at Mount 
Sinai, collaborated with a team at the Fred Hutchison Cancer Research Center in Seattle to convert macaque stem 
cells into liver cells. Next, Evans, an Assistant Professor in the Department of Microbiology at Mount Sinai, and his 
team attempted to infect these cells with HCV in a petri dish. They observed that these differentiated cells were able 
to support HCV infection and replication, but not as effectively as in human liver cells. 

“Now that we know that HCV infection in macaque cells is possible, we wanted to find out why it only worked in 
liver cells that were derived from stem cells,” said Gouon-Evans. “By identifying where in the viral life cycle the 
infection is dysfunctional, we can develop an effective animal model of HCV.”

Investigators found the cause--changes in a cell surface receptor in the macaques. This obstacle was overcome by 
genetically introducing the human version of this receptor in macaque cells. 
 Next, the Mount Sinai team will infect macaques with the altered HCV. Through genetic manipulation, this modified 
HCV will encounter more functional receptors, allowing for more efficient replication.

“Our discovery shows that by manipulating either host or viral genetics we can efficiently infect macaque cells,” said 
Evans. “These findings may open doors for the field of HCV research, lead to new animal models, and hopefully 
vaccines and therapies.”

The study, “Hepatic Cells Derived from Induced Pluripotent Stem Cells of Pigtail Macaques Support Hepatitis C 
Virus infection,” was published online July 26, 2013, in the journal Gastroenterology.

Source: Mount Sinai press release dated July 26, 2013 

RESEARCH NEWS (from NHF)
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NHF, Coalition for Accessible Treatments Advocate for H.R. 460
 
In September, the Coalition for Accessible Treatments (CAT, of which NHF is a member) hosted two briefings 
to discuss the release of a new study on specialty tiers and why this insurance practice impedes patient access 
to treatments.  CAT comprises 20 patient and provider groups advocating for the passage of H.R. 460, the 
Patients’ Access to Treatments Act.  The bill prohibits private insurers from charging patients more in cost-
sharing for drugs on the 4th, or specialty tier, than they do for drugs on the 3rd tier. 

The briefings focused on the release of a new study by Avalere, a healthcare consulting firm in Washington, 
DC, on the potential impact the bill would have on premiums and cost-sharing in private health insurance 
plans. Avalere’s study, estimates that H.R. 460 will increase premiums on average $3 per year for plans with 
specialty tiers, absent any other changes to the benefit design. 

The briefings also featured consumers, including bleeding disorders advocate Nathan Wilkes, who shared 
personal stories on why specialty tiers are so challenging for individuals with high-cost, chronic conditions. 
Following the briefings, NHF joined other CAT members in meeting with Congressional staff to increase the 
number of co-sponsors on H.R. 460 and to identify Senate champions to introduce companion legislation.  
NHF and the Hemophilia Federation of America (HFA) sent a joint letter to Congressional leaders asking 
them to schedule a hearing on H.R. 460, so that it can begin to move through the legislative process.  

NHF will continue to advocate for passage of H.R. 460. We will update the community as the bill progresses.
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You may be eligible for a FREE one-time 
1-month supply up to 20,000 IU of factor* 
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Board/Staff News

We would like to extend a very special thanks 
to Rachel Wille, our Event Intern over the sum-
mer. Rachel did a fantastic job with both of our 
Walk events and was instrumental in carrying out 
our Dakotas Education event in Fargo. It was a 
pleasure having Rachel on staff over the summer, 
before she had to return back to school at Drake 
University in Iowa. 

The HFMD is excited to welcome Carson Oul-
lette to our Board of Directors. Carson is study-
ing political science at Concordia College in 
Moorhead. He and his family are longtime 
HFMD members and Carson is also active with 
the National Hemophilia Foundation Youth 
Leadership Program (NYLI).
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Donations can be made by sending 
them to the HFMD office or on our 
website www.hfmd.org using the 

PayPal donate button.

2013 -2014 Calendar of Events
	

November 2, 2013 .........................	 Group Fitness Event
	  	 Laser Tag & Bowling at Pinz in Oakdale
	  	 10 a.m. Call HFMD to R.S.V.P.

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

May 2-3, 2013 ..............................  	HFMD Annual Meeting
	   	 Crowne Plaza, Plymouth

	**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! 


