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The Benefits of Karate

By Andrew Drake, age 16

HFMD MISSION
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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Karate, some people think it is just a
“dumb” thing because you have to pay attention to someone. I think it is fun because
you get to meet new people and make some
new friends. But before I joined karate, I
had dealt with some serious problems at
school like bullying and being angry and
sad. As school was getting unbearable; the
HFMD, through their patient assistance
program, helped me to join karate to build
my self-confidence with some of the bullies
at school.

So it really helps with controlling weight
too. Also since I joined karate, I have had
people leave me alone in school so the bullying has slowed down for now until they
forget that I am in karate.
But in karate you have to use the skills you
learned for the right situations or right reasons; and to learn self-defense, discipline,
and to build self-confidence.

In karate there is a phrase for that and it is
“Might For Right.” Also, I guarantee you
My initial reaction was “Ya, I’ll give karate will make at least one new friend in your
a try.” Then as I joined karate, I found that experience in karate. In karate you earn
it helps with more than what people think. black and red stripes to advance to the next
I found that it helps with enjoying yourself belt rank. The black stripes mean that you
and teaches you discipline and a better
have shown that you know how to do your
mind-set for life. So I have been in karate
one-steps, self-defense, basics, and the
for almost three months and it has imform. The red strip is for attitude and disciproved my self-image and I look a lot
pline in the class and outside the class.
thinner than I did before I started karate.

continued on page 3
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HFMD 2011 ANNUAL MEETING
APRIL 1st & 2ND
“LIFE IS A FIESTA”
Airport Marriott Hotel
2020 East American Boulevard
Bloomington, MN
Key Note Speakers:

John Jarratt

Perry Parker

Join us for a weekend of Education, Information and Networking!
John Jarratt, M.Ed., L.P.S. “A Man and His Music” (presenting with piano)
Perry Parker (Professional golpher, and happens to have hemophilia)
Exhibitors
A Session for Women
A Blood Brotherhood Program (led by John Jarratt)
Medical Education
Child Care will be available
Taco Buffet and Carnival on Friday night
And much, much more!!
Please contact the HFMD office for registration forms
by calling 651-406-8655 or 1-800-994-4363
or emailing at hemophiliafound@visi.com
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Karate - continued from page 1
In karate at first you start off as a student with a no
belt then the belt ranks go as shown: white, gold,
green, purple, brown, blue, red, then the all mighty
black belt. If you want you can go up to 10th degree
black belt if you want to but at any black belt level
you are considered a master and not a student. But at
green belt you have a choice if you want to start sparring or not.
So, if you want to join karate I would encourage you
to do so because I chose to join because I liked it. I
saw people having fun in class and I said I would like
to join and I have been hooked ever since. So, I’m
not trying to pressure you to do something you don’t
like to do but I am saying to give new things a try and
if you like them then awesome; but if you don’t like
them then try some other new things like boy scouts or
something like that.
I was told that karate was not to learn how to beat up
other kids but it is to learn discipline, self-defense,
and how to do things the right way. So if you are in
hairy situations when a bully is picking on you and are
a person who hasn’t taken karate or are just stubborn
and will let the bully get to them, it is better to have
discipline then you might loose the bully because you
are disciplined enough to know not to stoop to their
level. So once again I encourage people to try new
things and to enjoy life because life is short and life
can be gone in a flash, so live life to its fullest and
cherish every moment.
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Rock Climbing Fitness Event
On Saturday, October 16th, HFMD
along with Children’s Hospitals and
Clinics of Minnesota, Bayer HealthCare and ACCUA held an indoor
rock climbing fitness event at Vertical Endeavors in St. Paul.
The day started out with a presentation by Jeff Kallberg, PT from ACCUA talking about the importance
of physical fitness, strength, and
balance especially for people with
hemophilia. He demonstrated some
exercises to improve proprioception,
or balance.
Then it was out to the climbing area!
After a short instruction session with
a Vertical Endeavors instructor on how to use the belay (the process of securing and safeguarding a rope
for a climber), the group was free to start climbing the walls.
After climbing for an hour and a half the participants re-grouped for lunch and to talk about their adventures on the climbing wall. Jeff Kallberg wrapped things up with a discussion on how to take care of
your body after you do a new type of physical activity.
The participants all had a great time trying this new sport! Special thanks to Nancy Golden with Bayer,
Jeff Kallberg PT from ACCUA and the staff at Vertical Endeavors!

Physician of the Year
At the 2010 National Hemophilia Foundation Annual
Meeting in New Orleans, Dr. Margaret Heisel-Kurth
was presented with 2010 Dr. Kenneth Brinkhous
NHF Physician of the Year Award.

Left to Right – NHF CEO Val Bias,
Dr. Margaret Heisel-Kurth,
and NHF Board Chair Stephen Bender.

With an amazing career as a hematologist and
oncologist, Dr. Heisel-Kurth is so deserving of this
great honor. We at the HFMD know what a
wonderful person and physician she is, and most
certainly her patients and their parents hold
Dr. Heisel in the highest regard.
Congratulations Dr. Heisel!
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Dakotas Family Retreat

In the deep woods of northwestern Minnesota, the HFMD returned to
the rustic setting of the Smokey Hills Wilderness Retreat just outside of
Park Rapids to hold the 2010 Dakotas Family Retreat August 6th – 8th.
Friday evening, attendees settled in the conference/community center
to enjoy grilled hamburgers, hot dogs, and chips. A special Thanks to
Mark Wiener for spending nearly two hours over a hot grill to help feed
our guests.

During the casual dinner our group had time to visit exhibitor booths
and reconnect with each other. Saturday morning opened with HFMD
updates and the introduction of keynote speaker Dr. Margaret Heisel-Kurth. Dr. Heisel-Kurth gave an informative presentation on aging and then opened things up for questions and answers. Next our group had the
pleasure of listening to Cody Morrow, a younger man with hemophilia who has played sports all of his life.
Cody really connected with our audience sharing his personal story. Then, Physical Therapist Jeff Kallberg
delivered a fascinating presentation on good joint health which included slides of damaged joints versus
healthy joints. After lunch, Jeff managed to get everyone on the floor for stretching before he and his daughter
Grace held an interactive karate demonstration for our group.
With a strong lineup of speakers, our attendees gained valuable knowledge with a wide variety of information. During breaks, people had time to visit with exhibitors to learn about their products and services. In the
evening, folks watched several movies in the conference theatre. The HFMD would like to thank the Dakotas
Retreat planning committee for all of their time in putting this event together. We truly appreciate the support
of our sponsors and exhibitors:

Sponsors:

Sanford HealthRoger Maris Cancer Center
Baxter BioScience
Bayer HealthCare

HFMD Poinsettia Sales
HFMD Poinsettia Sale raised nearly $2,500 over
the holidays. Thanks to a broad range of support from our community, we had another successful fundraiser. We’d like to thank Linder’s
Greenhouses for providing the plants—they were
beautiful! The foundation also wishes to thank
the volunteers who coordinated sales at their facilities. They are: Kirstin Schmit at Mayo Clinic,
and the 3M CARES Volunteers Carol Winch
and Marie Storhaug for their commitment to the
foundation. This annual fundraiser helps to support
our programs for children and adults living with
hemophilia in our tri-state area.

Exhibitors:

Accredo HHS
Baxter BioScience
Bayer HealthCare
CSL Behring
CVS Caremark

Grifols
Mid-West Cornerstone
Pfizer
Talecris

HFMD Scholarship Applications
Knowing that education is usually necessary for people
to attain the kind of work they dream of, the Hemophilia Foundation will again be accepting scholarship
applications for post-secondary education beginning
January 31, 2011. Forms will be available, at that time,
by calling the HFMD office at 651-406-8655 or 1-800994-4363, or on line at www.hfmd.org.
Scholarship eligibility requirements for applicants
include (1) having an inherited bleeding disorder, (2)
being a resident of Minnesota, North Dakota or South
Dakota, or being a patient of one of the Hemophilia
Treatment Centers in these states, and be a participant
in HFMD programs and services, and (3) being accepted into a post-secondary educational program.
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Blood Brotherhood Update

The latest event we held for our Blood Brothers
(BB) included a gathering at TCF Bank Stadium
to see the Minnesota Gopher football team take
on Penn State in mid-November. Although the
home team lost, our attendees enjoyed the game
and the
opportunity
to chat with
each other.
HFMD
intern
Bethany
Pearson did
a terrific job
in coordinating this event. The following week, we held a
BB conference call where the men who dialed in
got to share how they cope with stress. The guys
really opened up in how a bleed can create stress

in their lives and they shared various things they
do to help alleviate the stress. Some found music
and art helpful at times, while other mentioned
talking to someone, or immersing themselves in a
book or a movie. It was a great session facilitated
by Steve Calvit, MSW, University of MN Medical
Center, Fairview.
By Jim Paist.

Our Deepest Appreciation
The HFMD expresses our gratitude to all
who have made donations to this organization in 2010. Through individuals, corporate sponsorship, and foundation grants; the
HFMD had a very productive year carrying
out programs and services for the bleeding disorders community in our tri-state
area. In addition to the financial support we
received, we are very grateful to everyone
who volunteered to help make our programs
and events a success. Thank you!
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The HFMD gratefully acknowledges our donors who have given so generously. Below are donations
received from January 1, 2010 through December 31, 2010.

Individual Contributors:

$200 - $499
Fred & Pam Alver
Jon & Beth Andersen
Kenneth & Alix Behm
Sue Bickmore
Dick Bone
Tim & Diann Boonstra
Jake Bowman
Barb Brown
Vidar & Kari Burke-Romarheim
Dr. Joseph & Pam Cella
Steve & Marcy Chamberlain
Perry & Stacie Cowen
Dennis Crist
Jeff & Becky Fahrenbruch
John & Nancy Golden
Jerome Gorden
Barbara Griffin
Terry & Pat Hammink
Frank & Jane Hennessy
Joel & Ellen Janski
Rob Kalman
Caleb Klersy
Mike Kmetz
Jim Langworthy
Merv Larson
Andrew Lawrence
Craig Looney
Jason Malley
Josh Maus
Kari McShane
Scott & Melissa Moran
Arthur & Nancy MosBrucker
Steve Nielsen & Nancy Starr
Jim Paist
Mark & Stacey Plencner
Ron & Kathi Reeves
Schatz Real Estate Group
John & Barby Schulte
Joe & Becky Semler
Jeannie Seppala
Kert Severson
Dan & Deb Starling
David Sumnicht
TDS
Tom Teigen & Jennifer Paist
Robert & Karla Tinklenberg
Ron VanGeest & Ellen Hyser
Barry Vaughan
Mike Wiener
Pat & Peggy Wier
Thomas & Cheryl Wistrom
Mike Zabel

$500 - $999
Jed & Vanessa Adams
Cloverdale Meats
Alfred & Vicky Hannemann
Paul & Nancy Jaworski
Jim & Steph Miller
Mike & Heidi Neubert
Joni Osip
Christopher Paulson
Jeff & Kirstin Schmidt
Joe Sorenson
Dan Tinklenberg
James & Amy Towner
Michael Wheeler & Bridget Hegeman

$100 - $199
Elton Arneson
Brad & Kim Baumann
John Belonis
Monte Bofenkamp
Eileen Bostwick
Ricky & Christine Chan
Paul & Sue Crooks
Phill & Sue Curoe
David & Deborah Melhado
Ron & Lori Duchesneau
Jon Errickson
Thomas & Mimi Fogerty
David & Sharold Friedrich
James & Mary Gage
Patricia Gavin
Gregory & Rhonda Gilmer
Deirdre Gollinger
Dr. Jed & Jocelyn Gorlin
Joe Gorman
Paul & Carolyn Hanson
Karen Hoffrogge
Bruce Johnson

Organizational Contributors:
$40,000 and Up
Fairview Health Services
Sanford Health
$20,000 - $39,999
Baxter BioScience
Children’s Hospitals & Clinics of MN
Novo Nordisk
$9,000 - $19,999
Bayer HealthCare
Community Health Charities of MN
CSL Behring
Hemophilia Federation of America
Pfizer, Inc.
The Wasie Foundation
$3,000 - $8,999
Accredo Hemophilia Health Services
The Buuck Family Foundation
CVS Caremark
Hemophilia Alliance Foundation
Mayo Foundation
Walgreens
$1,000 - $2,999
AHF
Baxter International
BioRx
Coram Healthcare
Grifols
Mid-West Cornerstone Healthcare
Minnesota Community Foundation
Talecris
Up to $999
Blue Cross/Blue Shield
Byron Fire Fighters
Deano’s Collision Specialists, Inc.
Greater Twin Cities United Way
HomeTech Therapies, Inc.
National Coatings & Supplies, Inc.
Razoo
Sun Country Airlines
Truist Foundation
Wells Fargo Community Support Campaign

$1,000 +
Anonymous
Peter & Andrea Etterman
Frank & Dr. Margaret Kurth
Tom & Kaye Molin
Timothy & Patti O’Brien
Catherine Roeder
John Schlosser
Mark & Julie Wiener

Jeff Kandt
Joel Karsten
Kevin Looney
Jay Lotthammer
Tim & Sharon Magnuson
Richard Mandt
Chris & Kristine Moquist
Kelly Murphy
Bud Mutterer
John Nelson
Dr. Stephen Nelson
Robert Nordin
Skye Peltier
Pam Perlich
Herbert Polesky
Vonnie Propp
Susan Purdie
Barb Rucks
Joe & Laura Schmit
Evan Stoltz
John & Melissa Umphlett &
The Care Team Friends
Reed Varner
Ryan Varner
Gerald Wohnoutka
Michael & Shirley Wood
Up to $99
John & Lucille Adams
Stephanie Anderson
Josh Anderson
Mathew & Dan Arendt
Bill & Mary Anne Ax
Scott Bohm
Kendall Bos
Donald & Dorothy Bourquin
Scott Boyhm
Aaron & Mandy Braaten
Jeff Buck
Chuck & Denise Cadwell
Michael & Jacinda Collins
Al Cossiart
John Curran
Terry & Carolyn Dinneen
Amy Eckerman
Chase & Sarah Elgard
Robert Ellinghuysen
Jennifer Erickson
Joel & Donna Fricke
Eleanor Funk
Beverly Gauthier
Daniel & Julie Geiger
Chuck Gorman
Mark Guidarelli
Todd & Linda Hansen
Larry& Gloria Hassebrock
Dustin Heigl
Jeff & Lori Helgemoe
HHS of Illinois
Mike Hickey
Mary Jo Hillesheim
Curtis Huot
Andy & Pam Joe
Carlyle Johnson
Michael & Yajun Johnson
Paul Johnson
Ricky & DeeDee Johnson
Bill & Liz Kallberg
Dan Kallberg
Liz Kallberg/CoaguLife
Marc Kalman
Jean Kandt
Kathy Kimmel
Kathy Kirkeby
Angie Klersy
Joe Kloster
David Koch
Audrey Kostelecky

Bob Krepfle
Gail Kretman
Bob Kubitschek
Daniel & Donna Kuhlman
Joe & Lori Kunkel
Clark & Violet Lien
Daniel & Stephanie Lien
Kathleen Liffrig
Ryan Lippert
Wendell Lotthamer
Reynold Lyng
Ray & Roxanne Makepeace
Dereck Mathwig
Sean Mathwig
Justin McClanahan
Darryl Moe
Jomarie Morris
Cody & Meghan Morrow
Dan & Katherine Murphy
Patrick & Elizabeth Myers
Craig & Kathie Jean Neville
Robert & Gayle Newman
Jay Nicholson
Michael Niebaum
Donald Nordquist
John & Annette Nyman
Paul & Charlene Nyman
Craig Opitz
Melinda Otto
Sherri Ouelette
Willard & Gloria Pechtel
Patti Pherson
Nick & Karin Pudenz
John & Ruth Quast
Clayton & Keri Rakes
Ignacio Ramos &
Julieta Naranjo
Bruce & Darlene Reinarts
Rodney & Laurel Rick
Stewart Rosoff
Robert Russell
Jerry Salfer
Mark Salfer
June & Amanda Schatz
Lance & Darcy Schmidt
Jo Ann Schrenk
Adrian Schrottoff
Rocky Sheldon
Pat Silovich
Dave Smnicht
Marita Spencer
Kevin Spencer
Betty Stone
Robert Stone
Marie Storhaug
Tami Swenson
Touching Lives Forever/
Martin Luther School
Curt & Erin Tveito
Robert & Georgia Vonarx
Tim Walker
Steve & Dawn Witcraft
Martin & Brenda Wray
Arthur & Marcia Zimmerman
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NHF Annual Meeting 2010

Long before I knew I would be attending the National Hemophilia Foundation’s annual meeting in New Orleans
(November 11-13), I already had a couple connections to it: as a hemophiliac, and having a father from the south
(Alabama). So when I was invited to go, I was excited to be going south for the first time since 1991.My sister,
Rose, accompanied me as my assistant, and together we had quite the time in the Crescent City! The use of a
three-wheel scooter during my stay made mobility much easier.
Thursday we attended a session on Aging With Hemophilia. Men with hemophilia, like men in the population
generally, are living longer. (I, myself, am 51.) Older hemophiliacs face the same challenges as other men: the
risk of bleeding from needed medications, for instance, or the necessity of a colonoscopy, and the difficult decisions regarding the use of heparin or surgery to treat heart conditions. There was some good news, though: If I
heard it right, deaths from heart problems are less common in hemophiliacs.
Some of the information was rather technical and went over my head. It would be helpful if they had printouts of
the information they have on the overheads. I am a note-taker, but it’s easy to get involved in that and lose the
flow of the session. Printouts would allow participants to give their full attention to the speaker.
Later that evening we attended the Opening Meeting, which featured an address from Val Bias (CEO of NHF).
Among the topics was the launching of the Victory For Women campaign, Education, Advocacy, and Awareness
for women with bleeding disorders. As it ended, the event took on a Mardi Gras feeling - noisy and festive!
Friday, Rose and I went on a self-guided tour of the French Quarter. The buildings are attractive but the sidewalks are, in some places, in such poor shape as to be dangerous. While I didn’t have a “po’ boy,” I did have my
first-ever crab cake.
Then we toured the exhibit booths. There were plenty of freebies, but perhaps the most unusual was the glow-inthe-dark Frisbee.That afternoon we sat in on a session titled Ouch! That Still Hurts! - about pain and its management. This is a topic that has long fascinated me. It is amazing how many ways there are to address pain. Perhaps
the most important place to begin is to acknowledge that pain is REAL. Then there are so many ways to approach
its treatment.
We were scheduled to return Saturday, but our flight was cancelled due to inclement weather in Minnesota. So we
took advantage of the extra day to attend a session called Joint Disease Interventions.The shuttle driver in New
Orleans gave us a nearly endless stream of suggestions for places and things to go, see, do, and eat. The hotel
people were also extremely helpful - even to the point of putting an extra mattress on my bed to make it easier for
me to get out of it. The airline and airport people could not have been nicer or more helpful - except for one man
at the Minneapolis airport.
Overall, we had a great time - in
our own way. I would like to
offer a huge “Thank You!” to
Rose; without her help at virtually every stage the experience
would have been infinitely more
difficult. I also owe Joni Osip RN,
MS (Program Manager, U of MN
Center For Bleeding and Clotting
Disorders, Fairview) and HFMD
my gratitude; their assistance
made my trip possible.
By Larry Maddox.
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Hemophilia Treatment Centers
(Tri-State Area)
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
Steve Nelson, MD
Susan Kearney, MD
Skye Peltier, PA-C
Kim Jacobson, RN, CPNP
Jocelyn Gorlin, RN, CPNP
Jane Hennessy, RN, CPNP
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

Sanford Health, Sioux Falls, SD Region
1600 West 22nd Street
P. O. Box 5039
Sioux Falls, SD 57117
605-312-1000
Charlie Peters, MD
KayeLyn Wagner, MD
Erin Tobin, RN
LeAnn Schneider, PT
Wendy Jensen, CCLS
Amy Woltanski, Genetics Counselor
Jan Grogan, MSW
Kay Schroeder, RD
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
Vicky Hannemann, RN, BSN
Susan Curoe, RN, MS
Kerry Hansen, RN, BS
Kim Baumann, MPT
Stephen Calvit, MSW, M.Ed, LICSW
Chelsea Antilla, Genetics Counselor
Shannon Fabick, Data Coordinator
Laura Hanson, Administrative Secretary

Mayo Comprehensive Hemophilia Center
Mayo Clinic
Hilton 106
200 First Street SW
Rochester, MN 55905
507-284-8634 or 1-800-344-7726
schmidt.kirstin@mayo.edu
eckerman.amy@mayo.edu
Rajiv Pruthi, MBBS 				
Vilmarie Rodriguez, MD			
Kirstin Schmidt, RN
Amy Eckerman, RN
Melinda Otto, SW
Sanford Health, Fargo, ND Region
820 Fourth Street North
Fargo, ND 58122
701-234-2757
Nathan Kobrinsky, MD
Kathy Kirkeby, PA-C
Courtenay Misheski, RN		
Linda Thorseth, PT				
Diane Sjolander, CCRP
Kate Syverson, LCSW
Mark Plencner, RPh
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Women’s Retreat 2010
The Oakridge Conference Center in Chaska was the location for the 5th Women’s Retreat held in October. The fall
colors were wonderful! We had a good turn out of women
with bleeding disorders, and several teens were also in
attendance. The keynote speaker this year was Dr. Carrie
Terrell, who is an OBGYN at the University of Minnesota.
The women really thought her talk was informative and
they enjoyed hearing her perspective. Patrice Flax, who is
National Hemophilia Foundation’s manager of education,
then spoke about the new women’s initiative “Victory for
Women,followed by Jim Paist’s talk about Women’s programming at the local level at HFMD.
Kristin Prior, who is a carrier of Hemophilia and also has
vonWillebrand disease shared her story, as well as, talked about psychosocial issues involved with a bleeding
disorder, and then gave a patient’s perspective on treatment options. Dr. Margaret Heisel, a pediatric hematologist at Children’s Minneapolis Hemophilia Center, spoke during our “Ask the Provider” session. It provided a
wonderful opportunity for women with questions about bleeding and treatment. A session about Mindful Eating
was also offered by Jenny Breen from the Center for Spirituality and Healing at the University of Minnesota.
Besides providing educational content to women with bleeding disorders, the retreat also provided plenty of fun
activities. Breakout sessions this year included Theraband® exercise, karate, aroma therapy, and knitting. After
dinner, the women and teens shared pictures with each other and played an exciting game of bingo. The retreat
ended with a fabulous brunch offered at the Oakridge. There was no shortage of fabulous food during the weekend. Thanks to all the speakers, HTC staff, and 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, RN, (University of Minnesota Medical Center, Fairview)

The Hemophilia Foundation of Minnesota/Dakotas will be hosting the first Walk for HFMD in 2011.
Join us on Saturday, August 6th, at Como Park to raise money in support of HFMD’s mission: advancing the quality of life of individuals and families affected by hemophilia and other bleeding disorders by providing a broad range of services and programs.
Support our cause by forming a team, be a team captain, or walk with family, friends, or co-workers.
People of all ages are encourage to participate. Sponsorship opportunities are also available.
More information to follow.
There will be entertainment, prizes, food, and fun for everyone.
Families could also enjoy a day at the zoo after the walk.
For more information about this event, contact
HFMD at 651-406-8655 or 1-800-994-4363
or hemophiliafound@visi.com

SAVE THE DATE

WALK FOR THE HFMD
AUGUST 6TH, 2011
COMO PARK, ST. PAUL

Editor’s Notes
Dear Veinline Readers,
Once in a while, there is an oversight or omission
with our articles reporting on HFMD activities and
events. In writing our golf tournament report last issue, I regretfully left out the name of a key volunteer
from the golf planning committee. Stacie Cowen did
so much in planning, getting items donated, and in
bringing her family members to golf and support the
event; I felt it was important to correct this omission.
The report on our Dakotas Family Retreat was also
left out of our last issue, so please enjoy reading it
on page 5. The Veinline welcomes articles submitted by members of this community to share personal
stories like Andrew’s. If you have a compelling story
to share, please send it to my attention at the HFMD
office.
Sincerely,
Jim Paist
HFMD
Executive Director
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HFMD Sponsors from January—December 2010
The Hemophilia Foundation of Minnesota/Dakotas wishes to extend a very
special thanks to all of our sponsors who have financially supported our programs during 2010. Their support enables HFMD to achieve our mission as
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.
$40,000 and Up

$20,000—$39,999

$9,000—$19,999
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$3,000-$8,999

The Buuck
Family
Foundation

$1,000-$2,999

Minnesota Community
Fund

Up to $999
Blue Cross Blue Shield
Deano’s Collision Specialists
HomeTech Therapies, Inc.
Razoo
Sun Country Airlines

Byron Fire Fighters
Greater Twin Cities United Way
National Coatings & Supplies, Inc.
Truist Foundation
Wells Fargo Community Support
Campaign
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Prophylaxis

Bleed prevention for people with moderate to severe bleeding disorders
This is an introductory description of what prophylaxis means when applied to the care of people with bleeding
disorders. It is directed towards people with bleeding disorders and their families who, with their health care
team, will be making decisions about their plan of care. The goal is to provide basic information that will start the
discussion about what the best factor plan is for you and your family member.
The word prophylaxis comes from the Greek ‘prophulaktikos’ which means “to guard against”. In today’s health
care it refers to a treatment that is intended to prevent or minimize a disease complication. A patient given antibiotics prior to the onset of an infection is said to be on “prophylactic antibiotics”. In a person with a severe bleeding disorder prophylaxis is the regularly scheduled infusion of factor to prevent bleeding episodes. If scheduled
factor infusions were started prior to any or after one or two bleeding episodes it is referred to as primary prophylaxis. When it is started later in childhood or in an adult it is called secondary prophylaxis.
The scheduled infusion of factor was first started in the late 1950’s in Sweden. The use of this approach increased over time and clinical studies allowed comparison of outcomes. The outcomes monitored are usually the
number of bleeds, patient joint scores (objective medical evaluation of the status of a joint), and patient quality
of life between people using a prophylactic approach to treatment versus those who treat on-demand/episodic
treatment. The results support scheduled infusions of factor as the best way to avoid the serious complications of
severe bleeding disorders. Many current national and international treatment guidelines recommend prophylaxis
as “optimal” therapy (i.e. World Health Organization, World Federation of Hemophilia, and National Hemophilia
Foundation).
Despite the fact that regularly scheduled factor infusions are thought to be optimal treatment thee is no universal agreement on what that schedule is and how much factor to use for a particular bleeding disorder. Different
schedules and dosing regimens have been studied, and although there is no perfect plan, much has been learned.
It is important that once a regimen is started that there is ongoing evaluation. Accurate record keeping of factor infusions and bleeding episodes provide crucial information for you and your HTC team to make any needed
adjustments in your plan. Certain situations may arise, such as breakthrough bleeding or problems with venous
access, which should prompt immediate contact wit your team. Frequent communication by phone or e-mail in
between clinic visits will keep the plan current and up to date.
If prophylaxis is considered the optimal treatment why isn’t it prescribed for every one?
There are hurdles to this treatment approach that have been identified and these need to be reviewed by you and
your treatment team prior to making a decision. The period of time that the factor infusion is ‘protective’ from
bleeding is limited, so maintaining protection often required infusions several times per week. The schedule is
described by some as too labor intensive and difficult to maintain. Although the pharmaceutical industry has
worked to make the infusions convenient and easy it still required significant time and commitment. Another issue is venous access. Successfully completing venipuncture several times a week for those with challenging veins
or certain physical disabilities is a difficult task that may, at least temporarily, prevent prophylaxis. There is the
option of central venous catheter but these ‘ports’ while usually eliminating the access issue, come with their own
set of risks that have to be consider (i.e. infection, clotting, or mechanical malfunction). The cost of prophylaxis
is also considerable so questions concerning insurance coverage and managing the financial burden are another
source of challenge.
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Potential advantages of prophylaxis		
Decreased number of bleeds
Prevention or stabilization of joint damage
Decrease in time missed from work/schools
Potential increased participation in leisure
activities

Hurdles to Prophylaxis
Venous access issues
Significant commitment of time and focus
Insurance/cost barriers
Physical limitations

So, given the possible hurdles to scheduled factor infusions, when is prophylaxis the right plan for you? A decision regarding a factor treatment plan involves discussion with the HTC team about multiple issues:
• What is your current joint status? One of the serious complications of a bleeding disorder is damage to
joints caused by repeated bleeds into the joint space. Preserving healthy joints or preventing further dam
age is an important consideration in deciding on a factor infusion plan.
• What is happening in your daily life? What physical activities do you engage in that might put you at risk
for bleeding?
• What are your school, play, and/or work demands in the coming months? Lifestyle can influence what level
of protection from bleeding you may need.
The potential scheduling hurdles reviewed before, questions regarding venous access, ability to maintain the
schedule, and the financial resource situation, all have to be evaluated when making a decision
All of these considerations are related and are subject to change which makes the need for ongoing evaluation
very important.

One recent review of prophylaxis presented the following figure:
Treatment Regimen				
• Infrequent On-demand			
				

Therapeutic Objective
Prevent life-threatening bleeds
Prevent crippling arthropathy/joint damage

• Frequent On-demand				
				

Prevent target joints by limiting the number of joint 		
bleeds per year in any joint

• Irregular Secondary Prophylaxis		
				

Maintain orthopedic/radiologic score below an age-		
specific target

• Secondary Prophylaxis			
				
				

Enable light physical exercise on certain days
Enable practically normal life activities and psychosocial
development without overprotection

• Primary Prophylaxis				
				

Enable a completely normal life with unlimited 		
replacement therapy
(Lyung, Blood Reviews. 2009 267-274)
Although the treatment regimen spectrum portion of the figure accurately displays the range of factor infusion treatment options, the “therapeutic objective” portion cannot capture the individual circumstance
that will impact the appropriateness and feasibility of any plan.

The decision that you make with your HTC team regarding a factor infusion plan is a complex and
important one that requires detailed and honest communication. Make sure that all your questions are
answered and the plan is clear.
Center for Bleeding and Clotting Disorders
University of Minnesota Medical Center, Fairview
612-626-6455
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We’re on the web!
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2011 Calendar
January 29, 2011………………. Blood Brotherhood Fitness Event
ACCUA, Savage
Physical Therapy & Famous Dave’s
10:00 a.m. – 1:00 p.m.
January 29 & 30, 2011………... Mayo Comprehensive Hemophilia Center Family Retreat
Metropolis Resort
Eau Claire, WI
February 12, 2011………......... Basketball Clinic, Hancock Rec Center, St. Paul
10:00 a.m. to 1:00 p.m.
April 1 & 2, 2011…………….. HFMD Annual Meeting
Minneapolis Airport Marriott
Bloomington, MN
Donations can be made by sending
them to the HFMD office or on our
website www.hfmd.org using the
PayPal donate button.

May 21, 2011…………………. Hearts of Hope Gala
Minneapolis Airport Marriott
Bloomington, MN
July 10 – 16, 2011…………..... Summer Camp, Courage South
Maple Lake, MN
**Please note a change of location**
August 6, 2011………………... HFMD Walk
Como Park Pavilion
St. Paul, MN
**The HFMD Board of Directors meets every other month on the third
Tuesday at 7:00 p.m.**
Visit our web site, hfmd.org, for exciting news and updates!

