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Day at the Lake: July 31st, 2010

This past July, HFMD was thrilled to have a great turnout at our Canoe Fitness Event
at Lake Calhoun. We had about 30 in attendance, which is more than we have had in
previous years! We kicked off the event with some stretching to get loose before our
excursion across Lake Calhoun. This was enthusiastically led on the beach by Cheryl
Hansen, P.T.

Afterwards, the attendees were able to choose between two adventures: low-riding in a
kayak (with the ability to stretch out their legs!) or coordination and teamwork in a canoe.
Once a fabulous group picture was taken, we were given some instruction on how to
maneuver the
floating ves-
sels in which
we would be
gliding across
the water. John
Schulte led the
canoeists in
paddling
instruction and
technique while
Kerry Hansen, RN, B.S. led the kayakers. Finally, it was time to head out on the lake.

We started the route off slowly, and picked up the pace a little as people got more
comfortable with their kayak or canoe. Everyone enjoyed a nice leisurely pace while
taking in some of the beauty of our surroundings. It was a perfect day to be out on the
lake...not too hot and not too cold with some clouds overhead keeping the temperature
down and visibility up.

Not far into the trip, we had our first and only scare when one of the canoes dumped its
passengers, their two cameras, and the entire family’s cell phones into the lake. They were
both focused on capturing some great pictures from the same side of the canoe and leaned
over a little too far. Luckily, this happened in an area in which they were able to climb
out of the lake rather easily. With the help of John and Kerry, the canoe was emptied of
its water content and ready to claim its next victims. Surprisingly, the cameras turned out
okay!

I (Bethany) headed back early to pick up our lunch for the day while the rest of the
group kept paddling a little farther before making their way back to the beach. Ata
perfect time, the sun made its appearance and brightened up the day. We all enjoyed an
assortment of Subway sandwiches and socializing to start off our afternoon before
heading back to the hustle and bustle of day-to-day life.

All in all, everyone had an excellent time at this event. We had a great workout and
enjoyed fantastic company. HFMD hopes to see you all out next year!

By Bethany Pearson, HFMD Intern.



Summer Camp 2010

HFMD summer camp for kids and teens with
bleeding disorders was held this year on July
11th-17th, 2010 at Camp Courage North in Lake
George, MN. There were 50 campers at camp

this year, and many other past campers working as
C.I.T.’s (counselor in training), counselors, kitchen
staff, and volunteers!

The theme of camp this year was a “Journey
Around the World.” Each cabin was assigned a
country and they were given information about
their country including what it’s like to live with a
bleeding disorder in that country. Campers deco-
rated their cabins in the style of the countries. One
of the cabins even looked up the names of things
in the language of their country and labeled items
(bed, dresser, door, etc). The campers did a great
job of being creative and learning about their coun-
tries. The Courage North program staff and coun-
selors created lots of fun “international” activities!
The “Journey Around the World” ended with an
“Amazing Race” game on the last day of camp
where campers were challenged with a variety

of activities relating to countries from all around
the world. Special thanks to HFMD Intern Jenna
Trisko for her creativity and hard work in planning
the “Journey Around the World” program.

The campers also got to do many traditional camp
activities in their clubs. Campers join clubs de-
pending on their interest. There are many different
clubs to choose from such as kayaking, cooking,
photography, fishing, swimming, biking and the
ever-popular “wild card” club!

Meanwhile in the medical cabin, the medical staff
had two amazing former campers volunteer to
help teach campers self-infusion. Special thanks
to Matt Ouellette and Cody Morrow for providing
one-on-one sessions each morning during prophy-
laxis to help campers achieve “The Big Stick™!
Campers who learned self-infusion were given

awards during special mealtime ceremonies and
earned a place in history by getting their names on
“The Big Stick”, a big walking stick (see picture),
which now hangs in the King Building at Courage
North.

As in past years, new campers were paired up with
experienced campers for the Mentor Program.
Thanks to the 14 and 15 year old campers who
served as mentors to the new campers. Some great
bonds were formed!

On the last day of camp Kerry Hansen, RN from
the University of Minnesota Medical Center,
Fairview, counselors from Courage North and a
group of older teens from camp went on 4 day trip
to the Boundary Waters Canoe Area. As always,
that group had a great time while learning valuable
camping and leadership lessons!

Thanks to the extraordinary staff at Courage North
and all of the medical staff from the Hemophilia
Treatment Centers around Minnesota, North and
South Dakota and Wisconsin who helped plan
camp and provided medical care to the campers!
The HFMD and I would like to thank the following
sponsors who helped to make this terrific experi-
ence possible: The Wasie Foundation, Buuck Foun-
dation, Novo Nordisk, Baxter BioScience, Bayer
HealthCare, Pfizer, and CSL Behring.

By Angie Boyd
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Walk for the HFMD

The Hemophilia Foundation of Minnesota/Dakotas is pleased to announce that we will be
having our first walk fundraiser in 2011. The Walk will take place on Saturday, August 6th, 2011,
at Como Park in St. Paul. Join us and many others as we raise money to support HFMD’s
mission of 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.

Form a team, walk by yourself, or be a virtual walker -- support the cause without actually walk-
ing! Bring your children, friends, co-workers, relatives; people of all ages are encouraged to join.
There will be entertainment, prizes, food, and fun for everyone. After the walk, you could stay

and enjoy a day at the zoo.

For more information about this event, contact HFMD at 651-406-8655,
or hemophiliafound@visi.com.




HFMD Golf Tournament 2010

On Monday, August 16th the HFMD held our 14th consecu-
tive golf tournament fundraiser. This year it was held at the
Minnetonka Country Club in Shorewood, MN. The weather
was beautiful as nearly 100 golfers participated in an 18 hole
scramble. Just before the shotgun start, the drawing was held
for a chance to win $10,000 for a lucky golfer to sink a 60
foot putt. Joe Gorman’s name was drawn. With a courageous
effort, Joe hit a putt just a little wide of the hole. Our four-
somes then took to the course to test their skills on the fast
greens of this well kept golf course.

After the rounds, Fox 9 weekend new anchor Tom Halden welcomed our guests and spoke about the
programs and services HFMD provides for the bleeding disorders community. He then awarded a trophy
to the winning foursome of Jeff Kandt, Barry Vaughan, John Nelson, and Evan Stoltz. Closest to the pin
winners were Sue Curoe and Kendall Bos. Longest drives were held by Chris Paulson and Steph Ander-
son, and the longest putt was from Mike Zabel.

Attendees enjoyed our silent auction before settling in for a prime rib dinner. HFMD volunteer and golf
planning committee co-chair Mark Wiener led the live auction which featured Vikings game tickets, Min-
nesota Twins tickets, and a lawnmower donated by Toro. So many volunteers put their hearts into getting
quality items donated for the live and silent auction. We would like to give a special thanks to the event
planning committee volunteers: Mark Wiener, Dick Bone, Kert Seversen, Deb Melhado, Nancy Golden,
Jenna Trisko, Bethany Pearson, and Deb Starling. The HFMD would like to thank all of the companies
who donated such terrific items to support our cause. We extend our deepest appreciation to the sponsors
of this event: Double Eagle Sponsor: Baxter BioScience, Eagle Sponsors: CSL Behring, CVS Carmark,
Pfizer; Birdie Sponsors: Bayer HealthCare, Novo Nordisk, and Walgreens.

Fargo Event in July

Redhawks baseball “Facts First ““ program was held in Fargo on July 21, 2010. There were 35 people

who attended this event. It turned out to be a perfect day for a baseball- game. The program started

with Dr. Nathan Kobrinsky talking about the community involvement and support that has been very

important for the families with bleeding disorders. This was followed by Kathy Kirkeby, Hemophilia
Coordinator, presenting the importance of logging, treatments, and options soon to be available.

It was great seeing everyone get together for a fun evening. There was an added bonus that night, free
green bats were being given away and all our young and old kids got bats. One of our youngsters’ won a
chance to sit up in the scoring box and help out. He did a great job. We had several new families par-
ticipate. They really felt welcomed and appreciated the family and staff involvement. Six HTC staff
members attended the event.

I would especially like to thank Stacie Cowen from Baxter, Thomas Hyland from HomeTech Therapies
and the HFMD because without their support this program would not have been made possible.
By Kathy Kirkeby




Hemophilia Health Services

...for the human factor-

REST INSURED.

We understand how costly and unpredictable living with bleeding disorders
can be. That’s why our exclusive therapy support program includes a team
of reimbursement specialists to help navigate the insurance process for you.
Whether verifying coverage or tracking lifetime maximums, we take the
burden off your shoulders so you can enjoy life with a little more ease.

A personal touch from people who know bleeding disorders

Toll-Free
1800 800-6606

Stacy Pike
1612 518-1994




IS A CADI WAIVER RIGHT FOR YOU?

by Stephen E. Calvit, LICSW
Center & Bleeding and Clotting Disorders, FUMC

The acronym CADI stands for Community Alternatives for Disabled Individuals. The word
WAIVER refers to waiving or putting aside the established rules on how Medical Assistance (MA)
money can be spent. Think of the CADI WAIVER as a county bank account containing funds that
are granted to a disabled individual who’s at risk of needing nursing home level of care. The CADI
WAIVER funds are used to purchase services (e.g., in-home nursing, medical equipment, home-
makers, etc.) that are designed to increase a disabled person’s ability to live as independently as
possible.

Here’s an example of a hypothetical CADI waiver recipient to help you better understand what the
Waiver is and how it can be used. John Smith has severe hemophilia and has bleeds mainly in his knees
and ankle joints, making it difficult to get around in his home and in the community. He receives Social
Security Disability benefits and has Medical Assistance health insurance. A county public health nurse
recently came out to John’s home and conducted an assessment to determine if he might qualify for a
CADI waiver.

Based on a complex formula, the nurse determines that John qualifies for the Waiver and needs the
following services to remain independent in his home: 1) Modifications to his home and car;

2) Medical equipment which will help him transfer independently; and, 3) a home-maker who can do
chores around the home that John is no longer capable of. The total cost of these services comes to
$35,000. With this money, John also gets a case manager who meets with him periodically to coordinate
his services.

After six months, John reports to his CADI waiver case manager that he is having difficulty preparing his
own meals. She contacts a community meals-on-wheels program which has a contract with the county.
The service is set up and the cost is added to John’s service plan. Fortunately, he has enough money left
over in his CADI waiver account to pay for it.

In sum, the overall objective of the CADI waiver is a “win-win” for everyone; it’s a “win” for the
recipient who can stay in their own home and, it’s a “win” for the State which saves a ton of money by
NOT paying for someone to live in a nursing home.

To meet the requirements for the CADI waiver, one must meet all of the following conditions:

* Require the level of care provided in a nursing facility

* Be certified disabled by the Social Security Administration or the State Medical Review
Team (SMRT)

* Be under age 65 at the time of opening to the waiver

* Have an assessed need for supports and services over and above those available through
the MA state plan

If you would like to be considered for a CADI waiver, please call Steve Calvit at 612-625-8955. He will
schedule an appointment with you to discuss whether you qualify, and if so, how to get the process going.




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

We’re looking out for you.
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« Prescription fulfillment
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The HFMD gratefully acknowledges our donors who have given so generously. Below are donations
received from January 1, 2010 through September 30, 2010.
Christopher Paulson Paul & Carolyn Hanson Bob Krepfle
Organizational Contributors: Jeff & Kirstin Schmidt Karen Hoffrogge Gail Kretman
Joe Sorenson Bruce Johnson Bob Kubitschek
Dan Tinklenberg Jeff Kandt Joe & Lori Kunkel
$40,000 and Up James & Amy Towner Joel Karsten Clark & Violet Lien
efiroien Eemitin Sermess Michael Wheeler & Kevin Looney Daniel & Stephanie Lien
. Bridget Hegeman Jay Lotthammer Ryan Lippert
MeritCare Tim & Sharon Magnuson Wendell Lotthamer
$200 - $499 Richard Mandt Reynold Lyng
$20,000 - $39,999 ?red&&BPzti}rln Af\lc\l/er ghﬁs iL/I Kr1}sltme Moquist Is)erec]b[Mhathwig
Qe on eth Andersen elly Murphy ean Mathwi
Ba).(ter B,l OSCIGn.Ce .. Kenneth & Alix Behm Bud Mutterer Justin McCIarglahan
Children’s Hospltals & Clinics of MN Sue Bickmore John Nelson Yair Medina & Dinorah
Novo Nordisk Dick Bone Dr. Stephen Nelson Lizarraga
Tim & Diann Boonstra Robert Nordin Darryl Moe
_ Jake Bowman Skye Peltier Cody & Meghan Morrow
L Barb Brown Pam Perlich Dany& Kath%rine Murphy
Bayer HeglthCar © - Vidar & Kari Burke-Romarheim Herbert Polesky Patrick & Elizabeth Myers
Community Health Charities of MN Dr. Joseph & Pam Cella Vonnie Propp Craig & Kathie Jean Neville
CSL Behring Steve & Marcy Chamberlain Susan Purdie Robert & Gayle Newman
Pfizer. Inc Perry & Stacie Cowen Barb Rucks ) Jay Nicholson
o . Dennis Crist Joe & Laura Schmit Michael Niebaum
The Wasie Foundation Jeff & Becky Fahrenbruch Evan Stoltz Donald Nordquist
John & Nancy Golden Reed Varner John & Annette Nyman
$3,000 - $8,999 ?arbagl grif;ﬁ{n - %yanl(}’%{/nf . Paul & Charlene Nyman
8 g erry at Hammin era ohnoutka Jack & Linda Olson
AR e M el Sor 655 Frank & Jane Hennessy Michael & Shirley Wood Craig Opitz
IC{VS Cirimiﬁ Foundati Joel & Ellen Janski Melinda Otto
emophilia Alliance Foundation Rob Kalman Up to $99 Sherri Ouelette
Hemophilia Federation of America S[%}LebKKlertSy é(;hnh& Lugﬂlg Adams IV\IV_ﬂLagCLlI% Qlo;iadPechtel
: ike Kmetz ephanie Anderson ic arin Pudenz
Buuck FoundaFlon Jim Langworthy Josh Anderson John & Ruth Quast
Mayo Foundation Merv Larson Bill & Mary Anne Ax Clayton & Keri Rakes
Walgreens Craig Looney Katie Bispala Alejandra Ramirez
Jasi)ln Malley Scotf& Bé)hm a Ignacio Ramos & Julieta
_ Josh Maus Lee tacy Bolduc Naranjo
$1,000 - 2,999 Kari McShane Kendall Bos Brucej& Darlene Reinarts
AHF . Scott & Melissa Moran Scott Boyhm Rodney & Laurel Rick
Baxter International Arthur & Nancy MosBrucker Aaron & Mandy Braaten Stewart Rosoff
BioRx Steve Nielsen & Nancy Starr Jeff Buck Jerry Salfer
Jim Paist Chuck & Denise Cadwell Mark Salfer
(C}?ff?(') I;ls Wizl tigrus Mark & Stacey Plencner Michael & Jacinda Collins June & Amanda Schatz
1 Ron & Kathi Reeves Al Cossiart Lance & Darcy Schmidt
Mid-West Cornerstone Healthcare John & Barby Schulte John Curran Jo Ann Schrenk
Talecris Joe & Becky Semler Terry & Carolyn Dinneen Pat Silovich
Jeannie Seppala Joseph & Alexis D’Valle Dave Smnicht
Kert Severson Amy Eckerman Marita Spencer
Up to $999 ) Dan & Deb Starling Chase & Sarah Elgard Kevin Spencer
Blue Cross/Blue Shield David Sumnicht Jen Erickson Betty Stone
Deano’s Collision Specialists, Inc. ¥DST o & Tenmifer Paist JThelriS% F lada%er. . ROberTSStOEe
O : om Teigen & Jennifer Pais oe onna Fricke Marie Storhau,
e i Cltl(?s Unitcdway Robert & Karla Tinklenberg Eleanor Funk Touching Live% Forever/Martin
Eo?etelc}érrhte'raplz,smc. ios. 1 Ron VanGeest & Ellen Hyser Tony Gambalana Luther School
ational Coatings upplies, Inc. Barry Vaughan Daniel & Julie Geiger Curt & Erin Tveito
Truist Foundation I;/[ik:g:c \l);lienerW. g/lhulc(kGG(‘)éma{ll ) Tim Walker q
: : at & Peggy Wier ark Guidarelli Steve & Dawn Witcraft
Wells Fargo Community Support Campaign Thomas & Cheryl Wistrom Larry& Gloria Hassebrock Martin & Brenda Wray
Mike Zabel Dustin Heigl Arthur & Marcia Zimmerman
Individual Contributors: Jeff & Lori Helgemoe
$100 - $199 HHS of Illinois
$1.000 + Brad & Kim Baumann Mike Hickey
An John Belonis Mary Jo Hillesheim
Prio?}éamgr.]lfir Eiterman Monte Bofenkamp Curtis Huot
Ffalelk % Dr l\ilaar a?et 1211 cth Eileen Bostwick Andy & Pam Joe
Tom & Kave Mo%in Ricky & Christine Chan Michael & Yajun Johnson
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John Sc}{ﬂosser Phill & Sue Curoe Ricky & DeeDee Johnson 4
Mark & Julic Wi David & Deborah Melhado Bill & Liz Kallberg ‘ ‘
ar ulie Wiener Ron & Lori Duchesneau Dan Kallberg ‘
$500 - $999 Jon Errickson Liz Kallberg/CoaguLife \\¢ d
Jod & Vanossa Adams Thomas & Mimi Fogerty Marc Kalman
Cloverdale Meats David & Sharold Friedrich Jean Kath ————
Alfred & Vicky Hannemann James & Mary Gage Kathy Kimmel
Paul & Nancy Jaworski Patricia Gavin ) Kathy Kirkeby
Jim & Steph Miller Gregory & Rhonda Gilmer Angie Klersy
Mike & H};idi Neubert Deirdre Gollinger ) Joe Kloster
Joni Osi Dr. Jed & Jocelyn Gorlin David Koch
ont Lsip Joe Gorman Audrey Kostelecky




A Program for Men

The HFMD recently became a Blood Brotherhood site sponsored by the
Hemophilia Federation of America (HFA). We are now one of nine Blood
Brotherhood sites in the United States. This exciting new program is designed
for adult men with hemophilia and other genetic bleeding disorders. The goal
of the program is to create opportunities for men to get together through their
local chapter to learn from medical professionals about various topics relating
to their bleeding disorder.

There is also a social networking aspect with the program, including an online _
chat-room available to Blood Brothers across the country. Physical therapy ._

and regular exercise are other important elements of the Blood Brotherhood. :

The program is designed to hold six events per year and to get more men active in local chapter activities. These events
will feature information seminars followed by a recreational activity. The Blood Brotherhood currently has over 250 active
members nationwide.

HFMD held our first Blood Brotherhood (BB) event on September 4th at Target Field in Minneapolis. Our group of four-
teen met at 1:30 p.m. in front of gate 29, then made our way to a third level suite where attendees filled out BB enrollment
forms and settled in to hear Joni Osip, RN, speak about the impact of good nutrition in maintaining your health. Joni’s
presentation was well received. The University of Minnesota HTC’s new Social Worker Steve Calvit had an opportunity to
introduce himself and talk about his passion for helping those in need.

For most of our attendees, it was their first visit to the new Twins ballpark and it was a great time had by all as the Min-
nesota Twins beat the Texas Rangers 12 to 4. We encourage men in our community to watch for upcoming Blood Brother-
hood events.

We extend our deepest appreciation to the HFA and their Blood Brotherhood program for sponsoring this terrific event!

Grifols Sample Program

Get 3 Free Sample Doses For Your Patients

Alphanate’ AlphaNine® SD

Antihemophilic Factor/von Willebrand Coagulation Factor IX (Human)
Factor Complex (Human)
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Healthcare providers and/or Treatment Centers, please contact Grifols Customer Service at 888.325.8579
to determine eligibility for this program. Samples are subject to availability.

www.grifolspatientcare.com

COL14-5-US-10

GRIFOLS




LIGHTS, CAMERAS ... SAY “VICTORY!”

Rosie Geer recently celebrated the National Hemophilia Foundation’s new “Victory for Women with Blood
Disorders” program by participating in a photo shoot in New York City.

Nineteen women from across the country met in New York City in August to smile and say “victory” as they
posed for famed fashion and society photographer Patrick McMullan. Patrick, whose sister Doreen died at age
25 from complications of von Willebrand’s disease, generously donated his services to produce a calendar as a
promotional piece for the Victory for Women program. The calendar is intended to raise awareness of, honor, and
empower women with blood disorders, and raise funds for women’s programs.

An awareness campaign promoting Victory for Women will be launched at the 2010 NHF Annual Meeting in
November. At that time, NHF will host a reception to unveil the 2011 calendar featuring Rosie and her colleagues
from the photo shoot.

Victory for Women with Blood
Disorders will incorporate educa-

' [
tion, advocacy’ and support for We ve expanded your p|OY|'stooo
e e ovare. | Now available in a 3000 U vial size
ness of the issue so undiagnosed —
women with symptoms can seek ‘
care. Providing accurate infor-
mation about signs, symptoms,
and treatment for women’s blood
disorders is a priority for the staff
and volunteers partnering together
to carry out the program. For more
information, click on the Women
tab at www.hemophilia.org

The HFMD is proud to have Rosie
Geer represent our chapter as we
work to provide services for wom-
en in this area. Rosie has been

an active member of HFMD’s
Women’s Outreach Program for
several years. Stay tuned for more
information about the calendar

release! Submitted By NHF.
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Ask your Healthcare Professional if

ADVATE is the
right choice for you

Visit www.advate.com
for more information.

-
ADVATE
[Antihemophilic Factor (Recombinant),
Plasma/Albumin-Free Method]

Baxter and ADVATE are registered tradamarks of Bater International Inc
& Copyniaht (August 2006), Baxter Healthcare Corporation. All rights reserved.

Hemophilia Treatment Centers
(Tr1-State Area)
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2525 Chicago Avenue, CSC-175 Rochester, MN 55905
Minneapolis, MN 55404 Charlic Peters. MD 507-284-8634 or 1-800-344-7726
612-813-5940 KayeLyn Wagher MD schmidt.kirstin@mayo.edu
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345 North Smith Avenue E?Xﬁg?ﬁiﬁer PT y@may
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Steve Nelson, MD ’
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Skye Peltier, PA-C University of Minnesota Medical Center, Fairview North Dakota Hemophilia/
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Jane Hennessy, RN, CPNP Minneapolis, MN 55455 820 Founth Stvob Novih
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Janice Baker, Genetics Counselor Susan Curoe, RN, MS Linda Thorseth, PT
Angie Boyd, HTC Coordinator Kerry Hansen, RN, BS Diane Sjolander, CCRP
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Kate Syverson, LCSW
Mark Plencner, RPh

Kim Baumann, MPT

Stephen Calvit, MSW, M.Ed, LICSW
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Shannon Fabick, Data Coordinator
Laura Hanson, Administrative Secretary
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2010-2011 Calendar

November 11-13, 2010...................

November & December....................

April 1 & 2,2011....ccviviiiiiinne,

May 21, 2011 ..o,

..NHF’s 62nd Annual Meet

New Orleans, LA
HFMD Poinsettia Sales

HFMD Annual Meeting
Minneapolis Airport Marriott
Bloomington, MN

Hearts of Hope Gala
Minneapolis Airport Marriott
Bloomington, MN

Summer Camp, Courage North
Lake George, MN

....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, hfind.org, for exciting news and updates!




