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The Newsletter of the Prader-Willi Syndrome Association of Wisconsin, Inc.
Supporting, Educating and Advocating for Persons with Prader-Willi Syndrome and All who
are Impacted by this Disorder

The mission of the Prader Willi Syndrome Association of Wisconsin, Inc. is to
Support, Educate and Advocate for persons with Prader-Willi Syndrome, their
families and professionals in meeting the challenges of this disability.

A Message from the President: Crystal Boser

Wow, half way through 2012 and PWSA-WI, Inc. has been busy helping to support,
educate, and advocate for individuals with PWS and their families. In addition, we have been
raising funds for both PWSA-WI and PWSA (USA).

On May 12th, PWSA-WI in conjunction with PWSA(USA) hosted our 2nd Annual
On the Move walk-a-thon at Fowler Park in Oconomowoc. This year the weather was beautiful
when almost 250 people participated in a 2-mile walk around the lake. Again, participants
received a complimentary t-shirt, water bottle and had the chance to obtain an OTM tattoo.
In addition, Prader-Willi Homes of Oconomowoc (PWHO) Art Club donated painted pots
that were available in exchange for a donation to PWSA-WI. Several sponsors supported the
event by providing us with a healthy lunch and drinks while our favorite DJ, Scott of
Wileman Mobile DJ provided music. Thank you to everyone who participated or supported
the event through donations/sponsorships. We couldn’t have done it without you!! Remem-
ber to mark your calendars for next year’s event on May 11, 2013.

We have also been hard at work planning the 12th Annual Golf Benefit, which is
being held Saturday, August 25th at the Windwood of Watertown golf course. This event
includes 18 holes of golf followed by a luncheon where hole prizes, goody bags, and door
prizes are given out. A silent auction is open throughout the event with amazing items such as
a Green Bay Packer Signature Football. I hope to see you all there; however, if you are not a
golfer but still want to participate please feel free to sponsor a hole or donate an item to be
used as a door prize or in the silent auction. Together with your help we can make this event
a HUGE success.

We are working diligently on the upcoming November 3rd conference “Planning
for the Future —Strategies to Support our Children’s Lifelong Needs”, which will be
held in Appleton. This event will address various topics such as guardianship, wills, trusts,
and possibly more. Childcare will be provided as well a continental breakfast and lunch. Con-
tinue reading for additional information on this event.

I would like to close this letter by announcing three new projects that are currently in
the works. First, PWSA-WI is in the process of creating an exciting new Facebook page that
will also utilize Pinterest as a way for Parents of Young Children to interact and support each
other. If your child is 9 years of age or younger please keep an eye out for an official invite or
check out our website periodically for more details. Second, PWSA-WI recently created a hol-
iday and birthday assistance program to help individuals with PWS who do not have close
family to provide gifts and/or funds for these special events. This program is different from
our general assistance program and our camp scholarships so please feel free to contact the
office if you are interested in more details. Lastly, I am proud to announce that I was recently
asked to join a State Leader Team, which will primarily help other states grow stronger. It is
our hope that eventually all 50 states will have a chapter that will help support, educate, and
advocate for individuals with PWS. I am extremely honored to have been chosen to be part
of this team and I will do my best to keep you all updated on our progress.

Until next time....Crystal
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Our Second Annual On the Move Walka- & 45 Sponsors!!

thon and Awareness event was held on
May 12, 2012 at Fowler Lake Park in
Oconomowoc. We had GREAT weather
and a GREAT response/turnout!! This
B - 'i’(’ fundraiser is held in con-
' junction with PWSA

' (USA) and not only allows
us to raise funds, but
raise awareness as well!
“We walked the 2 miles
around Fowler Lake and then arrlved
back to have : ' R
lunch and dance
or just listen to
music from our
favorite DJ!!

There were also

decorated pots to purchase that the

PWHO Art CIub donated to heIp us raise
funds! We can’t begin to
thank everyone who par-
ticipated, but know:

We are forever grateful!!

Mdo

We would like to take this opportunity
to say “Thank you!” to our sponsors for
our Second Annual On The Move Walka-
thon for their support and generosity!
Thanks to GFS, Kwik Trip, Piggly Wiggly,
PWSA (USA), Prader-Willi Homes of
Oconomowoc, and Nasco! They were
kind enough to offer great discounts or
donate items or services for the walk!
We could not have achieved this level
of success without their support!

USA
PRADER-WILLI SYNDROME ASSOCIATION
Still hvngry for a cure—

STORES

gordon food service

piggly wigglye

BROWN STREET, OCONOMOWOC
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Notes from the Office.....
By Mary Lynn Larson

Summer is here! In the Larson house-
hold that means getting ready for things
like summer school (Matthew). summer
camp (Matthew), summer job (Alex),
helping with football practice (Alex) and
going to the family cottage any chance
we get!

In the office, it means a variety of other
things: We are busy getting ready for our
upcoming golf outing on August 25th at
the Windwood of Watertown Golf Course!
Do you, family, or friends golf? If you
have not received our golf registration
form and would like to join us, contact the
office!! If you are not a golfer but have
some connections with items for door
prizes or our silent auction, contact the
office!! If you just want to help, contact
the office!! We can find you something to
do!

We are also working on our upcoming
conference “Planning for the Future—
Strategies to Support our Children’s Life-
long Needs” We will be holding this in
Appleton and will have several speakers
addressing issues like Wills, Trusts,
Guardianship, Important Legal Docu-
ments to Have, as well as funding
sources like SSI and SSDI. We will have
care for youth and adults with PWS pro-
vided while family members are at the
conference. Look for more information
on our web site as we finalize things. If in
your preparation for your loved one enter-
ing adulthood, you have come across is-
sues or questions you wanted answered,
let us know— as many of us have the
same questions and we are hoping we
can find the answers to some of them for
you! Mary Lynn

PWSA of WI, Inc.’s Annual
Charity Golf Benefit
Saturday, August 25th

We will be hosting our 12th Annual Golf
Benefit on Saturday, August 25, 2012 at the
Windwood of Watertown Golf Course. This is a
great day of food, fun and friends—and we are
in need of your help! The proceeds raised in
this event help to maintain programs that assist
persons with Prader-Willi syndrome as well as
the persons who support them We are always
looking for golfers, hole sponsors and prize do-
nations. Are you or your company willing to
sponsor a hole? Hole sponsorships are $125.00
and include donor recognition on the specific
hole sponsored plus notice of your generosity
on our donor board, in our statewide newsletter
and on our website. The deadline for hole
sponsorship is August 19, 2012. Golfers who
register before July 1st will receive a free raffle
ticket for our fourteenth hole drawing ( a $10
value). If you are unable to attend please con-
sider sponsoring a hole for your business or in
honor/memory of someone special. Silent auc-
tion and door prize donations are also needed
and greatly appreciated. Corporate sponsorship
provides a unique marketing opportunity and is
available upon request.

Information is available on our web site at
www.pwsaofwi.org. If you have any questions
about the benefit or how you could help, call
Mary Lynn at the office at 1-866-797-2947 or
Jackie at 1-262-569-5515 ext. 2708.
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Is There a Role for Psycho-
pharmacology in Treating
People with Prader-Willi

syndrome?

On Wednesday, May
23,2012, Dr. Ken
Herrmann, M. D., a psy-
chiatrist who works with
many individuals with
PWS addressed a group
of family members and
professionals at the Waisman Center on
how science and medication might offer
solutions to the challenges persons with
PWS may face.
PWSA of WI would
like to take this op-
portunity to thank
both Dr. Herrmann
and the staff at the
Waisman Center for
their support and as-
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s sistance in helping
r.nen us to offer this
Herrmann

event.

Families of children with
PWS ages 9 years or

younger...
A message to families
with younger children
with PWS, (age 9 or
younger) - we are in the
planning process of a
Face Book page specific

to you and the issues you deal with.
Over the years, we have recognized that
families with younger children with PWS
deal with different issues that those who
have loved ones with PWS in their teen-
age years or older. We have tried having
regular meetings to network and try to
address the specific challenges you
might be facing—but with variable suc-
cess. Recently it was brought to our at-
tention that many families of children with
PWS in this target age range use Face
Book and other social media sites to get
information rather than relying on face to
face networking that was popular years
ago. We are hoping to create a Face
Book account that is a closed group,
meaning that you can join the group by
invite only. In conjunction with Face
Book, Pinterest can also be used... For
those who are unfamiliar with Pinterest, it
is a picture sharing platform that is set up
in such a way to create themed boards to
pin pictures to. You can also pin videos
and begin discussion groups specific to
certain topics. This Face Book group
and Pinterest sites would both have a
moderator. We will be sending out a
mailing and/or email to determine which
families might be interested in this. If
you have ideas, please feel free to con-
tact the office: 866-797-2947 or email:
Wisconsin@pwsaofwi.org More info to
come.

Congratulations

Dale and Dottie Cooper

who have been named Interim
Executive Directors of PWSA
(USA) by the Board of Directors
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Upcoming Events

Planning for the Future:
Strategies to Support our
Children’s Lifelong Needs

As a parent or family member of someone
with a developmental disability, a lot of
questions arise! Will they be able to work
and sustain themselves? Can they get in-
surance? Should we gain guardianship?
How do we support our loved one with
PWS once we are gone? Do we need a spe-
cial will? A trust? How do we do that?

PWSA of W], Inc. is hosting a training to try
and answer some of these many questions
we all have as our loved one gets older. We
have an attorney who will speak on wills
and trusts; as well as other important legal
documents to have. We have other speak-
ers talking about guardianship, social secu-
rity disability income (SSDI) and supple-
mental security income (SSI). We recog-
nize that many of our members may not
have children or loved ones near adult age,
but it is so important to make plans before
you reach the point of needing it!

Date: Saturday, November 3, 2012
Time: 8am—3:30pm
Cost: To be determined
Location: First English Lutheran
Church, North site; 6331 N. Ballard
Road,
Appleton WI

We will be sending a mailing out soon!

Notes from the Office...

So, how is your summer go-

ing so far? 1 wish | could say
mine is like this deck chair
with a tropical drink...but
alas! Itis a crazy time in our
household as we struggle
with summer school or work,
schedule a variety of lessons
or play time, attempt to maintain some type of
schedule and structure, and just try to enjoy the
summer!

In the office, we are gearing up for our upcom-
ing Golf Benefit! | am getting all sorts of things
in the mail from donors (like a signed Green Bay
Packer football), as well as questions via phone
or email. We have a variety of golfer registration
forms, hole sponsor forms or prize donation
forms on our web site at www.pwsaofwi.org for
download. And, yes, we are still looking for golf-
ers and prizes! If you have any questions, don’t
hesitate to give me a call on the toll free line at
866-797-2947.

We are also getting things ready for our fall
conference which will be hosted here in Apple-
ton on Saturday November 3rd, tittled Planning
for the Future: Strategies to Support our
Children’s Lifelong Needs. Itis targeting a lot
of issues faced as our loved one with PWS ap-
proaches adulthood—but by NO means is it
meant only for families of young teens or adults!
(As a parent who has an adult child AND a
school age child, | can assure you, the questions
can change based on your child’s capabilities or
even on how the current ‘system’ works! ) 1 think
most families who attend will walk away with
something useful! The topics being addressed
are not specific to PWS either but to supporting
anyone with lifelong needs. As we get more
things in place, we will be mailing out information
on this soon!

Take some time and enjoy the gor-
geous weather with family and friends—
because we know all too soon, it will be
changing! Please don’t hesitate to contact us
if you have any questions or concerns that
we might be able to help with.

Stay cool, Mary Lynn

NV
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The following donors have made
contributions to PWSA of WI,
Inc. between 01/01/2012 through
05/31/2012. We want to thank
you for your continued support.

We try to be accurate in recognizing

our contributors and apologize for

any errors or omissions. If you note

an error, please do not hesitate to
contact us so we might correct it.

Donors

Paul & Karla Hansen
Walt & Jennifer Kryzak
Jim & Kimberly Wachter
Robert & Kathy Bomber

Emily & Christopher Jones

Clint & Crystal Boser
Tina Kroeplin

Mike & Marsha Jahn
Melissa Zimmermann
Susan Roemhildt

Ken & Vicki Frenz

Tom & Judy Scheidegger
Richard & Mary Stark

Lorraine Beirl
Rosalie LaBella
Lillian Peronto
William Stege
Thomas Georg
Jennifer McDonell
Julie Wachsmuth
Cyndi Loehr
Linda Fuchs
Brenda Hoeft
Jean Gustafson
Richard Becker
Chris Stark

Prader-Willi Homes of Oconomowoc

Gail Bahls
Stephanie Brady

Raymond & Kathleen Guido

Alfred & Nancy Guido
John & Bobbi Pogrant

Al & Melodee Luening
William & Anne Frazier
Chad & Melissa Sirovina
Jerry & Kathy Ignatowski

Scott & Elizabeth Hastreiter

Terry & Lynn Arnieri

Gerry & Margot Lawrence

Rosemary Spensieri
John & Pam Christiansen
Bruce & Candace Crass

Jolene Wheeler
Robert & Marge Miller
Louise Guido

Nancy Liberman

Bob & Teresa Fischer
Paul & Ann Lorge
Craig & April Shanks
Keith Gullicksen

Don & Barb Dorn
Katie Kranjac
Jennifer Kraft

Pam Hill

Brad Kuenn

Val & Karen Keiper

Wm & Carol Schuessler
Bruce & Laura Westling
Brett & Ellen Stabelfeldt

Mike & Mary Lynn Larson

Steve Burlingame
Jessica Rasmussen

Doug & Lori Masin
Amy Lingard
Maura Coffey
Stacy Zirelle

Dana Goe

Jessica Kazmar

Ashby & Florence Hambrick Sarah Castillo

Anonymous

Scott & Julie Gregory
Diane Woeckener
Frances & Terri Morton
Robert Neems, DDS
Joseph Bacigalupo
Linda Hartigan

Brock & Ann Bagarus
Chris & Betsy Fauerbach
Marcy Whitebird
Gordon & Susan Kremer
James & Renee Breit
Kelley Elliot

Marilyn Ferguson
Steven & Sarah Messner
Sharon & Ted Bailey
Corrine Ringgenberg
Willkin Carballo
Chelsea Cutshall

Lynn Shriver

Eileen Padrnos

Mike & Deidre Brady
Melvin & Beverly Bejma
Lisa Blackburn

Marsha & Ken Behnke
Jerhio Weathers

Barbara Brady

Gerald & Nicki Chritton
Judith Ringgenberg
Mick Connors

Kristi Ziegler

Dave Peterson

Holly Morton

Kathy Kollman

Claudia DelMarcelle
Wm & Mary Ziemendorf
Mike & Colleen Radtke

Jackie Mallow
Debbie Frisk
Daniel & Linda Argus
Susan Murray
Kimmy Ray
Theresa Wendt
Renee Kennedy
Don Woestman
Bill Palmer
Frank Kirby
Dennis Peietta
Donna Pogrant
Kevin Ballweg
Jeff Hogan

Jim Johnson
Keray Evans
Scott Clemens
Chuck Maekentin
Jim Boarman

Jim Thompson
Steve Page

Jim Som

Bill Faust

Anna Young

Zia Brucaya
Steve Vasteenderen
Brian Brady
Stephanie Stodola
Debbie Kazmar
Phil Bernhardt
Connie Andersen
Jay Ganser

Chad Novy
Trisha Gepner
Pat Cayemburg
Pat Becker
Laurie Fletcher

Charles & Florence Hurcomb Amy Burkett
Alex & Susan Legler, r David & Krista VanSchyndel Mary Laabs
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Julie VandenBusch

Patty Belter

Mike Pollatz

LuAnn Taicher

Dan Simons

Diane Aroen

Abdul Mohamed

Jim Moore

Bob Marks

Melinda Hallenbrand
Dennis Brady

Barbi Lowery

Martha Ortiz

Dave Wiverstad

James Schnell

Bid Gun

Dan Knickenboch

Jason & Alixe Rheeve
John & Candace Lipski
Daniel & Renee Daggett
Diane Lewis

Lisa Durand

Sue Scheff

Robert & Jeanne Millard
Kevin & Anne Bresnahan
Robert & Tanya Selden
Virginia Cardarella
Adele & Robert Shansky
Tayfun Isbilen

Mike & Susan Ciano
Margaret & David Dunn
Steve & Joni Arthurs
Gerald & Lois Kedrowski
Lawrence & Jayne Frazin
Nancy Burlingame
Teresa Hoffman
Mustausis Majed

David & Shirley Klaeser
Al & Kathleen Luening
Gary & Marty Girdaukas
R Williams

Richard & Ann Knoff
Dorothy Nasti

Crystal VanWoelderen

Kim Hermans
Demecious Williams
Shelly DeVillers
Kelly Grenier
Terry Currie
Dick Vandusen
Seymor

Bob Goggin
John Filsinger
Dale Ripp
Chuen Schepp
Robin Rothwell
Gary Shepherd
Betty Koberle
Guy Thistle
Nora Brendler
Judy Pireat
Karen Anderson
Sharon Krueger
Bruce Jens
Chris & Lois Westra
Deb Ritchie

Jeff & Kristin Schaefer

Rose Lopez
Robert Dehner

Don & Rosalind Rahn

Phyllis Jeffery
Jeffrey & Karen Katz
Ken Roesslein

Leonard & Nancy Fox

Nancy Weber
Tabitha Frantl
Ayn Hess
Dennis Schulz
Jennifer Pape
John Toomey
Jon Merken
Tifanie Brady
S Boyle

J Kanitz

| Balodis-Larson
Barb Keating
Jeremy Kendl|
Polly Tubbs

Jim Loker & Elizabeth Ryerson

Marek & Mary Parszewski

Brad & Debra Graves

Matthew & Katrina Ubell
Joe & Elaine Gareau
Monique Currie

Jean Huffman

James & Jean Walloch
Bruce & Cindy Opsal
Charles & Gisele Harvey
Larry & Mary Dell
Lawrence & Leslie Hall
Richard & Barbara Ausick
Pine Playhouse Childcare
Global Mfg Corporation
Miller and Sons

Gordon Food Service

Fred & Christine Timm
Leo & Carol Linheart
Kelley Benson

Chris Thompson
Robert Onopa

Dr. Jim Holden
Detlef Moore

Paul Riegel

Jamon Jones

PWSA (USA)

Kwik Trip

Piggly Wiggly

Nasco

Wileman Mobile DJ

Wells Fargo Community Support

Kimberly Clark Foundation
Brown County United Way

United Way of Greater Milwaukee
United Way of Metro Chicago

United Way of Dane County

Women’s International Pharmacy

Memorials

Prader-Willi Homes of Oconomowoc
In memory of Kathy Armstrong

Prader-Willi Homes of Oconomowoc
In memory of Thomas Grady

Honorariums

Rosalie LaBella -
Honoring Beth LaBella

Lillian Peronto

Honoring Andy Mankowski

Tom and Judy Scheidegger

Honoring the wedding of Larry and Vivian

Bob and Marge Miller

Honoring the 50th Anniversary of Leo and Esther

Bethke
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PWSA of WI, Inc.’s Event Calendar

August 25, 2012 PWSA of WI, Inc.’s Windwood of
12th Annual Golf Benefit Watertown Golf Course

November 3,2012 | PWSA of WI, Inc.’s Training: First English
Planning for the Future: Strate- Lutheran Church,
gies to Support our Children’s North site,

Lifelong Needs Appleton, WI

May 11, 2013 PWSA of WI, Inc.’s Fowler Park

3rd Annual Oconomowoc, WI

On the Move Walkathon

Prader-Willi Syndrome Association of W1, Inc.
2701 N. Alexander St.

Appleton, WI 54911-2312

Toll free: 1-866-797-2947

Email: Wisconsin@pwsaofwi.org

Web site: www.pwsaofwi.org

WISCONSIN
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