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Special

Although my needs may be special.
I may not walk and run so fast.

Although my needs may be special.
| feel and hurt the same.
Although my need may be special.
I may talk a little funny.

Although my needs may be special.
| love and want just like you.
Although my needs may be special.
I may look a little different.

Although my needs may be special.
I’m just as curious and scared.
Although my needs may be special.
I may learn and read a little slower.

Although my needs may be special.
I am special. I’'m a child of God like you!

By: Marla Murasko

A mom from our Michiana Down Syndrome Group,
this poem is from her book Jacob’s Journal: My
Journey Home. You can find this book in our Lending
Library at Logan Center.
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WOW! 2009 Michiana Walk For

Down Syndrome
' |

$30,607.19 WOW! That is this year’s total from the
walk. We would like to say a big thank you to all who
donated, to our sponsors, food vendors, and to all who
participated. Here is just a small list.

500+ Sponsors
1. Advanced Ophthalmology (Drs. Gerber,

Schwartz, Yoon)

Bonefish Grill

D? Promotions

FedEx Office

Leonardo

North Point Pediatric Dentistry
Notre Dame Athletic Department
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Special thanks to Jason and Ronda

Continue on page 2
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2009 Walk Continued

Food Vendors /Donation
1. Jimmy Johns

Martin’s Supermarket
Penn Station
Pepsi
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Revell / Banes Electric for Aunt Reth’s Cankies

General Sponsor
1. Afdent

Asian Chao

At Home Realty
Bargain Books
Buffalo Wild Wings
Cabi

Carrabba’s Italian Grill
Certified Transmission
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Cheveux Hair Salon
. Chuck E. Cheese
. Comfort Suites
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. Family Christian Store
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. Family Video
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. Famous Dave’s
. Fit Stop
. Hacienda

N
N o »n

. Inn at Saint Mary's Hotel & Suites
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. lvy Court
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. Jess Rash
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. Kona lce
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. Kroger’s
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. Lawson/Fisher Associates
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. Marla Murasko
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. Masters Styling Salon
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. Mega-play
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. Meijer

. Mike’s Car Wash

. Moe’s Southwest Grill
. Ob gyn. Association of northern Indiana
. Outback Steakhouse .
. Powell the Florist

. Red Lobster

. Regal Lanes

. Robin Wolford

. Salon Rouge
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36. Shirk's Piano and Organ

37. South Bend Silver Hawks

38. Splash Universe

39. Strikes & Spares Entertainment Center
40. Tonya Albertson

41. TCU

42. TGIF on Ireland Rd.

43. The Louvered Door Restaurant
44, Theran Travel ,LLC

45. USA Skate Center

46. Valentino's

47. Vogue School of Beauty Culture

Schools
St. John the Evangelist School, Goshen
St. Matthew

Horizon Elementary

LaSalle Elementary Mishawaka
Moran Elementary

St Anthony de Padua

St. Jude

St. Vincent‘s School, Elkhart

Participant Winners
#1 Individual - Tonya Albertson

#2 Individual - Shelly Schultz
#1 Team - Keelin's Krew

#2 Team - Bryce's Buddies
Tess Weaver won the Splash Universe raffle

3" Annual Resource and
Transition Fair

Save the date!

The 3rd Annual Resource and Transition Fair
scheduled for Saturday, March 6, 2010 from 9:00 am
to 1:00 pm will be at IUSB. Again this year

Michiana Down Syndrome (DSFSAG) is partnering
with the South Bend Community School Corp to hold
a resource and transition fair for the Michiana
community. More details to follow.
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Lose the Training Wheels Camp Training Wheels Continued

Coming to South Bend!! Christie Jaszewski at cjaszews@umich.edu
-

Phone: (734) 936-2607

Study Information Dates:

Screening: Saturday, March 27 or Sunday, March 28
Measurements: Saturday, June 5 or Sunday, June 6
Experimental Intervention Camp: Monday, June 7-
Friday, June 11

Location:

St. Joseph County 4-H Fair

5117 Ironwood Road

South Bend, IN

Thanks to the efforts of Ellen Eaton, Dr.Dale Ulrich
from the University of Michigan has made
arrangements to hold Lose the Training Wheels camps

here in Michiana.

What s it? Current Events
The bicycle training camps are a randomized clinical

trial hosted by the University of Michigan Center for e January 30 — Exercise Connection

Motor Behavior and Pediatric Disabilities. The aim of
the study is to assist children and adolescents to learn
to ride a two-wheel bicycle without training wheels,

e February 9, MNO -Fazoli's on McKinley
e March 6 —Resource Transition Fair

and measure the outcomes of learning on their health, * March9, MNO - Beef ‘0" Brady's on 23 in
patterns of sleep, and participation and integration Granger
into community activities. These data are needed to e March 21 — National Down Syndrome

help change educational and health policy related to
ASD and Down syndrome. The children will be trained
75 minutes per day for 5 days on an individual basis
with specially designed bikes. The bikes are adapted

Awareness Day
e March 27 — Tentative Educational Conference
e March 27/28 — Lose the Training Wheels

throughout the week according to the child’s skill level, Screening
eventually leading to a regular two wheel bike. e April 13, MNO - Applebee's on Portage
What is a randomized clinical trial? e May 11, MNO - Logan's Road House on

Once your child has been enrolled in the research, they
will be randomly assigned to either the experimental or
control group. The experimental group will receive the

Ireland
e June 15, MNO - Moe's Southwest Grill on

bike camp this summer (see dates below). The control University Drive

group will receive the bike camp during the summer of e June 7" to 11" — Lose the Training Wheels
2011, but will also be financially compensated $150 for Camp

attending two measurement sessions before their 2011 e July 13, MNO - Between the Buns on

camp. It is anticipated that care givers will use the $150
to enroll their child in other beneficial activities while
they wait to receive their bicycle training in 2011.

Lincolnway in Twin Branch
e August 10, MNO - Olive Garden on Grape

Who can participate? e September 14, MNO - Hacienda on Portage
Children with autism spectrum disorder or Down e October 12, MNO - Famous Dave's on Grape
syndrome between the ages of 9-18 years with a desire e October TBA - Michiana Walk for Down

to Iearrw how to ride a two-wheel bike are eligible for Syndrome

screening.

University of Michigan Research Study - Includes FREE * November3, MNO - TGIF on 'Irelland ]
Bicycle Training Camp for Children with ASD or Down * December 14, MNO - Papa Vino's on Edison
Syndrome. If you would like more information about Lakes Parkway

our study — please contact (email preferred): MNO = Mom’s Night Out
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Michiana DSFSAG Cookbook!

We are still looking for stories and recipes for our

cookbook.
e Funny
e Smart
e Curious
e Athletic
2010 New Year New Mini Grant e Loving
Requirements / Service Hours Do
The Down syndrome Family Support and Advocacy These are some of the characteristics that describe
Group (Michiana Down Syndrome Group) has decided our children. Let’s share them with others with our
to add a new requirement to our $200 mini grant that Michiana DSFSAG Cookbook!
all our members with DS are currently eligible to apply
for. Due to the growth of our group which is GOAL: This book is a fundraiser for our group. It will
182+ families strong, we are in need of more be a celebration of our children and their
volunteers during our events. In order for us to be accomplishments.
able to provide all the wonderful services and enable
us to add more in the future, we need support from CRITERIA TO SUBMIT A STORY:
our members. Volunteering for the group builds a e Please keep your story 200 words or
stronger community through fellowship as we all work less.
towards a common goal of improving lives of people e Font: Times New Roman 11 pt.

with Down syndrome. The DSFSAG is just asking for
your help at one event or function per year (minimum
of 2 hours). There are many areas in which the group
needs help (DS walk, Old 2 Gold, hot dog sale,
committees , family support nights, helping with
parties, fund raising to name a few).

e The story should be of a glimpse into
any of the characteristics above ie:
funny, creative, and smart. Maybe a
funny story they told, a picture from a
recital or sports event. This is to be a
celebration of their
accomplishments... a story about them
and why we love them so much.

e Submit a digital picture (if possible)
that relates to your story or just a
picture of them (if you want one
posted in the book) with their name if
you are emailing it to me separate
from your story/recipe.

e Please submit a recipe (this is a
cookbook) with short stories about
our kids.

e Email it to me at:
mmurasko@gmail.com

e If you don’t have computer access you
can send your story, recipe and
picture to DSFSAG, 51201 Old Cottage
Dr, Granger, IN 46530

From September 1, 2009 through Dec 31, 2010, please
bring the DSFSAG Service Documentation Form with
you when you volunteer for any DSFSAG function or
event. See attached form. A board member will sign
off on the form verifying your service at the event.
Starting in January, 2010, mini grant applications will
need to include the grant application, receipts and the
new volunteer service verification form.

A couple of rules regarding service:

Event volunteer service hours can be saved and used
from September of previous year through December of
the year the application is submitted. Event volunteer
service hours given for one event cannot be split and
used for two grant applications. There will also be a
limit of volunteer hours per event, so sign up quickly
for an event you would like to work to guarantee your
hours.

Deadline for submission: February 28, 2010

. 5
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InForming Life

The current abortion rate for babies with Down
syndrome is estimated to be 90%. New guidelines by
the American College of Obstetricians and
Gynecologists recommend that all pregnant women,
regardless of age, be screened for carrying a baby with
Down syndrome as well as other disorders. In addition,
new noninvasive serum tests for Down syndrome will
soon be offered; these will be available earlier in
pregnancy, are more accurate, and less invasive. These
two developments further heighten the risk of abortion
for babies with Down syndrome. Brian Skotko, a
leading researcher in the field of Down syndrome,
reports that mothers often feel pressure to abort their
children because they are given incomplete, inaccurate,
and sometimes offensive information by their
obstetricians. Moreover, his research has found that
doctors receive little training in the nature of
developmental disabilities or how best to deliver a
prenatal diagnosis.

On a positive note, however, a new piece of legislation,
the Kennedy-Brownback bill, has passed this year
mandating that physicians offer accurate updated
information along with prenatal diagnoses of conditions
such as Down syndrome. Doctors must also refer
parents to appropriate support services after receiving
such diagnoses. Local Down syndrome support and
advocacy groups are beginning to implement this new
legislation in various ways. We are happy to announce
efforts in our own community to increase awareness
and educate doctors in the area of prenatal diagnosis.
Dr. Bob White, the head of the NICU at Memorial
Hospital, has joined with Kathy Ratkiewicz, the
president of the Michiana Down Syndrome Family
Support and Advocacy Group (DSFSAG), Dr. John
O’Callaghan, director of the Jacques Maritain Center at
Notre Dame, his wife Mary, and Dr. David Solomon,
director of the Center for Ethics and Culture at Notre
Dame, to start a new group called InForming Life.

Their mission is to raise community awareness about
Down syndrome and other prenatally diagnosed
conditions, to educate and train doctors about the

InForming Life Continued

delivery of a prenatal diagnosis to expectant parents,
and eventually to offer a hotline that will support
parents who have received such a diagnosis. The
DSFSAG board has voted to offer some financial
support to the group for these efforts, and InForming
Life will also raise funds independently to carry out
this work. If you are interested in more information,
please call Kathy Ratkiewicz at (574) 234-0590 or e-
mail the group at InFormingLife@gmail.com

The Exercise Connection

0
EXERCISE ) CONNECTION

A vital Piee of Dgelopment for Yodth and Adults with
Auflém Spaétrum Disorders

Exercise Connection Workshop
01/30/2010 - Time: 9:00 AM - 12:00 PM
Location: Clay Church, 52866 Ironwood, South Bend
Cost: $S10/family

RSVP before January 22
Contact Julie Cagle, 574-289-4831 ext 1040, to
register and receive more information.

This program is a great opportunity to involve the
whole family in exercise. The workshop will feature
David Geslak, who has founded The Exercise
Connection. This exercise model assists any child with
a special need in improving their health level and
quality of life. The program utilizes exercise tools that
are inexpensive and items that you can usually find
around the house to assist your child in improving his
or her health level.

The beginning part of the session will be filled with an
information session to discuss the need for exercise
and how this model will assist the individuals in their
goals of increased balance, increased coordination,
increased listening, and increased ability to follow
directions. The later part of the session will be where
you will learn how to put the exercises discussed into
action.

This approach is widely accepted and will be utilized

in an exercise program that we will be offering in the
winter schedule. If you are interested in finding out

more about the program please check out David’s

Continue page 6
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Exercise Connection Continued

Website ECautism.com or check out The Exercise
Connection DVD in our Resource Library.

This workshop and program is partially funded by the
Michiana Down Syndrome Family Support and Advocacy
Group.

Directions to Clay Church:

From South Bend - North on 31 to Cleveland Rd turn
Right on Cleveland Rd, turn Left on Ironwood to North
Campus.

From Granger - South on SR 23. North campus turn right
at Ironwood.

Educational Conference

Save the Date! We have a tentative date of March 27,
2010 for our next Educational Conference.

The Penn Harris Madison School Corporation has asked
us to team up with them to bring Dr. Deanna Horstmeier
here to talk to us about teaching Math to children with
Down syndrome and how to live independently.

Dr. Deanna Horstmeier is the author of: Teaching Math
To People With Down Syndrome And Other Hands-on
Learners: Basic Survival Skills

Teaching Math To People With Down Syndrome And
Other Hands-on Learners: Book 2: Advanced Survival
Skills

An educator with 30 years of experience and the parent
of a young man with Down syndrome, the author uses
hands-on activities to teach critical math skills, such as
using a calculator, understanding measurements and
money, and telling time. This guide for students of all
ages capitalizes on visual learning strengths and focuses
on math skills necessary to live independently.

You can find these books in our Lending Library at Logan
Center.

Lending Library

=

Check out our lending library list of resources at:
http://www.michianadownsyndrome.org/DS%20We
b/library.htm . Our Library is located at Logan Center
in their Autism Resource room. Items from the
library can be checked out for a period of 3 weeks.
Here is a sample of just one of the many books we
have.

Newsletter Featured Book:

Teaching Children with Down Syndrome About
Their Bodies, Boundaries, and Sexuality (PB)

In an easy-to-read, non-clinical style, the book
covers relevant issues and concerns for children of
all ages, such as:

Labeling & explaining private body parts;
Identifying & expressing emotions;

Respecting personal space;

Teaching self-care & hygiene;

Understanding norms of privacy;

Understanding gender identity;

Showing appropriate levels of affection.

It also covers later issues that affect teenagers and
young adults, including:

Anticipating and understanding puberty;

Dealing with periods, bras for girls;

Experiencing erections, wet dreams for boys;
Relating to the opposite sex;

Sharing parental values about sexuality;

Explaining sexual relationships;

Preventing sexual abuse;

Understanding how Down syndrome affects puberty
& fertility rates.

Each chapter highlights important points with key
messages, teaching activities, parental pauses, and
anecdotes, all of which prompt readers to stop and
consider concepts or values associated with a
particular topic. The final chapter covers the special
concerns of parents who are now teaching teenaged
or adult children about sexuality for the first time. It
concludes with extensive appendices containing
invaluable teaching materials and illustrations of
body parts and functions.

PARENTAL DISCRETION ADVISED-BOOK CONTAINS
SOME GRAPHIC ILLUSTRATIONS

Newsletter 6
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Community Events

eHANNAH AND FRIENDS PARENT MEETINGS

February 16, 2010 — Time: 6:30pm — Place: Eck Rec Center
at Hannah & Friends - Volunteer Opportunities: Are you
looking for chances for your child to give back? Join the
staff at Hannah and Friends as they share local volunteer
opportunities. (Pot luck dinner-please bring a dish to
share)

March 16, 2010 — Time: 6:30pm — Place: Eck Rec Center at
Hannah & Friends - Summer Activities: If you are looking
for activities for this summer, you won't want to miss out
on this parent meeting! There will be members from area
organizations to discuss and provide information on their
camps.

eLOGAN CENTER

February 16, 2010 — Time: 6:30pm to 8:00pm — Place:
Logan Center - Discover LOGAN Recreation
Opportunities: Presented by the Logan Recreational
Team. RSVP directly to Deb Kolber at Logan Center at 574
289-4831 no later than 24 hrs prior to meeting

March 11, 2010 — Time: 6:30pm to 8:00pm — Place: Logan
Center - Effective Communication Between
School/Parents: Deborah Blake, JD Access Education
RSVP directly to Deb Kolbe at Logan Center at 574 289-
4831 no later than 24 hrs prior to meeting

March 18, 2010 — Time: 7:00pm to 12:00am - Place:
Century Center - FLAME CONCERT : FLAME is a band
made up entirely of people with disabilities...they are
AMAZING

http://www.flametheband.com

April 22, 2010 — Time: 6:00pm to 8:00pm — Place: Logan
Center - Waiver Party: Need help filling your BDDS
application for Waiver services? Join us for our first ever
Waiver Party. Hosted by The ARC Network of Indiana and
LOGAN. Brian Repogle from The ARC will first give a 20 to
30 min presentation on the waivers and how to fill them
out, and then we will be physically sitting down with
families to write with them. You will need to bring the Dr.
Diagnosis, IEP and insurance cards. RSVP directly to Deb
Kolber at Logan Center at 574 289-4831 no later than 24
hrs prior to meeting

Recreational Opportunities

The DSFSAG offers Recreational Scholarship money
to the following four organizations (Reins of Life,
Foundation for Music and healing, The Children's
Dispensary, and Kindermusik) on behalf of our
members with Down syndrome. These
organizations will give our members with Down
syndrome a discount on their enrollment fees. The
amount of the discount varies depending on the
number of members who participate.

Reins of Life, Inc.

Therapeutic horseback riding program offers
children from ages 2 on up the opportunity to learn
how to take care of and ride a horse. Sessions
range between 6 and 8 weeks.

Website: www.reinsoflife.org

Foundation for Music and Healing

Individual music instruction for students of all ages
with disabilities or special needs.

Website:
www.nd.edu/~spower/musichealing/index.html

The Children's Dispensary

The Children's Dispensary provides social and
recreation programs to enhance the learning and
enrich the lives of people with special needs ages 5-
18 years Their programs include Fun and Learn,
Bowling and Teen Club.

Website: www.childrensdispensary.org

Kindermusik® with Amy Reinert, LLC

"Kindermusik is a classroom learning experience.
We teach children music so they can become better
learners. It's not about making little Mozart’s. It's
about developing skills in the whole child - age’s
newborn to 7 years - cognitive, physical, social,
emotional, language and musical. For more than 25
years, we have believed music is the best conductor
for learning."

Website:
http://kindermusikwithamy.kindermusik.net/
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EXECUESSENTIAL )ADMINISTRATIVE

SERVICES, INC.

An administrative professional who provides
the following services remotely from my home

office:

Benefits:

e  Executive Administrative Services
e Newsletters, Brochures, Invitations
e  Meeting/Event Planning ...and more!

e No headcount

e Pay only for
hours worked

www.execuessential.com 866-542-2535

R

David Perry

Broker Associate

REMEX
100

3010 Hickory Road

Mishawaka, Indiana 46545

Office: (574) 968-4256, Toll Free: (800) 697-2824
Voice Mail/Fax: (574) 651-1775
davidperry @ remax.net
DavidPerrySellsHomes.com

@ Each OFice Insependently COwred and Operated

Birthday Greetings

The DSFSAG would like to send everyone with
Down syndrome a Birthday greeting but in
order to do this we need everyone’s birthday
date. If your family member with Down
syndrome is not receiving a birthday greeting
from us or if you’re not sure if we have the
birthday date and you would like to have your
child or family member receive one of our
birthday greetings please contact Tonya
Albertson at 219-778-9049 or at
bteatrp421@verizon.net

Advertise Your Services

We have many talented members who offer a
variety of skills, services or goods. So starting
with the next newsletter, we are offering our
members an opportunity to advertise in the
newsletter. This is a great opportunity to
broaden the ways we support each other. A
business card size ad will cost $25/year for
members only and your ad will run for a year
(anbroximatelv 3 to 4 newsletter).

DSFSAG
51201 Old Cottage Dr
Granger, IN 46530

BuLk RATE
US PoSTAGE
PAID

PERMIT NO.
00000
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