DOWN SYNDROME FAMILY SUPPORT
AND ADVOCACY GROUP

A Beautiful Life

By Lisa Peele

Look at me loving life
Laughing, watching, becoming
See what I can do and all T am

Look closely ...
Through the soft focus of my life
Frame by frame
You'll see the essence of things
I see the world in its most perfect state
I see the good in things and in people
I see aworld of joy, hope
And infinite possibility
See me for who I am
Deliberate, sweet and true
I am beautiful
I am Strong
I am Happy
I am Loved
I live a beautiful life
I am “A Beautiful Life"

2009 Snap Shot Calendar

Once again, Nathan Ratkiewicz has put together
a beautiful calendar. The 2009 calendar has the
theme "A Beautiful Life" and features 60
individuals with Down syndrome from the
Michiana area. The purpose of the calendars
has always been fo raise awareness in the
community about individuals with Ds, and we are
hopeful that the theme will help bring
awareness to the fact that people with Ds can
and do lead very full and rewarding lives. All
profits from calendar sales are used to help
fund programs for DSFSAG members.
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The calendar price is still $5 ($7 if mailed), and
NEW this year, we are having a contest to see
who can sell the most calendars. Please help us
reach our goal of selling more calendars than
ever this year. Prizes will be awarded to the
persons selling the most calendars and include:

$100 Meijer gift card
$45 dinner for two at Carrabba's Italian Grill
Contact Kathy Ratkiewicz 574-234-0590 if you

would like to buy calendars or take some to sell.
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2008 Michiana Buddy Walk

The 7th annual Michiana Buddy Walk was held
September 20, 2008 at the Stepan Center on
the campus of the University of Notre Dame. It
was a great day, the sun was out, the weather
was warm and we had our largest number of
participants to date. With over 600 walkers we
were able to raise over $33,000, including over
$10,000 in on-line donations. This was our
first year using the Firstgiving online site and
we want to say thank you to all the families who
took advantage of this fundraising tool. We
plan to use this for our future Buddy Walks and
encourage all to take part in this great online
fundraising site. The total also includes sales
of apparel, calendars, jewelry, magnets, and
raffle and silent auction ticket sales.

The event kicked off at 10 am with the debut
of our Dads Band, A great job was done by our
dads, John Ratkeiwicz, Dan Reck, Kevin Pearson
and Chico Reyes! Next on stage was Leonardo
and what fun that was especially when he had
volunteers come on stage to help sing and play
instruments with him. Just before the walk
kicked off Rob Kelly, a current board member
and a proud father gave an inspirational speech
about the importance of Down syndrome
awareness. We also had a slide show that
looked back over our past 6 walks; it was fun to
see how all the kids have grown! The National
Anthem was beautifully performed by the Bavar
family and Chico Reyes. The ribbon was cut by
the Chick-fil-A Cow at 11:30 am to officially
begin our walk. Afterwards, all participants
were treated to a lunch provided by our
wonderful sponsors; you can find the full list of
our sponsors at our web site
www.michianadownsyndrome.org.

Listed in this newsletter are the top Sponsors,
top individual and Team fundraisers for this
year's event.
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http://www.michianadownsyndrome.org/
http://www.chick-fil-a.com/Home.asp
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http://und.cstv.com/
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Buddy Walk Prize Winners!

Individual and Team winners are based on the total
that were handed in on the day of the walk, I have
received more Team and Individual donations by
mail since the walk and have added those totals to
the teams and individuals in the list below. If you
feel your total is wrong you can contact me, Anne
Revell 574-243-3808. I did have some registration
papers that were separate with no names on them,
so I didn't know to whom those donations went.
Thank you for your donations!

Individual Winners
1. The Albertson Family (Ella) $2310
2. Eric Schultz $1060
3. The Kil Family (Natalie & Angie)$1305 total
day of walk $1025

Team Winners
1. Ella Louise Smiles $3100.01
2. Hannah Helpers $1750
3. Keelin's Crew $1470

*  Matthew Buddies $2345 (Cheryl Speheger
turned down team prize)

*  Kaitlyn Monarchs $1620 (Anne Revell did not
register for a prize)

» Libby's Lucky Stars $1540 (total day of walk
$1460)

= TIsabella Shafer's family helped with donations
from Pinnacle $744 and Carrabba's $500

* Kaylene's Krew $1181.75

* Team RJ $875

*  Nathan's Nation 4861

* Bryces Buddies $755

* Team Courney $730

* Elise's Entourage $725

*  Michigan Melsad's $660

= Greta's Crew $625

= Lexi & Spencers Fan Club $557

* Annd's Angels $535

= Alex's Allstars $483

*  Andy's Bunch $460

* Team Chloe $370

* Team Bella $350

= Keely's Team $350

Ella Louise Smiles & Dad

= Caroline's Friends $330
= Jennd's Jems $300

» TIzzy's Believers $246

*  Amberbamber $220

=  Buzz's Crew $185

» Seth's Shooting Stars $175
* Team JT $100

* Haley's Heroes $85

» TIan's Friends $75

» Jessicd's Heart $25

* Highland $23

Splash Universe Winner

> Nathan Ratkiewicz

Leonardo and his fans
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Family Support Nights

Parent Training - Emergency Preparedness
Date: November 20, 2008

Time: 6:30 to 8:00 PM

Place: Logan Center, Conference Room A
Topic: The American Red Cross will be
presenting information on Emergency
Preparedness for our families. This will include
general information on how fo prepare your
family with a special needs individual for any
type of disaster, natural or otherwise.

This presentation was recommended by one of
our members, who has seen it and felt it was
great and extremely informative.

Childcare and light snacks will be provided.
Please RSVP if you will be coming and the
number of children you are bringing who will
need childcare.

RSVP to Barb Schmitt barbschmtt@yahoo.com

574-233-7812 or Shelly Schultz at
superpackl@aol.com 574-674-6769.

Upcoming Events for Family Support Nights
Dates to be announced:

= December Holiday Cookie Exchange

» January Family Winter Party

* February Kathy & John Ratkiewicz

talk about the NDSC Convention

* March Yoga Family Night

=  April Family Talent Show

* May Self Advocates Panel

= June New Parent Welcome Party

Libby’s Lucky Stars & Family
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Mom's Night Out

Hey Moms - need a night out to talk, laugh and
have fun? If so, come and join other moms who
share that wonderful common interest of having a
child with Down syndrome. The group meets once
a month at local restaurants. All we ask is that
you PLEASE RSVP no later one day prior to the
scheduled meeting date at:

November -Mon 11/10/08 Panera Bread -
Erskine Plaza, South Bend

December - Thurs 12/11/08 Papa Vino's - Main
Street, Mishawaka

Matthew Speheger

Gifts... Gifts... Gifts!

With the holidays around the corner we want to
remind you that we have some great items for
sale that would make great stocking stuffers!
View all our products on our web site
www.michianadownsyndrome.org here is just a
sampling of what we have.

2009 Snap Shot Calendar $5 ($7 mail)
Car Magnets $3 ($4 mail)

Khaki Hat or White Visor $8 ($10 mail)
DSRTF Adopt-A-Mouse $21 (523.25 mail)
Crew Neck Sweatshirts $10 (512 mail)

DS Awareness Bracelet $35 ($37.50 mail)
DS Awareness Earrings $16 ($16.50 mail)
Buddy Walk Bracelet $25 ($27.50 mail)
Buddy Walk Earrings $10 (5$10.50 mail)
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National Down Syndrome
Congress Convention / Kathy

Kathy and John Ratkiewicz attended the NDSC
convention that was held in Boston this summer.
Families from all over the world attended the
conference, and there were a wide variety of
workshops presented.

Here are a few highlights from the workshops
that Kathy attended:

"From Infant Babbling to Adult Speech: Helping
Children with Down Syndrome Develop
Understandable Speech” Libby Kumin, presenter

There is no one pattern of speech for people with
Ds. each child is an individual.

1/3 of kids with Ds have apraxia (a motor speech
disorder where children have difficulty planning,
coordinating, producing and sequencing sounds in
speech)..there are no firm numbers, but that is
Dr. Kumin's estimate. Even without a clear
diagnosis of apraxia, Dr. Kumin says that children
can be treated early for it, because the methods
used will not cause harm if it turns out that the
child did not have apraxia (hard to diagnose in
very young children) She recommends trying
apraxia treatment methods for 6 months before
deciding if they are working or not.

You can do a lot to lay the groundwork for speech
in babies by using pre speech 'sound play’ all
speech sounds are made on exhalation (when you
exhale) so do strings of sound to build
coordination..'ahhh’,, 'bababababa”...make longer
as able...

ITIS NEVER TOLATE TO WORK ON
SPEECH...the earlier the better, but improvement
is still possible in older individuals. (Libby Kumin
has a new book that targets speech development

Page 5

in kid's ages 6-14..has a picture of our very own
Shelly and Eric Schultz in it) We have this
book in our library.

If your child can only get 15 minutes of speech
therapy a week, ask if you can get the therapy,
not the child (so you can work with your child
at home)

If services denied by insurance company, see if
you can get a once a month evaluation so you
can do a home program. The speech therapist
can tell you what to do, and the parents/family
can implement a home program. Dr. Kumin
pointed out that there is 'nothing magical’ in a
half hour of speech therapy once a week in
order to be effective, the child has to have
daily practice at home as well.

Oral motor therapy needs to be coupled with
speech sounds as soon as possible in therapy

don't just blow bubbles, blow bubbles and say
‘whh'.

Dr Kumin has found that there is NO TRUTH
to the viewpoint that signing decreases speech.
She has found that signing can be a very
effective bridge to speech in children with Ds.
PECS is also useful because it helps to teach
the child fo communicate.

Materials in our library by Dr. Kumin:
Early Communication Skills for Children with
Down Syndrome (paperback)

Classroom Language Skills for Children with
Down syndrome (paperback)

Discovery: Pathways to Better Speech for
Children with Down Syndrome (DVD)

What Did You Say? A Guide to Speech
Intelligibility in People with Down Syndrome
(bvD)

Continue on back page
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NDSC Convention / John

Of the 3 workshops I attended at the conference
one of the most informative and exciting was Ann
Turnbull and Martha Blue-Banning's presentation
entitled CREATING WHOLE LIVES AND
ASSESSING RESOURCES IN WAYS THAT
PROMOTE INCLUSIVE, SELF-DETERMINED
LIVES.

Ms Turnbull and Ms Blue-Banning, besides being
mothers of young men with Down Syndrome, are
respectively a professor and Research associate at
Kansas University, Beach Center on Disability (a
Powerpoint presentation accompanying their talk
and can be viewed online at www.beachcenter.org
from that link you can find at the page's left side
RESOURCES & CONFERENCES). Their entire
presentation ran about 55 pages and was packed
with tons of information (including website links)
dealing especially with the challenges and choices
young people with disabilities face after high school
age.

Besides thoroughly presenting SSI and Medicare
issues, they also provided information on Individual
Development Accounts (IDA), Plan for Achieving
Self-Support (PASS), Social Security Disability
Insurance SSDI, Asset Building, Food Stamps
eligibility, and Special Needs Trusts. As you can
see, their workshop was well described by its title.
All of the conference workshops are also available
on CD ROM...we will have one copy in the library,
but if you would like a personal copy, please contact
Kathy or John at 574-234-0590.

Anna Pearson
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Nancy Kaufman Packets

We have packets left over from the Nancy
Kaufman Seminar if anyone is interested in one
please contact Kathy Ratkiewicz 574-234-0590.
These packets are full of information to help with
speech that you can keep for yourself or share
with your child's speech therapist.

The conference was a huge success with around
200 professionals and parents attending. We the
DSFSAG board hope to keep bringing these
informative seminars to the Down syndrome
community, if you know of a speaker you think
would be beneficial fo bring to the area please
contact us.

Danny Ratkiewicz as Buddy

Poster Contest

Hi alll I presented an idea of starting a poster
contest in our area schools for Down syndrome
awareness and positive attitudes to the DSFSAG
board members. They liked it - so the next step
is to get a committee together of anyone that
would like to help get this project going. It would
involve putting things on the/a website- getting
information packets together and finding out
school contacts, etc. If you are interested- email
me at |harman@sbcsc.k12.in.us or call me at 574-
and then we can set up a day to meet and
brainstorm some ideas. Thanks, Tish Harman



http://www.beachcenter.org/
mailto:lharman@sbcsc.k12.in.us

DSFSAG
51201 Old Cottage Dr
Granger, IN 46530

Phone:
574-243-3808

E-Mail:
info@michianadownsyndrome.org

Taking Steps for a
Brighter Tomorrow

NDSC continued from page 5

Helping Children with Down Syndrome Communicate

Better: Speech and Language Skills for Ages 6-14

(Topics in Down Syndrome

Teaching Children with Down Syndrome to Read: From

Research to Practice Across the Age Range presented

We’re on the Web!

Visit us at:

www.michianadownsydnrome.org

DSFSAG

51201 Old Cottage Dr
Granger, IN 46530

by Sue Buckley

Dr. Buckley has found that it is possible to teach
children with Ds to read as early as 2 yrs of age...she
believes it should be a part of Early Intervention
Services because it helps so much with speech
development. Reading also improves language skills of
teens and adults with Ds

In Feb 20, 2009 Kathy and John will give summaries of
the information they learned at the Convention.
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http://www.amazon.com/Helping-Children-Syndrome-Communicate-Better/dp/1890627542/ref=sr_1_1?ie=UTF8&s=books&qid=1225951810&sr=8-1
http://www.amazon.com/Helping-Children-Syndrome-Communicate-Better/dp/1890627542/ref=sr_1_1?ie=UTF8&s=books&qid=1225951810&sr=8-1
http://www.amazon.com/Helping-Children-Syndrome-Communicate-Better/dp/1890627542/ref=sr_1_1?ie=UTF8&s=books&qid=1225951810&sr=8-1

