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2007 DSACO HOLI DAY PARTY
Sunday, December 9, 2007

Whetstone Park of Roses Indoor Shelter House
4015 Olentangy Blvd.
Columbus, Ohio 43214
2:00pm - 4:00pm
(Santa will visit at 3:00pm)
Crafts and Clowns for the kids!

Music and Entertainment too!

Bring a finger food to share, beverages will be provided.

*Please bring a wrapped present for each child in your party
who you wish to receive a present. Remember to label the
gift with their name.

Be sure to pick up your 2008 DSACO Calendar or other
DSACO memorabilia for that last minute holiday gift!
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FROM THE CHAIR

by Jennifer Truby

This is my favorite time of the year - to review the
events and happenings of our last calendar year and to
be humbly amazed at what we have accomplished.

First and foremost, | am astounded and so proud of how
far collectively we have traveled as DSACO members, in
such a short time frame, to bring our organization back
financially. Last year at this time, we were operating
with a scaled down budget and were being fiscally con-
servative with our expenses. Now, in just one year, with
the momentum of a VERY lucrative Buddy Walk and the
success of an outstanding Celebrity Golf Classic and
Gala, DSACO is back and will be moving forward pro-
gressively in 2008. Thank you to so many of you who
didn’t give up hope and who continue to believe in the
bright future for our loved ones who have Down syn-
drome.

There are so many people I'd like to thank in this article
but there just isn't room. | do, however want to specifi-
cally acknowledge Pat Priest, Shelley Lambert and their
committee, mostly comprised of brand new members,
for all the time spent and the big decisions that had to
be made concerning the Walk this year. Their biggest
challenge was to select a new venue because Franklin
Park informed us that we were too big to return. The
Crew stadium worked out beautifully and if you weren’t
a part of the human tunnel on the Crew field the follow-
ing week, you missed out. Before the day of the Walk,
we had already surpassed our $200,000 goal! As of the
end of October, we have received $251,485.62! The
words “thank you” aren’t enough to express our grati-
tude to each and every one of you committee members!
And we greatly appreciate all of the rest of you who
supported DSACO with teams, your attendance and
pledges.

Here are other 2007 highlights and various ways that
money was allocated.

e Fiduciary responsibilities, policies and procedures
have been further defined.

e Melissa Foley was hired to help part-time in the of-
fice. She answers phones, completes correspon-
dence, assists with events and works on the News-

letter.
Our first annual meeting was held in April.

This spring, we awarded 5 educational scholarships
totaling $10,000 to very deserving college students
who are studying in fields where they can make a
difference to individuals with Down syndrome.

We awarded conference scholarships to parents and
self advocates to attend national Down syndrome
and inclusion conferences.

We distributed many $100 swim scholarships.

We hosted a spring Post Secondary Conference with
other Down syndrome associations throughout the
state.

The first annual Tartan Fields Celebrity Classic and
Gala were a huge success. They were professionally
executed by Ted and Shelley Lambert along with
their hard working committee and next year’s
events are looking to expand.

Many individuals with Down syndrome were intro-
duced to the game of golf through the Golf for Life
clinic.

The Changing Lives Program began under the leader-
ship of Debbie Dunlope. This program educates all
levels of health care professionals dispelling myths,
providing current information and advising how to
give a diagnosis.

The first annual adult conference was held in Au-
gust. The self advocates enjoyed camaraderie and
learned a lot at the mini sessions that were offered.

An external audit was completed and findings were
reported to the Board in September by Balestra,
Harr and Scherer, CPA’s, Inc.

We are becoming more active in the legislative
arena. Michelle Dexter attended the National Dis-
ability Policy Seminar in Washington, DC. Michelle
and Bethany Mirka are serving on a state committee
for service access and supports. Julie Brand serves
on the Madison County Board of MRDD. Marge
Barnheiser serves on the COSSERC Board. Marga-
ret Demko was recently appointed by Governor
Strickland to the Ohio DD Council.

Down syndrome awareness was enhanced by our Open House and wagon
donations to Nationwide Children’s Hospital, our very popular “Faces in

Continud on Page 3
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From the Chair, continued from Page 2 e DSACO supported 5 parent support groups in coun-

e Down syndrome awareness was enhanced by our ties other than Franklin.
Open House and wagon donations to Nationwide Chil-
dren’s Hospital, our very popular “Faces in the Com-
munity” annual calendar, local newspaper articles
featuring our families and several TV and radio in-

terviews.

The New Parent Group called or visited every re-
ferred family who welcomed a new little one with
Down syndrome into their midst. They received a
comprehensive packet of information as well as an
invitation to attend the eleven new parent meetings
e This winter, we will hold special interest mini con- held each year.

ferences in Columbus and surrounding counties.

e We enjoyed meeting together at social events in-
cluding the Clippers pot-luck and game, summer pic-
nic, and Holiday party.

Everything | have mentioned has happened because of
our diligent staff and the generosity of volunteers. | am
appreciative of all of you who make a difference in the
lives of those we love. We have come a long way prior to
our first Buddy Walk 6 years ago, when our bank bal-
ance was just $14,000. We can be excited for what our
future holds.

e Our staff consisting of fulltime employee, Marge
Barnheiser and part time Melissa Foley handled ap-
proximately 1,200 phone calls, 3,000 emails, pro-
duced 6 newsletters while assisting with programs
and events. They are currently writing office poli-
cies and procedures.

e Many age specific programs and social events were Happy Holidays to All!

held.
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October Volunteers of the Month

Michael Young/John Pazdzior

Michael Young and John Pazdzior are the hus-

bands of our summer picnic co-chairs, Kim Young
and Karen Pazdzior. While Karen and Kim volun-
teered to co-chair the picnic, their husbands did
not. But yet, they end up doing a lot of the
work, too! What many of us do not see is the
work done behind the scenes. In this case, John
took care of the grills and cooked all of the
food. Michael provided the music for the picnic.
In addition they provided all the muscle for the
heavy stuff that had to be transported and ar-
ranged at the picnic site. Gentlemen, your wives
would like to thank you for all your hard work
and support. Kudos for a job well done!
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November Volunteers of the Month

Pat Priest/Shelley Lambert

Pat Priest, Chairman of the Buddy Walk Commit-
tee, and her Vice-Chairman, Shelley Lambert have
been chosen for their tireless efforts in making
the 6th annual BW a success. This was a year of
big changes and these women made the transition
of venues a smooth one. With sadness, this will be
Pat’s last year as our Buddy Walk Chairman. She
has given so much of her time and talents to this
event and for that we are very grateful. We will
miss her. Shelley took on double duty this year.
She was a main player in our Tartan Fields Event
all the while working on the Buddy Walk. Words
cannot express our deep gratitude. Thank you
ladies, for giving your all to our organization.

*** |f you would like to recognize someone for volunteering their time to DSACO, nominate them for Volunteer of the Month. The form is

on our website or call the office.



Page 4

KEEPING UP

Volume 3 |ssue 6

DSACO CALENDAR

o 11/22-23 DSACO office closed-
Thanksgiving holiday

o 12/04 DSACO Board Meeting

e 12/09 Holiday Party

o 12/24-25 DSACO office closed-Christmas
o 1/1 DSACO office closed-New Year’s
e 1/8 DSACO Board Meeting

IMPORTANT NOTICE TO MEMBERS
IT’S TIME TO DO SOME CLEAN-UP!

The time has come for us to update our database. If
you have had some information change (address, phone
number, e-mail address, etc.) or if you have some infor-
mation that you have not previously shared with us
(birthdates, medical diagnoses), now is the time. Just

go on-line to'www.dsaco.net and sign in. If you have not
used our database before you can set up an account with
us. After you have signed in, click on the my account
icon at the top right hand corner of the screen. All of
your personal information will be displayed for you. You
can change any information at that time. Be sure to
click the update button at the bottom of the page be-
fore you sign out. If you have not had any changes of
information, it is still a good idea to check our records
to make sure everything is correct. We appreciate your
cooperation. We want to provide you with the best ser-
vices and the most up-to-date information and re-
sources. Age group activity reminders are often sent
via e-mail. The success of this communication method
relies on your child’s birth date and your e-mail address
being accurate. This is often the best way we can get
that information to you. If you have any questions
about our web-site or if you are having any problems,
please contact the office and we or our web master will
try to help you the best we can!

Jgdgsasass

MONTHLY COUNTY/AGE GROUP
MEETINGS

e First Wednesday - Delaware Co. Playgroup

The group meets at Hickory Knolls Early Childhood
Center, 6:30-7:30pm. Call Bethany at 740-666-2222
for more information.

e First Friday - Licking County Gathering
e Fourth Monday- New Parent Group

November 26, 2007

Topic: The Importance of Infant Stimulation and Early
Intervention

Joanne Moathes, Special Education Teacher will share
her techniques and experiences for early intervention.
Joanne has many years of experience in working with
children with special needs including the development
of the infant program for Grand Rapids School District
in Michigan. She currently works with many children
with Down Syndrome in Central Ohio.

December 2007

No Meeting

The New Parent Group Meetings begin at 7:00pm at
the Worthington United Methodist Church. Directions

(Refreshments and Childcare are provided.)

Please contact Jennifer Truby (Jennifer@truby.name)
614-785-0608 or Susan Roper
(theropers@columbus.rr.com) 614-793-1469 with any
questions.


http://www.worthingtonumc.org/aboutWUMC/
directions.htm
http://www.dsaco.net
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My Fight For Emily- A Family Takes On Capitol Hill

By: Margaret Demko

When my daughter Emily was born almost 3 years
ago, | thought her diagnosis was the end of the world
for me and my family. | wouldn’t dare speak the word
Down Syndrome, let alone talk to anyone about it. In
fact, | wouldn’t even read anything about what could be
happening to her, or what were the best things to be
doing for her. | didn’t care. She was my baby and that
was all | cared about. As far as | was concerned, she
was as perfect as could be and we would prove the diag-
nosis wrong.

Thirteen months later, | was in the library at a story
time, and the reality of Down Syndrome came before
me. There was a little girl who was younger than Emily
and was already walking, talking and doing things that |
had been so patiently waiting for Emily to do. | realized,
after a good cry, what | HAD to do...take action and
become proactive for Emily. | needed to look Down Syn-
drome in the face and do what was best for her. She
needed therapy. All kinds of therapy. She needed to be
given play situations to help her develop skills that come
naturally to most kids. She needed me to come out of
.my shell and realize that she indeed had Down Syn-
drome and | had to help her develop every skill to the
best of her ability. She needed me to fight for her.
Emily needed a mother who was willing to stand up and
speak out and do what is best for her. | had to find

that person inside me.

I mustered all the courage | had inside me to call our
pediatrician and tell her | needed a therapy referral. |
got one, but | soon remembered a very difficult fact.
Our family had no insurance. My husband is a successful
self employed contractor, and | had quit my full time
job that carried group coverage. | realized that my
first fight was for insurance coverage. Then | could
think about which therapist to take her to. So, |
started making phone calls.

What no one ever tells you before you have a child
with a disability is that some people will treat you like a
social outcast when you tell the truth about your son or
daughter. Folks are scared of what they don't know, and
underwriters for private insurance sure don’t know
about kids with special needs. | was told that although
Emily had a clean bill of health—no surgeries, no medi-
cations, no hearing loss, no outward physical ailments

associated with Down syndrome—she was an automatic
denial of coverage. She was a risk that they just were-
n’'t willing to take. They told me that she was not ex-
pected to have a long life expectancy, and they were not
willing to insure such a child. No letter from any special-
ist, no test result or health record would change their
mind. Not just one, but 3 private companies told me the
same story. Where was a mother to turn?

| decided to take another look at where we were as a
family. That inside look at us made me realize | had
come to another unthinkable moment in my life. | was
going to call Job and Family Services and look into Medi-
caid. That was so unthinkable to me since | was raised
to stay as far away from government assistance as |
could. I couldn’t live by those standards anymore. When
| talked to the case worker, | discovered that sure
enough, Emily qualified for Healthy Start, the program
supported by the SCHIP (State Children’s Health | nsur-
ance Plan) federal monies.

When the coverage went into effect, | decided to
make the best of it and | got Emily a developmental
screen at Nationwide Children’s Hospital and they of
course recommended speech, occupational and physical
therapies. My husband and | decided that we wanted
the best therapies, so | made the trip once a week—77
miles one way-- for Emily to receive professional ther-
apy. This journey of multiple office visits lasted a little
over a year. In that year, Emily has made incredible
strides; she walked before age 2; she has fine motor
skills only about 6 months behind her chronological age;
she is able to use sign language and some words to talk
to us and diminish temper tantrums. She is doing very,
very well. Then, on March 31 of this year, we had our
reauthorization for Healthy Start. An increase of
$113.00 per month, on last years’ taxes, prohibited
Emily from qualifying for the program anymore. | was
outraged! We continued therapy, but the bills were in
excess of $3700 for ONE MONTH and | knew there
was no way we could keep it up. | pulled her out of eve-
rything for the summer, and set out on a quest to find
answers for our family.

| answered an email from someone looking for family
stories for SCHIP expansion testimony.

Continued on page 6






