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Coastal Carolina University offers "LIFE"

Coastal Carolina University Launches
Inclusive Opportunities for Students

with Intellectual Disabilities

Coastal Carolina University's (CCU) will launch
Coastal Carolina University LIFE in Fall 2009,
an inclusive four-year postsecondary education
program for students with intellectual disabilities.

Coastal Carolina University LIFE (Learning Is For
Everyone) is designed to promote a smooth and
effective transition from secondary schools to a
four-year higher education institution, as well as
provide these postsecondary opportunities on a
college campus.

The four-year program will provide both on and off-
campus residential opportunities and participation
in university classes with support. It will emphasize
student independence and personal development,
choice making, individualized work environments,
communication skills, money skills, integration
within the college community, and transition to an
integrated work environment. Spadoni College of
Education faculty members Emma Savage-Davis
and Gayle Disney will co-lead the program.

The pilot cohort of up to six students will be
admitted in August 2009 with up to six more
students accepted each fall thereafter. The program
will enable students with intellectual disabilities the
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Times Square Video Contest

Let’s get DSACK in the Times Square
Video!

Celebrate the 15th Anniversary of the Buddy
Walk by entering the Times Square Video Contest.
The video, which showcases individuals with Down
syndrome from all over the world, will air on a
jumbo screen in the heart of Times Square on
September 26, 2009 at 10:30 a.m. The New York
City Buddy Walk will immediately follow the video
presentation at the Great Hill in Central Park. Each
year, NDSS receives thousands of photo submissions
for the Times Square Video Contest. Because the
Buddy Walk promotes acceptance and inclusion
of individuals with Down syndrome, the winning
photographs feature children, teens and adults with
Down syndrome working, playing and learning with
friends and family.

The deadline for submitting photos is July 15,
2009.

ONE photo per individual can be submitted to
the contest. Winners will be contacted by a
representative from NDSS via email starting the
week of August 3, 2009. Photographs will not be
returned. For further questions about the contest,
contact Rebecca Switalski at timessquarevideo@
ndss.org

opportunity to address four key primary areas:
(1) academic enrichment, (2) socialization, (3)
independent living skills, and (4) competitive or
supported employment.

For more information visit:

http://www.coastal.edu/cec/
LIFEprogram.html

ADVOCATES IN MoTION (AIM)

Going to The UK Cats Dance
(submitted by Chad Bell, self-advocate)

A couple of weekends ago I had fun eating pizza
and going to the UK Cats Dance. I wore my UK
t-shirt. We went to the Mellow Mushroom pizza

Chad is one place. The room was so crowded — I'm trying to
Jar dud find a place to sit. Then we ate pizza. My friends
poputar aude Brandon, Jeremy and Julia were there and a lot of
at the UK other friends, too. And we had fun. We had two
Cats Dance! cheese pizzas and two pepperoni pizzas. I got to
have a mountain dew. Then we took three cars to

the dance. And then when we got to the student

center we danced and we played games. I got to

dance with Samantha. They played good music. I

got to listen to Mamma Mia and UK music. I liked

Chad dancin to see the quarterback Mike Hartline and Michael
yad dancing Porter, the UK basketball player and the swim team.
with bis friend I'm glad we have a new head coach. They showed
Samantha at a movie about someone’s sister who had Down
Syndrome like me. I got a glow in the dark bracelet

gzgg Cats and a water bottle with UK student center on it. We

had a good time. Brooke and Heather are so nice
to take us.




Parenting Stress in Families of Children
with Down Syndrome and Cornelia
deLange Syndrome

Help us learn how to help families in
the future.

The person responsible for this study is Dr.
David M. Richman, University of Illinois at Urbana
Champaign. Briefly, the study involves filling out
four rating forms about your child and your current
experiences raising a child (ages 5 — 21 years old)
with a developmental disability. It should take you
about 60-90 minutes to complete the four forms.
The rating forms will allow us to gather information
on your child’s (1) positive and disruptive behaviors,
(2) his or her levels of adaptive behavior (e.g.,
communication, independent living skills), (3) level
of behavior often associated with Autism, and (4)
your level of parenting stress. We will be comparing
across diagnoses and the age of the child to see if
there are specific patterns of parental stress that
would suggest what types of parent supports are
needed to help families raise a child with a disability.
We want to emphasize that we are not just looking
for families that are experiencing high levels of
stress. We are trying to get a representative sample
of all families with varying levels of parental stress.

There are no discomforts, risks, or costs specifically
associated with this study. While there are no
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Pizza, Dancing and More Fun!

(submitted by Brooke Reed, volunteer coordinator for
Young Adult Group)

Our Young Adult group is continuing to grow with
every event! There was a fantastic turnout for the
UK Cats Dance on April 3rd. Thirteen young adults
enjoyed dinner at Mellow Mushroom and then headed
over to the dance! If you are between the ages of 14
and 30, we invite you to join the young adult group!
Contact Brooke Reed (321-507-0332 or brooke.reed@
uky.edu) if you are interested in getting involved!

Blair Jeremy, Troy, Brooke, Drew Megan, Julia

direct risks, there will not be any direct benefit from
participating in this research project because this is
not an intervention study. However, it is our hope
that this research project will help us learn how to
help families in the future that have characteristics
similar to your child.

If you are willing to participate in the study,
please e-mail Myungjin Kim at mkim209@
uiuc.edu to request a packet be sent to you in
the mail. The packet will include directions, the
rating forms, and a self-addressed and postage-
paid envelope for you to return the packet via mail.

If you are interested in learning more about this
study, please contact Dr. Richman at (217) 265-
4040 or e-mail: drichman@uiuc.edu.

Thank you very much for considering this request.
Kind regards,

David M. Richman, Ph.D., BCBA
Associate Professor of Special Education
University of Illinois

Myungjin Kim, M.A.

Doctoral Student and Research Assistant
Department of Special Education
University of Illinois

Upcoming events for the Young Adult Group:

* Sunday, May 24th we are taking a trip up to the Newport
Aquarium! Tickets are $11 for students and $16 for adults.
Parents are welcome!

* Monday, June 15th at 6pm Bill Dolan, an attorney for
protection and advocacy, will be giving a talk for parents about
guardianship. This is an event you don't want to miss! If you
are interested, please contact Brooke Reed (321-507-0332 or
brooke.reed@uky.edu) or Malkanthie McCormick (859-533-6548
or mimcco2@mail.uky.edu). During the talk, there will be an
event for the young adults to attend also!

* Pool party in July! More information to come!
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The Hands of God

Though he was only a
couple of days old he had
already lodged himself

deep into our hearts.

(Submitted by Richard and Amy
Greene, proud parents of baby
Alex!)

August 7th began as any day
would for parents expecting
their first child. The hospital was filled with
anticipation from the family and friends gathered to
welcome baby Alex. As Amy’s labor extended into
the afternoon we were informed that there were
issues with Alex’s breathing and a C-section would
be most advantageous.

At 2:48 Thursday afternoon we welcomed our
precious baby boy to his new family. We were
tired but grateful for each visitor that came by
with congratulatory wishes. The night was full of
emotion; we feed, changed and held our baby with
the best of care. Everything seemed perfect. That
was at least until in the early hours of the morning
when we got a phone call from the nursery. It
was then they informed us that Alex had to be put
under a tent because of a low oxygen level. We
were scared and had a lot of questions that needed
answers. When the pediatrician made her rounds
she revealed the startling news that Alex had a
hole in his heart was in respiratory distress and
could possibly have Down’s syndrome. We were
devastated! The otherwise routine pregnancy and
birth was suddenly unimaginably distorted. We were
informed that Alex would be flown to UK’s Children’s
Hospital in Lexington. We did our best to ready
ourselves to make the trip. Amy was released from
the hospital in order to make the trip to Lexington.

Once we arrived at UK we were fed a torrent of
information about what was wrong and what would
have to be done to repair what could be repaired.
There would be a list of things that must occur
before Alex could finally reach his new home for
the first time. We began praying for him as if we
had known him for years. Though he was only a
couple of days old he had already lodged himself
deep into our hearts. The nights and days blurred
as the hospital walls closed in on us. During our
stay we were given confirmation that Alex did have
Down’s and an information packet was left for us
but the information found little attention due to the

Continued from page 6
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enormity of all that was taking place in our lives. Day
by day and item by item the list of things needed to
happen began to take place. It seemed as if Alex
would be going home with us, finally. After six days
in NICU Alex was released to go home.

The prayers were answered and our family could
not have been happier. Now at home we began
to sort through the mound of paperwork that had
amassed in the hospital. We worked our way
through the DSACK information packet and began to
research this organization and the peoples affected
by Down’s. We read stories, perused the internet
and even communicated with friends of friends that
Rag experienced many of the same emotions we

ad.

Now fast forward to January 2009. The holes
in Alex’s heart (@ VSD and ASD) were not healing
as hoped and the best option would be open-
heart surgery. A friend of ours had spoken with
a DSACK member about what we were facing and
that individual contacted us with much appreciated
support and assistance. Michelle informed us that
DSACK was not only able to assist but was truly
desirous to be a blessing to our family. In addition
to a generous monetary gift a board member
negotiated a hotel room rate that was unbelievable.
Much to our surprise, this would be a room that
became a “home” second only to the PICU for the
next 21 days. Not only did DSACK show their support
financially, they followed up with us personally with
phone calls and even a visit to the hospital!l We truly
felt that if we had a need DSACK would be there to
help us through it. Many times organizations are
formed that lose sight of their mission but we have
found that DSACK is not one of them. Through
all of our trials and tribulations that faced us we
remain comforted
that we were in
God’s arms the
entire time and He
was using DSACK
as His hands.

Richard, Amy

and Baby Alex in
God's hands and
DSACK's hearts!

CELEBRATIONS

: Happy 5th
Birthday to Joshua
Carter (baseball
star) and Sam

" | Elbert (Soccer

& star)!



Opening Eyes and Hearts of Future

Youth Ministries from Asbury
The need for special-needs ministries

in all churches...

(submitted by Traci Brewer, Board of Directors
Officer)

On March 30th, I was honored to be asked to speak
to a class at Asbury College. This class consisted of
juniors and seniors that will be pursuing careers as
Children's Ministers or Youth Ministers. I was joined
by Melinda Ault who is a doctoral student of special
education at UK.

Melinda and I have been working together to start
a special-needs ministry at our church, Centenary
United Methodist, for the past several months. We
presented to this class our powerpoint presentation
explaining the need for ministry to people with
disabilities and to their families. Melinda had
several studies and statistics regarding the impact
the church has on the families, based on their
willingness to minister to their loved ones with a
disability. Some of these statistics are positive, but
unfortunately, many of them have had a negative
experience and have left their church, and in some
cases their faith all together.

We also gave them an example of an individualized
religious plan we have created which gives the
Sunday school teachers or staff all the information
they would need about the individual with special
needs. It lists their medical condition, their hobbies,
modifications that may need to be made, and finally
the families' goals regarding their loved ones faith.

Our emphasis to this class, was first of all to make
them aware of the need for special-needs ministries
in all churches, and to encourage them to take this
knowledge with them as they begin their careers.

If you are interested in viewing this powerpoint
or the individualized religious plan, please contact
me at tbrew67@hotmail.com. I would love to share!

Poetic Inspiration at McDonalds

What tender love

(submitted by Nicole Maher per request of DSACK)

Nicole and Joe are the proud parents of 4 girls
who are beautiful treasures to so many people.
Tarenne is their second daughter who happens to
have Trisomy 21.

AfewweeksagoJoehadthegirlsatMcDonald'safter
church as Darrah and I went shopping with her friend.
After many irritating trials he settled in to finally eat
his lunch. Two of the girls played on the playground

equipment  and
Tarenne  played
on the computer
game inside. Joe
went back and
forth between
them to be
sure they were
okay. He made
small talk with
a lady who was
there by herself
and noticeably
observing Joe
with  the girls.
She walked up to
him and told him
that she usually
didn't do this
type of thing,
but handed Joe
a piece of paper
and told him that
she was really
moved watching
him with the girls.

The paper read:

McCormicks head to Honolulu!

Congratulations to Megan McCormick and Dr.
Malkanthie McCormick who submitted an abstract
on “post secondary education and improved
employment” to the International Conference

a father with his child
maybe seven or eight
bright with life
despite her droppy eyes
slow to spell her own name
he pulled what she knows
with gentle words
from her mind
they smile and laugh
at her victory
now on to the game
she longs to play
he guides her hand
to show her the way
he is with her
and together
she knows victory
and it is "AWESOME"
what tender love
pours from his heart
as he strokes her hair
and enjoys her
and her joy

ProActive Futures, LLC

Carolyn B. Wheeler, M.S.
Special Care Planner
Registered Representative

MassMutual Financial Group

2365 Harrodsburg Road, Suite A300
Lexington, KY 40504

Tel (859) 2234141 Ext 359

Cell (859) 492-7971

Fax (859) 223-0499

E-mail: cwheeler@finsves.com

on Disabilities. DSACK is thrilled to announce
that Megan'’s abstract got accepted and she will
be presenting her paper on the 4th of May in
Honolulu! DSACK looks forward to hearing about
the experience!
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DSACK Board of Director Meeting
Monday, June 15th, 7:00 p.m. — 9:00p.m.
Location to be announced.

Walk with DSACK in Lexington’s July
4th Parade

Saturday, July 4th at 2:00p.m.

Contact Nicole Maher at (859) 881-5423 or
nicjoe@roadrunner.com

DSACK’'s ANNUAL “SUMMER PICNIC”
Sunday, July 26th, 2009 at 4:00 p.m.
Southland Park and Pavillion

Hill *n Dale Drive ~ Lexington (off Clays Mill
Rd. behind Mary Queen of the Holy Rosary)

Watch your mailbox for more details!

DSACK YOUNG ADULT GROUP
GUARDIANSHIP PRESENTATION

Monday, June 15th at 6pm

Bill Dolan, an attorney for protection and
advocacy, will be giving a talk for parents
about guardianship. This is an event you
don't want to miss! If you are interested
please contact Brooke Reed (321-507-0332
or brook_e.reed@ukg.edu or Malkanthie
McCormick (859-533-6548 or mimcco2(
mall.uky.edu%. During the talk, there wil

ble an event for the young adults to attend
also!

DSACK YOUNG ADULT GROUP POOL PARTY
July date to be determined!

Caontact Brooke at 321-507-0332 for more
information.

Do you want to submit information for inclusion in the next DSACK newsletter?

e  Submission deadline is Wednesday, June 24th and can be sent to Courtney Elbert at celbert@roadrunner.com

e Send DSACK pictures of your family member who has T21 to be included in the banner of the
newsletter. Digital photos only. Photos should be of individual alone — head and shoulders preferred. a

* Have an interest in placing an add in our newsletter?
* Want to receive the newsletter by email instead of through regular mail to save

Do you...

DSACK mailing costs?

* Know someone who might like to receive our newsletter?
If so, please contact Courtney Elbert at (859) 879-2182 or celbert@roadrunner.com

Let’s get the word out about DSACK and our loved ones with Down syndrome who are beautiful, capable and loved!

DSACK

Down

Syndrome

Assaciation of Central Kentucky

DSACK
P.O. Box 910516
Lexington, KY 40591-0516

RETURN TO SENDER
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2ND SATURDAY PARENT GROUP
(for parents whose children with DS
are between ages 0-5)

June 13th, 9-11 a.m.

July 11th, 9-11 a.m.

Faith Lutheran Church ~ 1000 Tates
Creek Rd. in Lexington (near Chevy
Chase, Morton and Cassidy Schools).

Topics to be announced via email. If
you are not on Michelle's 0-5 email

list and want to be notified of class
information or need directions, call her
at (859) 223-4207.

DSACK'’S BUDDY WALK
Saturday, October 3rd, 2009
Keeneland Racetrack, Lexington KY

Do vyou have time,
information, or items
to share? Things such
as information about
playgroup forming,
a therapist looking for
volunteers for a study,
a babysitter interested
in serving our DSACK
community...? Send
these connections to
celbert@roadrunner.com
to be included in the next
newsletter.



