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Come join the fun at the 200®SN Picnicon SaturdayMay 20 at thePreston Villageplay-
ground in Cary. The picnic will start at 4 p.m.tlwfood to be served promptly at 5.

\
Bring @ digh 10 dhare

This is a potluck event so everyone please bring favorite appetizers, entrees or desserts to
share with our other TDSN families. TDSN will prdei drinks, paper products and cutlery.

This is always a fun and entertaining event ferkids and parents, too. Preston Village has a
spacious covered pavilion, which is ideal for theam|t is a beautiful setting, with a gazebo aténd
of a dock on a nearby pond. The gated playgrousdhbenerous climbing, swinging, and running op-
portunities, with age-appropriate areas for smaller
children.

The Preston Village subdivision is located
off Davis Drive in Cary. Directions are on our web-
site at www.triangldownsyndrome.org. Don’t miss
this TDSN family event, which brings us together
for a great time filled with friendship, food anahf
The rain date will be Sunday, May 21. Call Picnic
Chairperson Patty Dudek with questions at
(919) 481-9473.

The 2006 TDSN Banquéivhat Our Kids Wish We Knew!” is Sunday, June®at e
A Embassy Suites in Cary. (See page 7 of the neessfettmore details). oe

Invitations have been mailed. However, is themaesane you would like to know »‘
¥4 about this special event? It is not too late tonsilidames and addresses for the mailing lis .Q\y)
Y. These names will only be added to the banquet mgdlist and will not be added to any oth@ias
3 TDSN mailing list. Please consider sending an atioh to your child’s teachers, therapists oa\f)
'V pediatricians and other professionals. Has a spee&ls ministry been established at your ‘\6;
o)

church? Invite your pastor. Invite your co-worke#so admire the pictures of your child on 'q
3 v3
§ your desk. ¢
o

Consider inviting your friends who may have adhilith a different disability — ougita

C

Ve keynote speaker, Dr. Stanley Klein, will be addirggan issue that is not limited to familiegExs

?%} of children with Down syndrome. The banquet is @afjopportunity to continue to promote ¥s

awareness and education to members of the greatenonity. Please help us spread the *:\;)

93 word. Submissions can be e-mailedddunne@triangledownsyndrome.agmailed to 2006 \f
“#l TDSN Banquet, c/o 5714 Nob Hill Road, Durham, NZ7@4. *¥0
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Youth Leaders in Action

Empowering Teens With Disabilities
Evening Session IV
A Brief History of Disability Rights
Wednesday, May 17
From 5:30-7 pm
At
The Alliance of Disability Advocates
401 Oberlin Rd., Suite 103
Raleigh, NC 27605
Please RSVP at 783-8898 Ext. 1180 for pizza
or emailbcutter@eastersealsucp.com

The Growing Place, a preschool at Mt. Vernon Ba@urch in Raleigh, will begin a new program desig for children with special
needs. Classes start in September meeting evesdayeThursday and Friday from 9:30 a.m. to 12:3®@ pNo more than seven chil-
dren, ages 2-5, are in a class. Two teachersraned in special education and the other in playsherapy, are devoted to this class.
Students receive speech and occupational theragyvesek in individual and group sessions. Thisscla#l mainstream with other
classes for music and movement, picnic lunchelsl figos, and special programs. All children halveit own goals established by
parents, teachers and therapists working togeftaeent conferences and communication notebookgoldlw their goals carried out

in the classroom. Only five openings remain. Tao#ryour child or inquire about this program, plea®ntact TDSN mom Eleanor
Waterman at (919) 877—-8664 BleanorUW@yahoo.com
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Buddy Walk Planning Meeting.6:30 p.m. Meet at Crabtree Valley Mall in front®tarbucks.
Contact Cathie Tutka at ctutka@unch.unc.edu aréa Higgins at jandahiggins@aol.com.

Holland Tour Group. 6:30 p.m.Topic: Apraxia/Dispraxia. Brooks Avenueu@th of Christ,
Raleigh. Contact Rene at (919) 662-4600, ext.@5&ne@familysupportonline.com. Free.

Youth Leaders In Action. 5:30-7 p.m. 401 Oberlin Road, Raleigh. Please R&VF83-8898
Ext. 1180 for pizza or e-mail bcutter@eastersegom (see page 2).

Annual TDSN Picnic Preston Village Playground, Cary. 4 p.m. Bringshdo share. Contact Pat @
Dudek (919) 481-9473. Find directions at wwwrigkedownsyndrome.org. Rain date, May 21.
(see page 1).

May 20 | | TDSN
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MNO. 6:30 p.m. At the home of Michelle Pfieffer in Ca@ontact Jane Ball at
jeball@bellsouth.netsée page 4 for details).

TDSN Banquet7 p.m Embassy Suites, Cary. “What Our Kids Wish Khew,” topic of guest
speaker Dr. Stanley Klein. Contact Donna at (582-5188 or
banquet@triangledownsyndrome.ohgyitations are being maile@See pages 1,6 and 7).

05/02/1994
05/14/1995
05/16/1999
05/18/2000
05/23/1956
05/28/1999
06/03/1998
06/07/2002
06/07/1985
06/10/1996
06/13/2001

Sara Green 06/15/1997 Noah Watts

Matthew Howard 06/16/2001 Kayla Pittman

Wesley Dunn 06/20/1987 llene Whitehouse

Jennifer Canon 06/20/2002 Adi Lior Brynzey

Rhonda Burchett 06/22/2005 Jacob Stroud

Claudia Menconi 06/25/1992 Cara Zebrowski

Alisah Gross 06/27/1991 Allonsus Taylor If your child has a birthday coming up

Luke Ward 06/28/1999 Christian Corley and you would like to include it in the
insl 06/29/2002 Sarah i newsletter, please contact Charlotte

Tinsley Hess arah Jo Poli Dunne at:

Jacob Schell 06/30/2002 Anna Pittman

cdunne@triangledownsyndrome.org.
Anna Merrills 06/30/2004 Zydayavion White
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(Editor's Note Below is an excerpt from an inspiring keynote
address given recently by famed football coach (Gta#ings. —
Andrea)

TYSONS CORNER, Va—“Sometimes something we think is
bad—ain’t all that bad,” drawled football coachimrgénd Gene
Stallings of University of Alabama fame.

o
“It sort of takes a while. We live in an environmie
where we want it now. You see, it takes a while.”

Doctors told them Johnny wouldn’t make it t@dgur,
and when he did, they said he wouldn’t live pasbé&&ause of
heart and lung issues common to people with Dowd®me.

“He’s 43! My girls judged the

He was talking about
his son John Mark being born
with Down syndrome to an aud
ence at McLean Bible Church’s
seventh annual Accessibility
conference March 24-25, whict
featured workshops on issues
from education law to financial
planning to homeschooling to

“I prayed to God that He
would change Johnny—

But He changed me.”

Gene Stallings, remembering the early daySoach at the University of Alabama
after his son was bon with Down syndromgproducing the first perfect regular season

men they married by how sensitive they
were to Johnny.” All the bleak predic-
tions proved wrong, and Stallings said
achievements like being on the coaching
staff of the Dallas Cowboys 1978 Super
Bowl win, or, in 1990, as head football

since 1979 don’t compare to what

emergency preparedness for
people with disabilities.

“Forty three years ago when Johnny was born, tbiely
us to put him in an institution. After a year, theaid, you'll for-
get you had him,” Stallings said. At the time, Wise Ruth Ann
said she was committed to raising all their childa¢ home, “But
| don’t think I'll ever be happy again.”

That was not the case. Stallings said his lifeliegen
enriched beyond anything else in his life by his.so

“l prayed to God that He would change Johnny,Hbeit
changed me,” Stallings said simply.

When he was asked to write a book about pareating
child with Down syndrome, he first objected.

“You see, | didn't want to remember those earlysja
he said. But, he did writdnother Seasonyhich was published in
1997, with the subtitle of “A Coach’s Story of Raig an Excep-
tional Son.”
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Johnny brought to his life.

Stallings has become an outspoken advocate faiadpe
needs, both as a motivational speaker and workinigitiatives
such as serving on the President's Committee foplewith In-
tellectual Disabilities, and coordinating RISE, altiastate, com-
munity-based program which prepares developmentigbled
infants, toddlers and preschoolers for the puldiosl environ-
ment by integrating them with non-disabled peers.

He couldn’t have been prouder than when his sa wa
honored by the University of Alabama, which namteeirtfootball
equipment room after him.

“Here’s a youngster that can't spell cat, anduinéver-
sity of Alabama chose him as one of four peopliénéworld that
would change the world,” he said.

He said if God offered him the choice of goinglband
having a “perfect” son, without a disability, othimy, “I'd take
Johnny every time.”

&

Noted clinical psychologist, educator, author axturerDr. Stanley Klein will be
the keynote speaker at the 2006 TDSN Banquet Jatn&hbassy Suites in Cary.

Dr. Klein is clinical psychologist and educatoe bunded DisABILITIESBOOKS,
Inc. in 2002 and serves as director of the compeyalso serves as series editor of People

with Disabilities Press.

Among his numerous noteworthy achievements initid 6f special needs is that
Dr. Klein co-founded Exceptional Parent magazing9il and served as editor-in-chief of the

magazine for parents of children with disabilitiggil 1997.

He will be speaking from his booReflections from a Different Journey: What
Adults with Disabilities Wish All Parents Knewat the banquet.



Sunday, Juneis the night for Down syndrome who has a story to share thing their parents were told they would never
the TDSN to shine and show off who we an achieved goal to recognize, a struggle do, received an award or honor — we want to
are, honor individuals who have helped us they overcame, a special relationship to tell their story — whether it happened 10 days
to get where we are, and to highlight adultshighlight? We are looking for Triangle ago or 10 years ago!
with Down syndrome who have achieved area adults who live independently, Please contact Donna at (919) 682-
their goals. Do you know of an adult with graduated from high school, did some- .

5188 or banquet@triangledownsyndrome.org
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DURHAM - Stephen He was three years old, and he
Kilsheimer was past 20 years old wherhad toilet trained himself.
someone told him he had Down syn- “| thought things like, he'll

drome. never ride a bike.’ The other kids were
His parents and five brothers out there riding their bikes and | told

and sisters never mentioned it, and ondeem not to let him get on that bike.

he knew, it didn’t make too much dif- Well, he was out there riding that bike,”

ference—although he did enjoy the  she said.

national attention he received as the “| thought he’d never learn to

first person with Down syndrome to swim,” she said. “He's a very good

earn his Eagle Scout badge years ago.gvimmer, and a very good golfer,” hav- Stephen Kilsheimer

He is ing been on
outgoing and #$ | 1 the winning
motivated and T golf team For the past four years he
has done lots of % $ &l in Special  has worked in the dining hall at the Univer-
other things no Olympics  sity of North Carolina-Chapel Hill, traveling
one expected he $ % ! every time  from his home in Durham by catching two
would 47 years he’s com-  connecting vans in Durham. He lives inde-
ago when he wa peted. pendently with a roommate in the Durham

Community Living Program, with supports
from the county.

born. Stephen said: “I just set goals.’

As she has been assembling aRight now he is working on some cook:
life book of memories to give to her  ing classes, losing weight and improvin He and his roommate get along
son, Colleen Kilsheimer said his mile- his reading skills. “l set my mind to it  quite well, he said. It's a living situation his
stones are easy to recall — in fact unforand just do it.” mother likens to Oscar Madison and Felix
gettable. Unger—and Stephen isn’t the tidy one, she

quipped.

He also sings in the Sunshine Class
at Yates Baptist Church in Durham.

That's how he learned karate
“He really is a character, and and tap dancing, for instance.
we all just love him to death,” said Mrs.
Kilsheimer, who is about to celebrate
her 50" wedding anniversary to
Stephen'’s father, Joe, in August. He used to win so many dance
contests when he was younger and livi
in Florida that the group which held the
dances finally stopped holding them “l do have wonderful brothers and
because he always won. sisters and wonderful parents and | love them
Back in his 20s, he used to lift very much,” he said, adding that he is closest

weights and was in great shape, some- to his younger brother John.
thing he is trying to get back to now His mother summed up the adven-
ture of Stephen’s life: “Life is just fun.”

“I love to dance. | love to sing.
| love sports,” he said
But to Stephen, the most important
thing people should know about him are not
Mrs. Kilsheimer, a social his accomplishments.
worker, laughs now at all the times
Stephen proved the experts wrong by

doing things they said he’d never do.

“I thought he’d never talk.
One night he told my husband, ‘No
morediapies, Daddy,” she said.
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The Raleigh Little Theatre at
301 Pogue St. in Raleigh has a couple of
summer programs that our members
might be interested in.

of all involved. Support staff is wel-

sary.
Fridays: June 16-July 28, 5:30-6:30pm
Instructor: Maura Moore

" % ) Cost: $85.

For ages 7-14

Access Community Theatre

comed. No previous experience is neces- aims to provide important avenues for

teens and adults with physical, emotional,
learning and developmental disabilities to
practice communication and performance
skills, and to build confidence in their
ability to prepare to take their talents to
the stage. Students will explore the differ-
ent ways of building a character. No pre-

Limit: 15 students

This class gives students with
physical, emotional, learning and devel-
opmental disabilities an opportunity to
gain self-esteem, improve social and
communication skills and explore new
modes of communication — all in a non-
competitive, structured atmosphere. This
session will culminate in an open class-
room highlighting the individual talents

Camp Fun in the Son is an all
summer, full day program serving middle
school to rising ninth grade children in
the Chapel Hill area.

It is an inclusive program ac-
cepting typically developing children as
well as children with disabilities.

The camp will begin on Mon-
day, June 12 and end on Thursday, Au-
gust 24 for a total of 11 weeks.

7//

++

vious experience is necessatry.

Dates: Tuesdays: June 13-August 1,
Times: 5:30-6:30 p.m. (no class July 4)
Instructor: Maura Moore

Cost: $85

For information, contact Kath-
leen Rudolph at Raleigh Little Theatre,
(919) 821-4579 ext. 225

( mr % ++ %

%
For ages 15-up

Limit: 15 students

The hours of operation will be
Monday through Friday from 8 a.m.to 5
p.m. The children will be doing lots of
fun things and going to great places. The
camp offer low ratios with experienced,
trained staff.

For more information, please
contact Adele Newman (the mother of an
11 year old with Down syndrome) at
either (919) 932-2674 or by e-mail at
newmanadele@hotmail.com.
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If you have a preschool child
ages 3-7 and are inter-
ested, call Carla at
(919) 787-8925 or R
(919) 215-8693 for )
details and reference

Carla Bass is a preschool pro-
fessional who has worked with children
with developmental delays for six
years. Her emphasis has been develop-
ing fine motor skills. She will be offer-
ing tutoring on an individual basis in
her home this summer.

)
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GRACE of Raleigh Contact Susan Belton at (919) 556-9460 Horse and Buddy
or you can register online at . c g
is located at 13524 Camp Kanata Road in www.graceofraleigh.orgPre-registration Therapeutic Riding:

Wake Forest.

They offer free horseback riding
to special children and families one day a
month — typically the last Saturday of the
month starting at 10 a.m. The dates are
May 27, June 24, July 29, August 26,
September 30, October 28, November 18
and December 16.

* OO ) 1n

is a must.
Ride year-round in New Hill
(near Cary and Apex) for approximately
$30 per ride. Visit the website at
® www.horseandbuddy.ori@r directions
and the current schedule.

=

Coffee Houses are gatherings
sponsored by local churches and regu-
larly offer refreshments, some entertain-
ment, and the room to socialize.

You can check the 2006 sched-
ule by visitingwww.servingcup.orgclick
on coffeehouse and the schedule may be
accessed for each participating church.

Good Shepherd Lutheran Church
7600 Creedmoor Rd., Raleigh.

7-9 p.m. on the last Friday of most
months. Please contact Wendy Voight at
(919) 848-1573 for more information.

#" 2

Resurrection Lutheran Church The Friendship Café at m

the North Raleigh NS

Church of the Nazarene

100 Lochmere Drive, Cary. 7-9 p.m. on
the second Friday of most months. Con-
tact Kathy Sherman at (919) 467-2090 for 9200 Strickland Rd., Raleigh has a get-
more information. together on the third Friday of each
month, which is targeted more for the
teenagers, but is certainly open to older
St. Francis of Assisi Church participants as well. Call Sandy Floyd at
. . (919) 848-9866, e-mail her at
11401 LeeS\_/llle Rd., Raleigh. Jacoba skf12b8j7k5@mindspring.conor check
Hall Cafeteria. December 9. out the wonderful new website for activi-
ties and photos from their prior fun
events ahttp://home.mindspring.com/
~friendshipcafe/thefriendshipcafe

Our April TDSN Parent Support
Meeting featured music therapist Paula
Scicluna of Rhythm & Rehab, which
provides neurologic music therapy ser-
vices in Durham.

TDSN members were excited
about the depth of information and the
benefits of the service for children with
special needs.

While music education develops
musical skills, Scicluna explained, music
therapy is the deliberate use of music’s
elements to address the development of
non-musical skills.

It's a product vs. a process dif-
ference, according to Scicluna

Neurologic music therapy is
based on the influence of music on the

functional From improving gait and pos-
changes in ture to speech acquisition and quality,

non-musical Scicluna demonstrated the benefits of
brain and N neurologic music therapy.
behavior It also helps in improving

functions. memory and social skills and many
Integrating a multi-sensory ex-  other areas of development, according to
perience — using instruments, move- Scicluna.
ment, vocal activities, music listening and Check out Music Therapy Asso-
instructional therapy— transforms it into  ciation of North Carolina at
a therapeutic treatment. http://www.ncmusictherapy.origr more
It is easy to see the attraction. information.
Music is structured, patterned Contact Scicluna at Rhythm &
and repetitive. It has rules and predict- Rehab, LLC, 3514 University Drive,
ability, but it is creative and non- Durham, NC 27707, (919) 961-2605.

threatening. It provides a sensory-rich
environment and a whole-brained activity
focused on ability.




Here’s a story with a local connection that capduthe hearts of our TDSN
family.

Beth Kilner will graduate from Duke University Mdyl, and before she leaves
Durham, she’s hoping to do something special fohether, who has Down syndrome
and lives in the Chicago area.

Amidst finals and packing, Kilner is collectingdie that are in good condition
to bring back to Paul so he can re-sell them imbis business venture.

“My brother has Down Syndrome on a quite severelleso packaging things
for a post office is the kind of work he may do fbe rest of his life. This business is
providing him with life skills that will be useftib him,” according to Beth.

Beth will be graduating with a Bachelor of Scieirc®sychology degree, with
a minor in Biology. She will spend the summer wittr family before heading to New
York City to begin four years of optometry schd®he is engaged to be married next
summer.

“My brother just LOVES my fianceé,” she says.

Because her brother was having difficulty finda@b, their mother designed
the book re-selling business, and Paul named thiaéss “Wonderful Find.”

The used books you donate must be in good condlitigh no rips or tears. Any books, including tbeibks and paperbacks,
are welcome.

For her college admissions to Duke, Beth wrotessay about her brother, which she shared in amabbed form with the
National Association for Down Syndrome (NADS) nesttdr.

Here is a link to her inspiring essdutp://www.nads.org/pages/paul.htm

Paul will be 18 in May, and many TDSN members hexgressed interest in supporting him in learniregsé basic job skills.
The books he collects are listed for bargain sahekalf.com or Amazon.com. Paul is learning to folebices, put the book along
with the invoice into a plastic bag and then infgadded mailer, placing the address labels on cityr@nd delivering them to the post
office for postage.

Contact Beth atlk3@duke.edwr (847)-902-6977 if you have books that she dek pp before May 14.
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Newsletter Policy

TDSNews is published bi-monthly by the
Triangle Down Syndrome Network
PO Box 37190
Raleigh, NC 27627-7190
Current circulation is more than
600 issues.

Subscriptions Notices are sent via
e-mail to those for whom we have e-mail
addresses when a new issue of TDSN New

Submissions Submissions to the
newsletter are due by the 12th of even-
numbered months. Any information re-

is available to view/print at our website (see ceived after that date will be considered for

below). Printed subscriptions are mailed
third-class bulk rate the following week.
The newsletter will not be forwarded to a
new address by the post office so please
send address updates to
mailinglist@triangledownsyndrome.qrgr
leave a message on the TDSN Information
Line at (919) 788-3646.

30 +%

the next newsletter. Ideas, articles and pic-

tures for the newsletter should be sent to the

editor, Andrea Higgins, at

newsletter@triangledonwsyndrome.org
or jandahiggins@aol.com

The next deadline is June 12or the
July-August issue.

TDSN General Information:

www. TriangleDownSyndrome.org

To include stories about your children on
the site, contact Patty Dudek at
pdudek@triangledownsyndrome.otgdi-
cate if you have photographs that can be
posted.

Listserv We also provide an e-mail
list for those who would like to stay in
touch and share information about local
resources. To subscribe, send an e-mail to
tdsn-subscribe@yahoogroups.com

24-Hour Information Line : Get the
latest information about TDSN meetings
and other activities and events by calling
the 24-hour information line. A volunteer
will retrieve the messages and call you back
as soon as possible.

Directions:

White Plains United Methodist
Church is located at 313 S.E. Maynard
Road, also known as Maynard Loop, which
circles Cary.

From Interstate 40Take exit 291
to Cary Towne Boulevard and turn right

(west) toward the intersection with May-
nard Road. Then turn left on Maynard
Road.

From Highway 54Highway 54
intersects Maynard Loop at two points.
Turn right onto Maynard and travel south-
east at the western intersection or turn left
on Maynard and travel southwest at the
eastern intersection.

From US Route 1/84Take exit
292 to Walnut Street and go north. Turn left
on Maynard at the intersection of Walnut
and Maynard Loop across from the Cary
Towne Center Shopping Mall.

%%
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Annual TDSN Picnic Preston Village Playground, Cary. 4 p.m. Bringshdo share. Contact Patty

Dudek (919) 481-9473. Find directions at wwwrigkedownsyndrome.org. Rain date, May 21.
(see page 1)

TDSN Banquet7 p.m Embassy Suites, Cary. “What Our Kids Wish Kview,” topic of guest
speaker Dr. Stanley Klein. Contact Donna at (%B2-5188 or

banquet@triangledownsyndrome.ongvitations are being maile(See pages 1 and 7)




