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Hello everyone!

| hope you al had a wonderful
summer! Let mefirst start of by saying,
Yipee Yahoo!! Why am | so excited?
Because it is another of my favorite
times of the year, back to school!

Along with adjusting that
schedule, it’s also time to re-link your
VIC card to support schools for the
next academic year. Just go to this
webpage and you can choose up to 5
schoolsto support at:

https://www.harristeeter.com/community/vic_link_info.php

Leigh Menconi reminds us
that she also signed TDSN to be desig-
nated to receive donations when people
link their Food Lion MVP cardsto it.

There isn®much else to re-
port. As| have been mentioning, we
are planning for our biggest event of
the year, the Buddy Walk, in October.

Y ou should be receiving your
registration form in the mail in about a
month or so. We are having araffle
again this year and lots of other fun

things will be happening. So y'all
come, ya hear?

October and the Buddy Walk
also meaniit is election time. No, not
THAT election, but the one for new
members to join the TDSN board. We
meet only once a month and for just an
hour or two. so if you®e got what it
takes and are interested in helping im-
prove and continue the work that
TDSN does, just contact someone on
the board and let them know.

That®all for now. Take care everyone.

Stephanie Bednar
TDSN co-chair

BUDDY
WALK .

Elections for the board will take
place October 9 at the Buddy Walk.

Look on the back page of this
issue to find a TDSN member enrollment
form. As a Registered Member, you will
have all the benefits of an associate mem-
bership PLUS be entitled to vote at our
annual meeting (at the Buddy Walk on
board members as well as changes to the
bylaws. Y ou will also be eligible to serve

on the board (all board members are re-
quired to be Registered Members).

Thislevel of membership isfor
those individuals, families, self-advocates
and professionals who want to take an ac-
tiverolein guiding TDSN to best serve al
of its members and requires anominal an-
nual membership fee per voting member
(%5) at each mailing address, renewable
each January.

Please consider becoming more
involved and a voting member of this won-
derful group.

Come join other moms on the
fourth Monday of each month for a
night of fun, relaxation, and camarade-
rie!

We alternate each month be-
tween an area restaurant and a mem-
ber®@home. When we meet at a mem-
ber®home, guests bring either an appe-
tizer or dessert to share. Please remem-
ber that babies and new mothers are
always welcome.

For additional information or

A
to offer asugges- —
tion or to host ) =~—~
MNO, contact

Donna Beckmann by phone at

(919) 682-5188, by email at
dbeckmann@nc.rr.com or call Tracy
Stephenson (919) 844-0462.

September 27th 6:30 PM - The TDSN
will sponsor this month®@ MNO at
Winston® Grille, 6401 Falls of Neuse
Road, Raleigh.

We will have a private room
and a buffet. Advance reservations
are required for this complimentary

event. Please RSV P to Donna at (919)
682-5188 by September 20th.

October 25th 6:30 PM - Anne Marie
Ward will host MNO at her home at
1026 Jones Wynd in Wake Forest.

Please bring an appetizer or
dessert to share and contact Ann Marie
directly to RSVP and for directions
(919) 562-4290.
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BUDDY BUDDY
WALK, WALK,

Resurrection Lutheran Church, 100 Lochmere Drive, Cary.
7-9 p.m. (see page 7)
September 11 American Legion Riders Poker Run

TDSN benefit. Motorcycle ride begins at 10:30 am. from
American Legion Post 116 on Johnson Road, Fuquay-Varina. (see page5)

September 18 Parent Support Meeting: Estate Planning for People with Special Needs
10 am., White Plains United Methodist Church, Cary. (see page 7)
September 24 Coffee House, Good Shepherd Lutheran Church, 7600 Creedmoor Rd. Raleigh
7-9 p.m. (see page 7)
September 27 MNO, Winston's Grille, 6401 Falls of Neuse Road, Raleigh. Free!
6:30 p.m. RSVP to Donna at (919) 682-5188 by September 20th. (see page 2)
October 8 Coffee House, Resurrection Lutheran Church, 100 Lochmere Drive, Cary

7-9 p.m. (see page 7)

October 9 2004 Buddy Walk, Bond Park in Cary. %:7
Registration begins at 12:30 (see page 1 and page 5 for lots of details!) WALK.,
October 25 MNO, Anne Marie Ward’s house, 1026 Jones Wynd in Wake Forest.
6:30 p.m. RSVP and for directions (919) 562-4290. (see page 2)
October 29 Coffee House, Good Shepherd Lutheran Church, 7600 Creedmoor Rd., Raleigh.
7-9 p.m. (See Page 7)
November 20 Par ent Support M eeting Writing IEPs

10 am.. White Plains United Methodist Church, Cary (see page 7)

Sept. 4, 1991 Joshua Glenn
Sept. 4, 1989 Mollie Rose Tew
Sept. 8, 2003 Meredith Mann
Sept. 9, 2003 Sarah Rose Bétis

Oct. 13, 2000 Elliot Kuehn

Oct. 16, 1996 Megan Czejkowski
Oct. 22, 1997 Matthew Schwab
Oct. 23, 2002 Angel Fuentes

Sept. 9, 1998 Dylan Kinlaw Oct. 27, 1992 Nicholas Zapata
Sept. 11, 2001 Idriss Scott Oct.2, 1998 Mark Allen Brooks Oct. 29, 1994 Tyler Jones
Sept. 11, 1999 OliviaDixon Oct. 10, 1996 Lucia Romano

Sept.12, 1999 Nicole Bell Oct.11, 1997 Steven Talbot

Sept. 13,1990  Rebekah Yilling Oct. 12, 2003 Mary Elizabeth

Sept. 26,1992  Madison Parker Lambert r # 5 %
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WALK., WALK.,
Directionsto Bond Par k . Go app_roximately 0.6 CALLINGALL
miles and turn right onto Bond VOLUNTEERS

From US-64 in Apex, take the
NC 55 exit and go west towards Dur-
ham. Go approximately 2.8 miles and
turn right at traffic light onto High
House Road. Go approximately 3 miles
and turn right onto Bond Park Drive.
Follow signs to the Kiwanis Shelter.

From the Beltline (1-440), take
US-1 South to Cary Parkway exit. Turn
right at the end of the ramp. Go ap-
proximately. 5.9 miles and turn right
onto High House Road at the traffic
light.

Park Drive.

From 1-40 East, take the
Aviation Parkway exit (exit #285)
toward Morrisville. At the end of
ramp, turn right. Go approximately
1.4 miles and turn left onto Evans
Rd. Go approximately 1.5 miles
and turn right onto NW Cary Park-
way. Go approximately 2.7 miles
and turn left onto High House
Road. Go approximately 0.6 miles
and turn right onto Bond Park
Drive.

Volunteersare always
needed on the day of the Buddy
Walk to help set up, givedirec-
tions, hand out infor mation, t-
shirts, and more. Call Christie
Coghill at (919) 359-0243 if you
areinterested in volunteering.

The Buddy Walk Co-
Chairs, Christie Coghill and Julie
Lanning, and the Buddy Walk com-
mittee, Yephanie Bednar, Christie
Manning, Martin Osterhout, and
Cathie Tutka look forward to seeing
you all on October 9 at Bond Park!
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Great Fun for 2003 Buddy Walkers!
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FUQUAY-VARINA — The
Buddy Walk isn't the only upcoming
event that will raise awareness and
money for the Triangle Down Syndrome
Network.

The American Legion Riders of
Fuquay-Varinawill hold a motorcycle
“poker run” event on September 11, 2004
to benefit TDSN.

The American Legion Riders, a
34-member auxiliary group of Fuquay-
Varina American Legion Post 116,
formed in February, 2004. Just like the
parent organization, the motorcycle en-
thusiasts wants to do service in the com-
munity, said Riders' Director Chris Car-
son.

“The American Legionisahelp
to veterans, and we' re also herefor the
public good, and one of our members has
achild with Down syndrome,” explained
Carson.

Benny Howard, husband of
Maria Troiana-Howard and father of

Matthew, 9, who has Down
syndrome, is a member of
both TDSN and the Ameri-
can Legion Riders group.
That is how the connection
was made, Carson said.

Carson said asthe
group, which meets the sec-
ond and fourth Fridays of the
month, discussed doing a
September 11 commemora
tion, the idea of having their
first fundraiser benefit TDSN was
hatched.

“All of usfeel thisisagreat
cause,” Carson said.

Participants will start at the
Fuquay-Varina American Legion Post on
Johnson Road at 10:30, with the last
group leaving at noon, said Carson.

The motorcycle “poker run”
route will head to Liberty and then to
Sanford and back to Fuquay-Varinaand
then to Garner, for atotal of 140 miles.

The poker game will develop as
riders draw different hands at the various
stops.

Each poker hand will cost $10,
and $5 for additional hands.

Carson said everyoneisinvited
to participate in the fun —riding their
motorcycles or even driving their cars.

Contact Wayne Hargis, (919)
291-2129 for more information.



Sibling Group: A Safe Place to Open Up

DURHAM- After a strenuous
game of “movietag” on arecent summer
night, the laughter subsided as some
youngsters settled down to catch their
breath, have a cool drink and listen to
instructions for their next activity.

The rules were simple. Say
what’ s really on your mind; respect oth-
ers; don't interrupt and keep what others
say confidential. Participants are
“typical” kids who all have a brother or
sister with special needs. They are at the
Sibling Group sponsored by the Arc of
Durham. On the fourth Friday of each
month, they share pizza, fun, games and
COMMON experiences.

One high energy third grade boy
started a recent discussion, bringing up an
issue he hasn’t spoken with his parents
about because they’ ve been too busy.

“My friends just don’'t under-
stand why my sister has Down syndrome.
They think it’'s like a disease, and they
could catch it,” he said, shrugging.

The others know what he's talk-
ing about. They’ ve worried about bring-
ing friends home who don’t know about
their brother or sister’s disability.

No answers are “wrong” in this
setting, said facilitators Blythe Crissman
and Amy Mottola, both genetic counsel-
ors at Duke University Medical Center,
who began volunteering together for the
sibling group three years ago, and now
coordinate it since the previous leader
moved away last year.

Crissman served on the TDSN
Board of Directors from 2001 to 2003,

and is agenetic counselor at Duke's
Comprehensive Chromosome Clinic.

Often children who have sib-
lings with special needs have an over-
developed sense of responsibility or feel
pressure to be super kids, Crissman said.
They can be mature beyond their years,
but they need opportunitiesto let off
steam and talk about worries, she said.

“ Sometimes they have alot of
stresses on them either for added respon-
sibility in the home or to perform well in

“ All Kids have special
needs...”

school and knowing that they may in the
future be a caretaker for their sibling with
special needs,” Crissman said.

“1f somebody says, ‘1 can’t
stand my sister right now. She' sdriving
me crazy,” wetry to just let whatever
comments happen -- happen. Wetry to
get other kids involved,” but there are no
judgments on what anyone' sfeeling,
Crissman said.

The group aso provides an
arena for them to have the spotlight. They
are encouraged to share their talents—
artistic, athletic, academic or anything
else, shesaid.

“Just like people with special
needs have specia talents, they’re not all
that different,” Crissman said. “All kids
have special needs, whether they have a
genetic condition or not.”

Mottola said they often feel a

get as much attention.

She said even
if achild saysthey hate
their sibling with spe-
cial needs one week,
they are not criticized
for their feelings.

double standard from
parents, or voice com-
plaints that they don’t

The average
age of participantsis between 6 and 12.
Crissman and Mottola base their
sessions on recommendations outlined in
the book, “Workshops for Siblings of
Special Needs,” by Sibshop founder Don-
ald J. Meyer, and Patricia Vadasy.

Mottola said the children offer
each other suggestions about tough situa-
tions.

“One girl said when she was
upset about the same thing she asked her
mom to take her out for ice cream so they
could talk about it. Another one said she
was angry, so she wrote her mom a note
and left it on her pillow,” said Mottola.

“There’salot of problem solv-
ing or just sharing feelings, whether
they’ re good or bad or right or wrong.
We just hope to provide a safe environ-
ment for our kids to get to know each
other and to feel like they’' re not alonein
what they’re experiencing in their family
environment,” Crissman said.

The group meets at St. Paul’s
Lutheran Church on CornwallisRd. in
Durham (on the Chapel Hill side of Dur-
ham). Contact Ellie Speh at 493-8141.

UNC Communication Study Seeks Boys with Down Syndrome

The Carolina Communica-
tion Project is studying the language
development of boys with Down syn-
drome and Fragile X syndrome.

The study isinvestigating how
speech and language change as children

get older, and what factors affect lan-
guage development speech clarity.

This study is being conducted

at the Frank Porter Graham Child De-
velopment Institute at the University of
North Carolina at Chapel Hill.

Families of boys between the
ages of 6 and 14 yearswho have
Down syndrome may be éligible to
participate.

Each visit consists of interac-
tions with the child to learn about his

speech and language skills. Parents are
encouraged to discuss and ask ques-
tions about the child’s communication
skills. After each visit, participants will
receive awritten summary and $50 for
their participation.

For information, please call
1-877-696-5797 (toll-free), or email
ander son@mail.fpg.unc.edu.
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Par ent Support M eetings

Monthly Parent Support
M eetings are a great resource for infor-
mation you need. Not only do featured
speakers from various fields of exper-
tise offer insight about our children
with Down syndrome but other parents
share lessons they’ ve learned though
experience.

Childcare is provided. You
don’t have to rush on an empty stom-
ach because there are always great
snacks!

Meetings are at White Plains
United Methodist Church at 313 SE
Maynard Street in Cary from 10 am. to

noon on the third Saturday of each
month.

September 18th: Estate Plan-
ning for People with Special Needs.

October: No meeting in lieu
of Buddy Walk

November 20th: |EP' sand
Writing Them Well.

December: No formal meet-
ing.

For Information, contact An-
drea Pacyna at (919) 872-7434 or (919)
522-2625.

- "&

Coffee Houses

Featuring live music, enter-
tainment and tasty treats, coffee houses
for teens and adults with special needs
are offered each month at these area
churches:

The Last Friday of each
month, 7-9 p.m. a¢ Good Shepherd
Lutheran Church, 7600 Creedmoor
Road in Raleigh. Contact Wendy Voigt
at (919) 848-1573.

Second Friday of each month,
7-9 p.m. at Resurrection Lutheran
Church, 100 Lochmere Drivein Cary.
Contact Kathy Sherman at (919) 467-
2090 or kgsherman7@aol.com.

Newsdletter Palicy:

TDSNewsis published bi-monthly by the
Triangle Down Syndrome Network, 109
Raphael Dr, Cary, NC 27511. Current cir-
culation is over 600 issues.

Subscriptions: Notices are sent viaemail
to those for whom we have email addresses
when anew issue of TDSNews is available
to view/print at our website (see below).
Printed subscriptions are mailed 3rd class
bulk-rate the following week; the newsl etter
will not be forwarded to a new address by
the post office so please send address up-
dates to Leigh Menconi at Lmen-

coni @earthlink.net or leave a message on
the TDSN Information Line at 919-788-
3646.

Submissions: Submissions to the newd et-
ter are due by the 12th of even numbered
months. Any information received after
that date will be considered for the next
newsletter. ldeas, articles, and pictures for
the newdletter should be sent to the editor,
Andrea Higgins, at jandahiggins@aol.com
or tdsn-editor@earthlink.net. The next
deadline is October 12 for the Novem-
ber/December issue.

TDSN General I nformation:

www.TriangleDownSyndrome.org
To include stories about your children on
the site, contact Patty Dudek at

pdudek@nc.rr.com. Indicate if you have
photographs that can be posted.

Listserv: We also provide an email list
for those who would like to stay in touch
and share information about local re-
sources. To subscribe, send an email 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 islocated at 313 S.E.
Maynard Road, also known as Maynard
Loop, which circles Cary. From Interstate
40: Take exit 291 to Cary Towne Blvd. and

turn right (west) towards the intersection
with Maynard. Then turn left on Maynard
Road. From Highway 54: Highway 54 in-
tersects Maynard Loop at two points. Turn
right on to Maynard and travel southeast at
the western intersection or turn left on May-
nard and travel southwest at the eastern
intersection. From US Route 1/64: Take
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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www.triangledownsyndrome.org

2004 TDSN Membership Enrollment Form & Survey

Please complete the following for ALL members at your address, including children and parents. This information will help
us develop programs targeted at specific age groups. Associate Members receive the newsletter free of charge, and are welcome
at all meetings, group events and functions. Registered members, for anominal $5 fee, may also vote for board members and
bylaws, and serve on the board. Thislevel of membership is for any individual, family, self-advocate or professional who would
like to take an active role in guiding TDSN to better serve its members.

Total Registered Members:-
Total Amount Enclosed for Registered Memberships ( x $5) :

Please clip and return completed form to: Ann Garrett, 103 Holly Circle, Wake Forest, NC 27587-8789

Registered Profes- Down Other
Full Name Birthdate Member Parent sional Syndrome | Relative
(MM/DD/YY) Email Address (YIN) (YIN) (YIN) (YIN)
(YIN)
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