Syndrome
Network

Connect

(see page 5 for details) |

www.triangledownsyndrome.org

Andrea Higgins photo

(see page 7 for planning and contact info)

The benefits of the funds raised by the Triang
Down Syndrome Network’s annual Buddy Walk can bg
seen as far away as Fayetteville.

Thanks to a $2,000 TDSN grant, the Fayette
Area Down Syndrome Network has been formed. The
group is an affiliate of TDSN through the NatioRaiwn
Syndrome Society. It will be a satellite group @SN
until it incorporated as a non-profit group (wittBaard of
Directors, and its own set of bylaws).

Fayetteville mom Pam Marinelli has been the
driving force behind the group, which held an opense
on June 23. The group started with four familied has
grown to 15 families on their e-mail group, withlesast
seven families showing up regularly for meetings,

Marinelli said.
(continued on page 6) One of our newest members...in Fayetteville.
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Have you seen a great, inspiring or informatiweysabout Down syndrome lately? Is your child paptating in a unique
event or program? Do you want to plan a Mom’s NiQht or casual get together for TDSN?

Please let us know!

This isyour newsletter, and by sharing your stories, ideastqgnaphs, links to informational websites, inforioatabout
community, or other programs or studies relateDdan syndrome, you can help everyone in the graugubmitting it here.

And it's so simple! TDSN News comes out six tinaegear on a bi-monthly basis: January-February chtdpril, May-June,
July-August, September-October and November-Decenie just need the information by the 12th of ‘teéen-numbered” month
prior to the next issue.

For example: if you want something in the Septartetober issue, please get it to the editor, Aadi#@gins, either by mail
— 3516 Tunas Street, Raleigh, NC 27616 — or prefetape-mail at jandahiggins@aol.com by the deadbhAugust 12. It helps if
you write your item in paragraph form and identfgtinct items as separate if you are sending rtiwe one.

Please include:
Contact information
Names of participants or people pictured in your pltos
Applicable time, date, address of location, telephee numbers, e-mail addresses, any fees for services materials provided.

We can’t wait to hear from you!

i $

Anyone interested in advertising in the bi-monthly Pricing will be as follows for the time period afie
newsletter will be responsible for providing a cameeady ad as year or six issues.

they would like it printed. All “service based” cpamnies will be . . _a

accepted after approval by the TDSN Board. Thossésted $250 — business card-size ad $900 -2 page ad
should contact administrative assistant Charlotiarie at $500 — ¥4 page ad $1500 — full page ad
cdunne@triangledownsyndrome.org.

Andrea Higgins photo
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July 24

July 26

August 3-5

August 28

September 8

September 22

October 21

July MNO. Mimi’'s Café (in North Raleigh) Plantation Inn (ByBlaza. 6:30 p.m. RSVP to
moms_night out@triangledownsyndrome.org919) 676-7321. See their webpage for menusiaedtions:
http://www.mimiscafe.com/locator.aspx?z=27616

Eighth Annual Triangle Access Awards Presgation and Receptionto honor individuals, businesses and
organizations in the Triangle area whose awaseaed actions have created accessibility and iiweius the
community for people of all ages and abilities—anthmemorate the 17th anniversary of ADA.

NC Museum of Natural Sciences, Raleigh. 6:30 Contact the Alliance at (919) 833-1117 or
alliance@alliancecil.org

“Show Me The Possibilities,”National Down Syndrome Congress Convention. Ka@sgs Information at:
www.ndsccenter.org

August MNO.1201 Little Acres Drive, Durham. 6:30 p.m. Pleask far directions when you RSVP to
Stace Simmons at a_mproperties@mail.com or (209)6570.

Parent SupportTeaching Language Arts, Literacy and Communicattongour Child with Down Syndrome.
White Plains United Methodist Chur@1,3 S.E. Maynard Road, Ca3r4 p.m.

Special Needs Children’s FaiAversboro Road Baptist Church, 1600 Aversboro R@atner. 11 a.m.— 2 p.m.
Contact Cincy McDaniel at (919) 250-4669.

Buddy Walk. Anderson Point Park, 10 Rogers Lane, Raleigh. @bmianna Harvey at dbharvey@nc.rr.com
Lisa Macario at macfaml2@nc.rr.com.
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07/03/1999
07/05/1998
07/07/1999
07/09/1974
07/10/1995
07/13/1996
07/29/2001
07/29/2000
07/29/1996
07/30/1996
07/30/1996
08/04/2001
08/05/1984
08/08/2004

Kira Miller If your child has a birthday coming 08/09/1990 J.T. Rea

Juan Pablo Rodriguez ~ UP and you would like to include it og/11/1991 Brittany Davis
in the newsletter, please contact

Gray Jourdan 08/12/1999 Shane Oglesby
Frank Johnson Charlotte Dunne at: 08/16/2002 Benjamin Ellis
Jaclyn Zarett Cdunm':‘@tri"’mgIedownsyndrome-Or%8/16/2000 Bronson Manning
Andrew Stephenson 08/16/1987 Sarah Austin

Mary Kathryn Zinn 08/17/2006 Eleanor Mary Flora
Carly Young 08/20/2004 Lindsey Reavis
Nicholas Flanagan 08/23/1995 Aulston Brown
Gianna Giambalvo 08/25/2003 Mick Parker
Jordan Wiggins 08/26/1995 Tristan Hemby
Faith Joanna Bettex 08/27/2004 Grace Marie Leetch
Rawley Kabrick 08/27/1997 Thomas Zahn

lan Smith 08/30/1996 Nicholas Salcedo
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Ed
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Picnic picture perfect...
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MNO at your house or recommend a restaurant ne
Contact MNO coordinator Brenda Wilde today at

moms night out@triangledownsyndrome.o
or (919) 676-7321.
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a notch and get more attention. Fayette-

Board overseeing the group and everyone ville is a big area. The tough thing is get-

Continued from page 1 tsuhrir;s to Marinelli for advice and leader ting the word out there about us. It's
“We meet at churches and talk ' pretty tricky.”
while the kids play,” Marinelli said. “Everyone has great expecta- L
“We've done Mom’s Night Out and we tions and it's kind of fallen in my lap,” . Marinelli said not °.”'y are Fa-
plan on doing our own Buddy Walk.” Marinelli said with a laugh. “We're try- yetteville area churches a big help but she

has received tremendous support from
The Arc of Cumberland County. She has
a friend who works for the organization
and can hold meetings there. She also
gets her meetings announced in the Arc
newsletter on a regular basis.

ing to find consistency and need to create
a Board to oversee things. I'm also the
coordinator of our church’'s MOPS
(Mothers of Pre-Schoolers) and that takes
a lot of time. I'm finishing that up this

Marinelli has a 2 %2-year-old
son named Joey who was born with
Down syndrome. She said her first ex-
perience with TDSN occurred a couple of
years ago when a friend of hers also had i

son born with Down syndrome. Marinelli year. - .
received a packet from TDSN and also TDSN Board member Lisa . Marlnellllalso has a friend,
received a New Parent Guide from Duke Macario has served as liaison and has ~ EOUIS€ H_aII, who is a reporter for the
University Children’s Hospital. been a big help, Marinelli said. She Fayetteville Observer newspaper. That

helped her get information on the grant connection has helped get the word out

“I never asked for the packet,” and part of the money was used to fund about the group as well.

Marinelli said. “As a parent, | needed

. the open house. They rented inflatable Marinelli said there will be a
support and outreach. amusements for kids to bounce on/in and Fayetteville contingent coming up to
Taking a cue from TDSN, had a cookout. Marinelli said they had 35 Raleigh in October for the Buddy Walk
Marinelli organized a Christmas party people from Fayetteville show up. once again. Not only will they participate

this year in Fayetteville. But, as is the
norm with groups like TDSN and other

but they will observe how it is run so they

“Lisa called me from TDSN and . .
can possibly have one of their own next

said there is grant money available and

suppli)rt rc:rglaniéat]ic?nhs, ?ettin%volunteers wanted to know if we would be inter- year.
to take the load off the few who seem to ” ol amin] . .
do most of the planning is difficult. It's ested, Mgnnelll said. “That really helped For more information on the
' us get going.” Fayetteville group, go to their website at

even more so in Fayetteville as there is nc .
www.fayettevilledownsyndrome.cam

“In the future we’ll tweak it up

Fayetteville Area Down Syndrome Network begins.
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With the 2007 Buddy to the walk to give his interactive f100r just below the food court.

Walk set for October 21 at presentation to the students of Contact Donna at
Anderson Point Park in Raleigh, those schools. dbharvey@nc.rr.com or Lisa at
plans are moving quickly for an- Lots of entertainment and Macfaml2@nc.rr.com.

other great event with an encore activities are planned for the Contact Lisa if you would

appearance by actor Chris Burke event, including the raffle, which |ike some posters to display at
Buddy Walk co-chairs ~ Willinclude a cruise prize! We  your workplace, child’s school or

Lisa Macario and Donna Harvey will also have a silent auction.  area stores. Please help us get the

and the committee have arrange The committee meets the word out so this is the best BUddy

for Burke to visit area elementary second Monday of each month atValk yet!

schools the Wednesday and  Panera Bread at Crabtree Valley

Thursday (October 17-18) prior Mall in Raleigh. It is on the first

$ % $
$ (9%

Last year, the personalized online fundraiser
through Firstgiving.com was a great success.

TDSN board member Brent Ward will set up
Firstgiving and also update the web with Firstgiving
information as well as raffle advertisement informa-
tion.

TDSN administrative assistant Charlotte
Dunne will set up the first team on Firstgiving. Char-
lotte will then send out detailed, easy to use, instruc-
tlpns t_o_the group. Charlc_)tte will be the contact for WRAL news anchor Lynda Loveland wil
Firstgiving at cdunne@triangledownsyndrome.org. again emcee the event with Chris Burke!

| o' I+

Kristine Flora is in charge of recruiting volunteers for the Buddy Walk (coming ugctmbér 21!)
and will also be creating a "Volunteer" database. She needs help reachimgloamt 100 local Civitan
groups, service fraternities/sororities, colleges, companies, high schagls,déouts, and individuals. If
the task can be split between 2-3 people, it would help out tremendously. Tasks include tawekirag
contact name and number for the group/organization, calling them and then pasiebing up with a
letter or e-mail. Contact Kristine htistineflora@hotmail.conif you are interested in helping.
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Nine-year-old Gabrielle Angelini partici-
pated in the North Carolina Special Olympics 2007
Summer Games and came away with two gold and
three silver medals.

Her events included floor exercise, parallel
bars, 100-meter run, 200-meter run, running broad
jump, and included an overall athlete score. She
spent most of the award ceremony for her age group
and class on the winner’s blocks to the delighthef
crowd, especially her parents and brothers who were
there cheering.

Despite the crowds, Gabrielle was relaxed
and cheerful throughout the competition. She
showed great determination in excelling and per-
forming for the crowd.

, 1

Good Shepherd Lutheran Church of Raleigh & Restiaec
Lutheran Church of Cary host a “Coffee House” &®rts &
adults with special needs. This is held from 7+8.@n the
second and last Friday of each month, with theaies alter-
nating in hosting the event. They offer live musefresh-
ments, fellowship, plus family and friends are voaie. Ad-
mission and refreshments are free.

Good Shepherd Lutheran Church
7000 Creedmoor Road, Raleigh

Call Wendy Voight for more information
(919) 848-1573

Resurrection Lutheran Church

100 Lochmere Drive, Cary
Call Kathy Sherman for more information
(919) 467-2090

Or visitwww.servingcup.orgon the web.
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The TDSN Grant Program provides funding to suppomimunity awareness and activities for people Withivn syndrome,
their siblings, their parents, and their educatdriile activities should focus on awareness angasrf people with Down syn-
drome, they should be all inclusive for people véthabilities. TDSN reserves the right at any timéhout prior notice, to change the
terms of the grant program and/or to withdraw ttegpam altogether.

The program is restricted to the support of atitigilocated in central North Carolina supporting tommunity in Raleigh ,
Cary , Durham and the surrounding areas. Eligjbisitrestricted to not for profit organizations &ndndividuals or groups which are
not associated with a for-profit corporation. Fuads not available to support the salary of anwiddal associated with the event.

This program is not intended to be funding foiradividual to attend an event on any sort. Not istended for funding for
an individual to receive treatment or therapy. @amill be considered twice yearly by the TDSN lbar February and in July/
August. Grants are allocated in terms of six-mqyehiods. For details, please visit www.triangledseyirdrome.org.
grant_program.htm.
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The Triangle Down Syndrome Net- At September’s Parent Support meetikigyia Troiani-Howard will
work is here for you! share strategies, modifications and tools to témuuage arts, literacy, and com-

.. munications to the child with moderate to significaognitive or developmental
In order for us to be most effective in

our efforts, we need to get together and supporg'sab'“t'es'
each other. The support meetings are an ideal Many visual examples will give you practical, rggd-implement tools
way to meet that goal. and ideas for teaching your child language, litgraceative writing, and really any

Each support meeting, in addition to subject including math, science, and social studies

having specific topics presented by experienced Maria will share various systems including lowttekugmentative Com-
or educated professionals or parents, also offermunications (picture symbol methodologies) anghiech Augmentative Com-
support. This support comes from within our munications (a computerized speech generating e\&he will tell how to set up
group. motivating interactions to foster communicationshia community and how to

Whether you just need to be with otherSncoOUrage your creativity about modifying materfalsyour child’s learning style.

parents who empathize with you, have a serious Do you have a child with severe fine motor andfmeech delays? That's
issue you are concerned about, not sure what no reason to limit their experience with creativéting or presentations. You will
might come next, or want to share in the joy of learn how to foster creative story writing and prestion skills in the child who
parenting, the monthly support meetings are ancannot physically write or has limited speech.

ideal place to participate. . . . .
P P P Hard-to-motivate child? Learn how to foster yebild’s curiosity to

Parents of children with Down syn- learn, even if it seems non-existent, and motiyate child to learn in all subject
drome have so much to share. As your child areas using props, toys and rewards. Adapt anythatgmotivates your child into
grows and develops, please realize what a valua learning moment and transition to a teachingless
able resource you are to others in the group. Our
experiences are wide and varied and there may Maria’s motto is “Setup for Success ”. After teisssion, you will be able
be one thing that you did that will be just what to go home and make a literacy kit with things wineady have around your
another parent needs to hear about. house.

The material presented in this session is apgécalo pre-K through

BIEL O GEE APl [vel Vel 7 [Pl ing gmentary developmental levels. Many practicayal examples will be on dis-
y.

the meetings? Contact Donna Beckmann at (91

682-5188 odbeckmann@nc.rr.com P
The meeting is scheduled for September 8 fronp2¥ Parent Support

(See pages 10 and 11 for_hlghllghts Meetings are held at White Plains United Metho@istirch,313 S.E. Maynard

from our last Parent Support meeting, with pedi:
. - . . Road, Cary.
atric psychologist Melissa Johnson talking about

toilet training ).
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A lot of things come into play when you start tattg train your child with Down syn-
drome, said WakeMed pediatric psychologist Melislanson at a recent TDSN Parent Support
meeting.

“There are a lot of fashions in potty training. ¥¥hl was a child, mothers felt like a
failure if the baby wasn't trained by 18 monthswNe- it's three-and-a-half,” said Johnson.

Johnson shared her expertise and encouragemén2WitDSN members.

It isn’t “necessarily a piece of cake,” she saidt,Bhe said, by recognizing key aspects of your
child’s readiness, it's not impossible, either.

285 # '5 5/1-.
What did we used to tell parents?Who is being “trained”? “The age of beginning
bowel and bladder control made no difference inatpe at which it was finished” (1957).
“Two-thirds of the children who were still not tne&d by 4 years had begun training before 18
months” (1963).
22! #- . )
Melissa Johnson, PhD.
There are three important areas of developmecnisider:
1. Muscular: Control of the sphincters (muscles closing thdedditom the bowel and bladder) must shift fromcamiatic to voluntary.
2. Neurologic: The process ahyelinationof the nerves that control the bowel happenspicatly developing children by around 20

months.
3. Psychological:The child needs to demonstrate developmentalmeasiand understand a lot of things like:
—What you want him to do. —Why he should bother. How to do it.

) , #46-/-41 127 8522.

Diaper wettinq ﬁatterns changed to the point thextet are predictable dry periods of 1-2 hours dutfire day; fairly pre-
dictable bowel habits.

Ability to walk to the potty and sit comfortablyrfat least 5 minutes or so.

The ability to communicate need to go to the bathrgcan be sign, single word).

The ability to get pants down and up.

Delayed imitation.

555)-# # ,525 ##- - #

That he HAS WET — feels damp or sticky. (Note sighselp label).
That he IS WETTING — in middle of act, realizesNiote behaviors, label).
That he WILL WET — This is the hardest to learn —ngsivord/sign to cue need to go to potty.

While it will be a similar sequence for childreiittivDown syndrome, it is important to remember tihat rate and timing of
progress depends on the developmental delay, muswe behavioral and other issues the child mag.ha

#,5 #5
Johnson gave some examples of picture books: “Opca a Potty,” (for boy and girl separate - Frajik&boing to the
Potty,” (Fred Rogers); “Let’'s go Potty,” (Butteriig; “No More Diapers,” (Sesame Street - Thomps6Mly Big Boy/Girl

Potty,” (Cole).
Johnson recommended using modeling, examples;, silllings and discussion combined with books tp beach “what” and the

“why"? (continued on next page)
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(continued from previous page) 52 #5 5
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Emphasize the intrinsic positives about using thiyp— you are dry and comfy! #
You are a big boy/girl, just like mommy/daddy/bigleg.
Explain where pee and poop come from (not obvious!)
Explain that we have special feelings that helgnmsvy when they are coming. |
Introduce potty OR toilet, depending on your clsldize and preference.
Demonstrate and encourage trying it out as fun aetwity.

- When there is some success there, start watchiraués and bringing child to potty; this is theeito shift to either “training pants”
or underwear (preferred).

- Use praise, reinforcement, celebrations; most recend avoiding food rewards. Evaluate what is reimgrtb each child. Integrate
into routines.
-H#2 5 .

If child hates to leave play, try having potty retsame room.

If child seems uncomfortable on regular potty,amnodel with handles.

Allow child to flush even BEFORE they have leartedise potty so not fearful.

Try a reward like the “Marble jar;” every time tbhild “puts something in the potty,” he gets to pubarble in the jar.
Use the seasons. In summer, could play outsidepueitty handy, t-shirt only. Winter is harder!

Modeling from adults, other children, books.

Pair potty use with other pleasures — special “pstilyg” or tape, story — but NOT hours and hourshenpotty.

- Be aware of fears/anxiegl,_ physical/size issues —kensare the toilet is not too big or too smalltsat feet are secure on the floor.
Support bars, like those used in medical recovefgrothe elderly, can help the child feel secure.

418141-,52" ;
It's similar to other skills — what worked to teagbur child to use a spoon; to get dressed, etthelp with toileting, Johnson
said.

Subscriptions Notices are sent via Submissions Submissions to the
e-mail to those for whom we have e-mail newsletter are due by the 12th of even-

Newsletter Policy addresses when a new issue of TDSN New 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 the next newsletter. Ideas, articles and pic-
third-class bulk rate the following week. tures for the newsletter should be sent to the
The newsletter will not be forwarded to a editor, Andrea Higgins, at
new address by the post office so please
send address updates to
mailinglist@triangledownsyndrome.qrgr

leave a message on the TDSN Information  The next deadline is August 1Zor
Line at (919) 788-3646. the September-October issue.

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

newsletter@triangledonwsyndrome.org
or jandahiggins@aol.com

50 (
. (west) toward the intersection with May-
TDSN General Information: 24-Hour Information Line : Get the nard Road. Then turn left on Maynard
www.triangledownsyndrome.org latest |nf0rma_t|9_n about TDSN meetm_gs Road.
: : and other activities and events by calling ) .
To include stories about your children on  the 24-hour information line. A volunteer ) From Highway 54Highway 54
the site, e-mail it to will retrieve the messages and call you back intersects Maynard Loop at two points.

Turn right onto Maynard and travel south-
east at the western intersection or turn left
Directions: on Maynard and travel southwest at the
eastern intersection.

board@triangledownsyndrome.org. Indicate as soon as possible.
if you have photographs that can be posted.

Listserv We also provide an e-mail White Plains United Methodist Churchis

lt'St fc;]r thgsehwho. V‘]ﬁou'd lt'.ke tobsta%/lln | located at 313 S.E. Maynard Road, also From US Route 1/64Take exit

ouch and share information about local known as Maynard Loop, which circles 292 to Walnut Stregt and go north. Turn left
resources. To subscribe, send an e-mail to Cary. on Maynard at the intersection of Walnut
tdsn-subscribe@yahoogroups.com and Maynard Loop across from the Cary

From Interstate 40Take exit 291 Towne Center Shopping Malll.
to Cary Towne Boulevard and turn right
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