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By Ann O. Garrett

Eleven years ago, a group of
moms didn’t know each other existed. It
wasn’t until the following year that they al
suddenly had one very special, very uniq
thing in common—they each had a baby
with Down syndrome.

Back then, before TDSN was a
non-profit organization, before there was
Buddy Walk or even a web page, this gro
of moms only had each other and their ne
babies. Now, 10 years later and 10 years
wiser, these women still remain close anc
very dedicated to their friendships.
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They first met at the annual New
Parents meeting that welcomed new fam
lies to the Down syndrome community.
Following that first meeting, these womerf
sometimes with (continued on page 5)

TDSN Moms’ Milestone

Seated L-R: Sue Talbot, Amy Mitchell, Maria Romaktary Angelini,
Kate Watts.

Standing L-R: Rosemary Czejkowski, Michelle Schwdlary Zahn, Ann
Garrett.
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TDSN Board Meeting 7p.m. at Triplogics in Cary.
Contact Charlotte Dunne at cdunne@triangledongi®yme.org

TEEN TO ADULTHOOD. “Estates & Guardianships.”

9:30-11 a.m. Millbrook Exchange Community Cent&0Q3 Spring
Forest Road, Raleigh. Free. Contact Kathy Horagyfar more
information ahoneymank@earthlink.net call her at 919-851-
1022. (see page 10).

Buddy Walk interest meeting.6:30 p.m. Contact Donna Harvey
at dbharvey@nc.rr.com. (see page 7).

Wake SEPTA General Meeting. IEP Seminar7-8:30 p.m.
Nationwide Insurance Building , 4401 Creedmooa& Raleigh.
Free. Call (919) 788-2500, e-mail info@wakeseptpor visit
www.WakeSEPTA.org. (see page 4).

TDSN Parent Support. Estate Planning Seminarl0 a.m.-
noon. Pleasant Grove United Methodist Church, 42ligasant
Grove Church Road, Raleigh. Fr&hildcare available- RSVP
to cdunne@triangledownsyndrome.o(dlOTE: This is a new
location for our parent support meetings. (see |gge
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Nicholas Bowen  1/01/200: |f your child has a birthday coming up and you would likedgeaq | ee

Jacob Gutierrez 1/02/19¢

include it in the newsletter, please cont@ttarlotte Dunne at

cdunne@triangledownsyndrome.org

Myles Monk 1/05/2000

Jonathan Mitchell  1/07/1996
Aaron Parker 1/07/2000
Grace Paxton 1/16/2001
Gabrielle Angelini  1/18/1998
Jake Gerber 1/19/1995
Sarah Spruill 1/20/1988

Nicholas Little 1/20/2000
David Kenney 1/22/2006
Megan Gannon 2/01/2002
Andrew Higgins 2/02/1999
Susanna Oates 2/02/2001
Branton Watters 2/02/2002
Emily Rollins 2/04/1992

Jordan Stanley 2/07/2001
______________________________________________________________________________________________________________________________________________________|
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Mackenzie Lee
Megan Dudek

BJ Buckley

Josi Ferguson
Anthony Tharrington
Samuel Baker
Lindsay Holcombe
Michael Bailey
Jennifer Abbruscato
Alexander Furiness
Jenny Lowther
Conner Williamson
Wilson Lloyd
Savannah Moseley

Jada Spivey
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2/07/2006
2/07/2006
2/08/1996
2/11/1987
2/11/1998
2/11/2005
2/12/2007
2/13/1989
2/15/2001
2/17/1990
2/17/1992
2/20/1985
2/21/1999
2/23/2001
2/23/2005
2/28/2001
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The Carolina Communication Project at the Frank Porter Graham Child Develdpstéate at the
University of North Carolina at Chapel Hill is studying social commuimnagkills in children with Down
syndrome.

The information from this study will be useful for developing language inteovent

They are recruiting boys and girls with Down syndrome who are 6 to 14 years éikageartici-
pant in the study, your child will receive speech, language and developmentsireesgsonce a year for
three years.

After each visit, you will receive $40 for your participation and a short suynofidheir findings.

The study is funded by the NICHD and has been approved by the Committee on theoRrotdlct
Rights of Human Subjects at the University of North Carolina at Chapel HilloBnng Roberts is the prin-
cipal investigator.

If you are interested in helping with this exciting project or have anyiqunssplease contact Anne
Edwards (Project Coordinator) Btiwards@mail.fpg.unc.edur call toll-free at 1-877-696-5797.




_+)
Committee Chair — Good organizational and decision-making skilld attention to detail. This person will oversee dkgvities of
this committee, which are to help support the T@ordinator. It is optional for this person tceai the meeting. Approve topics
for meetings and maintain the meeting calendarndai the task checklist and manage the volunteesgonsibilities. Distribute
information for publicity.

Topic Coordinator — This is a rotating position where the voluntegneas to coordinate an individual meeting. Thisimtger
chooses the location, date, time, topic and spe&@kdunteer is responsible for arranging the speake gathering necessary infor-
mation to publicize the meeting. Attend the meetad as host and facilitate the meeting strucfimleowing the meeting guide-
lines).

Committee members— Additional volunteers are needed to help in ssEveapacities: Arrange for refreshments, act asshest-
up, clean-up. Individuals may volunteer for one timgeat a time.

The Parent Support Meetings are such an impoptmiof TDSN — providing face-to-face mentoring augbport to parents. It
is essential that we continue TDSN’s long-standiadition of outreach to one another. Pleasenaatand volunteer! For additional
information and volunteer assignments, get in touith the Board at Board @triangledownsyndrome.org.
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(“moms” continued from page 1)

their spouses and other children, would meet agaéhagain at the monthly support group meetingterAieveral months, they decided
this wasn’t enough. Soon, they expanded their together through regular play dates and eventgadigting the more popular Moms
Nite Out.

As time passed, they realized they had much nmceinmon. They had all the same insecurities, doaihd fears about their
new baby and their future, just as new moms hadaytoBut these moms stuck together and focusedehergies on their special chil-
dren. They wanted something better for their kiog all those like them. Some tried alternative dpégs, sign language or the latest and
greatest learning toy, but most of all, they warttedet organized. They wanted to tell the worlak tiheir children mattered and that so-
ciety should be more accepting of people with Deymndrome. They wanted other new moms not to beasd as they were and to be

more informed. Together, they
found security, confidence and
hope by supporting each other,
sharing their experiences and
always celebrating the little
accomplishments their children
worked so hard to achieve.

Now the moms only
get together as a group once a
year, but always seek each
other out at TDSN events or
activities for special kids.
Looking back, we remember
wondering, “Where are all the
parents of older children with
Down syndrome” at these
monthly support meetings, as
we were so thirsty for what to
expect as our little ones grew.
But now we know — they and

TDSN Moms clockwise from left, their kids were at soccer games,
| softball practice, school func-
"tions or dance classes, just like
we are now.

Mary Zahn, Sue Talbot, Kate Watts, Mary AngelinimjMitchell, Maria Romano, Ann Garrett, Ros
mary Czejkowski, Michelle Schwab. Not pictured, $€im Ferguson.
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The Down Syndrome Clinic at as requested by the parent.
Duke can be reached by calling 919-68<
2036 and speaking to nurse Joanne
Mackey, genetic counselor Blythe Criss-
man or scheduler Doreen Bain.

The clinic sees patients once a are in place.
month on the first Thursday. There is a
waiting list for new patients. The clinic
offers multiple consultation services on
the day of clinic as needed by the child ¢

Parents are encouraged to check
with their insurance company or pediatri-
cian's office to make sure that the services
Duke are covered or that the correct referra

The clinic has two physicians (Dr.
Worley and Dr. Kishnani), a pediatric nurse
practitioner, a physician's assistant and a
genetic counselor on its core team.

Available to the patients on
clinic day are physical therapy, occupa-
tional therapy, speech, audiology, oph-
thalmology, cardiology, blood testing and
x-rays as needed or requested.

If your child is seen by a local
specialist, please try to have recent re-
cords with you on the day you attend the
clinic.
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GRACE of Raleigh offers free horseback riding tedgl children and
families once a month typically at 10 and 11a.mi0@t Cedarwood Drive
in Louisburg, which is off US Highway 401, 3.5 nsleorth of the NC 98
intersection. The schedule is December 15, JarR@rifebruary 23,
March 29, April 26 and May 31 (1 and 2 p.m.). Tltey be contacted by
calling Susan Belton at (919) 556-9460 or you agjister online at
www.graceofraleigh.orgPre-registration is a must.

Horse and Buddy Therapeutic Riding: Ride year ‘cbimNew Hill (near
Cary and Apex) for approximately $30 per ride. ¥ike website at
www.horseandbuddy.or@r directions and the current schedule.
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The Triangle Special Hockey Association is
an ice hockey league for special needs athletesisan
the process of organizing ice time at The Factory i
Wake Forest. Participants must be able to sketente
extent.

The website isvww.usahockey.com/tshd ou
can also e-maitiangle @specialhockey.orpr more
information. Contact mom Danielle Lowden at (919)
271-5373 or J.V. Cotterell (the director of thegnam)
at (919) 859-2848.
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Planning has already begun for an even b|ggerteuea|se ( O # (
awareness and improve the lives of people with Deywdrome in our
community and everywhere. Please contact 2007 ai-Blonna Harvey * ( HH#
at dbharvey@nc.rr.com. Bueldy Walk interest meeting
will be held at the Harvey Residence on Januargt6t30 p.m. Dr. Allan Acton and the staff of Cary Family Deinta

raised $10,000 for TDSN this year as part of thew@r Coun-
cil's “Smiles for
Life” campaign.

Thanks to some special efforts (and a bit ofenfily rivalry to
see who could raise the most for this great camge)
some TDSN friends, even more money was raised

than last year. The 200DSN Golf Tournament, " The d
organized by Lou Giambalvo, raised more than twice z(r%citilgﬁ;filse an
what it raised in 2006, its first year. Alsbary Fam- $10.000 which

ily Dental participated in the Crown Council's
Smiles for Life campaign, raising more than $10,000
for TDSN. Thank you so much!

was contributed to
the Garth Brooks’
Teammates For

; Kids Foundation
5 %o# ) S ) for use in health,
+ HH# # 1 # ) education, and
inner city pro-

The second Triangle Down Syndrome Network grams that benefit
golf tournament was held October 6 at The Golf Glub children. .| TDSN Treasurer Bill Zahn (right) and Golf Tourt
Chapel Ridge in Chapel Hill. To raise | hament Organizer Lou Giambalvo (not pictured

_ . ) $20,000 for char-| presented Dr. Acton (left) with the 2007

Organizer Lou Giambalvo received an over- ity (five times the [ “Community Leader” award.
whelming response with 144 golfers, 85 sponsors3ind amount they
volunteers for the 2007 event. His goal, Giambaiar, raised in 2006, their first year), last spring anchmer Cary
was to double the 2006 effort, which raised $3 &80 @ Family Dental offered teeth whitening services atgmifi-
TDSN. He easily surpassed that goal, raising $1),31 Y cantly reduced price, and donated 100 percenteoptbceeds

which he presented in the form of a giant chedkiéo to help children facing serious health and educatiprob-
Board at the TDSN Buddy Walk held at Anderson PBiartk in Raleigh. |ems.

“I would like to thank all the volunteers, paitiants and spon- . < o - g
sors who helped to make this year’s tournamenteess, and a special patients after performing Whltenlng services. Hoerewt is
thank you to all our Titanium sponsors who don&t000 or more to the VN better to see the smiles on the faces oftiiféren our

tournament: Credit-Suisse, IBM, Bonefish Grill, V&b, Land Rover of Ccontributions are helping to support.” ,
Cary, and Lisa Skumpija Real Estate,” he said. The Smiles for Life Foundation is the childrentsc-

ity organization of the Crown Council, an organiaatof lead-

“l already look forward to next year's event whéan to ing-edge dentists throughout North America. Eacir giring
continue to increase the donation to our charity. a four-month period, participating Crown Councihtsts of-
fer professional teeth whitening services at a iclemably re-
duced price and donate the proceeds to childrév@stees.
The Crown Council's Smiles for Life Foundation hased
more than $20 million since 1998, benefiting mdrant 500
children’s charities across North America.

Dr. Acton said he was inspired by close friendu Lo
Giambalvo, who organized the TDSN Golf Tournamémt
other close friend with whom he grew up in Ralelgls a
daughter with Down syndrome, so that's why Cary ifam
Dental chose TDSN as its charity for the donatfos year.

“We wanted a group we were affiliated with and had
patient connections,” he said.

In addition to the discount whitening program, the
entire staff came in for a day of unpaid work aagded $8,500
that day by having anyone who had dental work dbaeday
make their checks out directly to the charity. Timaide their
dental work tax deductible and a was a major fusarg
boost.

“It has been great seeing the beautiful smilesunf

“In 2008, we are considering a much larger evemtipled with
a gala the night before celebrating TDSN's 10th-g@aiversary and
kicking off our new goals for the coming years,’aBibalvo said.

Cary Family Dental is located at 102 Fountain Broo
Circle, Suite A, Cary. For more information, visit

Lou Giambalvo and his two daughters: Nicolette, (i) and Gianna, 12 WWW-carydental.com.
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V4 Only 10%
{—— Oof children with special needs have parents who
have planned sufficiently for their future.
# ##t # #
Estate Planning
Ensuring your child is not disqualified for Medicai d and SSI
Wills & Trusts
Guardianship
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TDSN Party
was held at
East Gate

Community Center
in

Raleigh
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The Arc of North Carolina's Annual Convention @ring to The Hilton Wilmington Riverside SeptemB€ér27. They plan to
offer sessions that will provoke passionate disons® serve as a catalyst for their advocacy &ffor

In certain areas of the state, vocational andogieipns have been limited with the movement awaynfsheltered workshops. Is
this good? Is this wrong? What should we as adesda¢ doing? They'll have speakers who represéetidg viewpoints on this issue
and the discussion is sure to be lively!

Things they'd like to know from you:
If you've never come to The Arc's Convention befevhy not? Is it the sessions, location, monegasd tell them.
What would make you want to come?
What are topics would you be interested in, whaiés do you think should be addressed?
What do you want to learn about? Please give thaum fgedback. They'd like to hear from YOU!

Please e-maljuzman@arcnc.orgith your suggestions.

“TEEN TO ADULTHOOD”

A parent group dedicated to helping parents
understand transition services and issues for

teens and young adults with disabilities.

Meetings are scheduled every second Saturday ehtimth, from 9:30 to 11 a.m., at Millbrook Exchar@@mmunity Center, 1905 Spring
Forest Road, Raleigh. Light refreshments will beviated. This program is free of charge. Registratat the door. Contact Kathy Hon-
eyman for more info dioneymank@earthlink.ner call her at (919) 851-1022.

Estates and Guardianships:

“How to continue making Parental Decisions after your Special Needs Chilgt@&mes an Adult”

Presentations by
Two local Attorneys:

Saturday, January 12
9:30 to 11 a.m.
Millbrook Exchange Commity Center
1905 Spring Forest Roddaleigh
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Subscriptions Notices are sent via Submissions
. e-mail to those for whom we have e-mail o
Newsletter Policy addresises when a n\gw iss:jve of 1\'/DSN N(Iaws Submissions to the newsletter are due by
. . . is available to view/print at our website (see _the 12th.0f even_—numbered months. Any
TDSN News is published bi-monthly by the below). Printed subscriptions are mailed information received after that date will be
Triangle Down Syndrome Network third-cléss bulk rate the following week considered for the next newsletter. Ideas,
PO_ Box 37305 The newsletter will not be forwarded to a articles and pictures for t_he newsletter
Raleigh, NC 27627 new address by the post office so please should be sent to the editor,
Current circulation is more than _— . I
600 issues ~_send address updates to Andrea Higgins, aiandahiggins@aol.com
) mailinglist@triangledownsyndrome.qrgr o
leave a message on the TDSN Information The next deadline is February 1Zor
Line at (919) 788-3646. the March-April 2008 issue.

) i

TDSN General Information: Listserv: 24-Hour Information Line
www.triangledownsyndrome.org ~ We also provide an e-mail list for ?Sgﬁ%:ﬁ?;égggga;ﬁgrael:g[iu\;[ities
Toinlod s about o . 1255 VU e 1 sty o 250 TSNS S
dren on the site, e-mail it to sources. To subscribe. send an e-mai information line. A volunteer will
board@trlangIedownsyndrome.org.to ' ' retrieve the messages and call you

Indicate if you have photographs

back as soon as possible.
that can be posted. tdsn-subscribe@yahoogroups.com
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