Noted clinical psycholo- AWARD NOMINATIONS
gist, educator, author and lecturer
Dr. Stanley Klein will be the key-
note speaker at the 2006 TDSN
Banquet June 4 at Embassy Suite

Cary.

Nominations for individuals who have
enriched the lives of our children are being
accepted until April 15. Is there a teacher,
professional or member of the community
we should recognize for helping people
with Down syndrome reach their goals?

Among his humerous notq
worthy achievements in the field o ;
special needs is that Dr. Klein co- Ten Ten Road, Raleigh, NC 27603, or
Connect founded Exceptional Parent maga- e-mail them to:
zine in 1971 and served as editor-in-chief of banquet@triangledownsyndrome.org.
www.triangledownsyndrome.org the magazine for parents of children with dis-
abilities until 1997.

Syndrome

Send nominations to Jane Ball, 10229
Network

Include your name, telephone number
and e-mail address along with a brief statement

In recent years, he helped Merrill describing the contributions the nominee has made
Lynch establish its Families of Children with  in support of individuals with Down syndrome.
Disabilities Program and served as “Special
Needs Expert” at Parents.com (Parents magazine BANQUET MAILING LIST
website) Dr. Klein has received numerous If you would like us to send a banquet

national awards for his work from many or- invitation to friends or family members, please
ganizations, including The National Down  send their names and addresses to TDSN Banquet,
Syndrome Congress. 5714 Nob Hill Road, Durham, NC 27704 or

e-mail banquet organiz&onnaBeckmann at

~ He will be speaking from his book, panquet@triangledownsyndrome.org.
Reflections from a Different Journey¢hat

Adults with Disabilities Wish All Parents Knew Names and addresses submitted will only
at the banquetSee book review, page 4.) be used for the banquet mailing list.

Spring Fling Dance Friday, March 10

Time: 7-10 p.m.
Admission: FREE
Location: White Plains United Methodist Church,

313 S.E. Maynard Rd. Cary.

If you would like to volunteer or need moréoinma-
tion, please conta®aula Goldbergat (919) 363-1550 or e-mail at
egoldberg@nc.rr.com

. Sponsored byhe Triangle Down Syndrome Networkfor all Q
&’ special needs studertges 12 and upteens and adultRefreshments
(pizza & sodg provided & aDJ will supply music and fun for everyone!

All parents will be required to sign their child and out of the dance. You will also
need to leave a phone number where you can be edatiliring the dance. Parents will be re-
quired to stay at the dance should their child nseplervision or has medical needs that re-
quire close attention.




The TDSN board met February 6, and the followtegis were approved.

Budget

The board has agreed to a budget of $45,610¢imy the banquet) for 2006. Budgets for severagams were in-
creased due to their popularity and large famiimaut: Christmas Party, Mom’s Night Out, Springritécand Raleigh Christmas
Parade float.

Campaign Letter
The board has agreed to send a campaign lettéryodpril to assist in fundraising for TDSN. Jelyggins has volun-
teered to be the chairman of the Campaign Lettith, @harlotte Dunne as the co-chair.

New Parent Handbooks

As supplies are running low, the board has agregdint 500 more New Parent Handbooks for useédid62and following
years. Because of the large positive feedbaclkh®NPB, the board has proposed the identificatimome volunteers to assist in
the preparation of a new version of the New Paramtdbook for publication in 2008/2009. A voluntéeihead this initiative is
being sought.

The next meeting of the board will be March 13.

Events like the TDSN

Y Christmas Float are a blast

y for our families and a

great opportunity for
media exposure and
raising awareness.

Thanks for supporting
TDSN!

$ % # #
“Mom’s Night Out” is the fourth Tuesday of every Annual dues were due again in January. This igatg
month at 6:30 p.m. Every other month, we will aitge be- time to renew your $5 membership in the group s0can partici-

tween someone hosting MNO at their home and awesta In  pate in voting for board members (or even be notethgourself)
January, Deb Bigsby hosted MNO at her home withgeh at the TDSN Buddy Walk and help our group grow.dSgour
turnout and great fun! Thank you Deb and hubbyttiercraps name and address, along with your dues, to PO Ba2BRa-

lesson! In February, we met at Lucky 32 in Cary had a leigh, NC 27627-7190. Please tell us about youdakith Down
great time! We are currently looking for voluntetwsost syndrome and their siblings as well.

MNO. As a hostess, it is your privilege to chodse place and Please contact TDSN administrative assistant Gtiarl
theme! Contact Jane Ball jgball@bellsouth.nedr (919) 779- Dunne at cdunne@triangledownsyndrome.org with amgstions,
5139 if you are interested. or leave a message on the TDSN Information Lin@H9) 788-

3646.




March 3 1% Annual Anna’s Angels Play-a-Thon. My Gym, Raleigh and Cary locations. Cost: $19. Al
proceeds benefit Anna’s Angels Foundation. Lichiie 25 per session. Times vary. Call: Cary (9188-3
9585, Raleigh (919) 848-1940, or e-mafb@annas-angels.org

March 7 “Writing Effective IEPs and 504s that Work!” ECAC wor kshop, co-sponsored by The Children’s Home
Society and Family Support Network of Wake Coult$0-8:30 p.m. Lutheran Family Services, 112 Cox
Street, Raleigh. Jody Probert at (919) 676-49@AC at 800-962-4954 ext. 17.

March 9 Medical Focus Group.7-8:30 p.m. Borders Bookstore, corner of Six Fakd Wake Forest roads.
Contact Katherine Grabowski, Program Manager fize on Disability and Health, Division of Public
Health at (919)707-5678ee page 8)

March 9-10 2006 GIFTSNC Homeschool Special Needs &ference(Getting and Giving Information for Teaching Spécia
Needs children) Keynote speaker: Dr. Mel LeviDelonial Baptist Church, 6051 Tryon Road, Cary.
www.giftsnc.com. Kim Ashby (919) 851-8138, Suériek (919) 649-2860.

March 10 TDSN Spring Fling Dance.7-10 p.m. White Plains United Methodist Church.ryC&ges 12 and up.

Free. (see front page)

March 21 World Down Syndrome Day. (see page 8)

March 25 TDSN Parent Support Meeting.10 a.m.-noon. Yoga Therapy for Infants to Young kslwith Special
Needs. White Plains United Methodist Church QkitdCenter is located at 313 SE Maynard Road, Caeg
babysitting and refreshments provided.

April 9 The Arc of Wake County Bowl-a-Thon.1-4 p.m. Buffaloe Lanes North, 5900 Oak Forest R&adeigh.
$10 pre-registration, $25 in pledges. (919) 888&

April 22 TDSN Parent Support Meeting.10 a.m.-noon. Music Therapy for Children to Younduls with Special
Needs. White Plains United Methodist Church QhkitdCenter is located at 313 SE Maynard Road, Cary.
Free babysitting and refreshments provided.

April 27 Special Education PTA 7 p.m. Brooks Avenue Church of Christ, Raleighdés viewing of “Learning
Disabilities: How Hard Can it Be? Dr. Susan Oslggiassociate professor at NCSU will be theregoudis it.
info@wakesepta.orgr (919) 788-2500.

April 29 3 Annual Anna’s Angels Gala.Prestonwood Country Club, Cary. Live auction besdtundation. Black
tie invited. $100 per person. Mail to 104 Vistase Court, Cary NC 27513. E-mailfo@annas-angels.arg

$ n &# 1

03/04/2001 Zachary Coghill 03/22/2004 William Sipe 04/11/1994 Kevin lannucci

03/05/1995 Brenna Conner 03/24/1993 Sarah Goldberg 04/15/2004 Heather Wilde

03/08/2002 Lindsey Woodard 03/24/2000 Emily Lanning 04/17/2004 Jake May

03/09/2004 Molly Minnick 03/26/2003 Joseph Carroll 04/27/2001 Taylor Bunch

03/14/2005 Laura Ferrell 03/26/1997 Carson Shade 04/29/1985 Meika Lively

03/15/2004 Jonathan Roberts 03/29/2000 Olivia Ryan

. . If your child has a birthday

03/18/1989 Alyssa Yortly 04/02/1999 Christopher Corbin coming upand you would like to in-

03/20/2001 William Holmes 04/03/2003 Emma Waterman clude it in thenewsletter, please con-

03/20/1994 Benjamin Seagroves 04/04/1984 Kerry Hagner tact Charlot.te Dunne at:

03/21/2001 Emily Kouder 04/07/2003  Tanner Hughes cdunne@triangledownsyndrome.org.

03/22/2001 Tempest McKenzie  04/10/2000 Felipe Franischine




EDITOR’S NOTE:When Donna Beckmann told me the speaker at our June 4 TDSN Banquet would be Stanley Klein,
| told her I had just reviewed his book that will be the theme of our banquet. Téreae@pecial Education Today,
for whom | wrote the review, was kind enough to let me share it here, so | couldtAes

Different Journey
Shares What Adults with Disabilities Wish All PareiKnew

Reflections from a

Different Journey

Compiled by Stanley D. Klein,
Ph.D., and John D. Kemp
McGraw-Hill, April 2004

ISBN 0071422692

$18.95

From the moment we find out our child

has a disability, we instinctively consult the
“experts” for answers.

We seek the opinions of genetic counsel-
ors; medical specialists; speech, occupational and
physical therapists; anyone who can help.

In Reflections from a Different Journeye
hear from the ultimate authorities how to “tredtée t
special needs of our kids — people who grew up
with disabilities.

With a foreword by Marlee Matlin, the 40
essays are written by adults with a full spectrdrdisorders,
from cerebral palsy to deafness to mental illnésgy con-
front significant issues like honesty, inclusiorpectations,
education, secrets and sexuality with transparankhess
and eye-opening, even amusing, insights.

“All parents are embarrassing and old-fashioned tc

a growing youth, and children with disabilities aby feel
this most keenly because their parents usually tiigm less
freedom for independent interaction with their ggewrote
Mark Enston, who is blind.

The personal stories poignantly put into words the

thing parents intuitively know -- but sometimesdasght of
in all their research about treatment options: yahilid is an
individual, not a diagnosis.

One great reminder for parents is that while their
child’s disability certainly played a part in deoping unique

personality traits — like resilience, determinatioptimism,
quirky humor — it is not what defines him or heragserson.

The essays address the balance that is needed for

parents to keep up to date on the latest researtthara-
pies, and at the same time to treat them like kielsellious
teen tendencies and all.

Book Review by Andrea Higgins

“No one ever asked me,
like they asked other kids, ‘What do
you want to be when you grow up?’
My family members were afraid to
talk about this because no one knew
what my future could be,” wrote
contributor Tracy Wright about her
learning disabilities.

“What Adults with Dis-
abilities Wish All Parents Knew,” is
the subtitle of the book compiled by
Stanley D. Klein, Ph.D., and John
D. Kemp. But it is more celebration
of individuality and diversity than
indictment of parents’ past trans-
gressions.

Many describe how the
unconditional love and high expectations of themarkable
parents paved the way for the full lives they aiding to-
day, with inspirational degrees of independence.

As the mother of a six-year-old with Down syn-
drome, | admit | cheered out loud when | read alleeipar-
ents and life of Jason Kingsley, who has Down syn. In
an essay he originally wrote in 1994, Kingsleyelisthe
many accomplishments of his full life that he woteéd that
obstetrician who gave his parents such a dismarusis for
him 30 years ago.

As we become so busy advocating for our children,
this book by grown people with disabilities is dickge re-
minder to listen to the folks we're fighting forh&y are chil-
dren first, who want most to be listened to anduded in
the conversation about their care and major lif@agts.

The individual stories are compelling in themselves
but the advice the essays offer is necessary rgddimall of
us.

This article will be published in the Summer 2088uie of

Special Education Today. © 2006 LifeWay Press.rfRore

information about Special Education Today, go to
www.lifeway.com/magazines.
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Enjoy an evening of dining, dancing, and auctioimegat Prestonwood Country Club’s
new Grand Ballroom, featuring live music by the Kiaddies. Steve Daniels, ABC 11 Eyewit-
ness News anchor, will emcee the evenings acsvitie

Details: Black Tie Invited. $100 per person, ckah or member charge; $90 per person
or $900 for a table of 10 if purchased by Fridagrdh 17. For a list of auction items, view the websitevatw.annas-
angels.orgTo purchase tickets, please make checks payablaria’s Angels Foundation and mailed to: 104 ViRtese Court,
Cary NC 27513. For more information, e-maitfo@annas-angels.org

Prestonwood Country Club will also be hosting ariis Tournament on April 28th and April 29th foethmembers.
All of the proceeds will go to Anna’s Angels.

Anna’s Angels Bracelet

A bracelet with 8mm Swavorski crystals and 8 mmilistg silver beads has been created to honor
and benefit Anna’s Angels. The blue representbéieved color of Anna’s Angels logo and the
heart is engraved with the angel’s wings of thelog

If you would like to order a bracelet, you can pwase it at Mark Andrews Jewelers located in Cary,
or you can order it by calling Mark Andrews Jewsland it can be shipped to you. Mark Andrews
Jewelers is located at 2735 NC Hwy 55 W, Cary, [®B82-5515.

) # - /00000 1

In its first two years, the Anna’s

; . . Research Update on two previous grants:
Angels Foundation has raised more than Gene-Gene Interactions and Defects of P P 9

$100,000for Down syndrome research. the Atrial Septum Iron Deficiency Study:
January :[I;V,VO new grants were awarded inp Rosenberg, MD and Cary Ward, MD Anna’s Angels funded a study

that looks at the prevalence of iron defi-
ciency in children with Down syndrome as
iron is extremely important for brain devel-

Department of Medicine, Division of Car-

National Down Syndrome Registry diology — Duke University

— Planning Patients with Down syndrome opment. Dr. Kishnani with Duke Univer-
Priya S. Kishnani, MD & James H. Heller, often suffer from congenital heart defects sity's Comprehensive Down Syndrome
MA, MS, CCC; Kishnani- Pediatrics; but little is understood about the mecha- Clinic developed an expanded laboratory
Heller- Surgery — Duke University nism by which trisomy 21 leads to dys- panel to evaluate for iron deficiency. They

] . regulation of the developing heart. In addi- found many children with Down syndrome

The Down syndrome registry is atjon, the heart defects seen in DS patients were iron deficient or anemic but undiag-
database of medical information on pa-  gre also seen in patients without DS, nosed, as a typical blood test can miss iron
tients with Down syndrome that can be  namely defects in the wall that separates  deficiency in children with Down syn-
analyzed and used by physicians treating the top two chambers of the heart called  drome. This new test is now a standard of
patients with the same condition. The col-the atrial septum. Recent work into the  care at Duke University's Comprehensive
lective information from the registry is  mechanisms of the Down syndrome relatedown Syndrome Clinic.
used to increase the understanding of  |eykemia have revealed an unexpected L
Down syndrome and to monitor patients association between trisomy 21 and a gendivastigmine Study:
over time, with the ultimate goal of im-  ¢gjled GATA-1. In addition, another gene Another grant is for a study that
proving the clinical outcomes of pa- ~ related to GATA-1, GATA-4, has been focuses on the effectiveness of Rivastig-
tients. The Registry Program is a project found in families who suffer from defects mine, a drug developed for Alzheimer's
to gstabllsh a Iongltudlnql, national, obseryf the atrial septum independent of DS.  patients, on adolescents with Down syn-
vational database that will track outcomesthe study will investigate if a similar rela- drome. The results of this trial indicate that
of clinical practice for individuals with tionship between GATA-4 and trisomy 21 Rivastigmine is effective in improving
Down syndrome. The data collected by js present in DS patients with congenital attention span, memory, and language in
this national collaborative Registry will  heart disease. It is hoped the study may  adolescents with Down syndrome. The
provide information to better characterize |ga(d to treatments to prevent congenital  Wall Street Journal recently highlighted

the natural history, developmental progresyeat disease in the future. the results of this study and the signifi-
sion and treatment outcomes associated cance of the research

with individuals with Down syndrome.
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Sam Miglarese, assistant director of Communityaik#f at Duke, and Beth Taylor, director of Familyport Network
of Northern Piedmont, discussed the topic of inclisn a religious community for people with disigi@s at January’s Parent
Support Meeting. About 20 parents were presena forely discussion.

Taylor shared some creative suggestions, soméighvare listed below: "3
Ideas for Helping Religious Communities be Inclusig to People with Disabilities 4" -
#IIII 5 1 _—
Sit down with key leaders to be sure your specifiacerns about inclusion of your child are "
clear and known by people who could affect chabgescribe the specific issues/exclusion experi-
enced by your child and other children 5 $
Start with one small improvement. Show that in@asivorks one step at a time. The upcoming seventh

_ . , o ~annualAccessibility Summitat
Subscribe key religious community members or leattea publication about church and dis- \eclean Bible Church in Tyson's
abilities Corner, Va. on March 24-25 ad-
dresses the issue of disability minis-

Have coffee or lunch or arrange a meeting with ymastor or church leadership and a church tries

leader of a religious community that has prografria@usion that are successful
The summit brings together

persons with disabilities, families
and caregivers, faith-based organiza-
tions, government agencies and
community organizations. Families

If your denomination or religious community hasaigy/statement/ and caregivers attending the summit
rights of persons with disabilities guide, keeppycand share with those will be inspired, gain the latest

Ask for the topic of inclusion to be discussedratgea interfaith
council that your religious community leadershiteatls

Start a library

in leadership at your local religious community. knowledge on disability-related top-
ics, learn from national and commu-
Inform: help your church know about area progrant events nity experts, and connect with other

Form a study group on disabilities familiesavidispeciatinecds:

Speakers are Chris Simn-
Ask your religious community to start a Disabilgti@wareness Sun- ing, founder of Obscure Ministries,

day or month at your congregation whose compelling life story brings

Beth Taylor healing to th ded heart
. ealing to the wounded heart,
Send I lead teacher t ksh .
end a religious leader or teacher to a workshop Hi0 B SElTEs, (e R g
Find a grant for training for teachers Alabama fOOtb‘?‘” and the Dallas
Cowboy coaching legend, who has
Create a children's bulletin that works for youildtland print for all children an adult son with Down syndrome.

Identify 10 special people in your church who eggBccare about persons with disabilities to Thg conference will feature
volunteer as individual "buddies”. Find these pe@md present them to church leadership before 'éPresentatives from the National
program is started. Offer one of these peoplertigious education teacher to “shadow” a child wt Organization on Disability, Home-

is not having a good experience in the religiouscation classroom or worship. land Security, National Institute on
Mental Health, HSC Pediatric Cen-
Lead a program for children or teens on your chipdirticular disability. ter, Children’s National Medical

Center, National Telecommuting
Institute, Case Western University,
Joni and Friends, Focus on the Fam-
ily, Capernaum Ministries, Home
Schooling Legal Defense Associa-

Notice and celebrate efforts and successes atsiocluKeep a list of all that your church has  tion, Virginia Commonwealth Uni-
done. Use this list or small annual report to shoproved efforts and encourage continued growtt versity, Children’s Hospital of Rich-
in inclusion. mond and more.

Host a meeting of all parents/guardians of childsih special needs.

Make a list of all the specific ways you would likeur child and other children included in the
education, worship, and community service aspediseatotal life of your religious community.

The Family Support Network of Northern Piedmoratffdiated with FSN-NC, and serves Find brochure and informa-
Chatham, Durham, Franklin, Granville, Orange, Pars®ance and Warren counties. Beth Taylor tjgn atwww.accessiblitysummit.org
can be reached at beth.taylor.fsnnp@verizon.net9b9) 688-1276. or call (703) 770-2938.




Enjoyment, camaraderie and...relaxation
(?1) at the lasParent Support Meeting

Parent Support Meetings are held on the fourth
Saturday of each month at White Plains Childrent€ren
from 10 a.m. until noon. Babysitters are provided f
children under the age of 12 and light refreshmetits
be served. Hope to see you there!

March 25 — Yoga Therapy for Infants to Young Adults
with Special Needs

April 22 — Music Therapy for Children to Young Adults
with Special Needs

White Plains United Methodist Church Chil-
dren Center is located at 313 SE Maynard Road,.Cary

Contact Sandra Bettex Keith9164@aol.conor
(919) 303-9164.

Something for everyone!
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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.

1 -

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 April 12for the
May-June 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.




Nonprofit Org.
U.S. Postage
PAID
Raleigh, NC
Permit No. 2016

# $ "%&
()%

+,8%&-".* ']

www.triangledownsyndrome.org

S Ve (6*/

The North Carolina Office on Disability and
Health wants to learn more about the supportsategiven 21. 200
to adolescents with chronic ilinesses and dis#slito help ;
them become more independent in managing theittheal
care needs.

Down Syndrome International has designated March
6 as the firsMorld Down Syndrome Day. The center
of the global festivities will be in Singapore, wadhe Down
Syndrome Association of Singapore and DSI are phana full
program of activities, including a Buddy Walk.

The office is seeking to talk to parents, teend, an
young adults to find out who is helping them leself-
responsibility, how much and what type of assistahey http://www.worlddownsyndromeday.org/
are providing, and to hear what other kinds of liegns
and parents feel they need to assist teens in ngdar
life in the community.

For more information, visit

The date was chosen to signify the uniqueness woffDo
syndrome in the triplication (trisomy) of the 2tsromosome
and is used synonymously with Down syndrome.

Parents are invited to join a group discussion to
talk about health transitions on March 9 from 7688m. at
Borders Bookstore at the corner of Six Forks andé&Va
Forest roads.

As Singapore has been selected to launch the inalugu
WDSD, Down Syndrome Association (Singapore) willdoen-
memorating the occasion on Tuesday, March 21, 206a
series of events and activities. DSI members aladeck organi-

Contact Katherine Grabowski, Program Managergations worldwide are encouraged to observe the /S
NC Office on Disability and Health, Division of Plit gether with the community in an appropriate manner.

Health at (919)707-5673.



