When TDSN
mom Jackie Holcombe
noticed her daughter, Lind-
say, taking an enthusiastic
interest in the buckwheat
hulls she purchased for a
hobby, she didn't just seize
on a teaching moment. This
homeschool mom enlisted
the help of NC State Uni-
versity’s Engineering de-
partment to design a way
for Lindsay to learn a job
skill she enjoyed.

Holcombe got
interested in the hulls — the
outer buckwheat shell —
when she tried to purchase
some to create a homemade
meditation pillow for a
friend. She found they were
mostly available in bulk
and she didn’t need 700
pounds to make one pillow.

Buckwheat ker-
nels, which are used to
make kasha and flour, grow
inside the hard outer shell —
or hull.

“A lot of people
don’t know what they are.
But they are naturally hy-
poallergenic because they
are usually grown organi-
cally without pesticides.
People use them to make
pillows,” Holcombe said.

Lindsay Holcombe

She purchased a
store-bought pillow for her
friend and then bought a
20-pound bag of hulls to
try selling smaller amounts
on E-Bay. She packaged
them in bags and was suc-
cessful selling them.

That’s when the

unlikely idea for a home-
based business of selling
buckwheat hulls began to
germinate. She could sell a
hobbyist a 2-pound bag for
$5.99 plus shipping and fill
a growing sales niche.

More importantly,
she could capitalize on
Linday’s natural interest.

“Lindsay loved
the feel of them. She would
come and say she could get
the box or she could hand
the box to the guy at the
post office. It was some-
thing she enjoyed, but she
got bored very quickly
because the process was
very repetitive,” Holcombe
said.

As engineering
majors in college, both she
and her husband, Rick,
knew that mechanical engi-
neers were “hugely clever.”
So, without hesitation, she
contacted NC State.

(continued, page 4)

Don't miss the %
annualAnna’s Angels
Gala on Saturday April 2.

Enjoy an evening
of dining, dancing, and
auctioneering at Preston-
wood Country Club’s new

Grand Ballroom. Black tie
is optional.

WTVD ABC11
news anchor Steve Daniels
will emcee the evening’s
festivities, which will fea-
ture live music by the Funk

Daddies
and a benefit auction.

Tickets are $70.
To purchase tickets, e-mail
info@annas-angels.org .

(continued, page 6)
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Hello everyone! Hope all of Jourdan, who remains our chairperson. dars for this year's TDSN Picnic. It
you are doing well. If your family has Stephanie Bednar remains the co- will be coming upMay 14" and, as al-
been like my family, there has been chairperson. Denise Ryan has gra- ways, | am sure it will be a good time
some sicknesses going around. ciously taken over as secretary. Billy — if the weather cooperates.

| know it has been a while

since the
apologize

Zahn remains our treasurer, while the
other members are Patty Dudek, Martin
Osterhout, and our newest member,
Jerry Higgins.

That is all | have for now.
Until next time, keep being well and
enjoy those wonderful kids of ours.

last letter from the Chair and |

The board has been going : : Sincerely,
i Right now we are focusing on
through some changes and we are fi- - . .
. : > finding volunteers for different com- Stephanie Bednar
nally getting things in order. We want mittees
to make sure that everything runs ' TDSN Co-Chairperson

smoothly.

This year we have decided to

decrease
members
the organ

This year’'s board members are Allison Make sure to mark your calen-

We have filled a few of the
spots, but we are still in need for some
others. If you are interested in volun-
teering, please contact me at

sbhednar@ctc.net

the number of our board
. We think it will be better for
ization in reaching our goals.

The Annual TDSN Picnic will be held on SaturdayayviL4 at the Preston Vil-
lage playground in Cary. The picnic will start gb4n., with food to be served at 5.

This is a potluck event and we ask that peoplegasippetizers, entrees and de:
serts. TDSN will provide drinks, paper products antery. Call Picnic Chairperson
Patty Dudek with questions at (919) 481-9473 odgs®otes taArDSN@nc.rr.com

This is always a fun event for the kids and paeioio! There will be a clown
and lots of music and entertainment for the kidstistg at 6 p.m.

Preston Village has a spacious covered pavilioiclnis ideal for the meal. It is
a beautiful setting, with a gazebo at the endddek on a nearby pond. The kids alway
enjoy the gated playground, which has numerousbifig) swinging, and running oppor
tunities, with age-appropriate areas for smallédoén.

The Preston Village subdivision is located offdavis Drive in Cary. Directions are on our
website atvww.TriangleDownSyndrome.org

Don’t miss this TDSN family event, which bringstegether for a great time of fellowship,
food and fun.

The rain date will be Sunday, May 15.
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March 10

March 12

March 19

April 2

X

April 9

April 23

May 14

Gluten-Free Cooking Class4 and 5:30 p.m. Whole foods Market, 3540 Wadeniee
Raleigh Free. Pre-registration required. (BZ8-5805See page 6). @

Teen to Adulthood Parent Meeting.Topic: Housing Options. Speaker, Suzanne Goerger,
Single Portal Coordinator, Wake County Human Bes: 9:30-11 a.m. Millborook Exchange
Community Center, 1905 Spring Forest Road, RhaldRgfreshments provided. Free.
Contact Kathy Honeyman, (919) 878-323%0oneymank@eatrthlink.net

Parent Support Meeting. Meet the TDSN Board of Directors. 10 a.m. Whitaif®$ United
Methodist Church, Cary. Refreshments and chilé provided. Free. Contact Sandra Bettex ,
(919) 303-9164, or keith9164@aol.c@directions, page 7).

Anna’s Angels 2" Annual Gala. Prestonwood Country Club, Cary. Dinner, dancing and
benefit auction. Black tie optional. Tickets $Bmail: info@annas-angels.ofgee page 1). ‘ﬁ‘z

- e - T —

Teen to Adulthood Parent Meeting.Topic: Advocacy IssueSusan Reed, Executive Director
of The Arc of Wake County will discuss what paeeand caregivers need to know about
how political decisions will affect our kids the future and how we can get involvéd30-11
a.m. Millborook Exchange Community Center, 18})5ing Forest Road, Raleigh. Refreshments
provided. Free. Contact Kathy Honeyman , (91/8-8239, ohoneymank@earthlink.net

Parent Support Meeting. Autism Spectrum Disorders. 10 a.m. White PlainstéthMethodist
Church, Cary. Refreshments and child care pealiéfree. Contact Sandra Bettex , (919) 303-9164
keith9164@aol.cofDirections, page 7).

TDSN Annual Picnic.4 p.m. Prestonwood Village, Cary. Bring food, ghfam. Contact Patty Dudek|,
(919) 481-9473, or _ send notestDSN@nc.rr.con{see page 2).

#)

3/4/2001
3/8/2002
3/9/2004
3/15/2004
3/20/2001
3/20/1994
3/21/2001
3/22/2004

Zachary Coghill 3/22/2001 Tempest McKenzie 4/10/2000 Felipe Franischine
Lindsey Woodard 3/24/2000 Emily Lanning 4/11/1994 Kevin lannucci
Molly Minnick 3/24/1993 Sarah Goldberg 4/15/2004 Heather Wilde
Jonathan Roberts 3/29/2000 Olivia Ryan

William Reid Holmes 4/2/1999 Christopher Corbin

Benjamin Seagroves 4/3/2003 Emma Waterman

Emily Kouder 4/4/1984 Kerry Hagner

William Sipe 4/7/2003 Tanner Hughes % 'Ij$ 2
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GIFTSNC invites parents who For Ashby, the acronym could
homeschool children with SpeCial needs not have been more appropriate for
to connect with a growing number of  this special group.
parents who are doing the same thing.

GIFTSNC is a place to discuss
and exchange ideas regarding curricu-
lum choices and modifications, medical
and therapy issues, social opportunities
and much more.

The brainchild of homeschool
mom Kim Ashby of Raleigh, the e-list
is a cyber meeting place for
homeschoolers that have children with
special needs.

The “G” in GIFTSNC stands
for Giving (and Getting). The rest is

an acronym forl nformationFor

TeachingSpeciaI NeedsChildren.

GIFTSNC is a place where
parents can support each other as they
work to meet the daily challenges of
rearing, guiding and teaching their chil-
dren

Whether it is physical, devel-
opmental, medical, communication or
learning challenges that face these chil-
dren, the group is a statewide resource
for others who are encountering similar
issues.

* H# o

Ashby has been home school-
ing for six years. She launched the on-
line support group in May 2001. It has
has grown to include 116 families in
North Carolina.

“These are very supportive,
creative people,” Ashby said.

She said the group has proved
an invaluable resource for parents like
herself because others are eager to
share what has worked for them — and
what hasn't.

A brief, family bio is required
and will be requested on all pending
memberships. This bio will also be
used as an introduction to the group.

On the web, go to
http://groups.yahoo.com/group/GIFTSNC/
where you will find your link to this
unique group

(continued from page 1)

Dr. Hamid Davoodi, a
lecturer in the Department of
Mechanical and Aerospace En
neering at NC State, saw the
Holcombes’ request and ap-
proached some of his students
with the idea of having the pro-
ject fulfill an engineering elec-
tive requirement. Four of his
senior mechanical engineering
students — David Anderson,
Nathan Houston, Bernard “BJ”

=
1

more people with disabilities.

“We started the business be-
cause our daughter needs to learn job
skills,” she said. “Unfortunately, there is
a very long waiting period to be placed in
environments that offer job-skills training
for people with developmental disabili-
ties.”

For Lindsay and Christie, it
provides fun and satisfaction.

“It's great!” said Lindsay.

Meier and George Ware —
were immediately interested i

Lindsay, Christie and the NC State team of engsi€Breir device is at right.

the proposition. work. It would have to do some of the work

Lindsay was happy to show but leave Lindsay with some decisions to
them around her house and garage so make, levers to pull, measuring to do, and
they could see for themselves what type labels to print.
of workstation would be suitable in the

home-based business. The result far exceeded expecta-

tions. The invention and business were
recently featured in the Cary News. Called
www.BuckwheatHull.comthe business
employs Lindsay and her friend, Christie

‘The challenge was to create a Fahey, both 16. Christie, of Cary, is also
mechanized — not motorized — machine homeschooled and has autism.

that would reduce the repetition of con-
verting a 700-pound bag of buckwheat _ Holcombe also sees a larger po-
hulls into smaller ones but not do all the tential to provide jobs and job training for

“They measured my arm,” she
smiled.
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“Life is really pretty short to
hate all that you do every day,” said Ash-
ley Stone, School-to-Work Instructor for
Goodwill Industries of Eastern North
Carolina (GIENC).

That's why GIENC’s'School-
to-Work” job skills program an&um-
mer Intern Experience help train teen-
agers with disabilities how to do — and
how to get — jobs they are interested in.

The work-based learning pro-
gram accepts high school students with
disabilities from ages 14-21. The on-site
program, located at 4808 Chin Page Road
in Durham, trains as many as 60 students
from Wake County, Durham County
and Chapel Hill/ Carboro school dis-
tricts during the school year. Interns can
earn credit hours toward a diploma in
the state Occupational Curse of Study.

The goal of the School-to-
Work program is to provide to high
school students with disabilities the skills
that will empower them to become suc-
cessfully employed in the community.
The focus of the program is to promote
the development of social skills while
integrating the element of work experi-
ence.

At a recenfTeen To Adulthood
Parent Groupmeeting at Millbrook Ex-
change Community Center in Raleigh,
Stone and other representatives of
GIENC told parents about how the pro-
gram works.

3" # -

Stone said with contracts from
big companies such as Revlon, Burt's
Bees, and even some high tech compa-
nies, the interns work in light product
assembly and receive a paycheck based
on the number of pieces they assemble
correctly. They learn a variety of related
jobs from packaging to collating.

for the first two weeks, helping them
figure out the procedures they need to
follow while becoming acquainted with
the routine.

“My job is to work alongside
them until they are comfortable and until
they are capable,” of doing it on their
own, Meserth said.

The focus of the job training,
though, is learning about the work envi-
ronment. They learn everything from how
to punch a time clock to what it takes to
get along with co-workers. The students Another important part is to
learn decision-making skills, self- instill a strong work ethic and strong
management and receive an introduction work ideals in the employee, she said.

to community resources.

Part of that is figuring out who
they can go to for help and advice on the
job, she said.

Meserth smiled and said ini-
tially most of her clients hate her, partly
because of her high expectations. It is the
same reason they come to love her once
they realize how those expectations have
helped them achieve a goal.

The summer program, which
is limited to 15 interns per
session, provides additional
practical experience, includ-
ing learning to ride public

transportation independently. “I love it when | get to see a

The program is designed asa  student who was non-verbal who then
stepping stone to open up opportunities to goes on to be employee of the month at
teens with disabilities to enter the work  his new job,” said Meserth. She said em-
force as adults. ployers are becoming more open to hiring
people with disabilities and realizing they

Job Coach Nicole Meserth can contribute much to the company.

works with them on resume building and
interviewing skills. For information, call Gena

Brown, GIENC School-to-Work Program
Liaison, at (919) 941-9600, ext. 125. For
more information on Goodwill Industries

of Eastern North Carolina, go to their
website atwww.goodwillenc.org

“If they don’t get hired, it's
probably a learning process. They learn
how to deal with not getting a job,” said
Meserth.

Meserth shadows the employee
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TheCarolina Communica-
tion Project of the University of North
Carolina-Chapel Hill is seeking boys
with Down syndrome who are ages 6 to
13 to participate in its ongoing speech
study.

Your child will receive
speech, language and developmental
assessments either in your home or his
school.

All visits are scheduled for
times convenient for you. After each
visit, you will receive a short summary
of the assessment and $50 in apprecia-
tion of your involvement.

jects at the University of North Caro-
lina-Chapel Hill.

If you are interested in partici-
pating in this project, please call the
Project Coordinator, Kathleen Ander-

Study coordinators are also son, at (877) 696-5797 or (919) 843-
happy to discuss your son’s speech and 5422. You can also e-mail her at Kath-
language skills. The study has been leen_anderson@unc.edu.
approved by the Committee on the Pro-
tection of the Rights of Human Sub-
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On Thursday, March 10, come
join two noted authorities on a gluten-free
lifestyle for an afternoon of learning
about healthy eating for people with ce-
liac disease and gluten intolerance. The
classes begin at 4 p.m. at Whole Foods
Market, 3540 Wade Avenue in Raleigh.

Gluten-Free for Kids, 4-5 p.m.

Jax Lowell will read from her
book “No More Tummy Aches and Cup-
cakes.” Lee Tobin, of Whole Foods Mar-
ket Gluten-Free Bakehouse, which
opened in Morrisville in October of 2004,
will demonstrate how to make delicious
gluten-free cupcakes. Children will be
sent home with cupcakes to decorate.

Eating Gluten-Free,5:30-6:30 p.m.

Lowell will discuss her new
comprehensive book, “The Gluten-Free
Bible.” Tobin will demonstrate a gluten-
free Irish Soda Bread.

There is no charge for the class,
but pre-registration is required because
space is limited. To sign up for a class or
to receive more information, please con-
tact Customer Service at 919-828-5805.

About the speakers

Jax Lowell

Jax Lowell authored “Against
the Grain” in 1995, helping to put celiac
disease on the national radar screen.

“The Gluten-Free Bible,” just
published in 2005, is the long-awaited
sequel to “Against the Grain” and at 580
pages, it really is the definitive guide to
negotiating the brave new world of the
celiac. Whether reading her fiction or
discussing the gluten-free life, an appeal-
ing mix of humor and compassion has
made Jax a popular speaker.

Lee Tobin

Lee Tobin of Whole Foods
Market is making gluten-free bakehouse
items available to customers who share
his condition of gluten intolerance. Tobin
enjoys a nationwide reputation for natural
gluten-free fare, available to celiacs or
anyone with gluten intolerance. He has
spoken to several national, regional and
local conferences of celiac groups, dieti-
cians and the medical community. The
Whole Foods Market Gluten-Free Bake-
house opened in October 2004.

About Celiac Disease

Celiac disease is a digestive
disorder, found in individuals who are
genetically susceptible, that results in
damage to the small intestine by interfer-
ing with the absorption of nutrients, ac-
cording to the Celiac Disease Foundation
website.

It affects about 1 percent of the
general population, and is associated with
Down syndrome.

Gluten, a protein in cereal
grains, are harmful to people with celiac
disease. According to the Celiac Disease
Foundation, the proteins in wheat and
other grains damage the surface of the
small intestine because of a toxic reaction
of the immune system to the ingestion of
gluten. For more information on celiac
disease, go on-line twww.celiac.org

(continued from page 1)

Anna’s Angel’s was founded by
TDSN parents Michelle Pfeiffer and her
husband, Andy Merrills, after their
daughter Anna’s recovery from leukemia.

The gala event raises funds for
the foundation. Enjoy a gourmet menu
and wonderful live entertainment.

The auction will entice you with
everything from getaway weekends to
massages to framed artwork.

First Grants Bestowed

Anna’s Angels gave out its first
grants in February. The grants are in-
tended to provide funds to promote labo-
ratory and clinical research in the areas of
Down syndrome and leukemia. A scien-

tific advisory panel of four leading physi-
cians from Duke University Medical
Center, along with Merrills and Pfeiffer,
will review the applications and issue the
grants once a year. Below is a description
of the studies which received the grants.

Alzheimer’s drug for Down syndrome

The first study looks into the
safety and efficacy of Rivastigmine in
adolescents with Down syndrome. This
FDA-approved Alzheimer’s drug has
shown to be effective in improving lan-
guage performance in adults and children
with Down syndrome, but more research
was needed. This research is being con-
ducted by Gail Spiridigliozzi, PhD at
Duke University Medical Center.

Iron deficiency studied in
children with Down syndrome

The second research grant is a
pilot study screening for the prevalence
of iron deficiency in children with Down
syndrome. Iron plays an important role in
brain development. This research is being
conducted by Dr. Priya Kishnani at Duke
University Medical Center.

For details of the studies, go to
the Anna’s Angels’ web site at
www.annas-angels.org or you can e-malil
Michelle atmichellepfeiffer@nc.rr.com
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It's later than we think!

It's already time to start
planning the 2005 Buddy Walk,
which is tentatively planned to take
place on October 8 at Bond Park in
Cary.

Martin Osterhout and An-
drea Higgins are co-chairing this
year's Buddy Walk Committee. They
are looking for volunteers and ideas
to make this year’s fundraiser and
community awareness event a suc-
cess.

Please contact Andrea at
(919) 217-9753 or e-mail her at
jandahiggins@aol.conor contact
Martin at (919) 836-2934 or by e-mail
at martin.h.osterhout@gsk.com

If you have a corpo-
rate or celebrity contact that
you think might be interested
in contributing time or dona-
tions to the Buddy Walk,
please consider sharing them
with the committee.

Do you have an idea
to jazz up the T-shirt design?
Food? Entertainment? Don’t
keep quiet! Join this committee
or at least share your thoughts.
Let’s build on previous suc-
cesses and make it the high-
light of the year for TDSN and
the community.

Support our kids!

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

Submissions Submissions to the newsletter

to those for whom we have e-mail addresses are due by the 12th of even-numbered

when a new issue of TDSN News is avail-
able to view/print at our website (see be-
low). Printed subscriptions are mailed 3rd
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 Sherri Coyle at
inklady@nc.rr.com or leave a message on
the TDSN Information Line at (919) 788-
3646.
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months. Any information received after that
date will be considered for the next newslet-
ter. Ideas, articles and pictures for the news-
letter should be sent to the editor, Andrea
Higgins, atiandahiggins@aol.conThe

next deadline is April 12 for the May-June
issue.

TDSN General Information:

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

pdudek@nc.rr.comindicate 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 LineGet 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 Method-

ist Church is located at 313 S.E. Maynard
Road, also known as Maynard Loop, which
circles Cary. From Interstate 4Dake exit
291 to Cary Towne Blvd. and turn right
(west) towards the intersection with May-

nard. Then turn left on Maynard Road.
From Highway 54Highway 54 intersects
Maynard Loop at two points. Turn right on
to Maynard and travel southeast at the west-
ern intersection or turn left on Maynard and
travel southwest at the eastern intersection.
From US Route 1/64Take exit 292 to Wal-
nut Street and go north. Turn left on May-
nard at the intersection of Walnut and May-
nard Loop across from the Cary Towne
Center Shopping Mall.
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TDSN Membership Enrollment Form & Survey

Please complete the following for ALL members atiyaddress, including children and parents. THarmation will help
us develop programs targeted at specific age gré\gsociate Members receive the newsletter frezhafge and are welcome
at all meetings, group events and functions. Regggt members, for a nominal $5 fee, may also \atédard members and
bylaws and serve on the board. This level of mesibpris for any individual, family, self-advocateprofessional who would
like to take an active role in guiding TDSN to leetserve its members.

Total Registered Members:-

Total Amount Enclosed for Registered Membership$%) :
Please clip and return completed form to: TDSN PO Box 37190, RaleighC 27627-7190

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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