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SUPPORTING PARENTS TO ADDRESS
CHALLENGING BEHAVIOR AT HOME

A new research study at the University of (e.g. hand biting) that disrupt everyday family

Wisconsin, evaluating the use of video-
conferencing (i.e. computer web camera,

Internet) to support and

teach parents of

children with developmental disabilities
behavior strategies to reduce challenging
behavior is now recruiting participants.

Is your child between the ages of 3 and 9
and have a diagnosis of a developmental
disability (e.g. autism, Down syndrome,

intellectual disability)?

Does your child engage in challenging
behaviors such as aggression, tantrums,
“stimming,” or self-injurious behaviors

routines? If so, you may qualify for participation
in a study that seeks to evaluate the effects of
technology to support parents in their own
home to address their child’s challenging
behavior and teach appropriate communication.

Participating caregivers may be biological
or adoptive parents, foster parents or legal
guardians of the participating child. Distance
and access to necessary computer equipment is
not a barrier to participation.

Contact Wendy Machalicek, Ph.D at
608-890-2279 or via e-mail at
machalicek@wisc.edu.

oensation

get your mOVe@on

(&

A program for
children, teens,
and young adults
with special needs
and their families
and friends

exercise

Yoga

arts and crafts
wmusic

games

light refreshments
and wore...

al, %zmdz)y

November 14 2010

Chapel Hill Kehillah
1200 Mason Farm Road
Chapel Hill, NC

2:00 t0 4:00 pm

Pre-register:
www.shalomdeh.org (BRIDGES)
919-489-5339

Let us know ages of children and/or any

assistance they might need to participate fully.

No fees to attend.
Please bring canned goods to donate.

This program is brought to you by BRIPGES.
For information about BRIDGES or other JCC programs,
contact the Durham-Chapel Hill Jewish Federation:

www.shalowmodeh.org or 919-489-5335.

A
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Yo &

'fur people with special needs
Durham-Chapel Hill Jewish Federation JCC

'Jewish

‘;ederation
Durham- Ghape Hil

‘i Kasey Treadway

A proud

Custom Mail Solutions sponsor
the smart way to mail of
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Scholarship for TIDSN's Mollie Tew!

Congratulations to TDSN self-advocate Mollie
Tew, who received one of five scholarships
awarded by NDSS through The Joshua O'Neill
and Zeshan Tabani Enrichment Fund for
students pursuing postsecondary education.

Mollie just graduated from Middle Creek High
School in Apex. She is going to the College of
Charleston in South Carolina with plans to
become a physical therapist.

Visit: http://bit.ly/aYNojp to see Mollie’s story

/s

drome.or

Contact:
Leigh@triangledowns

teatured onWRAL news. Visit www.ndss.org for
more information about the scholarship and the
application process.

FAMILY ADJUSTMENT
MEASUREMENT STUDY

Are You a Parent of a Child with Special
Needs?

If you are the parent of a child or youth with special
needs, please consider participating in a study by the
Institutional Review Board (IRB) at the University
of Central Florida to develop an adjustment measure
for parents of children with special needs. The
survey is online and will take about 30 minutes to
complete. All information provided is kept
anonymous and your name and answers will not be
shared with others.

What is an adjustment measure?
An adjustment measure is an assessment to measure
how individuals are handling various types of
situations in their life. The Family Adjustment
Measure is interested in how parents of children
with special needs are adjusting.

Why Your Involvement is Important?
By completing the survey, you will help in the
development of the Family Adjustment Measure
(FAM). The information you provide will help IRB
learn more about what works and help identify ways
they can respond better to the needs of families.

Compensation?

Participants will not be compensated for
participation since this study is anonymous.
However, Dr. Andrew Daire and the UCF Marriage
& Family Research Institute will (a) conduct a
teleconference call or webinar to present and discuss
the study results; (b) conduct a 9o-minute

teleconference or webinar on a topic related to
family adjustment; and (c) once the development is
complete, make this assessment available for free to
professionals working with these parents and
families. Please go to http://mfri.ucf.edu in April
2011 for information on the workshop or webinar.

Who Can Participate?
IRB is looking for parents of children or youth with
special needs that are married or in a committed
relationship and at least 18 years of age.

What is IRB?
IRB oversees research involving human participants.
It has reviewed and approved this study
(SBE-10-06718). For more information about your
rights as a research participant, contact:
Institutional Review Board, University of Central
Florida, Office of Research & Commercialization,
12201 Research Parkway, Suite 501, Orlando, FL
328263246 or by telephone at 407-823-2901.

About the Researchers:

Dr. Daire, Associate Professor in UCF Counselor
Education Program and Executive Director for the
UCF Marriage & Family Research Institute, can be
reached at adaire@mail.ucf.edu or 407-823-1748.
Vanessa Dominguez, RAMP/MFRI Research
Assistant, can be reached at yndo7@knights.ucf.edu
or 407-823-1748. Please click on the link below to
access the study on Survey Monkey:

http://www.surveymonkey.com/famproject
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Dr. Layton traveled to Guangzhou, People’s
Republic of China in August to train parents and
professionals on “Communication Among Children
with Down Syndrome.”
The training lasted three
days and also included
evaluations on several
young Chinese children
with Down syndrome.
Yang-Ai Special Children
Parent Club, a parent
organization similar to the Triangle Down Syndrome
Network, invited Dr. Layton. Yang-Ai has 1,100 family
members, of which
more than 200 are
families who have
children with
Down syndrome.
In China, the
estimated number
of individuals with
Down syndrome is
1.62 million, a
birth rate much
lower than in the
United States. The birth prevalence is low, less than
1/1,000 live births, because of the one-child family
policy. This means women usually choose to have a
child between ages 25 and 27, and pregnant women
of advanced maternal age are rare. Thus, the
prevalence rate for first born children presenting with
Down syndrome is much less.

Approximately 100 participants attended the
training. Many of the participants were parents who
brought their children. Dr. Layton was impressed
with the motivation and parental support shown to
the children. Many of the families had introduced
early oral motor skills to assist in feeding,

a lot of questlons and concerns about oral-motor
skills, behavior and, of course, speech production and
communication. These are the same questions
frequently asked by families in the Triangle. Because
of the low rate of children with Down syndrome,
several of the Chinese families reported they had a

difficult time locating a pediatrician who understood

their children and who could provide appropriate
health services.
Dr. Layton talked extensively about the

Ask The Expert: Travels in China

Dr. Thomas Layton, president and owner of T&T Communication Services, and TDSN Board
member, shares bis more than 35 years of expertise in speech pathology, as well as his extensive
work with individuals with Down syndrome.

Triangle Down Syndrome Network. He shared with the
Yang-Ai Parent Club our parent’s handbook, a calendar
and several handouts. He also talked about our social
activities; fund raisers like
the Buddy Walk and our
parent-to-parent connections.
He invited the Director of
A% the Yang-Ai Parent Club and
other families to come to
North Carolina to observe
and to meet with our
families. He hopes an ongoing international connection
develops from his meeting.
Dr. Layton and Dr. Grace Hao from Talk and
Total Communication translated their “Developmental
Scale for Children with Down Syndrome” into Chinese.
Several of the Chinese families completed the scale on
their children and Dr. Layton used it to help evaluate
the children. Dr. Layton reported that the Chinese
version of the scale was quite accurate in evaluating the
children despite its English to Mandarin translation. Dr.
Layton and Dr. Hao hope to assist the Yang-Ai Special
Children Parent Club in fully standardizing the scale on
Mandarin speaking children.
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In March Nikki and

Anthony Esquivel of Holly
Springs, married 17 years,
adopted Ezekiel, 2, adding to
their family of two biological
children Aaron, 16, and Elliana,
13, and Lemuel, 12 and Kyle, 9,
adopted from the Philippines.

In our family, we are Christ-
followers and often, my daughter and
I would browse the Christian.
Adoption Services ~website, and
pray for the “waiting children.” One
evening she pointed at Ezekiel's photo
and said, "Look at HIM...He bas
Down syndrome AND he's
Filipino...be's perfect!"

I had a good laugh. She printed his
photo to tape to ber mirror and pray
for bim.

We were not looking to add a child
to our family but Elliana showed
the photo to ber father (who is
Filipino) and began to "pester" him.
about adopting this little boy. My
busband eventually sat ber down and
told her not to ask again, that bhe and
I would pray about and discuss it.

Well, on Mother's Day, 2009, my
busband said be called to request the
little boy's file. I was elated! Nine
months later, we welcomed precious
Exzekiel and have been unspeakably
blessed by his presence. There is truly
nobody like this child with Down.
syndrome. He brings out the best in.
all of us and we have so much joy
Just because be is with us!

Several family members were not.
supportive of us adopting a child
with Down Syndrome. Now that.
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Three new TDSN
members arrived through
| international adoption in
| ,: ' 2010.

\::/ how this trio wound up
kil | where they belong, as

told by their moms:
r

Here is a bit of

Milana

Married 11 years with three daughters,
Raleigh residents Jennifer and Chris
Wojcik never considered adoption —
until Jennifer came across Reece’s
Rainbow.

My 8-year-old twin daughters Riley and
Peyton and I would look at the website
every night and they would include those
children in their prayers. Even my 19-year-
old Karissa at college would call or e-mail
about ber favorite kids on Reece’s Rainbow.

Once we decided to adopt, choosing a
child was the hardest part. Milana’s
adorable little face and those tiny little
bands just melted our hearts.

Several adoption fundraisers belped raise
money to bring Milana, 3, home from her
native Ukraine — at local restaurants,
yard sales, a family car wash, and the
twins had a lemonade stand with a big
picture of Milana’s, and donated their
piggy bank savings! A large gift from.
incredibly kind anonymous donor to our
Family Support Page on Reece’s Rainbow
allowed us to bring her home September 15.

Meeting for the first time was surreal.
She came toward us with her arms
extended smiling and laughing. We scooped
ber right up and just hugged her and held
ber. Quiet at first, she was just precious!
Much louder now, she is nonverbal, but is
~very bright and learning signs! She can.
understand some English. We try to speak_

Nadia

Kristin and Jim Ferguson of
Raleigh, married 16 years,
adopted Nadia Irina, 2, from
Ukraine in June.

We decided on Nadlia after praying
over the entire list of little ones from.
Ukraine on. Reece’s Rainbow
website. Ironically, our daughter Josi,
12, who bas Down syndrome, is the
one who kept saying, "I want ber."
whenever we stopped at Nadia's
Dpicture on the computer.

So, I guess you can say that God used
Josi to pick Nadia for our family. 1
bad always heard that international
adoption is not for the faint of heart.
and 1 found that to be true although
our process was VERY fast. We
committed to be Nadia's family on.
Jan. 10, 2010 and our court date to
make her officially "ours" was on.
June 17th, 2010.

There was a lot of paperwork to
dowhich is truly a full-time job
when you're in the thick of it but.
when you consider what you're
working toward, you just make it.
bappen. The setbacks can be
[frustrating but we continued to trust.
God's timing even though we
knew we wanted to go get Nadia
YESTERDAY!

When we first met Nadia she was
crying and had dark circles around
A her eyes but.

moment that.
¥ those things

N didn't seem to
‘ matter. She.

See Ezekiel, Milana, Nadia next page
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Ezekiel has been home for 6 montbs.
Eventhe most skeptical relative is
smitten! He just draws people in and
they want to be near him. It took
several fundraisers, grants, an
interest-free loan, dipping into
savings, and a lot of red tape, but:
Just like a labor and delivery, the
adoption process is full of joy, fear,
disappointments and triumphs but.
when you lay eyes on that gorgeous
child, in person, for the first time, the
thrill is IDENTICAL to the thrill I
felt when seeing my biological children.
immediately after their births. You
realize, right then and there that it was
all worth it and you would do it again.
for that little person in a beartbeat!

http://bringinghomezeke.blogspot.com/
2010/03/never-same.html

e
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to ber in Russian, too. Its an.
amazing journey, watching
our biological children learn.
about orphans around the
world and bave such a strong
beart to belp them. Milana is
such a character! She laughs so S’
bard and will laugh for such a long time. She loves everyone
too. She brings so much love to our home. See the family blog
at: www.jennandchrisandkpr.blogspot.com/

Milana

Nadia >y quickly allowed us to hold ber and that's when we became

aware of one of Nadia's sweetest characteristics...this girl hugs like
she means it...and she holds on like she's never letting go. Everyone who has beld
ber bas remarked on how wonderful it is to have ber "bug on you." She also bas
a smile and a mischievous grin that can melt your beart. Nadia adjusted quite
quickly to life with our family although there are some "orphanage" bebaviors
that are taking time to work through including how she still "rocks berself" to
sleep even though I rock her before putting ber in the bed. Otherwise, Nadia is a
delightful child and her siblings bave really taken to ber. Josi is having a little
trouble "sharing" Nadia and still doesn't like when others try to hold her or play
with her — including her own brothers, Allen, 14 and Michael, 10...but we're
hoping this part of our transition phase will end soon.

When I think of what Nadia's life would be like if we hadn't gotten ber out of
the orphanage, it makes me cry. In fact, anotber little girl with Ds who was a
little older than Nadia and in the same orphanage, died
last week simply because she didn't have the beart surgery
she so desperately needed. Not everyone is in a position to
adopt, but everyone can help in some way to make sure
those that want to adopt are able to and that more of

these little ones can be brought home to families where they T
belong! http://seeingtheupsideofdown.blogspot.com/ = V _T(‘).si and Nadia

Also, check out: The National Down Syndrome Adoption Network www.dsagc.com/programs_adoption.as

TRIDAY NIGHT FRIENDS RESPITE IN DURHAM

Friday Night Friends, a ministry of newhope church in the care of younger children
Durham, provides Friday night respite for families with
medically fragile and special needs children. The

RSVP one week prior
for adequate staffing plans.
‘What will be offered?

program’s mission is to
provide medically
supervised care for these
special children in a loving
Christian environment.
‘Who can come?
The program welcomes all

children up to age 21 with special needs, whose

Several special care rooms are
available to accommodate children
based on their developmental level. There is also a movie
room available, and an outdoor playground. Air
hockey and foosball tables, as well as a variety of games
and movies. A large mural modeled after downtown
Durham fills the walls. There are two quiet rooms

conditions may include autism, Down syndrome, Cerebral available upstairs, with a tent and mats, for children

Palsy, Spina Bifida, Muscular Dystrophy or others. Siblings
are welcome, too. Older
siblings are welcome and

> encouraged to assist with

newhope church
7619 Fayetteville Road
Durham

needing a less stimulating environment.
When? Friday, Nov. 19 & Dec.17 6- 1o p.m.

www.freewebs.com/lbgersuk/
or call Elizabeth Gersuk at 972-984-0862
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TDSN Mom's Night Out

November 9
6:30-9 p.m.
Molly Auble’s home. The meal is potluck, just bring an appetizer,
side dish or dessert to share. Contact Molly at 919-468-0556 or mollyauble @yahoo.com
to RSVP or get directions to her home.

December 2
6:30-9 p.m.

Join wus for a dinner out at Los Portales in Durham! Please RSVP by December 1

- are rsvp@triangledownsyndrome.org or by leaving a
Bab'e ays message at 919-803-0515 so that reservations can be made.
al“‘” e Los Portales

6905 Fayetteville Rd
Durham, NC

Dads only!
NDSS Webinar

G.R.A.N.D.S.

TDSN Support Group for Grandparents

DADS.

Down Syndrome

™

N%Y(?mber 6 Nov. 23 12-1 p.m.
a.m,
NDSS and the National D.A.D.S. (Dads Appreciating Down
1305 Binley Place, Raleigh Syndrome) will hold a policy webingr 'for fgthers onl.y. Visit
www.tdsn.org see the flyer for additional information on
7777777777777777777777777777777777777777777777 how to sign up for the webinar. Or, register at
R.S.V.P to TDSN Office: wwwz2.gotomeeting.com/register/585560338
919-803-0515 or To join the YahooGroup, send an e-mail to
rsvp@TriangleDownSyndrome.org tdsn_dads-subscribe@yahoogroups.com

with your name in the message field.

Swim-A-Thon for Anna’s Angels

The Marlins of Raleigh (MOR)-Wolfpack Aquatics Swim Team is gearing up for its annual swim-a-thon
on Saturday, Nov. 20. Members of the swim team (ages 5-18) participate by swimming as many laps as
possible in a two-hour time period, or 200 laps maximum. Each swimmer asks for pledges from friends,
family, businesses and neighbors. This year, Anna’s Angels, which benefits Down syndrome research at
Duke, is their charity.

MOR is a Silver Medal Club in the USA Swimming Club Excellence Program. This year, 360 MOR
swimmers are learning to set goals and understand values like commitment, dedication, perseverance -~
and of course, having fun.

If you would like to make a pledge or donation to this year’s MOR swim-a-thon, please contact Deb
Bigsby at debbigsby@nc.rr.com.
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Proclaiming October as Down Syndrome Awareness Month

WHEREAS, approximately one in every 8oo children are born with Down syndrome, representing approximately
5,000 births per year in United States; and

WHEREAS, while research and early intervention have resulted in dramatic improvements in the lifespan and
potential of those who are affected, more investigation is needed in the causes and treatment of Down syndrome; and

WHEREAS, people with Down syndrome possess a wide range of abilities, and are active participants in educational,
occupational, social, and recreational circles of the community; and

WHEREAS, the Triangle Down Syndrome Network has supported families who have children with Down syndrome
and desires to increase awareness and support of those with Down syndrome across our state; and

WHEREAS, developed by the National Down Syndrome Society in 1995, the Buddy Walk® is an annual event in cities
across North Carolina and the nation celebrating the accomplishments of children and adults with Down syndrome

WHEREAS, the Buddy Walk® also promotes acceptance and inclusion
of people with Down syndrome, while raising funds for local programs
and national advocacy efforts; and

NOW, THEREFORE, I, Jackie Holcombe, Mayor of the Town of
Morrisville on behalf of the Town Council, do hereby proclaim October
2010 “Down Syndrome Awareness Month” in Morrisville, North
Carolina and encourage all citizens to work together to promote
awareness of Down syndrome, to celebrate the accomplishments of
these individuals and their families and to participate in the 2010 Buddy
Walk, Sunday, October 10, 2010 at Brier Creek Community Park
starting at 1:00 p.m.

(pictured right) Morrisville Mayor and TDSN member Jackie Holcombe tells
the Buddy Walk about the proclamation adopted by the town. Thanks, Jackie!

Morrisville Takes S
I

Jackie Holcombe, Ed, Melody & Sammie Kruse, Beth, Elizabeth & Kyle Allen, Lindsay & Rick Holcombe, Lana Calloway & family Dylan & mom
Jeannie Kinlaw, helped at the public reading of the proclamation in Morrisville.

‘Rosa’ Rids Laws of ‘Mental Retardation” |

Long used as a derogatory term, from now on, the phrase "mental retardation" will no longer be a part of
any federal rule or law;, whether it is related to education, health or labor. It will be replaced with the phrase
"intellectual disabilities" everywhere it currently appears.

“Rosa’s Law” is named for a girl from Maryland, Rosa Marcellino, who has Down syndrome, and who
successfully advocated for the elimination of the phrase "mentally retarded" in Maryland state law.

President Obama signed the law on Oct. 5, mandating the changes in the references to mental retardation
to intellectual disabilities.
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.t‘ Thank You Buddy Walk® Sponsors!

Bio-Tech Prosthetics and Orthotics of Raleigh

You can sﬂf[i]l]l make a Capital Events Q-Shack
fundraising page! Capita Ford Rex Healthcare
wiww.firstgiving.com/tdsn ENT & Audiology Associates §mith Seal of NC
Exhibit Resources Southern Door & Trim

‘ ~ ‘Ff eshpoint Storr Office Environments
1lust Music DJ Service US Foods

o I

I”l

wesiys ¢INTERNET
pm.rnldqhnc.gov

/Cdl‘OllndB(l( k

))l\\lll(l

.C%“‘gluucs PAWN....
“save mosey b Bme shap vilage pewn onfen”

w Special Theater Arts Raleigh

™

MIDDLEMAN
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Triangle Down Syndrome Network

Support Educate Connect

PO Box 37305
Raleigh, NC 27627

Phone: 919-803-0515

www. TriangleDownSyndrome.org
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