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REACH Center Registration Open

STUDENT APPLICATIAIRE NOW BEING TAKEDR THE FALL SEMIRSTE
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be open for classes beginning in September of 2009. ThE€WRE&Nter is a supplemental educational
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put on researckbased teaching techniques and eos-one instruction, this program is orm-a-kind in
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we offer is a rare opportunity for parents to receive supplemental or ongoing educational services to
increase success in the general education classroom and to imprtargiom of skills once adults have
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Trained teachers and adult volunteers will be available for small group angmpae sessions with

students scheduled at their convenience at the REACH Center located at 6325 Lamar Road in Reno
Texas. A number of sessions will be available to each student at no charge each month, made possible

by the grant funding in place. Additional sessions will be available at a nominal fee. The Red River
+ffSe 526y {@YyRNRYS rpmvir&umdimsd adapted format to folub $bl¢ly LINE 3
on Kindergarterreadiness skills for Pi€ age students. A lifelong learning program which will offer

adults with DS and other intellectual disabilities both ameone and group workshops will also be
available.
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the individual student. We do not have a set lesson plan for all of our students. It is a dynamic program
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Applications will be accepted beginning August 1, 2009 throughout the first semester as enrollment
space allows. To receive an application by mail or for more information, please contact the REACH
Center at (93) 7831922. Applications are available for download at the RRVDSS website:
www.redriverdss.org/reach. Slots will be filled on a fgstne, firstserved basis. Volunteers are still
needed. For info, contact the REACH Center today.



Back to School &ources

In just a few short weeks, our children will be headed back into the classroom. This is a perfect time to
do some extra homework as parents to make the school year successful for both your child and the
teacher! Here are some great ideas on wjati can do:
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personality, likes and dislikes, familg] and strengths and weaknesses. Worried about

communicating? Try a Daily Communication Log to help alleviate miscommunications and to alert you

to issues your child might be having.

The Down Syndrome Association of Central Texas has a great nuhnbsources for parents as they

get ready to send their child back to the classroom including a template for a portfolio (which includes
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find these and lots more on their website at www.dsact.com/DSACTParentspage.html.

Governmental Affairs Update

Congressional Briefing on Savings Account Bill (H.R. 1205)

OnJuly 21, 2009, a briefing on the Achieving a Better Life Experience (ABLE) Act was held for
Congressional staff member3he meeting was sponsored by NDSC, NDSS, and other national disability
organizations.This bill would enable parents and others vl savings accounts in their child's name

for specific disability related expenses without the risk of disqualification from receiving federal benefits
needed to live and work in the communitABLE, which is strongly supported by NDSC and many other
national disability organizations, was initiated by a group of parents from the Down Syndrome
Association of North Virginia.

This legislation will offer families an additional option, among estate planning tools, to use in providing
for their child's future.

The purpose of the briefing was to enlist additionalspmnsors for the bill in the House of
RepresentativesThe bill and a list of esponsors can be found at http:/thomas.loc.gd¥nder bill
number, key in H.R. 1205, House of Representatlfgsur Representative is not on the list of-co
sponsors, please contact him or her and ask them tspmnsor this bill which will assist families in
providing resources for their childrefzor more information on this bill and its status in the
Senate,please contact susan@ndsccenter.org.

NDSC Continues Efforts to Addre¥®gaiting List Crisis



Susan Goodman, NDSC Director of Governmental Affairs recently met with the Director of Medicaid and
State Operations at the Center for Medicare and Medicaid Ser(@es) to discuss ways to meet the

needs of the hundreds of thousands of adults on waiting lists for Medicaid services across the country.
Representatives of the aging and mental health communities also participated in the meeting.

Medicaid is virtually te only funding stream available to pay for supports and services to enable adults
with disabilities to live and work in the communitiledicaid also pays for many services (ergspite
care, equipment, therapies) available for children that are novmted through the educational system.

Wanderingc Beyond the Homefront

By Deanna Tharpe

Perhaps you have wanderproofed your home to the extent that you feel safe that your son/daughter with Down
syndrome will not get out the door without at least you b eing aware of it. Greatd now, what do you do when you
are not at home? Take for example, our recent vacation with my son, who is 8.

First of all, | forgot to ask if the condo had locks other than the usual deadbolt. Next, we had to make a decision of

giving the boys the bedroom closer to the door or the one with the patio door three floors up. Needless to say, one

evening while everyone was trying to get ready, order pizza,
elevators and he was successtil in doing so. The security guard in the lobby had already phoned the police because

he thought this little boy had wandered in off the street. Yes, a portable door alarm would have been great, but we

didndédt bring one. Ch al few maresgray hairs that MiesxCiaieok wiill bavect@ covem d = a

Lots of parents have concerns over their childbés safety when
often anxious about leaving their child with another who might not have all the safeguards in place as they are in the

childodébs home. And even with al/l of t hose, we al |l know that

syndrome are incredibly clever and determined. That can make for a lot of sleepless nights, and ye s, more boxes of
Miss Clairol.

Recently, my son decided he had had enough of Childrenés Chu
with the little kids. Another Miss Clairol moment. But it made me realize that | had not had a conversation about

his wandering with the teacher. Now, we have a system worked out so that each of us knows he is safe at all times.

What about traveling? Inexpensive door alarms, motion detectors, alerting the staff at the hotel...all good ideas.

Even atfamilyget-t oget hers, Joel 6s wandering is an issue for us. At
opening and closing as family members arrive and leave, it can be a nightmare. Even when the immediate family

understands the issue, those visiting are often not aware of the dangerous situation that they are creating. Busy

preparing food or attending to guests can leave no eyes on your child. That is why it is important to designate

someone to watch over your child if you are going to be occupied with a task.

Many children will be attending school for the first time this fall or perhaps this is their first year without a
paraprofessional by their side each day. Whatever the situation, it is important that you alert the school or daycare
staffofyourc hi | dés propensity to wander.

I'n an article from Disability Solutions, Cindy Bohon Casten
AfCode Matthewo consisted of the following steps:



Step 1: Staff member who notices he is missing contacts the office.
Step2: The office announces fiCode Matthewodo over the intercom sy

Step 3: Classroom teachers search their classroom. Other staff check outside, the bathrooms, storage rooms, and
any other places where a teacher is not present.

Step 4: After one minute, call 9-1-1.

The staff was trained in how to use Code Matthew and the principal also notified the local police to inform them of
Matt hewds wandering. Casten also writes thatceduiesindaycare he
place including a lock on the playground gate.

There are a couple of things that you can do to help reinforce good habits with your child. | have learned that it is

extremely important for Joel t o st rchildandteke turhs giirglthe ordeiSt op! 0 Wo
Casten, in her article, explained that if you make it into a
they are learning this important concept. Put up a reminder PEC (Picture Exchange Communi@tion) card on your

doors so that you can go over it with your child and so that it will be eye level when they reach for the doorknob.

(These PEC cards were printed in the June 2009 issue of DSD and are available by request from RRVDSS or by

downloading them in the Newsletter section of our website.)

The aim is to be proactive rather than waiting for an incident to occur. On the adjacent page you will find some

great tips to implement with your child. In the meantime, you will have to swallow that littl e pill we call pride and tell
people that your child with Down syndrome has a little bit of wanderlust. For the most part, parents report that it
does subside as our children mature. However, we know that each child develops at a different pace and this could
be no different than potty training.

In the meantime, take precautions to ensure that your child is safe. That could mean security measures in your
home, a little extra training at school or daycare, or just talking it over with friends and family . It can mean the
world to you later.

Thanks to the Down Syndrome Guild of Kansas City and to Disability Solutions for their contributions to this article.



STOP WANDERING - BE PRO-ACTIVE

1 am not & safety expert. Bat [ do have 4 3 ¥ year old 500 with Down syndrome, who has made me intimsately acquainted with wandering. 1 bad this
semse ooy son would be a “wanderer™ even before I had any reason to believe i Muywsﬁnﬁmlm Bt I brushed it off thinking I was

& worry Wt of over-proteciive. Howewes, after my son was discovered in a school

1 readized that insead of

ﬂ.ﬁ. 1 should bave dose something io iry to prevent it from beppening. thﬁrnlmud:hm 1t 15 mothing short of & miracle that oo tap-

edy resubted from bis wandering that day,

1 mover snpmest that parents and teachers prepare for the possibibity that & cheld with Down syndrome will wander, just &5 yoo wonld prepare for a fire ar
ternads; creste o plas and review if once or twice a year. Don't dismis if jost becnse it hasn't happened. There is a greater Bkelihoad than mot that a
child with a develapemental disability (such as Diowm syndrome) wrill wander. One reason children with Down syndrome have a tendency 1o wander is
berase they afien have an inabality to assess danger or to process the comsequences The medical term for wandering is Elopement  Like the couple
wiho snealks off © be marmisd quietly without anyone realizing it uniil they oe pone. A child who wanders will slip away quisty when your atiention has
been diverted, even for jost a few seconds. The child will not yell or scream and canse a lot of disoption; yoo will just saddenly pofre heishe is mis-

img. H cam happen in an instant and can resolt in a mgedy.

Safety Tips for Students Who Wander
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that another child
had pilled. My 30 ted the oppaehieiy o smply walk rght
out of the clessoom. The teachers thereafter the
claszroom and pestioned 3 3 foot high bookcase with in
front of the doorwey.

Add 3 bell or neisemaker to e doer- The daycare center my
son attended didn't have a pood seowrity Tystem and couldn’t
afford 1o get one. But they did install a 530 alamm so that when
the door was opened a chime wouold sound and alarm the teacher
that somecne was exiting the classmom. A sef of bells afached
o the door handle or above the doorway would also do the mick

Enow the stiractive sunamces around the school-Parents and
teachers should dEscuss the things the child is atracted to. For
example, water is an afiractive musace for oy son.  He loves
water, When the wachers wene cleaning up the spilled paint and
som walked out of the classroom, he was located down the
in & empty clsuroom, ot 4 sink afteipling to wach his

10 Minute Hadios - Creste a lost ciald plan that would in-
chude a 10 minate Circumfiersnce seach starting from the
child’s classroom.  Search the mowt dangerous areas first,
mdtnlmmrmmﬂmdmm

be astipmed specific locations o search
upon ihe lost child signal Sesff should remain in
those areas uetil the child has bees locmed

Schoaol Code - Review the school's lest child palicy once or
twrice a year. Create a plan fior the child of concern. Mame the
emergency plan after the child and advise the school personmel
what to do specifically (be senoive to gbiings who might
attend the same school when thinking of a name for the schoal
code) For ezample: Code Adem Siep One S@ff member
who notices the child #s missing shonld contact the school
office. Step Two: The cffice snnownces Code Adam ower the
interoom system.  Step Thoree: Saff members search their
assipned locations. Step Four:  Call %1-1 afier a predeter-
mined number of mimses has passed.  Faclors to consider
be the age of the child and the proxizny of the schoal io a
Ty imtersection.

Identification — mmm-mm

they become lost that they will mot be able 1o =il someone
their name This is espacially nesded if the dhild rides fhe bos
and during field trips.



Fall Workshop Series Returns

The 2008 Fall Workshop Series included sessions on readinghaddr which were welleceived and
attended . The success of the series has led us to offer it once again this fall. Held on Saturday mornings
in September, October and November, th& hiour workshops cover a variety of topics relating to

Down syndrane and other intellectual disabilities. Each workshop is free and childcare is provided for a
minimal fee or no fee while space is available.

This year, our topics will include a New Parents Workshop scheduled for September 12, 2009 at 10 am.
Thisworkshop is for parents who have a child under the age of 3 years old. Aspects of this workshop

include emphasis on parenting, resources, services and transition options. Presented by parents of

children with Down syndrome, this free workshop will alsdiude a designated Q&A session for
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www.redriverdss.org.

Texarkana Hosts 1st Annual DS Awareness Classic

Thirteen teams participated in the 1st Annual Do@®yndrome Golf Classic at Texarkana Golf Ranch on

July 24, 2009, raising money and awareness for their community. Member families of Red River Valley

Down Syndrome Society organized a great event, raising funds for important programs and services in

their area including New Parent Outreach materials, educational workshops, and social activities. The
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hills of the course to compete for cash prizes. Therabon was capped off by the giveaway of tons of
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thanks go to Robert DaviBaul Quaid, Srand all of our helpers before, during and after the

tournament.

Calling All Teens/Adults with DS!!!

The Red River Valley Down Syndrome Society is working hard to expand our programs for teens and
adults with Down syndrome in our community. REACH Center registration includes adult tutoring
sessions forhose individuals who need instruction in a number of subjects (reading, math, computer
literacy) including help in retention of these subjects. Registration is open now. The REACH Center
program will also include workshops for adults as well asamene tutoring sessions.

Another program that is included in the REACH Center plan is a social group for teens and adults with
DS. A meeting will be held on Tuesday, August 18 at 6 pm for parents of/teens and adults with DS in
order to plan activities for thdall. Topics of need will be addressed. For more information, please
contact RRVDSS at 9083-1922. Volunteers are also needed to facilitate this program. A full year
commitment will be required.

Thinking of Homeschooling?



For years, parents haveade the choice to homeschool their children. However, now a new group of parents are
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school, they feel that they can better educate their dhitith DS in their own way at their own pace. RRVDSS

supports the choices that parents make and does not have an official opinion on homeschooling, but we would like

to address this issue with the help of moms who are homeschooling themselves.
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independent therapy instead of school therapy; it's important to be able to go when we need tocgo.schedule

her therapy on the days | want.it....... therapists schedules permitting of course, around our school t{dre/ou
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with people of all ages and is learning to interact very wele homeschool community has many opportunities

for special needs childn. Home School Legal Defense Association has hefmafents and children with special

ySSRa ¢
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recommends HSLDA (www.hslda.org) to parents who aie®@ OK2 2t Ay 3 G2 KSy @&2dz I NB |
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Other websiteghat parents should visit include www.ochec.com (Oklahoma), www.arkansashomeschoo.org
(Arkansas), and www.tcashe.org (Texas). Killingsworth also recommends: www.nthen.org and www.sethsa.org.
Oklahoma is unique in that they are the only state in thetéthBtates to have the option of homeschooling
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Killingsworth gives us these steps to being successful at homeschooling your child with Down syndrome:

1) Homeschooling is a viable optioviou can provide yowhild with the most effective learning environment
possible, free from many frustrations encountered in public schools for the parent and the child.

2) Set Goals for your child and for your famiistablish an Individual Student Plan (ISP) for yoildt efith

realistic and manageable long and short term goals and objectives. Remember you and your family while setting
these goals you may have other children that you are homeschooling, you still have your home and family to take
care of..

3) Choosig what, how, when and where to teaeliccept the fact that you may not be able to choose one
curriculum and use it for all subjects for your child, use the same curriculum each year or even be able to use an

established curriculum at all.

4) Everydaliving skills and real life experienceSor some children with disabilities, learning everyday living skills



and following your example as you go about your daily business is just as valuable as any material learned from a
book. This also allows you thegportunity to take side trips and explore tangents that come up during your
progress through a book topic.

5) 24/7 teaching You have access to your child, em@one, 24 hours per day. You can take advantage of
Saturdays and Sundays. If your ckildost productive hours may different than what typical school hours are.
Take advantage of every opportunity to teach or reinforce the topic you are working on.

6) Focus on how your child learns or what is important to hiBacome familiar with diéfrent techniques that

work for other children and keep trying until you find what works for your child. You may have a child that has a
particular interest that occupies his mind. Use that to your advantage by introducing less interesting topics
throughthis arena.

7) lgnore numbers-6 above- You will have impossible days. You could have all of the books in the world at your
fingertips and none of it would help on these days. You must give yourself permission to accept that this will
happen, it isa part of life, especially with children that have disabilities, and wake the next morning with a bright,
fresh attitude ready to tackle it all over again.

8) Follow your instinctsOur children are individuals, they cannot be placed in pigeon holésaregorized. If it
doesn't feel right, it probably isn't. You will find your comfort zone.

9) Become the guru and advocate for your chlléarn all that you can about your child's learning style, why they
learn differently, their diagnosis, yound their rights to homeschool and be an active member of society. You
need to be the expert about your child's diagnosis. Your child needs to know that you are his biggest fan and
supporter and that you will do whatever it takes to help them learn te independently in society.

Killingsworth has a full list of resources and books on homeschooling compiled for those interested in learning
more. For a complete list of books and resources on homeschooling your child with Down syndrome, please visit
our site at www.redriverdss.org/hsresources. Special thanks to Juanita Killingsworth (formerly of DSA of Central
Oklahoma) and to the members of RRVDSS who contributed to this article.






