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TheAngd inMy Life
By Honey S. Hastings, Sister and Future Teacher, Hondo, Texas

Editor’'s note: | first met Honey a little more than ten years ago when | connected to her parents, Mel and
Richard Dugosh, and her brother, Chris. Now all grown up, Honey isa senior at Sul Ross Sate University in
Alpine, Texas and preparing to become a teacher. She will graduate in December of 2002 with a degree in
Elementary Education and hopes to move back to Central Texas, to live and teach closer to Chris. When she
contacted me recently about sharing thisarticle, | wasdelighted. | think youwill enjoy it. It isalwaysexciting
to see the children we meet with deafblindness or visual impairments grow up and watch what they do as
adults. It isalso exciting to see what their sisters and brothers do. Honey, | know that you have made your
mom, dad and Chris very proud. Honey can be reached at P.O. Box 5003, Alpine, Texas 79832. Her phone
number is (915) 837-1603.

| wasvery young when he cameinto my life, the small brown-haired, hazel-eyed boy who fit in the palm of my
Daddy’shand. Eventhough he had been carried to term heweighed only four pounds, which, of course, isnot ided for
ahealthy baby. Thethingis, hewasnot healthy, according to my Daddy’svoice on the other end of the phonethat
night, when hecalled totell mel had anew baby brother. “What do you mean by not healthy, Daddy?’ | asked, Sitting
onthelap of my ederly neighbor asatear rolled down her age-wornface. Atear even| couldtell wasnot sprung fromjoy.

You see, | wasonly four when Chriswasborn. | did not understand thetechnical diagnosisthat the doctor had
given. | could not even pronounce Corneliade Lange Syndrometo savemy life, let done know what it meant. | did
know, however, that | had ababy brother al to mysdlf, tolovein only theway abig sister could.

Itisdifficult to describe Corneliade Lange Syndrome (CdL S), to thosewho have never seen anindividua withthis
uncommon genetic disorder. Thereisno known cause, except anirregularity onthethird chromosome, but that tiny
error left my brother legdly blind, deaf, mentally retarded, and physically disabled. It aso placed my mominastate of
shock, especialy whilewaiting for the doctor to do research to identify hissyndrome. My brother hasalready lived
past the day thedoctor direly predicted hislifewould expire. Heisnow sixteen, thirteen yearslonger than the doctor
said hewould ever live.

Chris, evenwith all of hisdisabilities, realy put that doctor in hisplace. Hejust smply survived. Sincehehasso
many different disabilities, it'sremarkable that he even hasthe ability to grasp adaily routine or interact with those
around him. Nevertheless, from thetime he came homefrom the hospital, he hashad aconstant smileon hisfacethat
couldtouch anyone'sheart. Hisbody, thoughtiny and disfigured, remindsmeof anange, with armsbent at the el bow
and only onetiny finger toresembleapair of wings. Hiseyebrowsjoininthemiddleto definebeautiful hazel eyesthat
dowly gaze out ontheworld, only to catch shadowsof lifeasit hurriedly passeshim by.

Now asateenager heisquitegrown up. Although still petitein size, heis steadfastly approaching adulthood. |
grew up with afearsome devotion to my brother as| watched those around merecoil in hispresence. | spent those
early yearsattending school and playing with my brother at home. Big sisterslove having someonearound to play
dressup with. It never occurred to methat not participating in the extracurricular activitiesfor school, such assports
and what not, was out of the ordinary. My brother and | wereinseparable. | waseverywhere hetended to be. It
alwayssurprised mewhenwewere out in public and everyonewould stare. | remember askingmy Mom, “What are
they staring at? | don’t seeanything.” Momwould just laugh and tell methat not everyone could seeanangdl. Hewas
special, and wewere blessed.

In my reluctant teenage years| beganto resent that, having Chrisasmy brother, | had to give up quiteabit. My
senior year of high school, | was needed to put Chrison the school bus, drivemyself to school, get out early intimeto
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get him off the bus, make dinner, clean the house, do my
homework, and goto bed. Anything extrathat | wanted
todofor myself, | had to maketimefor. All of thiswas
necessary, so my parents could work to make ends meet.
It was my duty to help out, despitefeeling that it wasex-
tremely unfair. | wasonly seventeen, and had donenoth-
ing to deserve this, so why did | have to sacrifice so
much? Why did | haveto giveup the presumed best year
of my life? Everyone elsewas out creating graduation
year memories. Why couldn’t1?

| am now only beginning to understand. | redlly did not
giveupmuchat al. Thelessonsl learned frommy brother
have mademetheperson| amtoday. | will begraduating
from collegeearly with adegreein Elementary Education.
That will allow meto play with children and teach the
thingsthey need to know, in order to move on through
their lives, outside of their homesand beyondthestars. |
only hope I can teach these children as much as my
brother hastaught me about determination, life, loveand
devotion. | want to sharewith them just how important
lifeis, and therolethat each and every individua has. He
isheretoremind methat | cantouchtheheartsof children
asthey grow, and hopefully point them inthe direction of
happiness. | can changealife, just like hechanged mine. Honey and Chris
Heismy angd.

When | Sart Skiing | Never Want to Siop
By Rebecca Soto, Student and Paralympic Hopeful, San Antonio, Texas

Editor’snote: You are about to meet an amazing young woman. In her own words, Rebecca will describe
her experiences about |earning how to ski, and how important thisactivity isin her life. Youwill beinspired by
her story. If youwant to know more about Rebecca’s skiing experiences or her plansto participate in the 2006
Paralympicsin Italy, you can contact her at <rebeccaskier @killamail.com>. Rebeccawill also be speaking at
next year’s TAER Sate Conference, April 24-26, 2003. If you would like to help Rebecca meet her goal of
getting to Italy by contributing to her ski fund, please make your check payableto: Rebecca Soto, Paralympic
Ski Fund c/o Patrick Peranteau at Goldstein, Goldstein & Hilley, 310 S. &. Mary's K., Suite 2900, San
Antonio, TX 78205.

My nameisRebeccaSoto. | am 18 yearsold and ajunior at Jefferson High School in SanAntonio, Texas. | live
with my foster mom, Jan Peranteaul.

| wasbornwith retinopathy of prematurity. | remember seeing light when | wasyounger, but now | amtotally blind.
| haveawaysbeenvery active. | lovejumping on my trampoline, riding atandem bikewith apartner and climbing on
monkey bars. So, | wasvery excited the day my parents, Jan and Pat, told me they had found out about askiing
program that worked with peoplewith disabilities. | wonderedif | would ever get achancetolearn how to ski.
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A few weeks|ater, my parentsannounced that | would
be going skiing in March. The adaptive ski program,
Challenge Aspen, had given me ascholarship. | would
travel with one of the secretariesat my dad’s office, and
stay with Christineand Gerry Goldstein, my dad’'sboss. |
couldn’t believel wasgoing tolearn how to ski.

There were ski clothes to buy...a new ski jacket,
gloves, long underwear, ski goggles, snow boots. Mom
and | shopped and shopped. Finally, theday camefor me
toleave. | remember getting on theairplaneand thinking,
“Isthisredly happening? Am| redly goingtoget toski?’
Onmy way to Aspen, Colorado, | kept thinking about the
daysahead. Whowould ski with me, and how could | do
it? When the plane touched down in Aspen, | stepped
ontotheicy stairway leading downto theground. | could
fedl the cold wind blowing in my face and hear the sound
of snow crunching under my feet. | put out my handto
fed the soft snowflakesfalling. | opened my mouthandlet
some flakes drop on my tongue. They were wet and
fresh. We hurried inside, and there, waiting to greet us
wasHouston Cowan, thedirector of Challenge Aspen. He
wastdl andwarmand gavemeabig hug. Hehadthisvery
southernaccent, and | immediatdy fdt right at homewith him.

Thenext day | wokeupinacozy log house. Everyone Rebecca and Case Ronde, her ski guide
wasup early, and talk at the breakfast table centered around meand my first day of skiing. Werushed to put on our
clothesand stuffed ourselvesinto thevan. “Thisisit,” | kept saying. | wondered who my instructor would be.

Wearrived at Buttermilk Mountain and my stomach churned. 1 begantowonder if | shouldtill dothis. | remember
waitingintheski renta lineand listening for thefirst timeto the calm voice of my instructor, Johnny Klein. Hetold me
hewould call out commandslike*“Left turn,” “Right turn,” and “ Stop.” He aso had abamboo polethat | could hold
ontoat first. Still, I thought, “How can| ski if | can’t see?” Hisassuring voicetold methat wewould go dowly and
attempt new thingsas| felt comfortable. Hea so said that it isvery important to trust theinstructor and do exactly as
he commanded.

My first big step wasgetting onthechair lift. Thechair liftisdowed down for handicapped skiers. Andso | began
—first down bunny dopes, then halfway up themountain, and then, by the end of theday, thetop of themountain. | felt
so proud, skiing fromthetop of Buttermilk to the bottom of themountain onthevery first day. Asmy skiingimproved,
| learned to useski poles. | dsohad achancetofreeski. Freeskiingisskiingwhen no commandsarecalled andthe
skier decideswhen to maketurns. | can pretend that nobody iswith me. | fed likeasighted personwhen | freeski.

Fromthat first day, | haveloved skiing and know that | will dwayswantto ski. When| ski | get afedling of forever
andafeding of not wantingto stop. | fed likel amfloating and amost weightless. Most of dl, | fed likeariver flowing
andlikeabirdflying.

Skiingtotaly blind takesalot of trust, confidenceand concentration. A totally blind skier hasto beabletotrust the
guide and have confidenceinthat person. Thatiswhy | liketo redly get to know my guide beforewe ski together. If
| am not comfortablewith that person, | ask for another guide.
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Thisismy seventh year skiing with Challenge Aspen. | know | will dwaysreturn becausel loveit so. Eventhough
| have comeback every year, | did not expect Houston Cowan to ask meto start training for the Paralympics. Hetold
meacoupleof yearsago that hewanted metotry out for the U.S. Disabled Ski Team. | would competewith other
blind skierson the same course that the Olympic skierswill use. After much consideration, | said yes. The 2006
Olympicswill beheldinltaly, and | planto bethere.

LastApril I competed with ten other blind skiersinadownhill raceat L ake Tahoe, and beat thetop maleblind skier
by six seconds. | dmost cameinfirst place, but | fell and camein secondwithasilver medal.

After two yearsof training, | am beginning to understand the commitment it will taketo get to the Paralympicsin
2006. Itwill requirenot only numeroustripsto Aspenfor training, but | must also work out at hometo gain strength
and endurance. | will need to speak before groups, explain my goalsand raise money to attempt these goals. But |
believewith hard work, | will make my dreamscometrue.

TheMorningSun Rising
By Terry Boisot, Parent, Santa Barbara, California
TheArcLink News, October 2001
Reprinted with permission by TheArcLink, Inc. at <www.TheArcLink.org>

Ben hasbeeninjunior high school for alittle more than amonth now. Heisinanew school district at anew school
with hundredsof kidshedidn’t know at first. He has seven new teachersand four people providing him program
supportsin hisseven classes. Hereceivesadditiona support from aspeech therapist, ateacher of studentswith visual
impairments, ateacher of studentswho are hard of hearing, an occupational therapist, aphysical therapist and an
inclusionteacher who pullsthisall together at aschool that hasnever fully included kidswith severedisabilitiesinthe
regular classroom before.

Thisisabiginvestment of time and money, requiring plenty of planning and organizing. Teamwork must beinits
highest form. All for onekid who haslittleformal communication skills, usesawheel chair, wears contact lenses,
glasses, leg braces, hearing aidsand usesan Assistive Listening Device.

Atfirgt, school wasvery confusing and scary to Ben. Hecried alot, quit eating and had to take alot of breaks.
There are so many adultsand kids, so many different placesto go. | worried if hewas unableto see or hear well
enough to assimilatewhat on earth was happening.

But no onegaveup. Not ateacher, not aspeciaist, not the principal, and not one of the 895 kidsthat goto Goleta
Valley Junior High. Despite Ben’s confusion and fear, expectationsfor hislearning and successful participation at
school never decreased. | noticed astronger determination amongst hiseducational team and hisfellow studentsto
learn about Ben and what he wastrying to convey with hisuse of numerousinformal communications.

Then one day, precisely two weeks after school started, Ben suddenly understood. Hedidn't cry anymore at
school, and he couldn’t deep Sunday night because of the excitement hefelt in anticipation of the school day to come
onMonday. He started making more choicesin what he wanted to wear, eat and do, aswell asattentively listening to
theteachersduring theday and respondingto “yes’ and“no” questionsontests. Last week herecelved hisfirstreal
C+ on hisProgress Report.

| couldn’t have been more proud.

Thekidsall started becoming morefamiliar to him, and helearned to recognize the voices and touch of teachers.
5
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Intechnology classBenislearning about el ectronics, computer technology, and machinery. Inturn, heteacheshis
class partnersabout the technol ogies he uses to access hisenvironment and participatein classand in society.

Ben hitsthe pavement in PE. on hisbike, dongside his60 classmatesasthey runthemile. Inart class, heuseshis
electric scissorsto cut out pictures. He sketched atennisshoewith hisvibrating pencil. 1nkeyboarding classhe
activates numerous computer programsusing switches. Asan aideinthe cafeteriaheisbecoming moreand morethe
cook asheuseshiselectric peeler.

Inthester arts Ben hasbecome part of the curriculum. Most of the studentsraisetheir handswhen theteacher asks
whowould liketo bein Ben'sgroup, and then she challengesthem to think creatively how Ben can beincluded intheir
classassgnment.

L ast week, through dance and movement, the students performed avignette of themorning sunrising. Using the
toggleon hiswheelchair, Ben dowly roseto standing, smiling asif hewerethemorning sun, ashisclassmates danced
around him celebrating hisarrival.

| attended Back-to-School Night almost two weeksago. Thethesatre artsteacher announced to the parentsin her
room, “Thisisthemost loving and caring group of students| have ever taught.”

| knew why.

Thekeyboarding teacher spokeof diversity and thegiftsof al children. Ben’sart teacher wasthrilled to report that
once she started wearing the microphoneto Ben'sAssistive Listening Device, he started to laugh at her jokes.

Recently, | e-mailed the principal totell her how much | appreciated theway the school embraced Ben, and she
responded by saying how proud shewasto have himthere. When | told Ben what the principal of such abig school
said, hesmiled from ear to ear.

Not aday goesby without Ben'sinclusion teacher reporting of all thekids Ben hel ped that day. Kidswhoselives
areotherwisedysfunctiona at home- who have never found self-esteem - seemtofind it with Ben.

Thesearekidswhoselearning disabilitiesare not visibleto the naked eye, with trouble concentrating, reading or
getting their computer started. Because Benisthere, so arethose who support him, alwayswilling to lend other
studentsahand and the support they need.

Thisiswhat inclusonisall about.
OnThursday | picked up Ben alittleearly from school. Aswewereleaving, 7th period PE. classcameripping
around the corner and in stampede form headed in our direction. We had no choice but to stand still and wait asone

by onethekidsstopped only long enoughto say, “Hey, Ben!”

Therewasn't one patronizing pat on the head. Just the respect for afellow student who has brought something to
them that often getslost in the pressureto excel academically. Something pricelessthat only successful livesinclude.

Humanity.
Terry Boisot is the parent of a child with disabilities, serves on the board of directors of Alpha Resource

Center of Santa Barbara and The Arc of the United Sates. Sheis concerned about all disability matters and
wel comes comments at <tboisot@thearclink.org>.



Beating Blindisms
By Sarah J. Blake, Freelance Writer and Educationa Consultant

Editor’snote: Sarah J. Blake is a freelance writer and has published many articles about blindness online
and in print. She also writes about additional health topics, disabilities, and inspirational/devotional topics.
To see more of her work, visit <www.growingstrong.org>.

Fabulous fact sheets about blindisms and other related topics are available at the Royal National Institute
of the Blind (RNIB) <http://www.rnib.org.uk/multdis/stereo.ntm> and at V. I. Guide: A guide to internet
resources about visual impairments for parents and teacher s <http://mww.viguide.com/vsnsocial .htm>.

The following e-mail discussion lists have parent, student, and professional comments on thisissue. Send
your e-mail to <bvi-parents-subscribe@associate.com> or <LCA@yahoogroups.com>.

Twenty-fivetimes| had writtenit... “1 will not put my handinmy eye.” | had 475 moretimesto go. That was
nineteen morepages. | wasgoingto bethereall night.

| put another piece of paper in and wrote twenty-five more sentences. Anger welled upinme. | wouldfigure out
away to stop thishabit which | had had since | wastoo young to remember.

By theend of thefourth page, | had begunto cry. | wasnot afast writer; and besideswanting to befinished with
thishorrible chore, | wasashamed. | wasbeing punished for something | couldn’t control, no matter how much |
wanted to. My parentsdidn’t know how many timesaday | rebuked myself for thisbehavior. “You' redoingitagain,
stupid,” | wouldtell myself. “You said you weregoing to stop.”

| don’t remember theend of that night. | think my mother gavein and alowed meto stop shortly after | reached that
one hundredth sentence. Seventeen yearswould passbeforel would conquer the habit.

Thehabitiscommonly known as“eyepressing.” | havelost count of how many times| have seen parentsask the
samequestionsone-mail lists. “How can | get my child to stop pressing her eyes? Isit dangerous?’ Lessoften, | see
smilar questionsabout other behaviors.

Blind children often exhibit anumber of behaviorswhich provide them somekind of stimulation or enablethemto
communicate somehow. Thesebehaviorsare so common that they have beenlabeled withtheterm“blindisms.” Inthis
articlel will discusssome strategiesfor helping children to modify these behaviors, however, | dsowant to emphasize
another fact. Not every behavior that ablind child exhibitscan beclassified correctly asa“blindism.” Somebehaviors,
such ashiting and tantrums, are commonly seenin children of acertain developmental level. When addressing any
child’sbehavior problems, it isimportant to think about what the behavior isaccomplishing aswell asthe causefor it.

EYE PRESSING

Opinionsdiffer regarding the effects of eye pressing. It often causesthe eyesto appear sunken, but asaperson
whodidit for many years| am not convinced that it isdangerousto theeyes. That probably dependsontheforcethe
personuses. | never used much force, and thereare no studiesto prove whether the samethingswould happento my
eyesif | had never pressed. Itispossiblethat aperson could get aninfectionintheeyefrom rubbing or pressing with
unclean hands; however, | have never known thisto happen to any of my acquaintances.

Thebiggest problemwith eyepressingisthat itisconsidered “ socially unacceptable.” Itisnot something most
peopledo, eventhoughitisprobably as*norma” for ablind person ashiting one' snailsisfor anyoneelse. Thisisthe
reason that stoppingisso difficult. 7
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Many children who presstheir eyesbegin doing so shortly beforetheir first birthdays. Eyepressing may havea
number of causes. | haveread about childrenwho did it becausetheir eyeshurt. A popular explanationisthat pressing
ontheeye causestheretinato be stimul ated so that the child seesflashesof light. | do not recall having thisexperience.
Likemany people, | am unabletoidentify or explainthereason for thebehavior.

Many children presstheir eyesmorewhenthey aretired or upset. | recommend that parentsand caregiversnot
choosethesetimesto discouragethe behavior. Itisimportant for the child to be ableto work through other thingsat
thesetimes, adding eye pressing to the agendacan be overwhelming emotionally.

My advicefor discouraging eye pressingisto hel p the child become aware of her body partsand their relationship
to oneanother. Onefamily hashad successwith using verba reminders, at first accompanied by physical prompts.
“Handsdown” istheverba cuewhichthey use. | havesuggested to other familiesthat use of acuesuch as*Whereare
your hands?’ might encouragethe child to think more often about what hishands are doing and whether or notitisan
appropriate activity. The advantage of aquestionlikethisisthat it can be used at other times, when the hands are
engaged in gppropriate activities, and will help the child build ahealthy sense of self to usethe question asamonitor
rather than asareprimand. Furthermore, “Whereareyour hands?’ can aso be used to address other behaviorswhich
maly occur in additionto, or asareplacement for, eyepressing.

ROCKING AND BOUNCING

Rocking and bouncing are other behaviors common to blind children. Some researchers proposethat rocking
developsasaresponseto aneed for vestibular stimulation and aninability to movefreely inthe environment because
of overprotection, failure of caregiversto encourage movement, or restricted movement whichistheresult of medica
problems. Aswitheye pressing, body awarenessisessentia for enabling achild or adult to successfully diminatethe
behavior. Inaddition, the personwill aso need to replacethe diminated behavior with an appropriateform of vestibu-
lar timulation.

SPINNING

Spinningisanother behavior often seeninblind children. Spinning may accomplishanumber of things. Asaformer
spinner, | can recall enjoying the experience of watching things*go by” asl spun. | canalso recall enjoying the
experienceof feding“wind” if | held my armsouit.

Spinning isan activity enjoyed by young sighted children aswell. Thedifference between the experience of the
blind and sighted child isthat sighted children are more able to use appropriate means of satisfying their desirefor
spinning. Thesesamemeansmay bejust asuseful for blind children, but the blind childisunableto seek out appropri-
atemeansso useswhat isreadily available: hisownbody. Examplesof appropriate outletsfor spinninginclude merry-
go-rounds, Sit ‘n spins, tireswings, etc. Blind children also need the samekind of vigorousexercisewhich sighted
children get by running, jJumping and climbing, and can participatein these activitieswith or without modifications,
depending ontheir individua abilitiesand the safety of agiven environment.

HEADBANGING

Many parents have written about their children headbanging. Most of these children were beginning to devel op
communication skillsbut did not yet havetheability to ask for what they wanted or needed. Thisbehavior isanaogous
to tantrumswhich arecommon in sighted children of thesameage. A growing number of parentsarefinding that
teaching their children somesignsto usefor making requestsnot only helpsto eliminatethe problem behaviorsbut also
promotesthe devel opment of verba communication.



THE IMPORTANCE OF TEACHINGAPPROPRIATE BEHAVIORS

When dliminating any behavior whichissocialy inappropriate, parentsand other caregivers should remember that
the behavior servesapurposefor the child and must be replaced by an acceptable behavior which servesthe same
purposeor eliminatesthe need for the problem behavior. Inthecaseof eyepressing, keeping hold of the child’shands
may or may not serveto decreasethe child’sdesireto eye press.

CHOOSINGYOURBATTLES

When abehavior ispersstent, caregiversmight bewiseto choosetheir battles carefully. Addressing the behavior
at alater timeor waiting until the child isold enough to participatein devel oping strategiesto addressthe problem might
makethe attempt more successful.

Family Vacation, a Perfect Opportunity for Skill Buildingand Fun
By Kate Moss, Family Specidlist, TSBV I, Texas Deafblind Outreach

It'sthat timeof year in Texas... school’salmost out, thetemperatureisrising, and everyone' sthoughtsturnto the
great escape. Vacation! Whilemany of uswill chooseaquiet timeat home, otherswill choosetotravel. Vacationing
withachildwhoisvisualy impaired or deafblind, and perhaps hasother disabilities, can require somespecid planning.
For those of you who have been rel uctant to launch out on atrip with your child, | hopeto persuadeyoutogiveit atry.
For those of you who are seasoned travel ers, maybethiswill give you someideas about how to makethetrip more
meaningful toyour childwithvisua impairmentsor deafblindness.

ADVENTURESREQUIRE SOME PLANNING

Thefirst stepinplanningisto pick your destination. Thoughtheworldisopentoyou, it helpsto pick adestination
that matchesthe amount of timeyou have, theamount of money you can spend, and thekindsof thingsyou want to do.
Many trips have been doomed from the start because the group of travelerswere not in agreement about their expec-
tationsfor their timeaway. If thisisafamily vacation, taketimeto discusswhat typesof thingseach of youwould enjoy
doing. Itisprobably better initialy to think of activities, rather than focuson aplace. Makealist of the kinds of
activitieseach personfindsrelaxing and enjoyable. Don't forget to include activitiesthat your child with disabilities
might enjoy if he/sheisnot ableto speak for himself/hersalf. Consider arangeof activities, including thosethingsthat
you have never donebefore but alwayswanted totry.

You can aso get your childinvolvedin planning thetrip. If your childislearning how to usetheinternet, help her
research possibletravel destinations. For example, asearch using keywords* Texas’ and “vacation” turnsup many
linksto variouswebsites about placesto goin Texas. Depending onyour child’scomputer skills, shemay beableto
search by state or city namesto identify potential sitesof interest. Of course, somewebsitesare more accessibleto
peoplewith visua impairmentsthan others.

Vigtyour locd library for booksabout travel. Ask your educationd staff to haveyour child do some*research” as
part of hisor her literacy activities. If you know whereyou will be goingwhile on vacation, ask themto help your child
find books about the animals, historical events, or pointsof interest related to these destinations. Begintowork on
conceptsthat your child might need to know about some of these destinations. For example, if you aregoingto the
ocean, start learning about “ salt water,” “sand,” and “ sunburn.”

If youaregoingtotravel by car, think about thereliability of your family vehicle, itss zerelated to comfortabletravel
and luggage storage, and suitability of thevehiclefor theterrainyou aretraveling through. Thereisnothing more
miserablethan being crammedin acar that breaksdown on the side of theroad inthemiddie of nowhere. If thefamily
caristoo smdll or not particularly reliable, it might beagood ideato consider other modesof travel such asrental cars,
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thebus, thetrain, or aplane. If your budget won't dlow for that expense, you might want to consider travelingto aplace
close-by, or building avacation around fun activitiesnear your home.

Vacationscan beincredibly stressful if you feel overwhelmed by your schedule of activities. My personal experi-
enceisthat | awaysoverestimatetheamount of driving | can do and the number of activities| can participatein each
day. Haveyour child help you choosefromalist of possible activities, to makethe most of thetimeavailable. Each
day, giveher opportunitiesto select preferred activities. If possble, build someflexibility into your plans, in casefamily
memberswant to extend or shorten an activity.

Itisalso wiseto set abudget for your trip. What are the limits on your spending? What will food, lodging,
entertainment and souvenirscost? Knowing what you can afford to spend, and sticking toit, can makefor avacation
that won't stressyou out after you come home and seethetrave bills. Talk toyour visualy impaired child about the
costsof thetrip. Thisisagreat opportunity to learn budgeting skills. There are many waysto keep downthetrip’s
cost. For example, you can bring food from homefor at |east one meal each day, or travel with acooler soyou can
pick upitemsfrom grocery storesalong theway. Your child can participate by making alist and hel ping you find things
inthegrocery store. Food in restaurants and fast foods are much moreexpensive. Many hotelsand motelsoffer free
breakfast buffetsor specia ratesfor families. Be sureto ask about these possibilitieswhen you makereservationsor
check in. Camping, especialy at state and national parks, can often reducethe cost of lodging. Discusstheseoptions
with your child to help them learn how budgeting decisionsget made.

MAKING THE JOURNEY FUN

If therearefamily memberswho don’t dowell sittinginacar for morethan an hour, think about the val ue of making
themdothat. Ultimately, you may decidethat’sjust theway it hasto be. However, planning shorter ssgmentsof travel,
with brief activitiesinterspersed a ong theway, might make everyone' sjourney much moreenjoyable.

Gamesand activitiesfor small spacesareawaysagood ideawhen traveling with children. Thereareavariety of
bookswith ssmple car gamesand activitiesfor children that can befound at major bookstoresand/or your library.
Thereareaso avariety of specially designed travel board gamesat most toy stores. Many of these gamescan be
adapted, so that your child with disabilitiescan beincluded inthe play.

Aneasy thing to doisto makealap board of thin plywood and glue L ego-type blocks on to the board to makea
building grid. Thismakesasecure basefor building or stacking activitieswith the L ego-typeblockswhiletravelingin
thecar. If two or more children sharethe activity, you may want to place the basein thelap of the child with the
disability sotheactivity will center around him and provide more opportunitiesfor interaction.

Another optionisto makealap tray withal/2inchraised lip around theedge. A variety of insert boards can be
designed using poster board or cardboard for building blocks, marble maze games, felt board art, drawing, etc. These
can beplaced inddethetray and changed astheactivity changes. Thetray will hel p securethe surface and also prevent
crayonsand other itemsfrom rolling off onto thefloor.

A metal cookie sheet also makes agreat play surface for magnet letters and shapes. When the magnets get
dropped or spilled, thetray can be used to quickly retrievethe magnetsfrom thefloor or seat. You could evenletthe
child collect different magnetsfrom the placesyou visit. Have aconversation about each one, whereyou got it, what
you didinthat place, who you met there, and so forth.

Portable tape playerswith cassettes of music or storiescan makealong trip passquickly. Besureto get thetape
playerswith headphones; this can make your journey much more enjoyable. There are many good book and tape
packages, aswell asmusic of al kindsavailable, to purchase at most toy storesor borrow from your publiclibrary.
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Atravel scrapbook isaniceideafor thechild whoisusing an object or picture calendar. Objectsand/or pictures
(depending ontheindividua needsof the child) collected from theday’ sjourney can be saved and placed on pages of
thebook, separated by dividers, to represent each day of thetrip. Brothersand sisters can help with the book and/or
make abook of their own. Asmuch aspossible, let the child pick the objectsor pictures. Drawingscan aso be
added. If thechild hasagood deal of usablevision, postcards purchased from previousvisits, or picturesfromtravel
brochures depicting travel destinations, can be used to represent “tomorrow’stravel itinerary.” Each evening the
calendar book can bediscussed asapart of the bedtime story routine. Inadditiontofillingtimein the car and helping
thechild better understand what’scoming up, thisbook will serve asagreat reminder of thetrip that you and your child
cantak about throughout therest of theyear. It may asobecomeacherished kegpsakeasyour child or childrengrow older.

You might also use symbols or picturesto represent and discuss certain types of “stops’ in your travel. For
example, if you pull into aroadside park just to usetherestroom, you might haveapicture or bathroom symbol to help
your childwith disabilitiesand hissiblingsunderstand in advance that thiswill beashort stop. A timer could beused
if returning to the car isdifficult for someof your passengers. Whenyou areready to stop for lunch, adifferent picture
or symbol would begiventoyour child. Onceagain, establishing alimit ontheamount of timeyou will be stopped may
hel p thetrangition back to theroad. You candsokill sometravel time by discussingwhat kind of stop will happen next.
Symbolslikethiscan a so hel p kidsanticipate end of theday favoriteslikeadipinthe pool.

It may beagood ideatorotate seating. Lettingeachkidtakeaturninthefront seat can help break up potential
conflicts. Of course, theage of the child may eliminatefront seat travel if they need to bein acar seat. Sometimes
vacationscan bring familiestogether alittletoo much for everyone' sindividua happiness. Revolving seeting, prior to
anargument, distributesthetogethernessso that it remainsapositivething. Whileyou areat it, you can teach concepts
like“firgt,” “next,” “front,” “back,” and“ now.”

If you haveavery young child (birthto four or five), gotoyour local library or favorite book store and check out
booksontravel gamesfor children. Travel Games, by Julie Hagstrom, hasmany gamesand travel tipsto help keep
asquirmy baby occupied on thoselong rides, and many are easily adapted for the child with deafblindness or visual
impairments. Thisparticular book also offers good suggestions, such as buying low-sugar snacksto avoid having
children who are contained inacar al day with noway to burn off their “sugar charge.”

When packing for thetrip, especialy if thejourney isalong one, place somefavorite booksand toysin aspecia
bag or box that the kidsdon’t know about. Thisgivesyou the advantage of surprisewhenthekidsare bored withthe
play thingsthey brought. Doling out theselittle surprise packages givesthekids something tolook forward to each day.
Thistoy-box-in-the-trunk trick a so letsyou exercise some control over theamount of junk you haveinsidethecar.

WHAT SHOULD WE PACK?

Everyonetendsto pack too many clotheswhenthey travel. Summer travel makesthingseasier because many items
arelightweight and requirelessspaceto pack. Limit your wardrobe. Pack thingsthat can be handwashedinabasin
and hung overnight to dry. Remember, if you aren’t in the same placefor morethan two or threedaysin arow, people
won't redizeyou haveworn the same shirt threetimesthat week. Pack onepair of comfortablewalking shoesand one
pair of dressshoes(if you need to pack any at al). Takeasweater, eveninthesummer. Air-conditioned buildingscan
beachilling experience, and fun placeslike caves and mountainsdon’t have climate control.

Purchasetravel sizecontainersor (if everyone doesn’t share the same product) transfer items such as shampoo,
lotion and mouth wash to small tightly sealed containers. Include some basic medicina suppliessuch asbandaids,
antibiotic ointment, sunscreen, aspirin and cotton swabs, or consider purchasing afirst aid kit. To prevent spills, place
messy itemsinsdeplastic bagsor plastic containerswithtightly fitting lids. Be sureto pack prescriptionsof important
medi cations and make surethe amount of medicationswill not run out before you return home.
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If you are planning your excursion so that you will be spending timeinthegreat outdoors, consider packing some of
your goodiesinto asmall plastic washtub that has sturdy handles. Thistub can beused for hauling water, carrying
wood, washing out clothes, bathing children, and so forth. Add disposable clean up cloths (e.g., Wet-Nap,
Towel ettes, Wet Ones) or dampen cloth rags placed in plastic bags or containersto take care of sticky fingersand
faces. Thesedso comein handy when you arefeding hot andtired. Wiping your face, neck, and handscanredly help
you perk up.

LET YOURCHILD TAKE RESPONSIBILITY

Asyour children areable, givethem moreresponsbility for packing and keeping up with their own clothing, toys,
and snacks. For some children thismay mean taking timeto help them generatealist they cantuck intheir bag. Some
childrencanmaketheir list inbrailleor large print. Some children may need toinventory their suit caseusing pictures
of shirts, shoes, underwear, swimsuitsand so forth. Thechild canuseit to make sure everythingispacked or returned
tothesuitcase. Of course, youwill still probably haveto do acheck to make surethingsdon’t get left behind, but you
may want to haveyour child helpwiththat. Let her search the closet inthe hotel for shoesonthefloor or clotheson
hangers. Have her “look over” the sink areato make sure toothbrushes haven’'t been left behind. Theseskillscan
comein handy later, when the child needsto be anindependent travel er inafuturejob.

Some children with more multiple disabilitiesmay not be ableto take on thismuch responsibility. Still, they can
practice someindependence by smply identifying aparticular box wheretoysor snacksarelocated inthecar. They
can practicefinding theitem they want and returning it toits proper placewhenthey arefinished. Another great way
achild can helpishby folding someof their clothes beforeyou pack or repack each day of thetrip. Most children, even
those with somemohility issues, can help by carrying their backpack or favoritetoy to and fromthecar.

|dentify several favoriteactivitieswith your child, and organizethe materia sthey will need for each activity. For
example, if they liketo play with magnetsyou can have aconversation about thethingsthey will need, such asacookie
sheet to work on, magnets, and acontainer for carrying the magnets. Onceyou have helped themidentify the materi-
als, havethem help you get the materia stogether for thetrip.

Preparing for atrip and packing up your belongingsisagreat opportunity for working onindependent living skills,
recreation and leisureskills, and organizationd skills. Youmay want to visit with your Teacher of theVisualy Impaired,
to get help making materialsaccessiblefor your child and for devel oping ideas about how to work on specific skills.

SPECIAL PROGRAMSFOR INDIVIDUALSWITH DISABILITIES

For somefamiliesof individualswho are older and interested in traveling on their own, investigate some of the
gpecid travel organizationsfor individua swith disabilities. Someof these organizationsoffer very exotic vacationswith
alot of one-on-one support for aprice. Oneof thebrochuresl received from thistypeof organization had tripsranging
inpricefrom $895 for asix-day trip to central Oregon up to $3,145 for aten-day trip to Rome, Italy. Some of these
organizationscan befound onthelnternet at Family Village, <http:/Amww.familyvillage.wisc.edu/recrest.htm>.

If you areplanningto visit amusement parks (e.g., FiestaTexas, Six Flags), zoos or museums, find out about
special accommodationsthey may offer for peoplewith disabilities. Sometimestheselocations can provide specia
accessfor childrenwith disabilities, if you notify them of your visit ahead of time. Onemom told methat they wereable
to avoid thelong linesin atheme park oncethe park staff knew her child had adisability.

Therearemany wonderful placesto visit and exciting adventureswaiting just outside your door. Evenatriptovist
Grandmaand Grandpacan bearichlearning experiencefor your child. Takeadvantage of these summer opportunities
tofocuson practicing skillsthat will helpyour child throughout hisor her life. Most of al enjoy spending timewith your
child building memoriesthat will last alifetime.
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AreWeThereYet? or How | Spent My Summer Vacation
By Jim Durkel, Statewide Staff Devel opment Coordinator, TSBV1, Outreach
(with many thanksto Barbara DiFrancesco, LuciaHasty and |ke Presley)

Likemany families, my family traveled for summer vacations. | remember two things| especidly liked about these
trips. souvenirsand maps. | want to talk about how familiescan helpther children with visua imparmentsenjoy these
sametwo partsof summer vacation.

Tactilegraphicsareaway to give peoplewith visual impairmentsakind of “touch picture.” Tactilegraphicsuse
raised lines, varioustextures, and raised pointsto create graphsand maps. Tactilegraphicshave aso been usedto
represent science diagrams, such asthe bonesin the human hand.

Tactilesaredifferent from models, asthey are more 2-dimensional than 3-dimensional. Tactilesarerepresenta-
tions, and peoplewho use them need to betaught how to read and interpret them just as people who are sighted need
to betaught how to read and interpret visua graphs, maps, and diagrams.

Oneway to start hel ping childrenlearn to use tactilesisthrough the creation of remnant books. During afamily
vacation, thisissmilar to collecting souvenirs.

The point of the remnant book isto help the child remember people, places, or activitiesencountered during the
vacation. When| wasachild, | collected (among other things) postcards, photographs, books, rocks, pine cones, and
knickknacksfrom souvenir shops. Each oneof these*treasures’ hel ped meremember my family’strip.

A remnant book can start with ascrapbook. Instead of photographs, thingsor piecesof things can be attached to
the pages. Didyou stop at McDonad'sfor lunch oneday? Then glueintheempty frenchfry box. Didyou stopto
soak your feet in abrook? How about asmall pebble picked up from the bank?

The important thing to keep in mind about aremnant book is that the objects or pieces of objects should be
meaningful tothechild. Each remnant should alsofed differently fromany other remnant. By attaching these* souve-
nirs’ to pagesand then reviewing the book with the child, you can start to hel p your child learn that thesetactilesstand
for, or represent, an experience.

If your childisstarting to use braille, simple sentences can be added to the pages either with adate and stylusor
through the useof abraillewriter or labeler. If you are unsure about how to do this, ask your child’ s Teacher of the
Visually Impaired or your Texas Commissionfor the Blind Children’s Specidist.

Mapsare more sophisticated tactilegraphics. A map isjust arepresentation of space and therelationship of two
or more pointsin that space. Thesmplest map would bealinefrom one point to another. Thedirection of movement,
and maybe the di stance between the two points, could be represented on thismap. For example, | want amap that
representsatripfrom Austinto Dallas. | could haveapoint at the bottom of the pagerepresent Austin, thendraw aline
up towardsthetop of the page (to indicate movement to the north). | could then use asecond, different point to
indicate Dallas. Midway between these two points| could add athird point to indicate Waco, which liesmidway
between Austin and Dallas. How do | know thetop of the pageisnorth? | put akey or acompassrose onthe page
tolet thereader know that. How do | know thecircle point isAustin, the squareis Dallasand thetriangleisWaco?
Again, | haveakey that explainsthisto the person using the map.

How would | makethese pointsand lines? Pointsaretheeasiest. A point can be madeon apieceof braille paper
usingadateand stylus. Or | can useapush pin ontheback of the paper to makearaised bump onthefront. | canuse
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abrassbrad pushed through the paper to serve asadot or use apaper punch to cut adot out of cork, cardboard, or
fabric. | could useasmall bead asone point. Again, remember that if | want two pointsto represent different things
| need to make each point fed differently fromall theothers.

Linesdon’t havetobetricky either. | can createalineby gluing string or ribbon onthe braille paper. | can use puff
paint or whitegluetodraw aline. Pipecleanersor candlewicking (withametd interior) can aso beused to makelines.

Oneeasy way to make more el aborate mapsisto put apiece of thinwriting paper on apiece of wirescreen. For
example, usngacrayon, draw anoutlineof astate. The crayonwax will now beraised dightly and haveabumpy fedl.
Pointsand linesins de the map can then be added.

Of course, the outline of astate can beraised by gluing string or ribbon over atracing.

Great linescan be made by taking apieceof braille paper, placing it on apiece of carbon paper with the copy side
up, then tracing the map on thetop of the braille paper. A reverseimagewill appear on the back of thebraille paper.
Put the braille paper on arubber mat (avinyl place mat workswell) with the reversedimagesideup. Now tracethe
reverseimageusnganembossngwhed (or tracingwhed fromasewingkit). A raisedlinewill beformed onthebraillepaper.

You could also useacommon screw driver and ahammer to add lines. Again, work ontheback sideof thebraille
paper. Placeyour mat under the paper and then placethe screw driver onthelineyouwant toraise. Gently hit the
screw driver with the hammer, lift the screw driver up, moveit over, and repeat. Thisgivesyou akind of dashed line
onthefront sdeof thebraille paper.

If your child can’t bring homeany braille paper from school, useamanilafilefolder.

Do you want your map to represent the coastline of astatea ong the ocean? Cut the state' soutlinefrom apiece of
cardboard and glueit onto apiece of paper. Theocean will bethelow space and the statewill betheraised space.
Add pointsfor citiesand linesfor roads.

Herearesomegenerd thingsto think about when makingamap. First, everything that isonavisua map might not
goonatactilemap. A goodtactilewill only use4 or 5 different typesof linesand no morethan 4 or 5 different kinds
of points. Adding more can be confusing for the person reading atactile map.

Put only important information onthemap. 1f you never usefarm-to-market roads, don’t put them on the map;
stick with the Interstate highways. Ask your child what sheor hewould liketo have onthemap. Arethey interested
inthecities? Theriversyouwill cross? Campgroundsinwhichyouwill stay?

Mapsneedto start out simple. Add more detailsonly asyour child devel opsthe necessary tactile skillsand an
understanding of maps. For example, achild’sfirst map may only show afew main citieswith oneor two connecting
roads. Other information, such asrivers, other cities, and other roads can beadded over time. 1t may bebetter to have
severd different maps, such asonewith riversand another with highways. Thisway no single map becomesunread-
ablebecause of too muchinformation.

Making mapsisjust asmuch fun asreading them. Haveyour child help. Thisisthe best way to find out what kind
of linesand pointsfed different toyour child, andif they arefar enough apart tobeeasily read. Your child can practice
using adateand stylusto put labelson the map.

If something unplanned but exciting happens, be prepared to add aspecia point tothe map duringthetriptohelp
your child remember thisevent later. (Trust me, something unplanned but exciting happenson every trip!)
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If you know ahead of time whereyou will be going, you may want to ask your child’s Teacher of the Visually
Impaired or Orientation and Mobility Specidist for somehelp. These professionalsmay have accessto machinesthat
can makeraised linedrawingsusing specia paper. They may also be ableto order amap for your child fromthe
American Printing Housefor the Blind (APH).

Your child’sOrientation and Mobility Specialist may be ableto lend your child abraille compass, to find the
direction you aretraveling and then comparethat to the directions on the map.

Maybeyour child can't useatactilemap. How about an auditory map? You and your child can record the major
information onto acassettetape. Thiscould beassmpleas”Firstwedroveto Dallas. In Dalaswevisited Grandma.
Thenwewentto Six Flags.” Or aselaborate as”Weleft Austinon IH 35 traveling north. Wewent through Temple
and Waco. We stopped for kolachesin West. Wearrived at Grandma shousein Dallas4 hours after leaving home.”
Thiskind of recording, together with any souvenirsthat were collected, will help your child remember thetrip.

Studentswithlow vison may beableto useexisting maps, or they may benefit from mapswhich have been enlarged
and/or which have had irrelevant information taken out. Haveyou ever seenthetrip mapscreated by AAA? These
mapsbreak down atrip into several pieceswith each piece having itsown page. Thismodification may help achild
withlow visonfind and interpret important information moreeasily. Breaking amapinto piecescould also benefita
childlearning to read atactile map.

Of course, magnifiersaregresat to usewith maps. Inadditionto reading maps, asmall hand held magnifier isgood
for exploring leaves or stones, or other objects encountered on the vacation. Monocular or telescope use can be
encouraged by having the child watch for highway exitsor billboards. Monocul arsand telescopes can also beused to
play “licenseplatelotto.” Whoever spotsthemost license platesfrom different statesisthewinner.

Many childrenwithlow vision enjoy taking photographs. Beforeyou buy film, find out if your child seesblack and
white picturesbetter than color pictures. Disposable camerashave become so inexpensivethat familiesmay beableto
affordto have severa photographers!

Thissummer, helpyour child creatememorieswhilereinforcing important skills!

Art: A Great Tool for Teaching Sudentswith Visual | mpair ments
By Holly Cooper, Technology Specialist, TSBVI, Outreach

Artissomething most children enjoy doing, and it doesnot necessarily requiregreat vision or motor skills. There
arealot of quick and easy waysto makeart activitieseasier for kidswith visua impairments, even those who have
other disabilities. When developingideasfor activities, look for thingsthat involve morethanjust coloring and drawing
with pencilsor markers. Consder materia sthat emphasi zetexture and dimension or teach conceptsand skills. Many
of thetraditional artsactivitiesare appropriateif you keep somethingsinmind.

Make work easy to access

» Usetrays(cafeteriatype, cookie sheets, or APH work/play trays) to keep materialsfromrolling or dliding
away. Traysaso canbeusedto help contain wet materials.

» Attach paper tothework surfacewith masking tape. Remember, don’t removethem until they aredry or
the paper might tear!
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M akebackgroundshigh contrast
» Makesurethat background papers contrast highly with the materia sbeing used.

» Dark colorssuchasblack or dark blue generally work best for backgrounds, and brighter, moreintense
colorsmakebetter foreground figures. 1f thework callsfor more colorful backgrounds, consider medium
blues, purples, and greens. Red, orange, and yellow are backgroundsthat contrast well with each other and
most other colors.

» Usealight box, overhead projector, or other suitablelight sourceto help provide contrast. Tapeathin-ply
paper such astyping or copy paper to the overhead and use water color markersaone or with stencils.
DO NOT usewet materia ssuch asfingerpaints or watercol or paintswith overheadsor light boxes! This
can lead to anasty shock!!

Consider tactileissues

Finger painting or play dough can beagreet activity for many childrenwho arenot ableto hold paint brusheseasily.
However, if they aretactilely defensive, you may need to preparethem for touching the medium with their hands.

» Beforetheseactivities, taketimeto wash or bathe the child’shandsin atub of warm water with alittle soap.
Massagethefingersgently and encourage the child to rub hishandstogether. Scrub gently withabrush or
washcloth. Wipethemwith atowel to dry and rub alittlelotion onthem.

* Never put the child’ shandsinto asubstance without telling him/her what he/sheisgoing totouch. If lan-
guageisanissue, taketimetol et the child explorethe substance using other sensessuch assmell.

» |If possible, warm the substancealittle before hetouchesit. You can put ajar of finger paint directly intoa
tub of warm water or put playdough-like substancesin aziplock bag, thenintowarmwater. DON' T
MICROWAVE, asthistendsto produce hotspotsthat may burnthechild! You want to get the substance
just closeto body temperature. Touchit yourself beforeofferingit tothechild.

* Leadthechild shandto the substance using ahand-under-hand technique. Let him experienceyouworking
withthe materia first before expecting himto move hishandsinto the paint or dough.

Utilize“themes’ to help build concepts

Each season generally has colors, shapes, and objectsassociated withiit. For example, around Vaentine's Day
thereare heart shapes, “ X" sand “ O” sfor hugsand kisses, and the colors of red, pink, and white. A summer theme
might teach concepts about water and animal sthat liveinthewater, round sand dollarsand star-shaped fish, thecolors
blue, green, yellow and white, gritty sand and fuzzy beach towels, onefish and many fish. By repesating these colors,
shapes, textures, and conceptsin avariety of art activitiesduring the season, you can help the child learn some specific
conceptswhilethey areexercisingtheir creativemuscles.

Utilizeavariety of materialsthat emphasizedifferent skills

You canwork on devel oping motor skillsby choosing specific materias. If thechild needsto practicegrasping, try
using spongesor abottlewith asponge applicator. If drawing small circleswithacrayonistoo difficult atask, she
might be ableto grasp the extralarge chalk and draw bigger circlesonthesidewalk. She canwork onhead control,
reaching and grasping whilelying onatherapy ball or wedge, using apotato half or corncob to stamp or roll on paint.
If your child doesnot have enough vision to draw shapeswith apencil, can shegluemacaroni, cloth, or other materials
inside araised outline made from glue that forms different shapes and patterns? If she can’t use her hands to
fingerpaint, can she do some painting with her feet? Practice cane skillsby walking around and collecting thingsto
makeacollage. Build conceptsand practice having conversationsasyou discusstheitemsyou find together.
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Artisagreat way to keep children entertained, but it isalso agreat way to teach conceptsand skills. Asthose
summer daysset in, make some plansto be creativewith your child. You both will benefit from theexperience. Invite
the neighborhood childrentojoininaswell. Creative activitiesdonetogether can help build fast friendshipsand
provide opportunitiesto work onimportant social skills.

IDEA on O&M
By Grace V. Ambrose, Ed.D., Project Coordinator, RT/O&M & VRA
Hunter College & Lighthouse International
Reprinted with permission from the Divison on Visual Impairments Quarterly, Vol. 46, No. 3.

Recently, | had the good fortuneto be sitting around the table with agroup of well-respected O& M instructors
and anicebottleof wine. Conversation turned to adiscussion of thedifficultiesassociated with trying to provide O&M
servicesto studentswithin the confines of the school day. Thisdiscussion led to adisclosure by some of the new
instructorsinthe group to thefact that they were unclear of what their rightswereas O& M professionals.

What followed wasan insightful discussion led by someof themore, shall we say, seasoned ingtructors. | took
the opportunity to record this conversation and organi zetheinformation that cameout of it, into theform of atrue/fase
quiz. Thegood thingisthat therearenolosersinthisexam.

1. Trueor False- Orientation and Mobility (O& M) isspecifically named in the (1997) I ndividualswith
DisabilitiesEducation Act Reauthorization (I DEA Reauthorization).

True.

0O& M serviceshave been abonafidereated servicesince 1975 (when PL 94-142, Education of All Handicapped
Childrentheprecursor to IDEA, wasenacted). O& M servicesare specifically named inthe (1997) Individualswith
Disahilities Education Act Reauthorization (IDEA Reauthorization).

O& M services are named as an example of arelated service in the section of the Act that addresses the
requirement under | DEA for school sto providerelated servicesto studentsin special education programs.

Additionally, O& M asarel ated serviceisdefined in the definitions section of the regulationsissued on March
12, 1999 by the United States Department of Education toimplement IDEA. Thedefinition appearsbelow.

Definition of O& M fromthe IDEA regulations.

It appearsin the definition section of the regulationsand isfound in paragraph 6b of Related Services
Definition, Section 300.24. 300.24 Rel ated services.

(a) General.

Asusedinthispart, theterm related services meanstransportation and such devel opmental, correc-
tive, and other support servicesasarerequired to assst achild with adisability to benefit from specia educa
tion, and includes speech-language pathol ogy and audiology services, psychological services, physical and
occupational therapy, recreation, including therapeutic recreation, early identification and assessment of dis-
abilitiesin children, counsdling services, including rehabilitation counsdling, orientation and mobility services,
and medical servicesfor diagnostic or evaluation purposes. Thetermasoindudesschool health services socid
work servicesinschool, and parent counsdlingandtraining.
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(b) Individual terms defined.
Thetermsusedin thisdefinition aredefined asfollows;

(6) Orientation and mobility services -

(i) meansservicesprovidedto blind or visualy impaired students by qualified personnel to enable
those studentsto attain systemati ¢ orientation to and safe movement withintheir environmentsin
school, home, and community; and

(i) includesteaching studentsthefollowing, asappropriate:

(A) Spatia and environmental conceptsand use of information received by the senses(such as
sound, temperature and vibrations) to establish, maintain, or regain orientation and line of travel
(e.g., using sound at atraffic light to crossthe street);

(B) Tousethelong caneto supplement visua travel skillsor asatool for safely negotiating the
environment for sudentswith no availabletrave vision;

(C) Tounderstand and useremaining vision and distancelow vision aids; and

(D) Other concepts, techniques, andtools.

300.14 Include

Asusedinthispart, theterminclude meansthat theitemsnamed arenot all of the possibleitemsthat are
covered, whether likeor unlikethe onesnamed.

300.23 Qualified personnel

Asusedinthispart, theterm qualified personnel meanspersonnel who have met SEA-approved or SEA-
recognized (SEA = State Education Agency) certification, licensing, registration, or other comparablerequire-
mentsthat apply to theareain which theindividualsare providing specia education or related services.

2. Trueor False- TheAcademy for Certifying Vision Rehabilitation and Education Professionals
(ACVREP) isspecifically named in I DEA asthecertifyingbody for O& M instructors.

False.

The ACVREPisnot namedin IDEA asthecertifying body for O& M instructors.

Under the United States' governmental system known as Federalism, there are specific powersrendered to the
Federal government, and specific powersreserved for states. The Federal government retainstheright torequire
statesto establish specid education programs, and to establish the framework under which these programsfunction.

The operation and administration of public education within the context of thisframework isapower rendered to
states. Thisincludes, among many things, the certification of teachersand other school personndl.

Since| DEA isaFederd statute, it does not address how statesadminister teacher certification programs. 1t does,
however, reinforcethe obligation of statesto establish proceduresfor the preparation and retention of personnel in
schools. Inmost states, and specifically in New York State, procedures have not been established subsequent to the
passage of the 1997 IDEA amendmentsthat specifically addresstheretention of teacherswho provide O& M asa
related service. In New York State, and in other states, personnel retained by schools to teach O&M only are
required to hold valid teaching credentials.

Somelocal school systemsin New York State have established their own teacher credentialing systems. These
credentiaing systemsmust be cons stent with IDEA and with State Education Lawsand regulations, and may not serve
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to weaken theimplementation of Federal and Statelaw. Within theserestrictions, local school districts, therefore, are
ableto set teacher credentialing requirementsthat may differ fromthoserequired by the state.

Thisiswhere ACVREP comesin. By establishing acredible and rigorous structurefor credentialing teachers of
0O& M, the Academy isbenchmarking acertification standard and procedure for those who would provide O& M
instruction --- inany setting --- but, inthiscase, specificaly inschools. Modeed onlongstanding professiond certifi-
cation standards and procedures, the Academy’s protocol for certifying teachers of O&M is one that could be
adopted, or adopted by reference, by state or local education teacher credentialing bodies.

3. Trueor False- TheP.E. teacher could, in theory, beallowed toteach O& M toastudent in New York State.

True.

Intheory, thisistrueif school digtrictsfollowed only theNew York State certification requirements. School districts
where additional requirementsare established by thelocal education agency for related service providerswho teach
O&M prevents thisfrom happening in those districts. (Editor’'s note: Grace addsthat thisistruein all states
where the law does not define qualifications of an O& M instructor. Currently in Texas, an O& M instructor
must be certified by the Academy for Certification of Vision Rehabilitation and Education Professionals
[ ACVREP] or by the Association for Education and Rehabilitation of the Blind and Visually Impaired [ AER] .)

4. Trueor False-All O& M instruction must take placeduringtheinstructional hour (45 minutes).

False.
When O&M isprovided asan | EPmandated related service, the frequency, duration, and location of the service

must be specified onthe student’s|EP. Committees on Special Education arefreeto set the frequency, duration, and
location of servicesas appropriate to meet student need, based on assessment.

When the O& M assessment demonstrates the need for age-appropriate O& M instruction such aslearning con-
ceptsof travel inresdentid areasby age6 (Ambrose& Corn, 1997) or conceptsof travel incomplex, unfamiliar areas
by age 12 (Ambrose, 1999), O& M instructors havetheresponsibility to set the frequency, duration and location of
servicesto meet thisinsgtructional mandate.

5.Trueor False- O& M instructorswhoareproviding | EPmandated O& M servicesareprohibited
legally from taking studentsoff campus.
False.

O&M sarvices, asdefined inIDEA - “meansservicesprovided to blind or visually impaired studentsby qualified
personnel to enablethose studentsto attain systemati c orientation to and safe movement within the environmentsin
school, home, and community;...”

Itisimportant to remember that O& M services, when provided asarelated service, must fulfill the |EP mandate.
According to the IDEA definition of O& M asarelated service, |EP mandatesfor O& M must bewrittento enable
studentsto achieve skillsfor travel at school, at home, and in the community, as appropriate, based on assessment.

|EP mandatesfor O& M can specify the school campus, the home, and the community asthelocation of services.

When | EP mandates specify thelocation of serviceas* off campus,” itis, therefore, not illegal to take the student
“ off campus’ - in fact, it would be required.

Onthe other hand, it would not be appropriate to take astudent “ off-campus’ for O& M instruction, if thisisnot
consstent with the student’s|EPO& M mandate and goals.
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...When |EP goals specify instructional settings, schoolsare out of compliancewith the lEPif the student isnot
taught in those settings. Thismeansit isnecessary to complete assessments and determine whether studentsare
functioning at age-appropriatelevelsoff campus. If discrepanciesarefound, it isnecessary towrite age-appropriate
ingtructiona goalsfor O& M that arethen taught in functional settings.
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Mitochondrial Diseases
Excerpted and reprinted with permission from
the United Mitochondrial Disease Foundation, Inc.
<http://mww.umdf.org/>

SEE/HEAR Editor’snote: Anumber of childrenin Texaswho arevisually impaired or deafblind have asthe
cause of their sensory loss, Mitochondrial diseases. In order to understand more about these diseases, | visited
the United Mitochondrial Disease Foundation website. | learned that we have a great opportunity in Texasto
learn more about these diseases because their 5th Inter national Conference on Mitochondrial Diseaseswill be
held thisyear in Dallas. | want to thank the UMDF for |etting me excer pt portions of the wealth of information
they provide on their website to share with our SEE/HEAR readers. | encourage you to visit thiswebsiteif you
have a child with a Mitochondrial disease or if you are a teacher working with one of these children.

BASISOF THE DISEASE

Mitochondria diseasesresult from failuresof the mitochondria, specialized compartments present inevery cell of
the body except red blood cells. Mitochondriaareresponsiblefor creating morethan 90% of the energy needed by
thebody to sustainlifeand support growth. Whenthey fail, lessand lessenergy isgenerated withinthecell. Cdl injury
and even cdll deathfollow. If thisprocessisrepeated throughout the body, whole systemsbegintofail, andthelife of
the personinwhomthisishappening isseverely compromised. Thedisease primarily affectschildren, but adult onset
isbecoming moreand more common.

Diseases of the mitochondriaappear to cause the most damageto cellsof thebrain, heart, liver, skeletal muscles,
kidney and theendocrine and respiratory systems.

Depending on which cellsare affected, symptoms may includeloss of motor control, muscleweaknessand pain,
gastro-intestinal disordersand swallowing difficulties, poor growth, cardiac disease, liver disease, diabetes, respiratory
complications, seizures, visua/hearing problems, lactic acidos's, devel opmenta delaysand susceptibility toinfection.

WHEN TO SUSPECT MITOCHONDRIAL DYSFUNCTION

Thereisno oneidentifying feature of mitochondrial disease. Patients can have combinationsof problemswhose
onset may occur frombeforebirth tolateadult life. Think mitochondriawhen:

* A“commondisease” hasatypical featuresthat set it apart from the pack.
» Threeor moreorgan systemsareinvolved.

* Recurrent setbacksor flare upsin achronic disease occur with infections.
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Mitochondrial diseases, or cytopathies, should be considered in the differential diagnosiswhentherearethese
unexplained features, especialy when these occur in combination:

Symptoms

»  Encephaopathy e Short Stature
Seizures + Disordersof Extraoccular Muscles
Developmental Delay or Regression J Dtos
including early and | ate-onset dementia) PLosis .
(inc v acquired strabismus

v

v

v Myoclonus _
v Movement Disorders V' ophthalmoplegia
v

v

(dystonia, dyskinesias, chorea, etc.) e Diabetes
Complicated Migraine _
Stroke * Rend Tubular Disease
* Neuropathy e Visud Loss
 Cardiac Conduction Defects Vv retinitispigmentosa
or Cardiomyopathy v opticatrophy

HeaingDeficits » LacticAcidosis(may bemild)

ProblemsAssociated with Mitochondrial Cytopathies

ORGANSYSTEM POSSIBLE PROBLEMS

Bran Developmentd delays, mental retardation, dementia, seizures, neuro-psychiatric
disturbances, atypical cerebra palsy, migraines, strokes

Nerves Weakness (which may beintermittent), neuropathic pain, absent reflexes,
gastrointestinal problem (gastroesophoged reflux, delayed gastric emptying,
constipation, pseudo-obstruction), fainting, absent or excessive sweeting resulting
intemperatureregulation problems

Muscles Weakness, hypotonia, cramping, musclepain

Kidneys Proximal rend tubular wasting resultinginlossof protein, magnesum,
phosphorous, cal cium and other € ectrolytes

Heart Cardiac conduction defects (heart blocks), cardiomyopathy

Liver Hypoglycemia(low blood sugar), liver failure

Eyes Visud lossand blindness

Ears Hearing lossand deafness

Pancreas Diabetesand exocrine pancrestic failure (inability to make digestive enzymes)

Sygemic Failureto gainweight, short stature, fatigue, respiratory problemsincluding
intermittent air hunger

Mitochondrial diseaseswith associated vision and hearing lossesand descriptions

Therearequitealarge number of Mitochondria diseaseslisted on the United Mitochondrial Disease Foundation
webste. Someof thesehavevariousvisua conditionsand hearinglossassociated withthem. Someof theonesligedindude:
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AlpersDisease
Long name: Progressivelnfantile Poliodystrophy.
Symptoms. seizures, dementia, spasticity, blindness, liver dysfunction, and cerebral degeneration.

Complex | Deficiency

LongName: NADH dehydrogenase (NADH-CoQ reductase) deficiency.
Symptoms: Threemgor forms:

1. Fatd infantilemultisystem disorder, characterized by developmental delay, muscleweakness, heart disease,
congenital lacticacidoss, and respiratory failure.

2. Myopathy beginningin childhood or in adult life, manifesting asexerciseintolerance or weakness. Elevated
lactic acid common.

3. Mitochondria encephalomyopathy (including MELAS), which may beginin childhood or adult lifeand
conggtsof variable combinationsof symptomsand signs, including ophthalmoplegia, seizures, dementia,
ataxia, hearing loss, pigmentary retinopathy, sensory neuropathy, and uncontrollable movements. May
causeLeigh Syndrome.

Complex 111 Deficiency
LongName: Ubiquinone-cytochrome c oxidoreductase deficiency.
Symptoms. Four mgjor forms:
1. Fata infantile encepha omyopathy, congenital lactic acidosis, hypotonia, dystrophic posturing, seizures, and
coma. Ragged-red fiberscommon.

2. Encephalomyopathiesof later onset (childhood to adult life): various combinations of weakness, short
stature, ataxia, dementia, hearingloss, sensory neuropathy, pigmentary retinopathy, and pyramida signs.
Ragged-red fiberscommon. Possiblelactic acidosis.

3. Myopathy, with exerciseintolerance evolvinginto fixed weakness. Ragged-red fiberscommon. Possible
lacticacidosis.
4. Infantilehistiocytoid cardiomyopathy.

Complex 1V Deficiency / COX Deficiency

Long Name: Cytochrome c oxidase deficiency iscaused by adefectin Complex 1V of therespiratory chain.
Symptoms. Two mgor forms:

1. Encephaomyopathy: Typicaly normal for thefirst 6 to 12 monthsof life and then show devel opmental
regression, ataxia, lactic acidosis, optic atrophy, ophtha moplegia, nystagmus, dystonia, pyramida signs, and
respiratory problems. Frequent seizures. May cause Leigh Syndrome.

2. Myopathy: Twomainvariants:

a) Fatd infantilemyopathy: may begin soon after birth and accompani ed by hypotonia, weakness,
lactic acidosis, ragged-red fibers, respiratory failure, and kidney problems.

b) Benigninfantilemyopathy: may begin soon after birth and accompanied by hypotonia, weakness,
lacticacidosis, ragged-red fibers, respiratory problems, but (if the child survives) followed by
Spontaneousimprovement.

CPEO

LongName: Chronic Progressive External OphthalmoplegiaSyndrome.
Symptoms Similar tothoseof KSSplus: visud myopethy, retinitispigmentosa, dysfunction of thecentral nervoussysem.
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KSS

Longname: Kearns-Sayre Syndrome.
Symptoms. Progressiveexternd ophthamoplegia, pigmentary retinopathy, heart block, and high cerebrospind protein.

LCHAD

Longname: Long-Chain Hydroxyacyl-CoA Dehydrogenase.

Symptoms. Encephal opathy, liver dysfunction, cardiomyopathy, and myopathy. Also pigmentary retinopathy and
periphera neuropathy.

LHON

LongName: Leber Hereditary Optic Neuropathy.

Symptoms: Primarily blindnessinyoung men. Lesscommon symptoms. mild dementia, ataxia, spadticity, periph-
eral neuropathy, and heart conduction defects.

MERRF
Long Name: Myoclonic Epilepsy and Ragged-Red Fiber Disease.
Symptoms. Myoclonus, epilepsy, progressiveataxia, muscleweakness and degeneration, deafness, and dementia.

NARP
Long Name: Neuropathy, Ataxia, and RetinitisPigmentosa.

HEADING TO TEXASIN JUNE 2002

Themission statement for UMDFis*to promote research for curesand treatments of mitochondrial disordersand
to provide support to affected families.” Oneactivity that supportsthismissionisther international symposium. The
5th International UM DF Symposium on Mitochondrial Diseasefor Mitochondrial Specidists, Clinicians, and Families
will take place thissummer at the Westin Galleria, in Dallas, Texas. Meetingsare planned for everyone' sneedsand
familieswill havethe opportunity to attend the medical meeting for clinicians. Also new thisyear will beaspecid
sessionfor affected adults. A special tract will be offered for newcomersto learn the basics of mitochondria disease
beforethedetailed medical sessions. Other topicsincludeinsurance, legal issues, estate planning, and practical tools
for couplesand non-affected siblings. Therearethreedifferent tracksoffered at thisevent:

Scientific Meeting - “Mechanismsof Mitochondria Function and Disease’
June 6-7, 2002

Mestingfor Clinicians- “ Troubleshooting Difficult Casesinthe Clinica Setting”
June 8, 2002

Family Mestings
June 7-9, 2002

For registration information about the Family Meetings, please contact the UM DF office by phone (412) 793-
8077 or email info@umdf.org, or visit the UM DF website at <www.umdf.org>. For medical professionalsseeking
information about the Scientific Meetingsor Meetingsfor Clinicians, contact the University of Texas Southwestern
Medical Center at Dallas by phone (800) 688-8678 or e-mail Misti.fitzner @utsouthwestern.edu, or accesstheir
websiteat <www.utsouthern.edu>.
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Early Hearing Detection and I nter vention
By Karl R. White, Utah State University, Logan, Utah

Editor’s note: In Texas we have made great strides implementing newborn infant hearing screening as a
result of The Newborn Infant Hearing Screening and Intervention Act of 1999. We thought you might be
interested in knowing more about the importance of early hearing loss detection and intervention, as this
program, like many others, will be scrutinized when budgets are drawn up in Washington DC and in Texas. If
you have questions or would like to know more about thisissue, please contact Karl White in Logan, Utah, at
<KWHITE@coe.usu.edu>.

BACKGROUND

Hearing | oss continuesto bethe most common birth defect in America. The Newborn Infant Hearing Screening
and Intervention Act of 1999 (asintroduced by Representative JamesWal sh), wasincorporated as Title VI of the
L abor, HHS and Education AppropriationsAct of 1999, and signed into law. Thislaw hasenabled federal fundsfor
state grantsto devel op infant hearing screening and intervention programs. Congressa soidentified several specific
goalsto addressthe problem of hearing lossin children through the Children’sHealth Act of 2000 (PL. 106-310),
including early hearing screening and eval uation of al newborns, coordinated intervention and rehabilitation services,
and ongoing gpplied research to better understand thelearning and devel opmental needsof deaf or hard-of-hearing children.

Since 1999, the number of states requiring statewide newborn hearing screening by law or voluntary compliance
hasincreased from 11 to 41 statesand the District of Columbia. While progressisbeing made, thereisstill alongway
togo. Only 67% of babiesare now screened for hearing lossbefore 1 month of age (up fromonly 20%in 1999). To
date, over half of the newbornswho do not passthe hearing screening arelost to follow-up. Moreover, over half of the
infantsdiagnosed with hearing lossare not enrolled in early intervention programs by 6 monthsof age.

Over thelast threeyears, there has been more grant appli cationsthan funding avail able, which underscoresthe need
to extendfedera funding. Currently, 44 statesand 3 territories (out of 50 statesand 9 territories) havereceived HRSA
competitive grantsfor the purpose of implementing statewide EHDI programs. Sincethese grants have only been
operational for 6 monthsto 2 years, adedicated source of funding iscritical at thistimeto ensurethat state programs
becomefully operational, successful and properly link screening programswith diagnosis, early intervention and the
child’'smedica home.

Only 30 stateshavereceived CDC cooperate agreement grantsover thelast two years (15 statesin FY 2000 and
another 15 statesin FY 2001) to assist themin devel oping strong surveillanceand tracking systems. Thesesystemsare
needed to ensurefollow-up and coordination of early intervention servicesfor young childrenidentified with hearing
loss. Statesa soface multiple chalengesin transferring information about children diagnosed with hearinglossamong
serviceproviders, the state EHDI programsand early intervention programs.

FACTSONHEARINGLOSSINCHILDREN

Everyday inthe United States, approximately 1in 1,000 newborns (or 33 babies every day) isborn profoundly
deaf with another 2-3 out of 1,000 babiesbornwith partial hearing loss, making hearing lossthe number one birth
defectin America. (National Center on Hearing Assessment & Management website 2002, Centersfor Disease
Control website, 2002)

Newborn hearing lossis 20 timesmore preva ent than phenylketonuria(PKU), acondition for which al newborns
arecurrently screened. (Grosse, 2001)
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Of the 12,000 babiesin the United States born annually with someform of hearing loss, only half exhibit arisk
factor —meaning that if only high-risk infantsare screened, haf of theinfantswith someform of hearing losswill not be
tested and identified. (Harrison & Roush, 1996) In actual implementation, risk-based newborn hearing screening
programsidentify only 10-20% of infantswith hearing loss. (Elssmann, Matkin, & Sabo, 1987) When hearinglossis
detected beyond thefirst few monthsof life, themost critical timefor stimulating the auditory pathwaysto hearing
centersof thebrainislost, significantly del aying speech and language devel opment.

Only 67% of babiesare now screened for hearing lossbefore 1 month of age (up fromonly 20%in1999). Of the
babies screened, only 56% who needed diagnostic evaluations actually receivethem by 3 monthsof age. Moreover,
only 53% of those diagnosed with hearing lossare enrolled in early intervention programsby 6 monthsof age. (Na-
tional Center on Hearing Assessment website, 2002) Asaresult, thesechildrentendtolater re-emergein our schools
special education (IDEA, Part B) programs.

When children arenot identified and do not recel ve early intervention, specid education for achildwithhearing loss
cogtsschool san additiond $420,000, and hasalifetimecost of goproximately $1 million per individud. (Johnsonetd, 1993)

NATIONAL RECOMMENDATIONSON EARLY HEARINGDETECTION & INTERVENTION

The Joint Committee on Infant Hearing (Joint Committee on Infant Hearing, 2000) and U.S. Public Health
Service' sHed thy People 2010 hedth obj ectives (Heal thy People 2010 website, 2002) recommend that all newborns
be screened for hearing loss by 1 month of age, have diagnostic follow-up by 3 months, and receive appropriate
intervention services by 6 monthsof age.

A Nationa Ingtitutes of Health (N1H) Consensus Panel in 1993 recommended hearing screening of all newborns.
The consensusreport concluded that the best opportunity for achieving thisgoal is provided by the development of
hearing screening programsfor newbornsin hospital nurseriesor in birthing centers, prior to discharge. (National
Institutesof Health, 1993)

TheU.S. Preventive Services Task Forcein 2001 concluded that universal newborn hearing screening doeslead to
earlier identification and treatment. However, therewere not enough clinical studiesof sufficient szeand strengthto
evaluatelong-term outcomes. Whilethe preponderance of anecdotal evidence and clinical research indicatesthat
EHDI provides substantial benefit, additional clinical outcome studiesand clinical trialsareneeded. (Agency for
Healthcare Research and Quality website, 2002)

METHODSAND COSTSFOR NEWBORN HEARING SCREENING

Advancesin technology for newborn hearing screening at most birthing hospitals have allowed for cost contain-
ment, with current chargesranging from $25t0 $60. The cost of identifying anewbornwith hearing lossislessthan
one-tenth the cost of identifying newbornswith PKU, hypothyroidism, or sicklecell anemia, which arescreenedfor in
nearly every state. (Grosse, 2001)

Two typesof electrophysiologic proceduresare used to screen newbornssingly or in combination:

» Auditory brainstem responses (ABR) are measured by placing sensorson the baby’shead. Soundisthen
introduced to the baby’s earsthrough tiny earphoneswhilethe child deeps. A computer alowsbrainwave
activity to berecorded to indicate whether the ear and auditory brainstem pathway are responding to sound.
Thistest ispainlessand takesonly about 5 minutes.

» Otoacoustic emissions (OAE) arefaint sounds produced by most normal inner ears. The sounds cannot be
heard by people, but can be detected by very sensitive microphonesthat are placed intheear cana. During
testing, atiny flexible plug isinserted into the baby’sear and sound isthen projected into the ear through the
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plug. A microphoneinsidethe plug recordsthe otoacoustic emissionsthat thenormal ear producesin
responseto theincoming sound. Testingisalso painless, takesabout 5 minutesto complete, and can be
donewhilethe baby deeps.

BENEFITSOF EARLY HEARINGDETECTIONAND INTERVENTION

Infantsidentified with hearing loss can befit with amplification by asyoung as4 weeks of age. With appropriate
early intervention, children with hearing | oss can be mainstreamed in regular elementary and secondary education
classrooms. (Joint Committee on Infant Hearing, 2000) Recent research has concluded that children bornwith a
hearing losswho areidentified and given appropriateintervention before 6 months of age demonstrated significantly
better speech and reading comprehens on than childrenidentified after 6 monthsof age. (Yoshinaga-Itano & Apuzzo,
1998 and Yoshinago-Itano et a, 1998)

Evenmild hearinglosscan sgnificantly interfere with the reception of spoken language and education performance.
Researchindicatesthat children with unilateral hearingloss(in oneear) aretentimesaslikely to be held back at least
one grade compared to children with normal hearing. (Bess, 1985, Bess, 1998, and Oyler et a, 1988) Similar
academic achievement |ags have been reported for children with even dight hearingloss. (Quigley, 1978) Children
with mild hearing loss miss 25-50% of speech in the classroom and may beinappropriately labeled ashaving a
behavior problem. (Flexer, 1994)

Recent clinical studiesindicatethat early detection of hearinglossfollowed with appropriateintervention minimizes
the need for extensive habilitation during the school years and therefore reducesthe burden onthe IDEA Part B
program. (Centers for Disease Control and Prevention website 2002 and Ross 2001) In contrast, a 30-year
Gallaudet study revea ed that half of the children with hearing lossgraduate from high school with a4th gradereading
level or less. (Gallaudet Research Ingtitute website, 2002)

REFERENCES

Bess F. Theminimaly hearing-impaired child. Ear and Hearing, 1985; 6:43-47.

Bess, F, Dodd-Murphy, J. and Parker, R. Childrenwith minimal sensorineura hearingloss: prevalence, educationa
performance, and functiona status. Ear and Hearing, 1998; 19(5) 339-354.

Centersfor Disease Control and Prevention. Nationd Center for Birth Defectsand Devel opmenta Disabilities, Early
Hearing Detection and Intervention Program. <http:/Aww.cdc.gov/ncbddd/endi/defauilt.htm>.

Centersfor Disease Control and Prevention. Nationd Center for Birth Defectsand Developmenta Disabilities, Early
Hearing Detection and Intervention Program. What isEHDI? <http:/Aww.cdc.gov/ncbddd/endi/ehdi.htm>.

Elssmann, SA., Matkin,N.D. and Sabo, M.P. Early identification of congenital sensorineura hearingimpairment. The
Hearing Journal. 1987; 40(9):13-17.

Flexer, C. Facilitating hearing and listening inyoung children. San Diego, CA: Singular; 1994.

Gadllaudet Research Institute. Sanford Achieverment Test, Sth Edition, Form S, Norms Bookl et for Deaf and Hard
of Hearing Sudents, Washington, DC: Gallaudet University; 1996, <http://gri.galaudet.edu/Literacy>.

Grosse, S. Cost comparison of screening newbornsfor hearing impairment and biochemical disorders. Centers
for Disease Control and Prevention. Paper presented at the Newborn Screening and Genetics Conference, May 2001.

Harrison, M and Roush, J. Ageof suspicion, identification and interventionfor infantsand young childrenwith hearing
loss. anationd study. Ear and Hearing. 1996; 17:55-62.

Healthy People2010: Volumell (second edition), <http://mww.health.gov/heal thy peopl e/document/html/objec-
tives/28-11.htm>.

26



Johnson, J.L., Mauk, GW., Takekawa, K.M., Simon, PR., Sia, C.C.J. and Blackwdl, PM. Implementing astatewide
system of servicesfor infantsand toddlerswith hearing disabilities. Seminarsin Hearing. 1993; 14:105-119.

Joint Committeeon Infant Hearing. Year 2000 position statement: principlesand guidelinesfor early hearing detection
and intervention programs. American Journal of Audiology. 2000; 9:9-29. <http://professional.asha.org/resources/
legidativelin index.cfm>.

National Center on Hearing Assessment and Management. <http://www.infanthearing.org/research/summary/
prevadencehtml>,

Nationd Ingtitutesof Hedlth. Earlyidentification of hearing impairment ininfantsand younger children. National
Ingtitutesof Hedlth, Rockville, MD; 1993.

Newborn hearing screening: recommendationsand rationale. U.S. Preventive Services Task Force, Agency for
Hedlthcare Research and Quidity, Rockville, M D; 2001 <http:/Amww.ahrg.gov/dinic/3rduspstf/newheartr.ntm>.

Oyler,R., Oyler,A.and Matkin, N. Unilatera hearingloss: demographicsand educationd impact. Language, Speech
and Hearing Servicesin Schools; 1988; 19:201-2009.

Quigley, S. Effect of hearingimpairmentin norma language devel opment. Pediatric Audiology, Englewood Cliffs NJ:
Prentice-Hall; 1978.

Ross, M. Performance of hard of hearing children — academic achievement. Our Forgotten Children - Hard of
Hearing Pupilsinthe Schools, Third edition; Bethesda, MD, Self Help for Hard of Hearing People; 2001; 28-30.

Yoshinaga-ltano, C. and Apuzzo M .L. Identification of hearinglossafter 18 monthsof ageisnot early enough. Ameri-
can Annuals of the Deaf. 1998; 143(5):380-387.

Yoshinage-Itano, C., Sedey, A.L., Coulter, B.A.and Mehl, A.L. Languageof early and |ater-identified childrenwith
hearingloss. Pediatrics. 1998; 102:1168-1171.

What’sin aName?
By Terry Murphy, Executive Director, Texas Commission for the Blind

Inthelastissueof See/Hear | |et thereadership know that the Texas Commission for the Blind wasconsideringa
new namefor itschildren’sprogram. Theagency’sBoard votedinitsMarch meeting to renamethe programthe Blind
Children’sVocational Discovery and Development Program. Thisisthe second name changeinthe program’s
higtory. Initidly known asthe Visualy Handicapped Children’sProgramin concert with our enabling statutes, thename
changed to Blind and Visually Impaired Children’sProgramintheearly 1980s. The changewasmadeto bring the
name*blind” into thelanguage of our service programs. Inaddition, theword* handicapped” waslosing favor inthe
disability field, sowechanged dongwiththetimes.

Why another change now? Much has happenedin 20 yearsin state government. We' ve been struggling for a
coupleof yearswith an externd identity crisisinthechildren’sprogram. A new program namethat clearly definesour
specificrolein state government will place usin abetter position to educate the public and legislators. Weneed to
insurethat our servicesare understood as unique and separate from educationa, health, and welfare services.

In amemo we sent to our staff about the name change, we asked them to look at the new name chosen by the
Board and set their visononwhat it says. I’ mtaking thisopportunity of sharing thisvision with our See/Hear partners.

Blind Children’s... Straight up and up front. Althoughwedtill servechildrenwithvisua impairmentsandthey are
very important to us, wearebest knownfor our gpecidized knowledge about blindness- no other agency in Texasdoeswhat
wedofor blind children. Torenforcethat message, our casaworkersarebeing retitled “ Blind Children’'sSpecidigts”
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Vocational... Theword vocational isimportant becauseit clearly setsusapart from education, healthand welfare
services. Theword vocationa may mean full-fledged competitive employment to alot of people; to usit isabroader,
lessregtrictivetermwhenyou' retal king about children. Too many childrenarelabeled too soonintheir livesashaving
no vocationa potentia. Vocationd to usmeansworking toward apurposeful existence. Webelievedl blind children,
regardlessof achild’smedical prognosisor severity of disabilities, havethe potential for devel oping in avocational
direction. Depending ontheindividua blind child, success could beany one or more of awiderange of accomplish-
ments- from learning to have meaningful interactionswith loved onesto eventua paid work experience.

Discovery...A child'slifeisall about discovery. Discovery isan actionword. It'sapositiveforce. It'sanall-
inclusiveterm. Themoment all children are born they begin to discover theworld around them, their interests, their
differences, and their passons. The Commissionisright thereto help thechild and family discover themany possibili-
tiesthey never thought existed for someonewhoisblind. Whenthetimeisright, we'll bethereto help children and
familiesdiscover successful rolemode swho arethemsealvesblind and once wa ked the same path their child isnow on.

Development... Development isalso an action and al-inclusiveword. Thisiswhereour staff really shines. No
other agency professiona sin Texas have the blindness-specific expertiseto recommend the appropriate devel opmen-
tal training that will make each tomorrow alittlebit better for blind children and their families.

Program. We have acomprehensive, fully developed, statewide system of servicesready to help parentsand
childrenwho areblind.

W, that'sit. We' verecelved afew comments sincethe change- most of them positive. One concerned parent
questioned the need for “vocational” inthe name, stating that not al children we serve havevocationa potentia. The
parent was concerned that the word would throw some parents off and they would not know the program was
availabletothemif their childwasvisudly impaired or had multipledisabilitiesand futurevocationa possibilitieslooked
bleak to them. | reassured that parent, as| want to assure you, that we'll do our best to promote our servicesto
parentsof al childrenwith visua impairments, regardiessof the severity of their other disabilities.

The concern expressed about children with no*vocational” potential made methink about an e-mail recently sent
around by our Lubbock regional director that | want to sharewith you. It speaksvolumesabout our visonfor al of the
agency’s programs, including our children’s program and the name change. She reminded us of words used by
President George W. Bush in 1999 in acampaign speech and |l ater again in his nomination acceptance speech. In
talking about hisdomestic policy for educational reform, he used the phrase, “ Some say itisunfair to hold disadvan-
taged childrentorigorousstandards. | say itisdiscriminationto requireanything less- thesoft bigotry of low expectations.”

What compellingwords! “The soft bigotry of low expectations.” Her e-mail went on to say that the soft bigotry of
low expectationsappliesnot only to public education but a so to the habilitation and rehabilitation of blind consumers.
Shegavetheexamplesof theblind student who isallowed to get out of gym classwhenever shewants, or the college
disabled students officethat interveneson behdf of the blind student with aprofessor, or the employer who allowsthe
blind employeeto skip aspecia employee meeting because he’ d haveto report to work an hour early. Low expecta
tions; learned dependence. Tofoster independence, she said that the Commission should expect of our consumers
what we expect of everyoneelse and offer consumersthe same courtesieswe offer to everyone el se- nothing more,
nothingless. | agree.

Our Blind Children’sVocationd Discovery and Devel opment Program promisesto have high expectationsof every
child. We promise parentswewill have those same high expectations of them aswe help them to learn about the
specid qualitiesand needsof their child with visua lossand how to hel p their child develop totheir full potential. As
President Bush said, to expect |lesswould beaform of soft bigotry on our part.
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“WhereAirplanesFly”
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

What followsisastory with asmany versonsasthereareteachersof thevisually impaired. A good friend of mine
was aresourceteacher for the visually impaired at asenior high school. Among his studentswas avery bright,
competent totally blind 11th grader. My friend was concerned about the conceptsand socia skillsof thisstudent who
excelledin academiclearning. Oneday he had the student climb up aladder and touch the celling of the classroom.
My friend said, “ Do you know what that is?’ The student responded, “ Thisiswhereairplanesfly.”

Whilethislittle story seemstoillustratealack of concept development, not socid skillsdevelopment, | contend that
itisaclassicillustration of why we need to beteaching socia interaction skills.

Over theyearsthat I’ ve beeninvolved in education of thevisually impaired, it sbeeninteresting, frustrating, and
tragicthat my colleaguesand | have paid solittle attention to the systematic, sequentia teaching of socid sKills. | recdl
that among the original reasonsgivenfor “mainstreaming” wereto giveblind and visua ly impaired students opportuni-
tiesto grow up socially with their sighted classmates and neighbors. So we placed theminregular classroomsand
thought proximity would do therest. When questioned about teaching socid skills, wewould say that we corrected
inappropriate socia behavior (rocking, eye-poking, etc.) asneeded. What that meant wasthat weintervened when
children werebeing socialy inappropriateand tried to extinguish the behavior. It did not mean, at leastinmy case, that
we replaced inappropriate behavior by teaching what would be socially acceptable. We also did not share with
studentsinformation about which behaviorswere permissible with different audiences, and which behaviorswere
permissibleonly inthe privacy of their own homesor their ownrooms.

Inaformer life, when | taught future teachers of thevisually impaired at auniversity, | offered acourse entitled
“Socia and Psychologica Implicationsof Blindness.” Almost every semester, the studentsand | would beginthis
coursewith afascinating discussion. Wewould consider the possibility that, for the adventitioudly blinded adult, the
maor issuesof blindnesswould probably be psychologica, whilefor the congenitally blind child, most issueswould be
socia. Thechild, who knowsno other condition than blindness, may not have any psychological reactionto being
blind. Ontheother hand, every social skill that isincidentaly, casualy learned through vision will need to betaught to
blind children. What happensto these skillsif wehaveno socid skillscurriculum?

Asaresult of our rather feeble and innocently ignorant attemptswith social skill training inthe early years of
mainstreaming, too many blind and visualy impaired young peopl e entered the adult world with few skillsfor socia
interaction. Thus, thevery reasonswe mainstreamed studentsled to many socialy inept young adults.

Arewedoing better now? | hope so - we have curriculum for assessing and teaching social interaction, wehavean
expanded core curriculumthat stressestheteaching of socia skills, and our universitiesare paying much moreattention
to the preparation of teacherswho know how to teach non-academic skills.

Ann MacCuspiewrote abook entitled Promoting Acceptance of Children with Disabilities: From Tolerance
to Inclusion (Atlantic Provinces Specia Education Authority, 1996) that every professiond in education of thevisualy
impaired should read. Ann describeswhat shecalls“Pupil Culture,” and warnsusthat this characteristic of adoles-
centsislearned through the visual observation of peers, and isessential for ahealthy socia lifein school and the
community.

According to MacCuspie, pupil culture has several functions:
1. Itisadefenseresourcefor pupilsagainst teachersand other adults.

2. Itdetermineswho belongsand who doesnot.
29
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3. Itprovidesspecia benefitsfor group members.
4. Itlegitimizeschildren’sperceptionsof their world.

MacCuspiegoesontoillustrate, through her research, why itisdifficult, if notimpossible, for visually impaired
childrento beapart of the* pupil culture.”

“ ...many sources of incompatibility became apparent. Classmates of these (visually
impaired) students were often perplexed as to how to interact with a student who was
visually impaired or how to respond to her/his atypical behaviorsor mannerisms. Su-
dentswith a visual impairment, frequently uninformed of the negotiated rules of school
culture, behaved inappropriately... Thesocial environment itself was often a hostile one
for children with disabilitiesintegrated in the regular classroom. Competence, verified
in competitive settings or judged on inequitable criteria, routinely placed the student
with a visual impairment at a disadvantage...”

I’ ve been very conscious of thisemphasisin Ann’sbook because| am thefather of ateenager. Lucas, my son, is
13yearsold, soontobe 14. Throughout hislife, he hasbeen akind, sensitive, loving and fun-loving young man. He,
and hismother, arethejoysof my life. Yet, | anvery awareof hisbeginning toidentify with hispupil culturenow. The
changesaresubtle, for Lucastill hasadeep and abiding love of hisfamily, and iscommitted to being aloving member
of our circle. But thereisanormal and growing dimension of himinwhichwe, my wifeandl, arenotincluded. Hehas
friendswith whom he sharesinterests, even passionate interests, and his parentscan only look onand approve. Heis
growing up, becoming hisown person, not just an extension of us. | haveyet to hear or seeLucasdeliberately defy his
parents, and | attributethat to the 13 yearsof love, caring, and gentlediscipline hereceived.

Why am | telling you thisstory? Because most of what L ucas knows about hispupil culture has been learned
casually and visually. He“fits” with acertain crowd at school because they shareinterests, have very animated
conversations, and laugh alot together. Hisidentity with hispupil culturewill grow over the next few years, and his
parentsonly hopeand pray that hissolid foundation will hel p him remember honesty, integrity, and what isright.

Lucasfirst becameamember of apupil culture because of the commoninterestsheand hisfriendsshare. Asthe
monthsand yearsgo by, that bond will strengthen through shared experiencesand relationships. Hopefully, hisfriends
today will behislifetimefriends.

What are some of the prerequisites children must learn in order to beamember of apupil culture? What arethe
characteristicsof pupil culturethat blind and visually impaired children may need to betaught? Thisiswhat Ann
MacCuspiehasto say:

* unwritten rules of pupil culture, such asthose things to tell teachers and those things which are
shared only by children

» activitieswhich are popular on the playground and the rules which guide participation

» the opportunities which exist for interaction with peers outside the classroom, such as debating club,
choral groups, school newspaper, and recreational pursuits

» thetypes of problems other students are experiencing as they proceed through school (e.g., peer
pressure, belonging, under standing others)

» common knowledge items such as the current fashionsin clothing, hairstyles, television programs,
music, and recreational and leisure pursuits
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* popular games (e.g., board games, card games, video games) and how to play them
* how to participate and what to do on playground equipment, how to participate in run and chase
games, how to play in a group

» information which is displayed on classroomwalls, bulletin boards, overhead projectors, film screens,
and television monitors

How canwe help these studentsdevel op apupil culture? I’ m not certain, and many of you readershave donemore
than | haveinthisregard. But | can’t help thinking about spending sometimeevery day, or several timesaweek,
helping the pre-teen on your casel oad learn socially appropriate dress, socid ly acceptable mannerisms, developinter-
estscommon to other students, learn conversational skills(don’t interrupt, how to feigninterest, etc.), appropriate
relationshipswith adults, etc.

Because, after all, socia skillsarejust asimportant aslearningtoread, aren’t they?

SipendsAvailablefor Training asTeacher sof theVisually Impaired,
Orientation and Mobility Specialists, and Deafblind Professionals

The collaborativevisua impairment (V1) preparation project in Texas provides stipend money to sudentswanting
to becometeachersof thevisualy impaired (TV1), orientation and mobility (O& M) specididts, and deafblind profes-
sionalsin Texas. Thestipendscover tuition, fees, books, and in some casestravel and living expenses. You must be
aTexasresdent toquaify.

TVIsarespecidly certified teacherswho hel p visudly impaired children (birth - 22 years) achievetheir educational
goas. They work aspart of the educational team, to provideinstruction in skillswhich are uniqueto visua impair-
ments. Their goal isto help studentsachieveindependence. TVIswork with childrenwith visual impairments (low
visonand blind), their parents, other educators, O& M speciaistsand community agencies.

ATVI'sday mightinclude:
» Teachingatoddler to enjoy playing with avariety of toys

» Teachingayoung child how toread and writebraille
» Teaching studentshow to make afavorite snack

* Modifying material swith other educators and paraeducatorsto addresstheimpact of avisua impairment

Orientation and mobility (O& M) specidiststrain sudentshow totravel independently, safely and efficiently intheir
home, school and community. Aspart of the educational team, O& M specidistshelp studentsknow wherethey are
in space, where they want to go, and how to get there. O& M specialistswork with individualswho have visual
impai rments, birth through adulthood, in both educational and rehabilitation settings.

ANO&M specidigt’sday might include:
» Teachingayoung blind baby how to movetowardsher mother’svoice
» Teachingachild withlow vision how tointerpret the soundsof traffic
» Teaching ateenager how to useacanewhentraveling in acrowded mall
»  Coordinating with parentsand educationa team membersto teach avisualy impaired child how to partici-
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Deafblind professionalswork with studentswho aredeafblind. Aspart of the educationa team, deafblind profes-
sionasprovideeducationa programming for thesevery unique children and adullts.

TRAINING INFORMATION

University-based courses are offered either entirely over theweb or in combination with interactivetelevision
systemsat regiona education service centers. Sudentsusually taketwo classeseach semester, including the summer.
Itispossibleto attend Stephen F. Austin State University and taketraditiona on-campusclasses. Full-time students
canfinishtheprograminoneyear and have part of their living expenses covered by the stipend.

Interested future TVIsinthe Corpus Christi areamay a so participatein an alternative certification program. This
program can be completed within acalendar year.

No degree?

Applicantswithout an undergraduate degree can get abachel or’ sdegree and certification aseither aTVI or O&M
specidist at Stephen F. Ausgtin State University. Thisisthe only undergraduate programin the state.

Bachelor’'sor Master’s degree?

With at |east abachel or’ s degree, aperson can compl ete certification asan O& M specialist, by taking courses
through distancelearning methods and spending one summer inauniversity training program at Texas Tech University
or Stephen F. Austin State University.

Future O& M specialiststake eight courses and compl ete an internship/practicum. It isnecessary to planon
spending onesummer on the university campusto completesix credit hoursof ingtruction. 1t may also be necessary to
travel to completesomeof theinternship/practicum. Stipendsareavailableto help offset thecost of therequiredtravel.

Future TVIsmust have aclassroom teaching certificate before completing Visualy Impaired certification. Visudly
Impaired certification isavail ablethrough Stephen F. Austin, Texas Tech University, or Region |1 Education Service
Center’ s Teacher Preparation Program.

Future TVIsmust either complete six coursesand an internship or attend the Teacher Certification Program at
Region |1 Education Service Center. TVIsmay get emergency certified after completing Brailleand one other course.

WHO DO | CONTACT FOR MORE INFORMATION?
Program-gpecificinformation

Region |1 Education Service Center Texas Tech University
Ms. Joyce West Dr. NoraGriffin-Shirley
Phone: (361) 561-8524 Phone: (806) 742-2345
E-mail: jwest@esc2.net E-mall: ibngs@ttu.edu
Sephen F. Austin Sate University General professional infor mation
Dr. DixieMercer Dr. KC Dignan
Phone: (936) 468-1142 Phone: (512) 206-9156
E-mail: dmace’@ﬁm.]aju E-mail: de@t§3V| edu
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TSBVI Short-Term Programsfor School Year 2002-2003

Spring ARDsareagood timeto think about an upcoming TSBV I short-term program for your student. Learn
more about these programson TSBV I’ swebsite at <www.tsbvi.edu>, or contact L auren Newton, Principal of Specia
Programs, by e-mail at newtonl @tsbvi.edu or by phoneat (512) 206-9119.

FALL SEMESTER 2002

September 8-13: Technology Week (el ectronic notetakers, speech accessfor Windows)
Sept. 29-Oct. 4: Elementary IEP#1 (you pick the objectives)

October 20-25: Middle School IEP#1 (you pick the objectives)

November 10-15: High School IEP#1 (you pick the objectives)

December 1-6: Math (adapted tools & technology)

December 1-6: Practical Academics(studentsbelow gradeleve)

*December 12-15: Middle School Holiday Gift Making

SPRING SEMESTER 2003

January 12-17: High School IEP#2 (same asabove)

*January 23-26: Low VisionWeekend (modifications& adaptations)
February 9-14: Middle School IEP#2 (same asabove)

* February 20-23: Teen Getaway (socid enrichment)

March 23-28: Secondary |EP#2 (same as above)

*April 5-8: A Capitol Experience (vist & learn about legidature)
April 13-17: Elementary IEP#2 (sameasabove)

*May 1-4: Elementary Austin Experience(socid enrichment)
*\Weekend Program

KASA (KidsAs Self Advocates)
Reprinted with permission from Family Voices
Friday’s Child News, April 5, 2002

KASA (KidsAsSdf Advocates) isvery HAPPY to announce... FORUMS! Thisisyour opportunity to SPEAK
OUT and makeyour voicesheard. Thesearenot your parent’ sforums. Theforumswork like bulletin boards, you can
writeback to subjectsthat areaready there, or start your own. Tell uswhat isonyour mind, take part in research and
surveysto help people who work with youth hear from youth and find support and encouragement from your peers.
Make somefriends, have“virtual” conversations, havefun! Visit <www.fvkasa.org> to register, read and write!
Thanksto JoshuaKeysat Motion Medium for al hishard work getting these up and looking great.

KASA hasaligsarv. If youwouldliketojoinit, send ane-mail to <kasa-subscribe@yahoogroups.com>or join KASA
through our websiteat <www.fvkasa.org>. 33
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| DEA Rapid Response Networ k
Reprinted with permission from Family Voices
Friday’s Child News, April 12, 2002

TheDisahility RightsEducation And Defense Fund (DREDF) haslaunched thel DEA Rapid ResponseNetwork. Com-
prised of parentsof childrenwith disabilities, advocatesand supporters, theNetwork is:

» Buildingacadreof parentsand supportersnationwidewho can be called onto respond to proposed amendments
or conceptsfor changesto | DEA that might weaken, diminateor inany way compromisethecivil rightsof
childrenwith disahilitiesduring theupcoming Congress ond reauthori zation process; and,

»  Educatingandinforming parentsabout proposd stoamend IDEA.
If youwishto receivee-mail information about reauthorization activitiesand/or participateintheNetwork, pleasesend an
e-mall to preservel DEA @dredf.org. Includeyour name, contact information (postd address, telephonenumber, and e-

mail) and whether you only want updatesor would dso liketo participateinthe Network. For moreon | DEA and Family
Voices, contact Bridget Via, FAPE Project Coordinator at theNationd Office, bvia@familyvoicesorg, (505) 872-4774.

Medicaid Simplification Bill (SenateBill 43)
Reprinted with permission from
March/April 2002 TexasMedicaid Bulletin, No. 161

Editor's note: Although this article was written for health care professionals, the information is also rel-
evant to parents whose children utilize Medicaid funds.

On January 1, 2002, Senate Bill 43, the Medicaid Simplification bill, went into effect. Thebill’spurposeisto
remove barriersto children’senrollment into and continued participationin TexasMedicaid. Key featuresof interestto
hedlth care providersinclude:

» Thesmpler three-page applicationfor children’'sMedicaid includeseas er verification requirements.
» Face-to-faceapplication and renewa appointmentsin DHS officesareno longer required.

» Changeshave been madeto the system so that children moving between Medicaid and CHIP do not
experienceagap in coverage.

» Thedigihility period lastsacontinuoussix months. Children newly enrolled after January 1 will beginasix-
month continuouseligibility term; that is, they will not lose Medicaid coverage dueto changesin family
incomeor size. However, children certified for Medicaid coverage before January 1, 2002, only will begin
asix-month digibility period at thetimeof their first Medicaid renewa event in 2002.

TheMedicaid ID system will not changein the short-term, despite the six-month eligibility terms. Clientswill
continueto receive updated monthly 1D cards. TheMedicaid ID cardscontain many other kindsof information for and
about Medicaid children. Therefore, thecardswill continueto beissued monthly.

Twoimportant aspectsof thelegidationinclude:

» Caretakersof newly enrolling Medicaid children arerequired to participatein ahealth care orientation.

» Caretakersof al Medicaid children arerequired to keep their children up-to-date ontheir medical Texas
Health Steps (THSteps) checkups. 3



If caretakers do not comply with these requirements, they will need to go to aDHS office for aface-to-face
renewa withaDHSworker. Caretakerswho comply with thesetwo requirementswill be allowed to completetheir
children’srenewa processthroughthemail.

Itisimportant for THStepsand Medicaid providersto understand thefollowing determination made by the state.

A caretaker may claim to be compliant with the health care orientation and checkup requirementsif heor she:

o TakesachildtoaTHStepscheckup or toaMedicaid provider for amedical visit of any kind, or

» Completestheact of scheduling acheckup or medical visit (no matter how far into the future the appoint-
ment must bemade).

Therefore, health care providersare encouraged to allow asmany Medicaid caretakersas possibleto call and
schedule checkupsand medical vists.

To accessother articlesintheMarch/April bulletin, go to <http://mwww.eds-nhic.com/downloads/m161.pdf>.

Children with Special Health Car e NeedsProgram (CSHCN)
at Texas Department of Health AnticipatesChanges
Reprinted with permission of the CSHCN Division, TDH, April, 2001

TheBoard of Hedlth adopted new rulesfor the CSHCN programin April 2001. Those changeswereabig stepon
theroad toimproved carefor Texas children with special health care needs. However, CSHCN hasalimited budget
for 2002 and 2003. At present, the need for servicesislarger than the amount of money CSHCN hasto spend.

Thehard task facing usnow isfiguring out the best waysto serve children and familieswith themoney wehave. We
will haveto take anew look at whom we serve and do not serve, what serviceswe offer, and how we administer all
aspectsof the CSHCN program. Asyou canimagine, making the best decisionswill beachallenge, anditisnot yet
certainwhenfina decisionswill bemade. At thispoint, CSHCN isaready making cutsin staff and administrative
expenses. Wearea solooking at possible changesto CSHCN services, contracts and other aspects of the program.

Itisvery important to usto base decisionsoninput from the people whom the decisionswill most strongly affect.
Variousgroupsandindividuashaveaready made some suggestions. TDH and the CSHCN Advisory Committeeare
currently discussingissuesand possibilitiesfor thefuture of the CSHCN program. (The Advisory Committeeincludes
9 parentsof childrenwith special health careneeds.) Webelievethat parentsand familiesof children with special
hedlth care needsare animportant source of guidance. Your input can hel pusmakeintelligent, caring, well-consdered
program changes, so that CSHCN can work within itsbudget to be the best programit can be.

CSHCN plansto gather agreat deal of input from providers, clientsand familiesin the coming weeks. We hope
youwill bewillingtolet usknow what youthink. CSHCN will provideanumber of opportunitiesfor you to comment,
including public hearings (to beannounced onthe CSHCN websiteand inthe Texas Register). Pleasefed freetocal,
fax, email or writeto uswith your questions, commentsand input. You may also want to check futureissuesof the
CSHCN Parent Newdl etter for updates on the program review process. Thank you for partnering with usto do the
very best we can for Texas children with special health care needs.

Contact Children with Specia Health Care Needs Division - Attention CSHCN Implementation Team, 1100 W.
49th Street, Austin, Texas 78756, E-mail: cshen@tdh.state.tx.us, Phone: (800) 252-8023, ext. 3110, or (512) 458-
7111, ext. 3110; or Fax: (800) 441-5133. 35
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CLASSIFIED

Mail or e-mail your new classifiedsto Jm Durkd at:
TSBVI Outreach, 1100 West 45th ., Austin, TX 78756, or ImDurkel @tsbvi.edu.
An up-to-date Statewide Staff Devel opment Calendar isposted on TSBV I’ swebsite at <www.tsbvi.edu>.

NEWS& VIEWS

Fifth Biannual Usher SyndromeFamily Retreat
June 7-9, 2002
Austin, TX

Usher Syndromeisaleading cause of deafblindness. Peoplewith Usher Syndromeareusually bornwitha
hearing impairment, then beginlosingvision later asaresult of retinitispigmentosa. Thispattern of deafblindness
creates some uniqueissuesfor childrenwith Usher Syndromeand their families.

Familiesfromal over Texas cometo thisevent year after year. Theexperience of meeting other familiesand
adult mentorswith Usher Syndrome, and s mply having timetogether, makesthisavery specid weekend. Topics
of thisyear’sretreat will includerecreation and leisure, planning for college and post-secondary life, and strategies
for livingarichfull lifewhile coping with the challengesof Usher Syndrome. Informationwill aso be shared about
the supportsand resourcesavail ableto school-aged children with Usher Syndrome, their siblings, and their parents.

Trave assstancefrom Texas Deafblind Outreachisavailablefor familiesinterested in attending.

Registration deadlineisMay 21, 2002.

Mental Health | ssues Associated with Usher Syndrome
A special day of training for
Counsdlors, Teachers, Rehabilitation Professionals and Parents
June 7, 2002
TSBVI Conference Center - Austin, TX

Michael Brennan, currently theMid-Atlantic Regiona Representativefor the Helen Keller Nationa Center, will
bethefeatured speaker at thisone-day training. Michadl bringsaunique perspectiveto thistopic. HehasUsher
Syndrome (Typell). After completing hisMasters Degreefrom Gallaudet University, he established the Mental
Hedlth Counseling Program at Deaf Community Servicesof San Diego, Cdifornia. Michael wasa so Coordinator
of Research and Training on Menta Health and Deaf-Blindness, under agrant at Alliant University. Heisalicensed
Marriageand Family Thergpist (MFT), hasextens veknowledge and experienceinthefield of psychosocid issuesand
desfblindness, andiswell-versed intheemotiona adjustment chalenges caused by dud hearingandvisonloss.

Theregigrationfeeof $50includesthecost of lunchand materids.
Checksor agency purchase orders should be made out to Texas School for the Blind & Visualy Impaired.

Registration deadlineisMay 21, 2002.
For mor einfor mation about ther etreat or one-day training,
or torequest registration flyersfor these events,

contact Beth Rees
Phone: (512) 206-9103 or E-mail: BethRees@tsbvi.edu

36



Motor, Vison & Travd:
Workingasa Team to Address
the Motor and O& M |ssues of the

Young Child with aVisual | mpair ment

Movement and expl oration of the environment play
important rolesin the devel opment of concepts, Srategies
for interacting with objects, and body awareness. Vision
losscan significantly impact theseareas. Thisworkshop
will sharefunideasfor working on orientation and mobil-
ity, motor and sensory skills. Theimportance of team-
work will be emphasized, and roles of the OT, PT and
O&M Specidist will bediscussed.

Thisworkshop will be offered to familiesand profes-
sondsat theselocations.

Monday, June 3, 2002 - Huntsville, TX
Thursday, June 6, 2002 - Mt. Pleasant, TX
Saturday, June8, 2002 - Abilene, TX
Tuesday, June 18, 2002 - Lubbock, TX
Friday, June21, 2002 - New Braunfels, TX
Thursday, June 27, 2002 - Kilgore, TX

For information, contact Karen Scanlon
Phone: (512) 206-9314 or
E-mail: KarenScanlon@tsbvi.edu

INSITE Training:

A Home-Based M odel For
I nfants, Toddlers, and PreschoolersWhoAre

Multiply Disabled Sensory I mpair ed

INSITEisa6-day training for school and ECI profes-
sonadsworkingwithfamilieswho havechildren (birthto 5)
withmultipleimparments, induding sensory imparment.

Silsbee- Region V Education Service Center
Part | - June4 & 5, 2002
Part Il - August 19 & 20, 2002
Part 111 - September 17 & 18, 2002

For moreinformation, contact Kathy Williams
at RegionVV ESC
Phone: (409) 386-5507
E-mail: kmwilliams@esch.net

Texas Focus 2002:

L ooking for Access
June 13-14, 2002
Renaissance Hotel, Houston, TX

Thisconferenceisfor peopleinvolvedintheeducation
of childrenwith visua impairments, including thosewith
multipleimpa rmentsand deafblindness.

Thisyear’stheme, “ Looking for Access,” will draw
our attention to ways studentswith visua impairmentscan
be given moreand better accessto the school curriculum,
their community, and theworldingenerd.

For moreinformation, contact Jm Durkel
Phone: (512) 206-9270
E-mail: JmDurkd @tsbvi.edu
or Mindy Carrall
Phone: (512) 206-9344
E-mail: MindyCarroll @tsbvi.edu

5th International UM DF
Symposium on
Mitochondrial Disease

June 6-9, 2002
TheWestin Galleriain Dallas, TX

The5th International United Mitochondrial Disease
Foundation (UMDF) Symposium on Mitochondria Dis-
easefor Mitochondrid Specidists, Clinicians, and Fami-
lieswill take placethissummer at theWestin Galleria, in
Dallas, Texas. Meetings are planned for everyone's
needsand familieswill havethe opportunity to attend the
medica meetingfor dinicians. Alsonew thisyear will bea
specia sessionfor affected adults. A specid tract will be
offered for newcomersto learn the basi cs of mitochon-
drial disease beforethe detailed medica sessions. Other
topicsincludeinsurance, legd issues, estate planning, and
practical toolsfor couplesand non-affected siblings.

For family registration information, please contact the
UMDF office by phone at (412) 793-8077 or e-mail at
info@umdf.org, or visit the UMDF website at
<www.umdf.org>. Medical professionalsseeking infor-
mation on the Scientific Meetingsor Meetingsfor Clini-
cians, contact the UT Southwestern Medical Center at
Dallas by phone at (800) 688-8678 or e-mail at
Misti.fitzner@utsouthwestern.edu, or look on their
website at <www.utsouthwestern.edu>.
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Third Mid-Atlantic

CHARGE SyndromeConference
June 21-23, 2002
Four Points Sheraton - Aberdeen, Maryland

Any individua whoisinterestedinlearning moreabout
thisrare and complicated syndrome should attend, in-
cluding family members, medica and educational profes-
sionals, therapists, medical interns/residents, education/
specia education students. All areinvited to participatein
thisevent. For moreinformation contact:

CHARGE Syndrome Foundation, Inc.
2004 Parkade Boulevard
Columbia, MO 65202-3121
Phone: (800) 442-7604 or (573) 499-4694
Contact: Marion Norbury
E-mail: marion@chargesyndrome.org

American Council of theBlind

Annual Convention
June 29 - July 6, 2002
Adam’'s Mark Hotel in West Houston, TX

For information contact the ACB at:
1155 15th Street, NW, Suite 1004
Washington, DC, 20005
Phone: (800) 424-8666 or FAX: (202) 467-5085
Website: <http:/Aww.ach.org/convention/index.html>

BrailleRevival League's

Annual Convention
June 30 - July 3, 2002

Location: Houston, TX
Contact: KimCharlson
Phone: (617) 926-9198

E-mail: kcharlson@ach.org

10th Biennial Statewide Conference

on Education of the Deaf
Sailing Together Toward New Horizons
July 24-26, 2002
The Omni Bayfront & Marina Towers Hotels

Corpus Christi, TX
Contact: Ruth Hicksat (281) 396-6378
E-mail: rhicks@wmjh.katy.isd.tenet.edu

National Federation of theBlind

NFB Convention 2002
July 3, 2002 (Seminars)

July 4-9, 2002 (Forma Convention)
Location: TheGatHouseHote, Louisville, KY
For information, visit the NFB websiteat
<http:/Aww.nfb.org/coming.htm>
Phone: (410) 659-9314
E-mail: nfb@nfb.org

Association for Education and
Rehabilitation of the
Blind and Visually Impaired
| nter national Conference

July 17-21, 2002
Toronto, Canada

Please contact AER for additiona information.
Executive Director, Mark Richert
P.O. Box 22397, Alexandria, VA 22304
Phone: (877) 492-2708 or FAX: (703) 823-9695
E-mall: aernet@aerbvi.org
Website: <http://www.aerbvi.org>

Foundation Fighting Blindness
Annual L ow Vison Conference
Seeing the Light
August 22-24, 2002
Chicago, Illinois

For information, contact the FFB at
<http:/Mmww.blindness.org/html/
annud/w2002inf.html>
11435 Cronhill Drive

OwingsMills, MD 21117-2220
Phone: (410) 568-0150

Cortical Visual Impair ment:

Further Pathways To Intervention
August 27-29, 2002

Braille Institute of America, LosAngeles, CA

Presenter: Dr. Chris Roman
Contact: JanieHumphries
Phone: (800) 223-1839, ext. 367
E-mall: jhumphries@aph.org



VirginiaMurray Sowell Center

2002 Distinguished Lecturer Series
“Providing Quality Instruction in the
Expanded Core Curriculum”
with Dr. Phil Hatlen
Superintendent, TSBVI
& Other Guest Speakers
September 27 & 28, 2002
Texas Tech University - Lubbock
Contact: VirginlaMurray Sowell Center
for Research and EducationinVisua Impairment
(806) 742-2345 or (806) 742-2326 FAX

Website: <http://www.educ.ttu.edu/sowell/
VSC Pages/L ecturel/lecturerseries.html>

Closingthe Gap Conference
October 17-19, 2002
The Radisson South Hotel

Bloomington, Minnesota
Contact: Sarah Anderson, Administrative Ass stant
Closing The Gap, Inc.
P.O. Box 68, Henderson, MN 56044
Phone: (507) 248-3294 or FAX: (507) 248-3810
E-mall: sanderson@closingthegap.com
Webste: <http://mww.clos ngthegap.com>

American Speech and Hearing

Association Annual Convention
November 15-18, 2002

New Orleans, LA
Please contact ASHA for additiona information.
10801 Rockville Pike, Rockville, MD 20852
Phone: (800) 498-2071or TTY: (301) 897-5700
FAX: (301) 571-0457
E-mall: actioncenter@asha.org
Website: <http://professiond.asha.org/
events/index.cfm>

Comingin February 2003!

Texas Symposium on Deafblindness
L ook for moreinformation about thisevent
inthesummer edition of SEE/HEAR and
on the Statewide Staff Devel opment Calendar
for ProfessionalsinVisua Impairment at
<http://mww.tshvi.edu/Outreach/vi.htm>.

American Association of the

Deaf-Blind 2003 Conference
July 12-18, 2003
San Diego State University - San Diego, CA
Please contact AADB at
814 Thayer Ave, Ste 302, Silver Spring, MD 20910
FAX: (310) 588-87050r TTY: (510)797-3213
E-mail: tomjill@juno.com

American Society for Deaf Children
18th Biennial Conference
July 26-30, 2003
Texas School for the Deaf, Austin, TX

Thisconferenceisscheduled for the summer of 2003

inAustin, Texas. PleasecontactKen Silverstein, ASDC:
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P.O. Box 3355, Gettysburg, PA 17325
Phone: (800) 942-2732 (Parent Hotline)
TTY: (717) 334-7922 or FAX: (717) 334-7922
E-mail: asdcl@aol.com
Website: <http://deafchildren.org/>

ChildrenWhoAre

M edically Complex
or Technology Dependent:

Building Relationships,
Respecting Diversity
March 31, April 1 and April 2, 2003
LowesHotel in Philadelphia, PA
Ken-Crest Children & Family Services
3132 MidvaleAvenue, Philadel phia, PA 19129
Phone: (215) 844-4620, ext. 134
FAX: (215) 844-4610

E-mail: kencrest@kencrest.org
Website: <www.kencrest.org/medfrag/conf.html>

Deafblind I nter national Conference

August 5-10, 2003
DeltaMeadowvaeHotel & Conference Centre
Mississauga, Ontario
To request moreinformation on the conference,
andto beonthemailinglist, contact Stan Munroe
Phone: (519) 372-0887 or FAX: (519) 372-0312
E-mail: stan.munroe@sympatico.ca
Webste: <http://www.dbiconferencecanada.com/
index2.htm>
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SEE/HEAR
published quarterly: February, May, August, and November
Availablein Spanish and English on TSBVI’swebsiteat <www.tsbvi.edu>
Contributionstothe newsletter can be mailed or e-mailed to section editors at:

TSBVI Outreach
1100 West 45th St.
Austin, TX 78756

Deadlinesfor Submitting Articles Section Editors

December 1st for theWinter edition Family - Jean Robinson (512) 206-9418;

March 1st for the Spring edition JeanRobinson@tsbvi.edu

June 1t for the Summer edition Programming - Ann Adkins (512) 206-9301,;
September 1st for the Fall edition AnnAdkins@tsbvi.edu

Production Staff JJ;]nr?;/LL;cee@(tSSllj\Zzégg 9389,

Editor-in-Chief - Kate Moss (512) 206-9224; Holly Cooper (512) 206-9217;

KateM oss@tsbvi.edu HollyCooper@tshvi.edu

Layout Editor - Craig Axelrod (512) 206-9435; Syndromes/Conditions - Kate Moss (512) 206-9224;
CraigAxdrod@tsbvi.edu KateM oss@tsbvi.edu

TCB Editor - Edgenie Bellah (512) 377-0578; Newsand Views - Edgenie Bellah (512) 377-0578;
Edgenie.Bdlah@tcb.state.tx.us Edgenie.Bdlah@tcb.state.tx.us

Website Editor - JimAllan (512) 206-9315; Classified - Jim Durkel (512) 206-9270;
JmAllan@tsbvi.edu JmDurke @tsbvi.edu

(PSrfg)u;:gBo_ gggg;ﬁ;niﬁ:ﬁggtﬁgﬂdﬁj a The audi oversion of SFEE/HEAR isprovi dgd by
TCB Braille Transcriber - B. J. Cepeda Recordingfor the Blind and Dydexic, Augtin, TX.
(512) 377-0665; BJ.Cepeda@tch.state.tx.us If you nolonger wish to receivethisnewsletter,
please call Beth Rees at (512) 206-9103
or e-mail her at BethRees@tsbvi.edu.
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_h,_-.""-'-"k through the Texas Education Agency, Division of Special Education, to the Texas School for the Blind and Visually Impaired.

Texas School for the Blind and Visually Impaired does not discriminate on the basis of race, color, national origin, sex, religion,
age or disability in employment or the provision of services.
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