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Thingsaremomentarily quiet hereat TSBV I Outreach with many of the staff out on much deserved vacations. The
spring wrapped up with aflurry of activity that dlideinto the early part of Junewith Texas Focusin Ft. Worth. All
reportsfromfolkswho were ableto attend the conferenceindi cate that thiswasanother very informative event for both
thefamiliesand professional swho attended and awel comefocuson studentswith low vision.

Outreach staff have been working onanumber of other projectsaswell. Onein particular that | am happy to report
onisaproject wedid in collaboration with DB-Link, the National | nformation Clearinghouse on Children with Deaf-
Blindness. My colleague, Robbie Blaha, and | have written abook, Introduction to Sexuality Education for Indi-
vidualsWho Are Deaf-Blind and Sgnificantly Developmental ly Delayed, which DB-Link will publish. We antici-
pate this book becoming available in the Fall of 2001. You may contact DB-Link at (800) 438-9376
or email <dblink@tr.wou.edu> to get moreinformation about receiving acopy. We very much appreciate DB-Link
giving usan opportunity to makethishappen. We hopethat familiesand professionalsin Texasand other partsof the
country will find theinformation useful.

Robbiewill dso haveanother publication coming out soon throughthe TSBVI Curriculum Department. Thebook,
Calendars for Sudents with Multiple Impairments Including Deafblindness, provides detailed information on
determining which typeof calendar to usewith achild, designing the calendar, and transitioning astudent to the next
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A Taleof Two Children
By Pauletta Feldman and Mary Ann Reynolds
Reprinted with permission from: Future Reflections, Volume 19, Number 4
published by the National Federation of the Blind, <www.nfb.org>

Note from Barbara Cheadle, Editor of Future Reflections: Thefollowing article, co-written by Pauletta and
Mary Ann, was originally published in 1995 in the VIPS Parents Newsletter, a publication of the Visually
Impaired Preschool Servicesin Louisville, Kentucky. | was curious about what had happened inthefive years
since they wrote it, so | asked them if they would do an update. They graciously agreed, and their updates
concludethearticle. Here now, is Pauletta’'sand Mary Ann’s A Tale of Two Children.

Pauletta: Onthesurface, Mary Annand | may seem very different in that we have chosen what appearsto betwo
diametrically opposed school placementsfor our blind children. But we arenot very different at al in the hopesand
dreamswehavefor our children - we havejust chosen different pathsto help our children achievethem. Theexistence
of placement optionsexpandsthe current and potential opportunitiesour children have availableto them, and we have
taken advantage of these options.

Mary Ann’sdaughter Ashley and my son Jamie have been at two opposite ends of acontinuum of servicesthat
existsfor theeducation of blind children. Ashley, whoiseight andinthird grade, hasbeeninafully inclusive, public
school classroom sincekindergarten. Jamie, whoisten andin fourth grade, has attended the K entucky School for the
Blind sincekindergarten asaday student and thisyear isin ahaf-day placement at our neighborhood schooal.

Parentsoften ask Mary Ann and | about our children, their schools, and why we' ve made the decisionswe have.
That’sthe purpose of thisarticle- to sharewith all of youwho are, or will be, struggling with the samedecisionswe
havefaced. But asaprologue, wewant to say that nothingiswrittenin stone. What worksoneyear for your child may
not work thenext. Theimportant thing isthat parentsare aware of the optionsand know that we may choosefrom any
of avariety of combinationsto producethe best educationd situationsfor our children. Weneed to know our children,
their strengthsand needs, and to know what’s out therein order to make good decisions.

OUR DREAMS

Mary Ann: Our dreamsfor Ashley arethe sameasfor our other two children: to grow upto be somebody specid
and unique, whether that isto be ahomemaker, ateacher, adoctor, or whatever. We both want her to be happy.
Some people hope and dream for jobs, independence, etc. | guess| expect that to come. When Ashley wasborn, she
had asevere heart defect. Two yearsand three surgeries|ater, theworriesof variousabnormalities, thefear of hearing
problems, and thediagnosisof “blindness’ all but shattered our normal dreams. Assadnessand abnormality creeped
in, welonged for happinessand normalcy. | guess!’ m till developing those dreamsasshegrows. Shewantstobea
preschool teacher. If she dreamsabout being ateacher, that’swhat | dream for her. | want her to grow up, goto
school, havefriends, goto college, fall inlove, marry, and have her 2.5kids. That’smy dream.

Pauletta: 1t'shardtodescribeall of thedreams|’ve had for Jamie. Some of them have remained the sameand
some of them have changed over time. (For instance, | don’t think he' [l turn out beaclassicd violinist - hewantsto be
arock star!') Asamatter of fact, Jamie haslotsof careersin mind and wishes he could dothem all at once- bea
librarian (likehisDad), awriter, acook in arestaurant, ateacher, an actor, adiscjockey, andamusician. Whenhewas
five hewanted to beafireman (I could see the headlines, “ Blind Fireman Rescues\Woman from Burning Building!”)
and apoliceman. Mainly, | want ahappy and productivelifefor Jamie. | want himto be employed and on hisown
someday. I'dlikefor himtobeabletogotocollege. But most of dl, | want himto believein himsdf sothat hewill have
the gumption to pursue hisown dreams, whatever they may be.
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PRESCHOOL PLACEMENTS

MaryAnn: Ashley began attending preschool when shewasfour. Optionswerelimited fiveyearsago, moreso
thanthey aretoday. | looked for aregular preschool that would allow her to be around other children. | looked for
over ayear, honest! | found TWO placesavailable. Peopleactualy hung up on mewhen | mentioned “blind.” People
wouldn’'t returnmy calls. 1 washurt. | loved my child and wanted othersto love her, too. | wanted her to enjoy
preschool and learn thingsthat | could not provideinthehome. VIPShad provided interventionintheearly yearsand
through Melinda, an intervention worker, we got hooked up with Tully Preschool. We were welcomed with open
ams. Whenwevisted, theother childrenwaked Ashley aroundto show her theroom. After thet, | knew thiswastheplace.

Pauletta: Jamiestarted out at Christ the King Montessori Preschool two daysaweek when hewastwo-and-one-
half yearsold. When hewasthree we switched to Kenwood Montessori, which was closer to home and wheremy
older children had attended. Therewere new teachersand directorsat Kenwood who wanted to build the school.
They learned about usthrough aconsultant teacher at Christ the King, and they cameto ustorecruit Jamie! That was
wonderfully refreshing, sincel had felt that | had to “sell” himjust to get anyone elseto givehimatry! | ended up
working at his preschool asateacher’saide, sol got to seefirsthand the great thingshewasdoing andlearning. The
school offered|otsof hands-on multisensory learning experiences. It wasan environment inwhich Jamiewascherished.

PREPARINGTO MAKEAKINDERGARTEN PLACEMENT DECISION

MaryAnn: Ashley’spreschool yearsweregreat. Tully had an all-day program and offered kindergartenin the
afternoon. Because of that, she automatically remained another year. Astimewent by Ashley learned the school
building inside and out (she started canetraining at agefour). Beforeusing the cane, Ashley would run throughthe
halls, never worrying about bumping into other children. | soon learned that Ashley, being half the other kids' size,
needed her own independence so she could get onwithlearning. Because Tully isall on oneleve (not to mentionits
educational benefits) and Ashley wastiny, had heart disease, and wastoo bravefor her own good, we decided after
much thought that it wasin her best interest to remain there. Our neighborhood school where my older children
attended had turned Ashley down for preschool. After that, | realized that it wasup to meto find and give her the best

possibleoption.

Pauletta: | talkedtoalot of professionals. | talkedtolotsof blind people. | tried tofind out everything I could
about all the specia adaptationsablind child would need to succeedinlife. | tried to cometo gripswith what were
Jami€e sgreatest areas of need and what were his particular strengths. | believed that |earning the skillsof blindness
would be key to hisfuture success. Andthen | visited school sto compare program strengthswith Jamie' s needs.
Jamie could have stayed for kindergarten at Kenwood Montessori, wheretherewasavery strong mutual attachment.
But | wanted to know what el sewas out there. | visited public school programs, one wheretherewasaresource
teacher and resourceroom for visually impaired children. | visited the kindergarten at the Kentucky School for the
Blind (KSB), and knew immediatdly, in my gut, that thiswaswhere Jamieneeded to be. (Toenroll at KSB vison must
beachild’sprimary disability, and the child must possess communication and basic self-help skills.)

WHY WE CHOSE THE SCHOOLSWE DID

Mary Ann: Becauseour neighborhood school would not take Ashley during her early training years, it really was
not in her best interest to move her two yearslater. At Tully, sheknew her way around and could independently move
towheresheneeded to go - art, music, PE, lunch, etc. Now she could concentrate on academicsand not just learning
anew building. | taught elementary school and knew how important thoseearly learning yearswere. | feltit'sgoingto
behard enough - let’snot makeit any moredifficult thanit hastobe. | thank God it worked out. Sheisat Tully tothis
day andwill remainuntil shegraduatesfromthefifth grade.

Pauletta: Thereweremany reasonswechoseKSB. Jamieisalmost totaly blind withjust alittlelight perception.
3

ATINVA




FAMILY

| wasvery concerned that he devel op good Brailleskills. Jamiewasa so physically delayed and had poor upper body
strength and fine motor skills. At KSB, he could participate in adapted PE daily, and the kindergarten program
focused on fine motor development and pre-Braille skills. While Jamiewasin preschool, hissocial skillshad not
progressed as| had hoped. Hewasavery passivechild. | wasafraid that hewould not dowell inalarge class- not
come out of himself and not stand up for himself - so the smaller classsizesat KSB wereattractiveto me. | aso
thought it wasimportant to hisdevel oping self-imagefor himto have blind friendsand rolemodels. He hasbeen at
K SB for almost six yearsnow. However, we have begun easing himinto our neighborhood school. That hasbeena
wonderful processthat could bethe subject of awholedifferent story!

WHAT THEIRPLACEMENTSHAVE BEEN LIKE

MaryAnn: Ashleyisapopular girl and hasnumerousfriends. Because many of the Tully childrenliveinthe
community, sheisableto meet with themontheball field, inthegrocery store, etc. Thevariety of activitiesin our
community help othersto see Ashley leading anormal life, and thekidsknow sheispart of their broader world, too,
not just apart of theschool. Thiscreatesfriendships. Ashley hasalwayshad the help of an itinerant teacher of the
visualy impaired (TVI). Intheearly years, the TVI would Braille storiesin Grade | Braille (alphabet | etterswith no
contractions) because the American Printing Housefor the Blind (APH) only produced early reading materialsin
Gradell Braille (with contractions). Even her preschool teachershelped her with Braille, and shehad Braillelabe sfor
just about everything, eventhefishtank! Ashley haskept many of her friendsfrom preschool, often recognizing their
voicesinthehall. When shewasyounger, she enjoyed stopping and talking to all theteachers. Shelearned so much
about those around her. Because many of the children aready knew Ashley, they did not over-help her, but knew
whento helpandwhennot to. They still dothis. Ashley islearning how to request help and hopefully how to giveit
back. Her teachershave beenwonderful. Her primary teachers classeshave been right next door to each other. She
has had the samelocker for threeyears. How’sthat for consistency! Finally, | can drop her off at the sidedoor, and,
likeeveryoneese, shewalksto her locker, putsher thingsup, and goesabout her business. Peopleat Tully arewarm
and caring. Thereisawaysafriendly wel comewhen she entersthedoor every morning. Ashley hashadtomisssome
thingsoccasionally tofit her special classesin. Oneyear shefussed at me every morning because she had to missPE
to haveher canelesson. Her sster eveninformed methat PE wasAshley’sfavoriteclass. | told Ashley | remembered
when | taught, and dl thekids said their favorite classeswere PE and lunch, and at |east shedidn’t haveto misslunch!
We soon learned that for every losstherewasusually again. Her TV hasbeen wonderful. | am so thankful for her
patient endurance and senseof humor. Shehascommunicated regularly with usover theyearsand helped Ashley learn
so much. Shehasprovided extratutoring, daily balancing of hoursfor Ashley between resourceroom and classroom,
and even helped Ashley get acomputer system from the Lions Club. She hasbeen areal source of support for me.
Her specidized training invision and experiencewith integrating other blind children has given us confidence and hope.

Pauletta: Jamiestarted canetraining in preschool and was ableto continue with the same O& M instructor at
KSB. Sincekindergarten, hehasreceived regular O& M instruction from threetimeseach week for individual lessons
to group classeswith hisother classmatesto work onresidentid travel and quiet street crossings. Therehasbeenalot
of classchanging at KSB, sotherearelotsof opportunitiesfor Jamieto practicetravel! Hemust travel to different
buildingsto participatein music, PE, and to goto lunch. Eachyear, hisO& M instructor hasworked with himonhis
scheduleand routes. Through third grade, Jamie had adapted PE and instrumenta musicdaily. Daily living skillshave
been built into the curriculum. Jamieworked on the Patternsseriesfor learning to read and write Braille. Patterns,
availablefromthe American Printing Housefor the Blind (APH) is asystematic and sequential processof introducing
the 178 Braille contractions. Jamie wasintroduced to the slate and stylus, abacus, and computer in first grade.
However, itisonly thisyear that he hasfinally become proficient with them. Heisusing the computer moreand more
for writing, learning the basi cs of word processing, and getting introduced to computer bulletin boards. Hehasgotten
to beinthreefull-costume, musical productions- last year he was Gepetto in the primary grades' production of
Pinocchio! Seeingthekidsact on stagewassuch agift. It wassomething | had never imagined blind childrenwould
besogood at doing! KSB hasbeen areal support system for me. Jami€' steachers have alwaysbeen accessibleand
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welcomed my input. They have been dmost another extended family! Jamie spent asecond year inthird gradelast
year to honesome skillsand to do somematuring. 1t also seemed agood timeto explorenew possibilities. Wewere
feding that hisskillswere now strong enough to moveinto amoreintegrated educationa placement. Last year, after
Christmas, he started attending our neighborhood school, Sempl e Elementary, one day each week. Our primary
objectivefor thislittle experiment was socia. Wewanted Jamieto begin to adapt to adifferent learning environment
and to make morefriendsin our neighborhood. Therewasmutua visitation between schoolsand atruly wonderful
collaboration between the Jefferson County Vision Program (JCPS), KSB, and Sempleadministratorsand teachersto
make sure Jamie had what he needed. | think thiseasing-in processreally paid off for both ourselvesand Semple,
giving all of usthesupport and timewe needed to work into acomfortablere ationship. Thisyear, Jamieisgoing half-
day, each day, to both schools. | couldn’t be more proud or appreciative of my little neighborhood school, which has
taken my littleinterloper and made him oneof their own! Plansarefor himto do thesamefor fifth grade. Hehasalong
day, getting onthebusat 6:30 am. to KSB, where school startsat 7:30 am. for language artsand math, then back on
thebusat 11:30 am. to Sempl e, where he haslunch and spendsthe afternoon for science and social studiesuntil 3:20
p.m. Hehasmusic, PE, and computer at both schools. His JCPSitinerant teacher of thevisually impaired hasbeen
wonderful and workswith himthreeto four afternoonseach week. HisO&M ingtructor from KSB hasworked with
him on learning hisway around Semple and isnow working on walking between school and home.

HAVE THERE BEEN DISADVANTAGES?

Mary Ann: I’ vetalked about the advantages. Thedisadvantagesarethat Ashley haslittle opportunity to meet and
get to know other blind children. We sent her to KSB summer school, and she enjoyed that experience and enjoys
meeting VIPSchildren. | am sureshe hasmany questionsshewill ask another blind child when given the opportunity.
Weadl need someonewho understands. Ashley isattracted to many of the children and peoplein our churchwho have
specia needsand enjoysgetting to know them.

Pauletta: Thereareawaystrade-offs. Themain disadvantage of Jami€' s placement hasbeenthat he hasn't gotten
to know many childrenin the neighborhood and hasn’t had to deal with typical classroom situationswherethereare
many studentsand distractions. But | think we areworking on thesewith the dual-placement.

FILLINGIN THE GAPS

Mary Ann: Because somethingsmay need extraattention or explanation, weall try very hard to provideasmuch
information aspossibleto help Ashley understand and experiencethingsinlife. Instead of talking about the park, we
go. Wemake cookiesalot and talk about measurements. When they aretalking about specific subjectsin school, we
try tofind opportunitiesto increase her understanding. We provideasmany “real” experiencesaspossible. Shehas
a“preschool” inthe basement with real cubbiesand activitiesand she, her sster, and their friendslearnalotin“their
classroom.” | try to buy tapesand allow more music than usua and know that it isimportant to her. Itisscary living
on abusy street and having adaughter whoistoo bravefor her own good. But hopefully, shewill grow up andlearn
to bewisein her independence.

Pauletta: Will weever beabletofill inthegaps? Therejust don’'t seemto be enough hoursintheday! | couldn’'t
ask for morefrom the education that Jamieisreceivingin school! He sgetting al the academicsplusworking on many
blindness-specific skills. Jamiehasto master writing inthreeforms (Braillewriter, date, and keyboard). Heneedsto
work on handwriting so he can sign hisname. But thereare ftill so many gapsin hisknowledge and skills. We spend
threetimestheamount of timeanother sighted child would spend on scienceand socid studies- talkingwhileweread,
creating impromptu modelsto build on hisconcepts. Homework cantakealot of time each day, especialy now that
he'sinfourth grade. With KIRIStesting coming up, hewill be staying for extended school daysto practice open
responsetests and performance events. He also needs down time, timefor friends, timeto learn to do thingsfor
himsalf. Wefitin everything we can, but we also keep in mind that he needstimeto bejust akid. Andweneedtime
tobejust afamily!
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HAPPY NOW?
MaryAnn: Maybewedl just gppreciaethelittlethingsmoreand that makesusdl smilealot. Yes wearevery happy.

Pauletta: Jamie'sagresat kid, hehasfantastic educational services, and we havewonderfully supportiveteachers.
How couldwe ask for more? Theonly oneswho canreally determinewhat will be best for your childisyou and your
childwith thehelp of supportive professionals. Therearecreative solutionsto problems. Thereare combinationsof
servicesthat can be devel oped to meet your child’ suniqueneeds. Thebest advicewe can offer about pursuing service
optionsfor your child and making them work isthis: Don’t be afraid to dream. Don’t be afraid to ook at many
possible pathsto thesameend. Becredative. Beflexible. Bewilling to compromise. Know which battlesareworth
fighting, and saveyour energy for those. Try to solve problemsat the school level without alienating your support base
- fragil e rel ationships can become strong oneswhen they are giventimeto grow. Your child’steachers can beyour
srongest dlies.

2000 UPDATE

Mary Ann: Well, after 14 yearsin our local public school system, we have decided to make ahuge change -
Ashley will attend the Kentucky School for the Blind thisfall. Over the past two years she has spent many daysafter
school just hanging out with the other kidsat KSB, while attending thelocal school inher area. Over theyears| have
beenintrigued with the changesthat children go through once they becometeen-agers. Boy, dothey change! Ashley’s
teen-age personality isblossoming, and sheisbeginning to haveamind of her own. Part of her growing out of her
cocoonisdeaingwith her blindnessand al of theissuesinvolved withit - accepting blindness as part of yourself and
being proud of whoyou are. At KSB Ashley will meet other studentswho sharethe samechallenges. Shehasnever
had thisopportunity in anintegrated setting. Don’t get mewrong. | am not comparing thetwo settings. | am not
advocating for or against either setting. | am merely sharing the experiencesof my child. Sheischanging, and her
needsarechanging. My dreamfor Ashley isthat shewill grow strongwingsand fly likeabutterfly into theworld asa
happy and productiveindividud. But, right now, being in school with other blind peerswill enable her to sharecommon
experiencesat theacademic and recregtiond levels. Sheisenjoying the conversationswith the other studentsonissues
relatedto their blindness. Thisisanew experience. Weareexcited to seehow it will progress. For now, wearejust
goingtotakeit oneday at atimeand seewhat happens. Each year isanew adventure. Looking over the horizon, |
see Ashley on theroad to independence.

Pauletta: A lot hashappenedinthefive-and-one-haf yearssinceoriginaly writing about Jami€' s school place-
ment intheVIPS ParentsNewd etter. Jamieisnow asophomorein high school! Just to update, Jamiecontinuedina
dual placement through eighth gradewith KSB and our public schools, first at Semple Elementary and then at Barret
Traditional Middle School. Sixth gradewasrough - Barret had never had ablind student and was not accustomed to
making accommodations. Their motto was, “ Studentsadapt to us, we do not adapt to students.” Weknew that going
inand believed that only minor adaptationswould berequired. Probably the hardest adaptation, which wasa so the
biggest help, wasfor classroom teachersto learn how to team-teach with Jamie' svisonitinerant. Barret teacherswere
not used to working with itinerant teachers. However, by seventh grade, thingswere running very smoothly. And by
elghth grade, when Jamie graduated, the principa and teacherstold methat one of the hardest thingsabout losing Jamie
(they had cometo LOVE him) waslosing hisvisonitinerant! Theexperienceturned out to beawonderful opportunity
for growth for Jamie and for studentsand staff at Barret. While Jamiehad EXEMPLARY servicesfrom our public
school system, we continued to beaK SB family, too. Over theyears, Jamie had made so many wonderful friends
there. A disappointing aspect of his public school experiencewasthat friendshipsat school did not transfer to after
school hours. Jamietried and wetried, but with the exception of oneyoung man, Barret friendsstayed at school. So,
for hisfreshmanyear, Jamie went back to KSB full-time. He stayed part-timeinthedormto havemore of asocid life
after school. That worked very well. Thisyear heisliving at school through the school week. That'sbeenredly rough
for us. We' vehadtolet go bigtime- et go of overseeing schoolwork onadaily basis, let go of having our youngest
childat home! But Jamieismaking uslet go ashemovestoward greater independence. Henow hasthe active after
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school lifethat all teen-agerswant. He doesjazz band after school; he'son thetrack team and hasdaily practice; he
broadcastsand trainsother studentsfor the school radio station; and somewherein there, hefitstimeto study and just
hangout! Thepathwearetakinginraising Jamieand ensuring that hereceivesagood education will continueto beone
with many forksand detours. Our resolveisto continueto be opento, and flexiblein, making whatever adaptations
arerequired to meet hischanging needs.

Out of the M ouths of Babes
By Paige Parrish, Parent, Tyler, Texas, <MAXBITES@prodigy.net>
and Jean Robinson, Family Speciaist, TSBVI, VI Outreach

Paige, mom of Alexandria(Alex), hasbeen graciousenoughto share her experiencesraising achild with blindness.
Alexwhoisamost 9 yearsof ageislosingwhat vision shehasdueto L eber’s Congenital Amaurosis. Her mom has
been diligent and creative about teaching her conceptsthat sighted folkstakefor granted. Alex, who attends Andy
Woods Elementary School inthe Tyler 1.S.D., had been reading about different kinds of animalsalong with her
classmates. Paigeknew that even though Alex was acing thetestsshedidn’t really havethebig picture. Thissavvy
mom called the Cadwell Zooin Tyler torequest a* handson” tour. When the publicrelationsdirector discouraged her,
Paigepersisted. Eventually the owner not only agreed to thetour, but personally showed Alex arround the zoo. He
asked that they comein the morning, before the zoo opened to the public, when the animal swerejust waking up and
dill intheir privateareas. Alex, her mom, and visionteacher wereabletofed theear and horn of arhinowith thehelp
of theanimal trainer. Alex explored agiraffeandtrailed alongitstall neck! Her facelit up when she connected the
wordsthat she previoudy had read tothered thing! This*ahamoment” brought tearsto the owner’seyes.

Thisexperienceled to another opportunity. Alex’suniqueway of learning made aprofound impact onthe veteri-
narianfor exoticanimals. Heplansto contact Paigethe next timethey haveto anesthetizealargeanimal; Alex hopes
itwill bean el ephant!

Onceagain, Paige has paved theway for Alex to havethe same opportunitiesas her classmates, by encouraging her
toenter alocal essay-writing contest. The Kimberly Clark Company, in conjunctionwith Brookshire Brothersgrocery
store, sponsored the contest. Thethemewas*My Favorite Teacher.” Alex entered and won! One winner was
chosenfrom each gradeleve for theentiredistrict. She selected her V.1. teacher asthe subject. HereisAlex’sessay.

My favoriteteacher isMrs. ElIseRao. Sheismy visually impaired teacher. | think that she should be selected as
Brookshire's favorite teacher because she works very hard to teach me other waysto read, write and do math. But
sheis so much morethan that. She helps me learn that my vision loss will not stop me from becoming a successful
person. She believesin me even when | do not, and she hasa very special way of describing theworld to me. Once,
| asked her why some carsdid not haveroofs? Shesaid, “ They are called convertibles.” Shejust happened to own
one, so shelet mefed theroof go down. Shesaid, “ You really can not under stand this unlessyou ride with thewind
blowing through your hair. (Editor’snote: Of coursethey took aride.) My momsaysthat Mrs. Rao alwaysstartswith
a firm foundation. | really did not understand this until | asked Mrs. Rao what concrete was. She went out and
bought a bag of concrete for usto makejust so | could understand. She hasa bigimpact onmy lifeand shealso lets
me teach her about being blind so together we keep on learning.

Paige reminded methat these success storieswoul d not be possi blewithout the support of their local school district.
ConnieMoore, the principal of Andy Woods Elementary, believesin“ teachablemoments’ and understandstheimpor-
tance of releasetimefor her vision teacher. Paigebelievesthat Alex isexposed to the expanded core curriculum
because Mrs. Rao not only answersAlex’smany questionsbut involves her infinding theanswer. If at al possible,
Alex hearsabout it, reads about it, and doesit. Thisapproach paysoff; thefirst place prizefor her essay wasa$1500
gift certificatefrom Circuit City.
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Helping You and Your Child Get a Good Night’sSleep

By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach
Aversion of thisarticleappeared inthe April 1994 edition of P.S News!!!

Editor’'snote: Thisarticleisbased on information presented by Ray Condon at a workshop in July 1993.

“Oh those sleepless nightswill break my heartintwo.” Truer words have ne’ er been spoken, particularly by
parentsof childrenwith disabilities. Whileanyonemight find anight of restful degpelusive, it canbeauniquechalenge
for childrenwith disahilities, andtheir families.

When looking for causes and solutionsto aproblem likethis, parentsand school staff should work together asa
team. A teamwill be best ableto devel op anintervention plan that succeeds. Thekindsof stimulation provided at
school during theday influenceastudent’sability to deep at night, and ad eepy student hasdifficulty learning. A child's
deep problemiseveryone sproblem.

WHAT ISSLEEP?

| dentifying some common factsabout deepwill help distinguish genera characteristicsthat most peopleexperience
from problemsuniqueto childrenwith disabilities.

1. Thefunction of deepiscontroversial. Some peoplebelievedeepisaninternally controlled period of non-
responding, during aphase of the circadian cycle, that promotesenergy conservation. Othersthink deepisarestor-
aiveor baancing processthat occursafter energy consumption. Everyoneagreesthat deepisastate of consciousness.

2. Sleep occursin repeating 70 to 100 minute cyclesof two states, REM and nonREM. Inthe REM state, when
dreaming happens, the brainisactive but thebody iseffectively paralyzed. InthenonREM state, musclesarerelaxed
but can move. Thisgtate (in4 stagesfrom drowsy to deep deep) may servearestorativefunction, andismost typicaly
identified asdeep.

3. Circadian cyclesarerepeating biologica cyclesapproximately 25 hourslong, in which deep, waking, a ertness,
activity, rest, changesin body temperature, hormone release and many other body functionstake place. Thiscycleis
reset daily to the 24 hour clock by internal processesand external cues such asdaylight and darkness, mealtimes,
socia structures, bedtime and especiadly timeof waking. Daily routinesarecritica for resetting thebiological clock,
because external cuesinfluenceabody’sinternal processes. Chronically delayed sleep canleadtoreversal of a
person’sdaily schedule.

4. Wakingsand arousals, typically 3to 7 per night, are normal for children and adults. They’ remost likely to
happen at the end of aREM state and, among other things, enable usto change positionsin bed. Usually we're
unaware of them and resume sleeping within afew seconds. Problems can arisewhen aperson hasdifficulty going
back to deep after an arousal.

5. Peoplerequirevarying amountsof sleep and generally need lessdeepwith age. Fragmented or fitful eepis
more common after age 7, and especialy for people over 45.

6. Mogt childrendegp deeply during thefirst and last few hoursof night, and morelightly between thosetimes,

7. Sleep/wake cyclescan beeasily disruptedin people sensitiveto change. Irregular deep/wake patternslead to
sgnificant dterationsin aperson’smood, energy level, sense of well being and ability tolearn new information. A tired
child may not act tired, but beirritable, inattentive, impulsive, aggressive, hyperactive or socialy withdrawn. Behav-
iora indicatorslike these might suggest adeep problem.



8. Causesof disrupted deep differ between people. Anindividua’sseep history can belooked at to helpidentify
patternsof problems.

SLEEPPROBLEMSOF CHILDRENWITH DISABILITIES

Though much hasbeen published about the d eep and deep problemsof adultsand children, there' slittleinforma:
tion about deep-related issuesof childrenwho arevisualy impaired or deafblind. A review of severa studies, how-
ever, indicatesthat childrenwith disabilitiesare morelikely than thosewithout disabilitiesto have deep problems.

Our environment provides many cuesthat hel p uswake up, stay awake during theday and gotodeep at night. The
communication difficultiesoften experienced by achild with multipledisabilitiesmake understanding and gppropriately
responding to these cuesmorechallenging. Other factorscan aso effect deep. For example, themedicationachildis
taking may causedaytimedrowsiness. A childwith high or low muscletone might be unableto independently change
positionsin bed, whichisimportant for agood night’ sdeep. Some childrenwith profound disabilitieshavedifficulty
intentionaly regulating their levels of wakefulnessand movethrough deep, drowsi ness, dertnessand agitation, inde-
pendent of environmental cues. Individualswho aretotaly blind experienceahighincidence of deep phasedisorder
(wheredaysand nightsare gradually reversed), in part because they don’ t receivethelight cuesthat influencetheir
circadianrhythms,

Some of the deep concernsoftenidentified by parentsof children with deafblindnessinclude night wakings, re-
versed schedules (deeping in the day), whether or not to use medication, irregular and fragmented deep, difficulty
fdling adeep, short durationsof deep, night wandering, extensvescreaming or crying at night, and degping with parents.

Children may never outgrow their sleep problems, but many situations can beimproved with intervention. It's
important to see a sleep problem as symptomatic of one or more other problems, then identify and addressthose
problems. Often there are no easy answers, but regular contact between the parents and professionalstrying to
resolveapers stent d eep disturbance hel pseveryone on theteam stay energetic and optimistic. An outside consultant
can contribute objectivity and perspectiveto ateam’soveral gameplan. Insome cases, thismay beall that’sneeded
to solveachild sdeep problem. When seeking assi stancefrom the medical profession, it’sdifficult to find aperson
with both an understanding of sleep disordersand experience hel ping children who have multipledisabilities. A
knowledgeable professional, with theinterest and willingnessto work as part of ateam, can beavaluableresource.
TheAmericanAcademy of Seep Medicinehasinformation about degp disorder clinicsin Texas, and can be contected &:

American Academy of SeepMedicine @ C “SeepisBoy”
6301 Bande! Rd., Suite 101 50 - R
Rochester, MN 55901 o "“‘}\I Eth? AN by
Phone: (507) 287-6006 e |2 2/ \Wendy Haynes
Website: <www.AASMnet.org> .{'\ ‘ III It-_:_'"_- ,;,' ' 1975
| IlL _I,’.-
EXPLORING SLEEPBEHAVIORS —

Sleep disorders are behaviors, triggered and maintained for specific reasons. After the possible causesfor a
behavior have beenidentified, intervention strategies can be designed.

Sleep Hygiene

Asmentioned earlier, deep patternsareinfluenced by external conditionsand events. Setting up and maintaining
good “deep hygiene” isthefirst stepinaddressing achild’ssleep problem. Factorsthat will improvedeepinclude
good hedlth, exercise, ameaningful and cons stent daily schedule, abal anced diet and appropriate amounts of food, a
bedtime environment that encourages deep, and apleasant, relaxing sequence of activitiesin the hour before bedtime.

9
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CollectingInfor mation

Inaddition to establishing conditionsthat make deep morelikely, it’shel pful to systematically collect information
about achild'sdeep behaviors. Doing thiswill helpindicatetendenciesand patternsthat might not be seenif memory
aloneisrelied upon. Clearer understanding of adeep problem’scauseswill makesuccessful intervention morelikely.
Sinceimprovement and change can be d ow, documentation al so chartsprogress. 1n addition, thisinformation will
highlight the severity of achild’sdeep problem. A childwhoisroutingy awakeat night, and d eeping during significant
portions of most school days, isnot learning very much. Anintervention strategy coordinated between school and
homewill improvethequdity of thisstudent’ seducation. A “Daily Sleep Diary,” completed over aperiod of time, can
help provide apictureof current and changing sleep behaviors.

PROGRAMMING

Daily Seep Diary
Name: Date:
Planned Bedtime: Actual Bedtime:
cooper ated resisted strongly resisted
Cooperation going to bed:
Cooper ation stayingin bed:
Night wakings: begin end total time

&| S| XS |5

Total timeof all night wakings:

End of deep - Wake-up time:

Total amount of night sleep (minusnight wakings):

Child’smood upon final awakening:

Naps: begin end total time
#1
#2
#3
#4
#5
#6
Total timedept (napsand night sleep):

Commentsand observations;
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Children generally deep lessasthey become older, but each child’sseep requirementsareunique. Knowing the
total amount of timethat your child deepsinaday will haveimplicationsfor intervention. For example, becausenaps
taken during theday count toward the total number of deep hours, eliminating daytime naps may hel p some children
deep better a night. Or, moving napsfrom4:00 p.m. to 2:00 p.m. might improved egp onset at bedtime.

Thetimeachildisawakened isonevariablethat can beexternally controlled and followed consistently. A routine
weekday wake up timethat changes over the weekend may make adjustment to Monday morningsmoredifficult.

A child’'smood upon fina awakening inthemorning will be one measure of the previousnight’squality of deep.

Inter preting I nformation

Now that deep information has been collected, the ABC Record of Sleep Problems’ can hel p pinpoint possible
reasonsfor the problem behavior or behaviors. 1n some cases, an event occuring prior to asleep problem could be
causing the problem sleep behavior. Changing one or more preceding events may makethe behavior lesslikely to
occur. A childwho roughhouseswith siblings before going to bed (antecedent), then remainsawakefor several hours
(behavior), might fall adeep moreeasily if activitiesbefore bedtimearelessenergetic. Inother Stuations, reinforcing
consequences may motivate achildto repeat abehavior. A childwhoisgiven asnack (consegquence) after getting out
of bed (behavior) might learn to get out of bed morefrequently. Behaviorswon'’t appear asoften whentheir conse-
guencesarelessrewarding, especialy if effective, more appropriate alternative behaviorsaretaught.

ABC Record of Sleep Problems
Name: Date:

Antecedents Behavior Consequences Reason
Describewhat happened | Describethebehavior Describewhat happened  |Why did my child behave
befor ethe behavior (includehowitbegan,as |after thebehavior inthisway? What didthe
occurred (what, who, well asitsintensity, how occurred (any change behavior accomplish?
whereand when). long it lasted and how intheenvironment or

many timesit occurred). reactionsfrom people).
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INTERVENTION TECHNIQUES

Seep problemshavetraditional ly been addressed differently by themedical and behaviora communities. Recently
though, these approaches have become more consolidated.

Behavioral I ntervention

Information collectedinthe* Daily Sleep Diary” and“ ABC Record of Slegp Problems,” will help theteamidentify
patternsof problemsand possibleinterventions. Any program that’simplemented must beindividualized for each
child’sneedsand circumstances. Several intervention plansare described below. Each hasadifferent goal and
procedurefor addressing aparticular deep problem. A mix and match approach might be helpful. Whenteachinga
child new behaviors, the positive attitude of parents, teachers and other team membersiscrucial for success. An
intervention plan should beimplemented at apacethat’scomfortablefor al participants.

1. Positive Bedtime Routine
Problem: Bedtimeresistance

Goal: Toteach achild bedtime cooperation
Procedure:
1. Determinechild snatural bedtime

2. Develop a20 minutefixed sequence of enjoyable, calming pre-bed activities (warm bath, lotion rub, story
timeinarocking chair, etc.)

3. Beginthesequence 20 minutes before child’snatural bedtime
4. Follow the sequence and praise child for completing each activity, including going to bed

Thingsto consider: Pre-bedtimeroutineswill prepareachild physiologically and behaviorally for bed. Calming
activitiescan beidentified and learned at school, then practiced at home during the bedtime sequence and at other
times

2. Graduated Extinction

Problem: Bedtimeresistance and night wakings

Goal: Togradually withdraw the consequences maintaining aproblem behavior and help achild accept change
camly through “ progressivelearning.”

Procedure:

1. Implement good deep hygiene practices

2. Determinewhen child should go to bed

3. Putchildtobed:; if tantrumspers after 1 to 2 minutes, provideneutral reassurance; repegt asoften asnecessary
4. Over time, ignoretantrumsfor increasingly longer interval's, up to amaximum of 20 minutes

5. Respond congistently within each episode

Thingsto consider: A calm childwill return to deep moreeasily than onewho becomes upset.

3. Extinction

Problem: Bedtimeresistance and night wakings
12



God: Tototdly withdraw the consequencesthat maintain aproblem behavior through “ planned ignoring”
Procedure:

1. Implement good deep hygiene practices

2. Determinewhen child should goto bed

3. Put childto bed and ignoretantrums

4. If child getsout of bed, direct child to return with minimal attention or interaction

5. Respond consistently in every episode

Thingsto consder: Extinction may work with some children, especially those who are younger, nonambulatory,
and/or not “fighters.” Other children might continue struggling, then become physiologically agitated and difficult to
cam.

4. Scheduled Awakening
Problem: Night arousasand night wakings

Godl: Toretrainachildwho regularly wakes up spontaneously to awvaken under new conditions
Procedure:

1. Determinetime(s) child routinely wakesup

2. Awaken child 15to 30 minutesearlier

3. Follow aroutine procedure with awakened child (hold, console, change diaper, etc.)

4. Returndeepy childto bed

Thingsto consider: A child who associateswaking up with reinforcing consequences (parentscome, play, snack,
etc.) isconditioned to be awakened by parents. After theinitial retraining, timeintervals between awakeningsare
gradualy increased.

5. Bedtime Fading
Problem: Bedtimeresstanceand night arousas

God: Toshiftachild’ snatural bedtimeto amore acceptabletime and reducenight arousals

Procedure:

1. Eliminatedl daytimedeep (degpredtriction)

2. Determinechild’snatura bedtimewithin 15 minutes

3. Follow positive bedtime routine sequence. Begin the sequence 20 minutes before child’snatural bedtime
4. If childfdlsadegpwithin 15 minutes, beginthesequence 15to 30 minutesearlier thefollowing night

5. If child doesnot fall adeep within 15 minutes, begin the sequence 15 to 30 minutes|ater thefollowing night,
then return to step 4 when child beginsdeeping

Thingsto consder: Externa circumstancesand habitscan help build associationsabout going to deep. It'simpor-
tant to continueincreasing the percentage of successful bedtime experiences.

13
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Whatever intervention strategy isattempted, it’'simportant to negotiate alevel of cooperation acceptableto both
child and adult, then slowly increase expectations. Mutua support between adultsisalso essential for maintaining
perspective, confidenceand calm.

M edication and Chemical I ntervention

If al other attemptsat finding asol ution through behaviora intervention have been unsuccessful, theuse of medica
tion may be appropriate asafinal resort. Medicationaoneisof limited benefit. 1t might beashort term solution that
providestemporary or intermittent relief frominsomnia, or may be used in combination with amore permanent behav-
ioral retraining approach that changesapers stent pattern. \When administered over along period of time, medication
can sometimes actualy be counterproductiveto deep. It may cause rebound” insomnia, impedeor impair thequality
of aperson’sseep, and/or produce adverse side effects. Tolerance to medication might also devel op, making in-
creased dosagesnecessary for achieving desired results. Beforeexperimenting with medi cationsor nutritiona gpproaches
suchasvitaminsand herba remedies, consult with aneurologist, psychiatrist, or physician familiar with deep disorders.

CONCLUSION

Whilelearning to get agood night’sdeep may beadow, labor intensive processfor you and your child, theresults
will bewe | worth theeffort. Good luck, good night and sweet dreams!
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A “Cheat Sheat” for

New Teachersof theVisually Impaired Workingwith I nfants
By Nancy Toelle, Coordinator, Quality Programsfor Students with Visual Impairments
and Ann Rash, Teacher Trainer, TSBVI, VI Outreach

Oneof thefactorsthat makesworking with sudentswith visua impa rmentsan interesting undertaking istherange
With the help of theanimal trainer, of ageswe servein Texas. Teacher of theVisualy Impaired’s(TV1) work with
visually impaired studentsfrom birth to age 22. Each age hasitsown considerations, rewards, and concerns. This
articlewill outlineabeginning approach to providing servicesfor infants.

Thefirst sepinproviding educationa servicesfor any sudent isdetermining digibility. Eligibility criteriadiffer for
infants. They aredigiblebased on the existence of adocumented eye condition and suspicion of future V1 needsrather
than on current demonstrated needs. Eligibility isdecided by the Individualized Family Service Plan (IFSP) team
based on assessmentsand thewishes of thefamily. IFSP=Individuaized Family ServicePlanandisequivaent tothe
|ER but differsradicdly in content. If aninfantiseligiblefor vision services, besureto go through thetypica enrollment
procedurefor your district. Itisimportant for your district’sfunding that they areincluded in PEIMSand areonthe
TEA Annua Regigtration of Studentswho areVisualy Impaired.

TheTVI'srolein determining digibility

* Recelvethescreening for visual impairment and current eye exam report from ECI.

» Performthe FVE and LMA (Functiond Vision Exam and L earning M ediaA ssessment), addressthe need for
an O& M evauation, functional blindness, alow vision eval uation, ass stivetechnol ogy and devices, other
services, and identify appropriatelearning media.

» Assst with developmental assessment and sharewith the ECI assessment staff information about theimpact
blindness/low vision hason normal devel opment.

 Ensurethat screening for deafnessis performed by ECI staff.
» Ensurethat aTexas Commissionfor the Blind children’scaseworker isinvolved withthefamily.

* Maintainandigibility folder inthedidtrict.

Working in coordinationwith ECI agencies, TV Isparticipateinthereferral process, and are part of the | FSPteam.
Wework withintheir system asan adjunct to their services.

How theroleof theTVI workingwith infantsdiffer from therolewith studentsaged 3-22

» Timeconsiderations. Thecaendar for thisprocessmovesvery quickly. Service cannot beinterrupted for
morethan 2 weeksat atime during the course of acalendar year, unless parent requestsit.

* Year-round service: service continuesat the samefrequency decided upon at theannual |FSPmeeting
through the summer monthsunlessachangeisrequested by parents.

» Documentation: Service must be documented according to ECI requirements, with copiesprovided to ECI
and the parent.

» Trangdtion: Theprocessfor transitioning to post ECI programming goesaccording to afixed scheduleand
sequenceand starts 90 daysbeforethe child’sthird birthday. The child may or may not transition to aPPCD
program (Preschool Program for Children with Disabilities- apublic school program). Theprogramthat’s

sel ected should best meet the child’sneeds.
15
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PROGRAMMING

TheTVI'srolein developingan | FSP
* TheTVI helpsanayzeand sharetheresultsof the child’'sFVE and LMA with ECI staff.

* |t'simportant to provide ECI staff with information on early intervention related to vision.
e TheTVI must attend all IFSP meetings.

 Inan|FSP meeting, parents sel ect and prioritize what they want for their child. ThelFSPisnot based solely
on assessed educational needs.

TheTVI’srolein providing servicesto family and infant

 Bringininformation and resourcesrelated to the child'svisua impairment, act aspart of theinstructional team
toimplement | FSP, enable parentsand other caregiverstofollow throughwith child by “rolereleasing.”

* Observechildwith caregiversto seewhat’s currently being done.

» Stressfrom the beginning that change/learning occursin direct relation to the frequency of theinfant’ sinstruc-
tion/opportunity tolearn and use new information and skills.

 Sharewith theteam membersthe rel ationship between concept devel opment and opportunitiesto move and
actively interact with the environment and community.

» Work asateamwith ECI staff serving the student, including the occupational therapist, physical therapi<t,
peechthergpist, indructiond staff and casemanager. Providethemwith your expertiseandlearnfromthers.

« Coordinating team time can bedifficult, but working together will promote aholistic approachtothechild's
needs. Thisshouldincludeanything fromfeedingissuesto problemswith deep habitsand growth.

» Researchthechild’ seyeconditionif it isunfamiliar, so you caninform theteam of current or future educa-
tiona or medica implications.

Asneeded, attend eye medi cal appointmentsand/or low vision clinical visitstolearn moreand help parents
understand their child’seye condition.

Resourceshelpful toTVIs

* INSITE Developmental Checklist Instructional Manual: Thischecklist assessesall areasof development. It
containsillustrationsbased on normal devel opment with adaptationsfor childrenwith sensory impairments
and multipledisabilities. Thechecklist can beused by teachersand caregiversto develop appropriate goals
and activitiesfor the parent. Call Hope, Inc. at (435) 245-2888 or check their website at
<www.hopepubl.com>.

« Blind Children’sCenter Publications. These educational bookletsarewritten for teachersand parents. They
cover topicson nurturing, feeding, movement, etc. Call them at (800) 222-3566 or check their website at
<www.blindentr.org/bec/pubs.htm>.

* VisittheTSBVI website, <www.tsbvi.edu>, and conduct searchesfor topicsyou need. Fromthere, you can
accesslinksthat contain pertinent, infant-specificinformation. You may aso want to search thearchivesof
the SEE/HEAR Newd etter for topi cs such as potty training, communication, Little Rooms, and concept
development.
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Tipsfrom old teacher sto new ones

» Hold and play with the baby so thetwo of you can bond. Makeyour timewith the child pleasurable. You
will beamoreeffective service provider and might give parents some useful ideasabout bonding with their
baby.

 Stressthat you are providing parent-infant training asateam: the parentswith expert knowledge of their
child and you with expert knowledge of visual impairments.

« Shoot for thestarswith every infant; maintain an“anythingispossible’ attitude.
* Vigtthechild often enoughto makeadifference.

« If thechildisnot responding asmuch asyou would like, become adetective and search out possible reasons
(timeof day you visit, previoustherapiesthat day, seizure activity, medications, etc.).

 Bereliable about appoi ntments and encourage your parentsto do the same.
» Assst parentsin devel oping self-advocacy skillsby providing resourceinformationto them.
» Play anactiveroleinthechild stransition to public school. Coach parentsabout the ARD/IEPprocess.

If thisisthefirgt infant you' ve becomeinvolved with, seek assistancefrom amentor teacher. If oneisnot available,
keepinmindthat every TVI hasalonglist of firstsinhisor her career: first braille student, first student with severe
multipledisabilities, first gifted low vision student, first adaptivetechnology user, AND firgt infant. Youwill fed inad-
equate, but competency will develop over time. Oneof thehallmarksof successful TV Isisthat we seek out resources,
conduct research tofind answersto pressing questions, and feel comfortabletaking responsibility for jumpinginand
doing thingswe' venever donebefore. Thedeterminationtowillingly accept that respongbility iscritica to developing
thearray of skillsneeded by atypical itinerant TVI.

Q& AwithMarty
By Marty Murrell, VI Program Administrator, Texas Education Agency

Editor’snote: Marty recently received some e-mailed questions about issues related to vision services for
young children. Here arethe questions and her responses.

For children from birth through 2 year s of age, who should makethereferral for an orientation and
mobility (O& M) evaluation? Can it comedirectly from oneteam member or should thereferral bean IFSP
team decision? What if the servicesar e provided by the education service center ?

Servicesto achild with adisability (birth-2) are provided as aresult of adecision by the child’s IFSPteam.
Assessment isconsidered aservice and therefore the | FSP team shoul d determine the need for the assessment.

If the parent, the vision teacher, or anyone el se on the team suspectsthereisaneed for an O& M evaluation, then
that should bediscussedinan IFSP meeting. Theteam determinesif thereis, infact, aneed, whowill doit, whenit
needsto occur, etc. If the [FSPteam agreesthat thereisaneed, then the ECI program providesthe noticeto the
parentsand obtainsthe parent’s consent according to IDEA-Part C requirements. Oncethe consent isobtained, ECI
will follow theprevioudy arranged logistical proceduresto provideto thedistrict the appropriate paperwork, including
such thingsas copies of the notice and consent.
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Accordingtothe ECI/TEA MOU, thedidtrict isrespons blefor providing orientation and mobility services, which
includeevauation. If thedigtrict relieson O& M eva uation and instruction provided by an education service center
(ESC), thedistrict should forward appropriatereferral information to the ESC, according to procedures set forth by
the ESC.

Sometimesphysiciansar ehesitant to estimatevisual acuitiesfor very young children. How should this
bedocumented on the Texas Eye Examination Report?

For most infants, an eye doctor should be ableto get agenera ideaof acuity from direct ophthamoscopy. Reluc-
tanceto givean estimate may bearesult of not knowing specifically how theinformation will beused. Sometimesthis
can beaddressed by providing technical assi stanceto thedoctor. If thedoctor indicatesthat he/shewasunabletotest
and doesnot give any estimation of visual abilities, then there may be aneed for an eva uation by adoctor with more
experienceand skill withsimilar children.

If the doctor hashad little experience with young children, especialy thosewho are very difficult to assess, thereare
two excellent videos by Deborah Chen, Ph.D. and Deborah Orel-Bixler, Ph.D., O.D., that can be shared with the
doctor to demonstrate effective diagnosti c techniquesto usewith babies. Thetitlesare®Vision Testsfor Infants’ and
“What can Baby See?Vision Testsand Interventionsfor Infantswith Multiple Disabilities.” Thesemay be purchased
fromthe American Foundation for the Blind or may beavailableonloanfromyour regional education service center or
the TSBVI.

When referring children to the eye doctor, parents should be directed to doctorswith the expertiseto providethe
information that isneeded to make decisions about the needs of the child.

Sometimes it takes several weeks or even longer to obtain the eye report from the eye doctor. How
should wedocument this? Do you have any suggestions?

For students 3 yearsor older who need eyereportsaspart of their specia education evauation, thedistrict can use
suchthingsaslogsor contact reportsto document attemptsto get copiesof thereports. However, thisdocumentation
doesnot eliminatethedistrict’ sresponsibility to adhereto therequired timelines.

Sincethe cost of the eye doctor eval uation and report isadistrict respons bility, the district does havethe option of
choosing whowill providethe evaluation and report. If aspecific doctor doesnot respond to reasonabletimelines,
doesnot providetheinformation thedistrict needs, and does not respond to effortsby the district to explainthecritical
need for timely and quality information, thedistrict should identify doctorswho will do thesethings, and refer students
tothem. Thedistrict may establish acontract with aspecific doctor in order to meet itsresponsibilitiesunder IDEA.

For children under 3 years, obtaining the eye doctor evaluation and report istheresponsibility of the ECI program.

Timely eyereportsmay beanissuethat can be addressed effectively through the Regiona Plan for Studentswith
Visua Impairments, sincethe planning group includestheagenciesfor whichthisistypically aproblem (ECI, TCB, and
digtricts)).

Some dtrategiesthat have been suggested by othersinclude visiting with the doctorsto shareinformation; inviting

doctorsto aluncheon meeting; devel oping informational brochures/packetsfor the doctors; devel oping acover letter
to accompany the eyereport form explaining thecritical needfor timely and completeinformation.
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Almost 100 Motor Activitiesfor Infantsand Toddlers
By OlgaUriegas, VI and O&M Specialist, Region 11 Education Service Center

Editor’snote: Thisarticlefirst appeared inthe Fall 1996 issue of SEE/HEAR, almost five yearsago, but we
thought it wasworth reprinting for our readerswho may not have received SEE/HEAR back then. Olga’sideas
are pretty easy to implement. However, you may want to consult with your child’'s Orientation & Mobility
Specialist about where to begin, given your child's current skills. She/He may also be able to demonstrate the
best ways to support the baby's body as you help himyher with specific movements.

Initia orientation and mobility lessonsshould bewith and for the parentsof childrenwith visual impairments. Here
are somethingsyou can do, Mom and Dad, with your infant or toddler.

Mom and Dad hold baby closeto your body, let him/her hear your heart beat, smell your scent, bond with
you, €tc.

Say the baby’sname asyou touch him/her.

Mom and Dad, talk to your baby whileyou actively movethe baby’sbody.

Mom call baby’snamewhile Dad assists baby to turn from back to side.

Rattletoy and assist baby to turn from back to sideto touch the noisy toy.

Dad or Mom assist baby to turn from back to left side and back to right sidewhilein the crib, onthe bed,
or onthefloor.

Mom or Dad assist baby to turn from stomach to right side or ssomach to left sdewhileinthecrib, onthe
bed, or onthefloor.

Mom or Dad assist baby to turn from stomach to back, from back to stomach.
Mom or Dad assist baby to turn from back to front using ablanket.
Say the baby’sname asyou touch him/her, talk to the baby, tell him/her what you aredoing.

Liethebaby on higher back and gently massage baby |otion onthebaby’sarms. (Talk to baby and tell him
or her “Thisisyour arm.”)

Gently bring the baby’ shandstogether and massage baby | otion on thoselittle hands.

Liebaby on his’her back and gently massage baby lotion on his/her legs. (Talk to the baby and say, “ Thisis
your rightleg.”)

Liebaby on his/her back and gently massage baby |otion on the baby’ stummy. (Talk to baby and tell him/
her “Thisisyour tummy.”)

Perform body massagewhile offering consistent body part [abeling, rhythm (sing!) and language.

Liebaby on his/her stomach ontop of Dad’s stomach, baby should befacing Dad’s chest/neck area(Dad,
talk to the baby).

Liethe baby on his/her ssomach on your kneesand rock calmly and dowly whiletalking or singing alullaby.

Liebaby onhisstomach, inyour lap and gently rock him/her while singing, stop rocking whenyou pausein
your Snging.
Enjoy your baby!
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Carry baby infront baby pack, et body awareness and bonding take place.
Liebaby on his/her stomach on favorite blanket and give the baby aride acrossthe bed.

Liebaby on his/her stcomach on afavorite blanket and givethe baby aride acrossthe carpet or thewooden
floor or the grassy backyard.

Mom or Dad help baby to turninthecrib or the bed from stomach to back.

Dad and Mom assi &t the baby to turn to noi semaking toy that you are holding. Gently guide baby’shand
toward the sound of thetoy. Assist the baby with grasping atoy. Allow him/her plenty of timeto explore
thetoy. Vary toys, but at first explore one or two toyswhich the baby prefers.

Gently guide baby’ shand toward the crib dats. Then guidethe hand to grasp and shake (attach noise
makersto thetop of the dats).

Assist baby to reach for anoisy mobile suspended fromthecrib.

Combat crawl (with stomach contact) inthecrib, on the carpet, onthelinoleum floor. Combat crawl in
crosspattern (with ssomach contact) on thewooden floor.

Straddle baby and assist him/her to creep acrossthe surface moving arms, then moving armsand legs.
Straddle baby to assist him/her to creep acrosssurface at least 5 feet in across pattern.

Assst baby to maintain sitting positionfor at least oneminute.

Havethebaby sit withthe sofaasasupport. Placeasmall beach ball (withriceinside) inyour baby’slap.
Sit baby intheinfant seat and exploreafavoritetoy.

Sit baby intheinfant seat placed on thegrocery cart, while Mom bringsitemsto touch, smell, and fedl
before sheplacestheminthecart.

Sitinawarm sandbox with pillow assupport.

Sitinwarm sudsy water inthe bathtub with Mom as support.

Sit thebaby in his’her high chair and exploreafavoritetoy.

Mom or Dad sit behind baby and with your hands move baby’shandsto play patty cake.
Place baby on hig’her tummy, assist baby to push up on hands.

Roll abeach ball from Momto baby, from Dad to baby, etc.

Guidebaby by theforearm (rather than ahand) to reach noisy toy.

Assist baby to pull salf to standing positions using support.

Assist baby to stand and maintain his’her position with support.

Dad, stand baby on your lap, support baby at trunk and waist.

Allow baby to assume standing position without support.

Assst baby ingrasping atoy by lightly guiding thearm from the shoulders.
Mom and Dad support baby to make walking movements.

L et the baby walk with the support of the sofa, table or bed.

Walk the baby without support from objects.
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Walk without support of objectswith his/her arms outstretched with awide base at thefeet.

Walk withweight evenly distributed, toes pointed in the direction he/sheisheaded.

Walk from Momto Dad with armsswinging at his’her sde.

Mom and Dad give baby the opportunity towak onevenand uneven surfaces. . . doping hills, driveways, etc.
Ascend stepson dl fours by creegping or scooting.

Make stair ascending movementswith support fromMom or Dad.

Ascend steps dternating forward foot (onefoot per step).

Descend back door steps on buttocks by scooting.

M ake stair descending movementswith support.

Descend front door stepsone at atime ( both feet on each step) then progressto using alternating forward
foot (onefoot per step).

L ocatethetop step.

Descend 5 step stairs.

Stop at thefront/back door stair landing.

Make running movements, while holding his’/her hand.
Runtogether, hand-in-hand.

Kate' sCorner - continued from page 1

level of calendar usage. 1t also providesinformation about how acalendar can serveasatool not only for scheduling,
but moreimportantly for building receptive and expressivelanguage and conversationd skills. | am very excited about
thisbook. | think parentswill find it easy to understand and quite hel pful in getting acaendar system going with their
child.

Another event the gang herein Outreach islooking forward to ishaving Holly Cooper, our new Technology
Specidigt, joinusin August. Holly hasbeen anitinerant teacher of thevisualy impairedin Lewisvillel SD and Dalas
ISD, aclassroom teacher of children with multiple disabilitiesin Ft. Worth, and has had experience with deaf and
deafblind students as ateacher aide and interpreter in Mesquite and as agraduate assistant at Callier Center for
Communication Disordersin Dallas. Holly haslong had aninterest in assi stive technol ogy and augmentative commu-
nication systems. Shea so served ontheassistivetechnology teaminLewisvillelSD. WearegladtohaveHallyjoin
usand know that you will be glad to see her out and about in Texasthis next school year.

Sharon Nichols, our other Technology Specidist, isthrilled to have atechnol ogy partner with Outreach next year.
Sheislooking forward to working with Holly and having her support in meeting thetechnol ogy needs of the staff and
studentsinthelocal 1SDs.

Pleasetaketimeto complete the annual SEE/HEAR and Outreach survey included inthisedition of SEE/HEAR.
Your feedback on the newd etter and other Outreach activitiesisvery important to usaswe plan for thecoming year.
Weredlly do read every one of them and many of the changes made to SEE/HEAR have comefrom thefeedback you
senttous. Wealso utilizethisinformation in planning new workshopsand other training activities. So, beforeyou sit
downtoread SEE/HEAR, pleasetake afew minutesand fill out thesurvey.
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Readingfor Everyone: Expanding Literacy Options
By Cyra Miller, TSBVI, Director of Outreach
and Ann Rash, Teacher Trainer, TSBVI, VI Outreach

Instruction in the use of alphabetic braille has become a hot topic acrossthe state and nation. Also known as
uncontracted or Grade 1 Braille, theterm refersto abraille code made up of theletters of the al phabet, punctuation
symbolsand thenumber sign. It has180rules. Incontrast, contracted or Grade 2 Braille consistsof the al phabet plus
189 onecell and two cell contractionsrepresenting various combinationsof letters. Contracted braille, with 450 rules,
isamore complex system of letters pluswholeword and part word contractions. Grade 2 Brailleisregarded asthe
standard form of literacy for blind individuals. Itisendorsed for its space-saving propertiesand for increased reading
speeds achieved by accomplished readers. Sincethe 1950s most published materialsfrom the American Printing
Housefor the Blind and other braille producing organizations have been produced in Grade 2 Braille, and most
instruction provided to braillereading studentsin both local and speciaized schools has been inthe contracted form.

TheVI Outreach Team at the TSBV | becameinterested in alphabetic brailleasaway toincreaseliteracy options
for studentswith visua impairments. Thereisanationa search for strategiesto help moreblind and visualy impaired
students devel op competencein reading and a sense that many studentswho could and should be readersare not
mastering braille. During on-giteviststo schoolsandin conversationswithteachersof thevisualy impaired (TVI's),
we have encountered studentswho strugglefor reading competency despite adequate level s of speciaized services.
Other studentsarenot offered brailleinstruction because additional disabilitiesarethought to limit their ability to read
braille contractions. We became familiar with OneisFun: Guidelinesfor Better Braille Literacy, by Marjorie
Troughton, written in 1992. In that Canadian publication (available to download from the TSBVI website at
<www.tsbvi.edu>), Ms. Troughton reviewed research on gpproachesto teaching brailleliteracy, comparing instruction
in contracted and uncontracted braille. She put forth compelling argumentsto reconsider the current practice of
introducing braillewith Grade 2 contractions. Weinvited Dr. LindaMamer from British Columbia, Canadato present
OneisFun materialsat the Texas Focus conferencein El Paso. Shereinforced theideathat introducing braillewith
uncontracted systemsmay offer greater literacy opportunitiesfor many of our students.

Tofurther explorethisissue, we surveyed selected professionalswith expertisein brailleliteracy and looked for
written documents. Therewerefour questionson our survey:

1. Haveyou had experienceteaching or observing theinstruction of uncontracted braille?

2. What students, in your opinion, might be good candidatesfor short-term instructionin uncontracted braille
(to befollowed by instruction in contracted braille)? Why? Let usknow how you define short-term.

3. What students, in your opinion, would be good candidatesfor long-terminstruction in uncontracted braille
(andwon't switch over)? Why?

4. Please sharewith usyour knowledge of research relevant to practitioners making decisionson which type of
brailleingtructionisappropriatefor specific sudents.

Wereceived responsesfrom 16 individuals, including Tanni Anthony, Dr. Anne Corn, FrancisMary D’ Andreg, Dr.
Cay Holbrook, Dr. Alan Koenig, Dr. LindaMamer, Dr. Sally Mangold, Dr. Dixie Mercer, Debra Sewell, Anna
Swenson, Nancy Toelle, and 5 TVIsfrom Californiaand Colorado. All 16 respondents had experience teaching or
observingingructioninuncontracted braille, thus confirming widespread use of thistechnique. We haveincluded many
of their survey commentsbel ow along with what we havelearned from reading and discussions. Inapresentation on
thisissueat the 2001 TexasA ER conference, many partici pants acknowledged using this method with students. We
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wereinterested tofind that several admitted to feeling guilty at trying alphabetic braille, becausethey had been taught
that real brailleis Grade 2 (contracted) Braille.

Thereareavariety of sudentsfor whom the short-term teaching of aphabetic braille should be considered. Most
survey respondents suggested that beginning readers and adventitioudy blinded studentsin particular would benefit
fromlearning brailleintroduced in uncontracted form.

Beginning readersin early el ementary classroomstypically aretaught with phonics-based ingtruction. InTexas, the
TexasReading I nitiative, aresearch-based program devel oped in 1997 and implemented statewide, reliesheavily on
phonicsfor early ingtruction. Jennifer Dorwin, ahome counsel or with The Blind Babies Foundationin Cdifornianoted,
“Many young sighted readers use the method of phonicsto decipher wordsand learnhow toread. | think itisonly fair
that we do not deprive our braille readers of the same processes.” Other survey responses also highlighted the
correspondence between a phabetic brailleand regular print. For example, DebraSewell said, “ Studentsinagenera
education classroom using askills-based phonetic approach to reading” woul d be good candidatesfor beginning with
alphabeticbraille. Alphabeticbrailleisadirect parald to print, with | etter-by-letter reading and writing, so phonetic
rulesarethesamefor both. InGrade2 Braille, contractionsfrequently combinesyllablesand groupsof lettersinto onesign.

Nancy Toelle shared an experience of teaching Grade 1 Brailleto akindergarten student, who learned to read and
write at the samerate and using the same methods asher peers. Inadditiontodirect instruction by her TVI, dl other
classroom activitiesthroughout the day incorporating thelanguage artswere performed dongside her classmatesusing
thesamematerialsin Grade 1Braille.

Studentswho lost their visionin later years and needed to switch from print to braille were al so seen asgood
candidatesfor learning alphabetic braille, at least initially. “Most adultswho have read print need to experience
successful reading in brailleasquickly aspossiblein order to maintain themotivationto learn. Uncontracted braille
allowsthemto read adult literature soon after learning the al phabet,” wrote Sally Mangold in her responseto our
survey. AsHarley noted, “ A most important factor inthe braille reading program for the late newly blinded isthe
provisionfor successinreading since newly blinded personsaregeneraly insecureand arevery sendtivetofailure.”
(Harley eta, 1987)

Many survey responsesa so indicated that a phabetic brailleisagood choicefor apopulation of studentswho were
described varioudy ashaving additional disabilities, learning disabilities, lower cognitiveabilities, or aslearning at a
functiona academiclevel. Carson Nolan concludedin 1974 that comprehensi on and reading speedswith contracted
wordsweremoredifficult for sudentsnoted as“dow learners.” (Lowenfeld, 1969) Based on studiesconducted with
contracted braille, “the evidence of the study strongly suggeststhat for studentswhoselQ isbelow 85, brailleisan
extremdy inefficient medium of communication and the necessity of mastering it may constitute an additional education
handicap.” (Nolan & Kederis, 1969) Theassumption seemsto have been that becausethe complexity of contractions
makesGrade 2 Braillehard to read, instructionin braillefor sudentswith additiona disabilitiesshould belimited. In
OneisFun, Ms. Troughton stated that by removing most contractions and simplifying the necessary rules, these
popul ations became more adept at reading and more successful in brailleliteracy.

FrancesMary D’ Andreadescribed astudent who had abrain tumor removed. “Prior to my trying uncontracted
braillewith her, she had been unsuccessful inlearning to read, although she had memorized the alphabet. Shehad very
good auditory and phonological skills. By theend of the school year, shewasreading anumber of little booksthat |
had made up for her. Shemoved away at theend of that year, and called methe next year to tell methat shewasnow
reading Grade 2 Braillebooks.”

InInstructional Srategiesfor Braille Literacy wefound an example of ayoung student, Tony, whowashaving
difficultieslearning toread braille. HisTV1 had taught him the al phabet using the Mangold program . Sheusedthe
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Patter ns series, but he had problemsremembering the vocabulary wordsfrom oneday to the next and evenfrom one
hour tothenext. Theteacher tried numerousother strategiesand then decided to consult with theteacher of students
withlearning disabilities(LD) in Tony’sschool.

Therecommendation from the L D teacher wasto usealinguistic approach. Heguidedthe TV teacher inusing
word families, suchasthe‘at’ family (fat, cat, sat, and mat), to create storiesthat Tony couldread. TheTVI also
created games and used other strategiesthat had been tried before, but thistimewith Grade 1 and the new reading
strategies. Tony’sself esteemimproved and hisreading level increased. Helater becameaGrade 2 reader and was
onlevel with hispeersby fourth grade. (Wormdley, 1997)

The Outreach survey asked for other categoriesof studentswho may initially need to use uncontracted braille.
Studentswho arelearning English asasecond languagewere mentioned. Thesestudentsrely ontheir knowledgeof a
written language they have already |earned, and may become confused by needing to master new symbolsand writing
rulesin addition to the new vocabulary. For some of these students, al phabetic braillewas described asagateway to
literacy; asuccessful entry point fromwhich they could moveontofully contracted Grade 2 Braille.

Some studentsmay learn aphabetic brailleand not switch to Grade 2. Debbie M cCunefrom Col orado noted that
thiscategory includes studentswith “ cognitive limitations and studentswho do not have aneed for heavy reading.”
Tanni Anthony added, “ Theremay be studentswith memory challengeswho would need to stay onthistype of system,
or kidswho need continual reinforcement of the braille codein their environment and as such, need to have everyday
people around them understand the braillecode.” Dixie Mercer asoidentified studentswho areunmotivated to use
brailleand whose primary literacy needisfor afunctiona labeling system. A smplea phabetic codemight bethemost
successful systemfor thistype of student. FrancesMary D’ Andreastated, “ To me, thetest would be: Isit functional ?
Isit practical? And doesit contributeto the student’s sense of accomplishment asareader?’

LindaMamer and othersmentioned that studentswho are deafblind and |earning many language codes, including
finger spelling, might stay with aphabeticbraille. All respondentsstressongoing assessment, keeping the possibility of
Grade2Braillealwaysin mind. Sally Mangold stated, “ There may be studentswho learn slowly and have certain
learning disabilitieswho may function best in uncontracted braillefor years. Thedetermination asto whether to keep
themin uncontracted braille should be made on an eva uation of their level of successwherethey are.”

Many educational practitionersrely moreon folk art and instinct than formal studies. Alan Koenig and Cay
Holbrook both noted that thereisvery limited research on the use of uncontracted braille other than OnelsFun. In
many cases, instructiona strategiesmay be based on what materidsareavailable. Marjorie Troughtonwrote, “When
these decisionswere made (to havead | books publishedin Grade 2 Braill€) it wasnot possible physicaly or financidly
to publish booksintwo different codes. However, with today’ stechnol ogy, computers, scannersand printers, itisno
longer impractical. Thereasonsfor only onecodearenolonger valid. Thereasonsfor two codesarevery evident. It
istimethat alarger percentage of possiblebraille usersbe given the opportunity to haveacodethat isuseful tothem.”
(Troughton, 1992).

AnnaSwenson summed up our exploration of thistopicwell by stating, “1 continuetofed that thereisno‘right’ way
toteach braille, given the many variablesinvolved. Teachersshould select the approach that best meetsthe needs of
anindividud childinaspecific educationa setting. Therearecertainly anecdotal successstorieson bothsidesof this
debate. Whilefurther research may clarify best practicein certain situations, expanding, rather than narrowing, the
range of optionswill enableteachersto makethebest instructiona decisionsfor their students.”

Overall whenwelooked at textscommonly used by vision professiondss, theinternational work on developinga
Unified English Braille Code, the Texas Reading Initiative, survey responses and dialoguewith teachersof thevisudly
impaired, severd questionskept surfacing:
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1. What are the most important skills young braille readers need to acquire reading in the braille medium?

The TexasReading I nitiative has shown that young readers must make aconnection between soundsand individual
letters. They need to associate and mani pul ate soundsto formwords. They need to write about their experiencesand
be ableto read back that information. Reading consists of many skills, including letter discrimination and use of
meaningful vocabulary. For many reasons, young braillereaders often do not have adequate reading readinessskillsin
theearly dlementary years. Research hasshown that thetactual discrimination skillsof first gradeblind children, and
their recognition of common household objectsby touch, may vary widely. (Nolanand Kederis, 1969) Early instruc-
tion must maximize successful movement from oral to written language experiences, focusing on connections between
sounds, lettersand redl life experiences.

2. Should we completely switch from contracted to uncontracted braille?

All research wereviewed, ongoing discussonswith practitioners, and our survey resultspoint to adding a phabetic
brailleasaninstructional strategy, rather than advocating taking away Grade 2 Braille. Asinall decisions, careful
cong deration and assessment should determinethe child’slearning media. If achildissuccessfully progressing using
contractions, clearly he/sheislearning inthe most appropriate medium. For most braille readerswishing to access
published literature at the highest speed, thegoa will beto master al of Grade2 Braille. Currently, standardized tests
such asthe Texas A ssessment of Academic Skillsare produced in Grade 2 Braille, asare most other normed test
materids. Thead phabetic braille code can bean entry for many who, once hooked on the excitement of fluent reading,
trangition into more advanced literacy instruction. Insomeareasof Canadaand afew American districts, braille
readers moveto contracted reading in upper e ementary grades. Otherswill transition earlier or later, asappropriate
totheir learning styles. Uncontracted braille offersearly successeswith themechanical challengesof braillereading.

3. Could weincreasetheliteracy optionsfor our students with learning disabilities?

All sudentsaredifferent, and no onemethod of teaching reading will work for al students. Itisessentia to havea
variety of approachesto matchindividual student needs, especidly for studentswith specialized learning challenges.
Severd reading strategiescommonly used for studentswith learning disabilitiesare not recommended for brailleread-
ersbecause* of the contractionsin thebraille codethat do not alwaysprovidefor singleletters.” (Sacks& Silberman,
1998) Phonics-based reading, code-emphasisingruction, and the Orton-Gillingham methodsall fall into thiscategory.
Rather than limiting the potential methodol ogies used to teach reading, alphabetic brailleinstruction for sudentswith
visud impa rmentsand learning disabilitiesmay expand theteacher’ sability toindividudizereadingingruction.

4. Could weincreasethe literacy options for our students with multiple disabilities?

Sighted studentswho have cognitive disabilitiesread and write using print to their maximum abilities. Theteachers
working with these students are motivated to continue providing reading i nstruction because they seetheimportance of
their studentsbeing ableto read and write their names, writelistsfor shopping, read amenu, or writeashort notetoa
friend. Our studentswith visua impairmentsand cognitiveimpairments should havethe same opportunity and means
to completethesefunctional tasks. If brailleistheir medium, they need sufficient practicein reading and writing.
Uncontracted braille may bethe strategy that allowsthem to acquirefunctional literacy. Using uncontracted braille,
they could braillealist for thegrocery story, read abraillemenu at McDonad's, braille phone numbersof their friends
and family, and read the Signagein many public buildings. Uncontracted braillewould also beeasier for theteachers
and staff working with the student to learn, and would allow them to giveimmedi ate feedback to the student.

Sighted students are ableto use materialsthat pair wordswith pictures and symbolsthat hel p decodethe print.
Studentswith visua impairmentsand additional disabilitiesmay a so benefit from tactual symbolsthat arepaired with
uncontracted brailleto support communication and literacy activities.

5. How would using uncontracted braille impact the braille reader in the mainstream?
Alphabeticbrailleinitssmplicity allowseveryoneinthereader’slifeto becomeaparticipant inthereader’sliteracy.
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Generd education staff, peers, and family can quickly learn theletter symbolsand punctuation signs. Useof dphabetic
brailleinearly learning alowsthebraille student to listen to and learn the samereading |essons astheir peersinthe
classroom. Therulesgoverning spelling of wordsisthe samefor al students, and the materials can bemoreeasily
checked by the general educationteacher without waiting for askilled braillereading TVI toarrive.

Thecertified TV may need to explore avail able published resourcesto find al phabetic braillematerials. Agencies
such asAPH arebeginning to research theuse of aphabetic brailleand planto produce sometitlesinthisformat inthe
future. Thefirst sixteen clustersof BRAILLE FUNdamentals, anew TSBVI braille curriculum, teach the a phabetic
code. Thetextbook division of the Texas Education Agency will consider requestsfor Grade 1 Brailletextsand
currently produces sometitlesthat have been requested inthat format. At thistime, most existing publicationsare
avallablein Grade 2 Braille; however, with eectronicfiles, al formatscan be produced. Itisexciting that advancesin
technology for braille production have given our studentsmore optionsfor literacy.

After compiling the survey responses, examining someof the available resourcesand speaking with TVIsfrom
around Texas, weare convinced that the use of aphabetic braille has potential toincreaseliteracy optionsfor many
sudentswith visua impairmentsin Texas. Haveyou had experiencesteaching uncontracted braille? Wewouldloveto
hear about them. Doesthisarticle spark your interest? Do you want to try thisstrategy with your students? We are
very interested inteaming with districtsor TVIswho want to exploreingtruction in aphabetic braille. To behooked up
withamember of our VI Outreach team, you can contact Ann Rash at (512) 206-9269 or <annrash@tsbvi.edu> or
Cyrd Miller at (512) 206-9224 or <cyramiller@tsbvi.edu>.
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Early | dentification of Hearingand Vision L oss

IsCritical toaChild’sDevelopment
By Gigi Newton, INSITE Specialist
and Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

IMPORTANCE OF VISIONAND HEARING TO DEVELOPMENT AND LEARNING

Although every one of our sensesplaysarolein early development, vision and hearing certainly seemto lead the
way. Much of early parent/child bonding hasto do with thechild’sability to make eye contact and sustain agaze with
hisparents, respond to their voicesby gurgling and cooing, and to be comforted by thesight and sound of them. Much
of thereason aninfant triesto moveisbecause he seesor hears something that intrigueshim. Helearnsthat thingsand
peopleexist intheworld primarily because he seesand hearsthem come and go. Hevisually tracks an object he
pitchestotheground or hearsit hit thefloor. That tellshim the object till exists, eventhoughitisnotin hishandsany
longer. When she cries she can hear Daddy calling to her or see Mommawalk into theroom. Shecaninspire her
parentsto linger and play with her by cooing and making eye contact, the earliest form of conversation. Helearns
about size, shape, color, functionsof objects, socia interactions, and so much morejust by listening andlooking at the
world at work. Early development hascritica linkstoachild having full useof his’her visonand hearing. Whenthese
sensesdon’t work perfectly or not very well, everythingisimpacted.

ITSHARD TOTELL APARENT THERE MAY BE VISION AND HEARING ISSUES

Professional sworking withinfantsand familiesmay haveahard time suggesting that thereisaproblemwith achild's
visonor hearing. Thisisespecidly truewhenthefamily isaready dealing withtheir child’sother medical or disability
issues. After al, afamily canonly dedl with so much at onetime. Becauseinfantsare much harder totest for visonand
hearing lass, many mildimpairments (or sometimeseven major impairments) may not be diagnosed quickly. Subject-
ing thefamily to another round of testing isawaysahard call.

LEARNINGABOUT HEARINGAND VISION LOSSIMMEDIATELY ISCRITICAL

Aswesaid earlier, much of thesensory informationthat isvital to children’sdevel opment comesthrough the senses
of visonand hearing. Duringthefirst threeyearsof achild'slifemgjor neura networksarebeing formedinthebrain.
Much of thisdevel opment comesfrom distance senses, i.e., vision and hearing, which allowsusto know about things
and peopleintheworld even when weare not in physical contact withthem. After thefirst threeyears, development
of these neural networksbecomesdower. Skillsthat may be gainedin early intervention cannot be made asquickly
whenthechildisolder.

For these and other reasons, children should beregularly checked for vision and hearing problems. Weknow that
even mild problemswith these senses can have major impact onlearning. A mild hearinglossin anoisy homeor
daycare center canresult inachild who missescritical bitsof information. Hemay misssoundsthat |et him develop
normal language and speech patterns. Hemay missingtructionshis parentsor babysitter gave him and appear to be
misbehaving. Hemay becomewithdrawn because heisnot surewhat isexpected of him. If hehasavisual fieldloss
he may congtantly be ssumbling over things. Thishasgreat impact on salf-concept. A childwhoissenstivetolight may
not enjoy or feel secure playing out of doors.

Every child, with or without adisability, should haveregular and periodic visonand hearing checks. If thechildis
severely disabled, thiscan be even moreimportant sincetheir other sensesmay not be as useful in compensating for
what they missvisudly and auditorialy. Infact, thisissoimportant that schoolscompletevision and hearing screenings
at regular interva sthroughout theremainder of thechild’'seducationa career. Thesetypesof screeningsareevenmore
critical frombirthto agethree.
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PARENTSSHOULD TRUST THEIRINTUITION

Parents know more about their child than anyone el sedoes. Often we meet parentswho tell usthat they knew
something waswrong with their child’svision and hearing before any of the doctorsmentionedit. Infact, many have
been told that they shouldn’t go looking for trouble or that their child would* grow out of it.”

Parentsshould trust themselveswhen they fedl thereis something wrong with theway their baby useshisvison or
hearing. They shouldfed comfortableingsting that vision and hearing aretested, especidly if their childisat highrisk
forvisonandhearingloss.

RED FLAGS

Thereare many red flagsassociated with vision and hearing loss. Below arethe syndromes, diseasesand condi-
tions, listed onthe Texas Deafblind Census, that put achild at highrisk for deafblindness. Childrenwiththeseetiologies

SYNDROMES/CONDITIONS

should bewatched closaly for vision and hearing problems.

Syndromes, Diseasesand Conditions

Hereditary/Chromosomal Pre-Natal/Congenital
Aicardi Maroteaux-Lamy Congenitd Rubdlla

Alport Moebius Congenitd Syphilis
Aldrom Monosomy 10p Congenital Toxoplasmos's
Apert Morquio Cytomegdovirus
Bardet-Bied| Norrie Feta Alcohol Syndrome
Batten Disease NF-Neurofibromatoss Hydrocephaly

CHARGE (von Recklinghausen Disease) Materna Drug Use
Chromosome 18, Ring 18 NF2-Bilatera Acoustic Microcephay

Cockayne Neurofibromatosis Neonatal Herpes Simplex
Cogan Optico-Cochleo-Dentate

CorneliadeLange Degeneration Post-Natal/Non-Congenital
Cri du Chat Pfieffer _

Crigler-Naijar Prader-Willi Asphyxia

Crouzon Pierre-Robin Direct Tr.a.umato the Eyeand/or Ear
Dandy Walker Refsum Encephdlitis

Down Scheie (MPSI-S) Infections

Goldenhar Smith-Lemli-Opitz Menngts
Hand-Schuller-Christian Stickler Severe Head Injury
Hallgren Sturge-Weber 'IS'Hr(r))I(()res

Herpes-Zoster (or Hunt Treacher Collins ,

Hunter (MPS| |( ) ) Trisomy 13 (Trisomy 13-15, Patay) ~ Clemically Induced
Hurler (MPSI-H) Trisomy 18 (Edwards) .
Kearns-Sayre Turner Related to Prematurity
Klippel-Feil Sequence Usner| Complicationsof Prematurity
Klippe - Trenaunay-Weber Usher 11

Kniest Dysplasia Usher I

L eber’sCongenital Amaurosis Vogt-K oyanagi-Harada

LeighDisease Waardenburg

Marfan Wildervanck

Marshdl Wolf-Hirschhorn (Trisomy 4p)
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Sometimesthe child’ setiology isunknown or the child may have only onediagnosed sensory loss. Professionals

workingwithinfantsand young babies, aswell asparents, should beaware of thered flagsthat may indicateaproblem
witheither visonor hearing.

Hearing L oss
At Risk Factors

Malformation of the ear, nose, and throat
Rube laduring pregnancy
Rhincompatibility

Family history of hearingloss

Apgar scorefrom0-3

Severeneonata infections

Meningitis

Low birthweight (under 3.31bs.)
Hyperbilirubinemia

Ototoxic medications

Severerespiratory distressand/or prolonged mechanica ventilation (10 daysor more)
Neurodegenerativedisorders

Childhood infectious diseases such asmumpsand meases
(Hearing, Speech and Deafness Center website, <www.hsdc.org>, June 2001)

Behavioral Indicators

The child does not stop moving, does not qui et in response to speech, and/or does not arouse from light
deepto suddenloud noises.

At about 4-7 months, the child does not turn to sounds and voicesor give anindication of detecting asound
source by eyeswidening or blinking, fussing or quieting, increasing or decreasing overal activity level,
changesin breathing or sucking patterns.

Thereisalack of babbling, cooing, grunting, or thechild stopsthese behaviorsand does not progressto speech.

Thechild doesnot respond to familiar sounds (such asmom’sand dad’ svoices) by cooing/gurgling when he
cannot seethem.

The child doesnot use speech at an age when most children are beginning to use speech (approximately 9-
12 months).

(SKI-HI Institute, 1998)

Vision L oss
At Risk Factors

Family history of visionloss(Retinoblastomaor Albinism)
Malformation of the ear, nose, and throat

Prematurity and low birthweight lessthan 3 1bs.
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SYNDROMES/CONDITIONS

Birth trauma/head trauma

Anoxia
Cerebral Palsy

Congenital vira or bacteria infections(Rubella, CMV, Syphilis, Group B Streptococcus | nfection, Toxoplas-
mosis, Chicken Pox, HIV)

Meningitis, Encephalitis, Hyperthyroidism, Microcephay

Behavioral Indicators
» Thechild doesnot have eyesor eyelidsthat ook typical.

Thechild doesnot recognize caregivers facesor smilein responseto their smilesaround theageof 3
months.

Hedoes not get excited when he seeshisbottle or other familiar objectshelikes.

At 4-6 months, the child’seyes do not seem to move together when following an object or person.

Thechild may turnor tilt hishead in unusual positionswhen looking at an object.

Thechild may hold an object very closeto hiseyes.

The child may over-reach or under-reach for objects (accurate reaching usually occursaround 6 months).

WHAT DOYOU DQO?

If thereisaconcern about vision or hearing, your ECI program should make areferra to the appropriate medical
professional. Wewould liketo encourage ECI personnel towork closely withtheir Teacher of the Visualy Impaired,
Teacher of the Deaf and Hearing Impaired, and/or TCB Children’s Caseworkersin hel ping thefamiliespreparefor the
doctor visits. These professionalshave much to offer to the process. They can usually sharethe namesof doctors,
audiologists, and vision specidistswho have more experienceworking with disabled children. Oftenthey canguidethe
ECI professiona and parentsin compiling alist of concernsrelated to theway the child useshisvision and hearing.
Moreimportantly, they can provide parentswith information about the types of testing that may be doneand how to
help preparethechildfor testing. Thislevel of support can be provided beforean actual vision or hearing referral has
been made.

Parentsand professi onalsmust keep aclosewatch on achild sprogressrelated to vision and hearing. Hearing and
visionissuesmust not beignored, especidly if the child hasother disabilities. When aproblem issuspected, notime
should belostinfollowing up onthe concern. Weoweit to our children not tolosethat critical window of time between
birthand agethree. Whenearly intervention canmakesuch mgor differencesinlife-longfunctioning, they can't efford towait.
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I’ve“stolen” thetitle of thisshort paper from the Blind Babies Foundation in San Francisco. | wasoncetheir
ExecutiveDirector, and | think they’ll forgive mefor using thistitle, which, | think, describeswhat weal want for our
infants. Using such adescriptivetitleleavesmewith theresponsbility of providing some content that will be hel pful to

Off toaGood Start
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

parentsand teachers. Thistime, | want to talk directly to parents of babiesand toddlers.

What do | want to say to parentsof blind and visually impaired infants? First of al, | want to say to you that those
of uswho have not walked inyour shoeshave only the dightest ideaof what it feelslike, and what it islike, to bethe

parent of ablind child. Itis, therefore, with much humblenessthat | sharewith youthefollowing thoughts:

Love, cuddle, and compl etely enjoy your baby. He may not be what you expected and wanted, and you
may still begrieving, or bein shock, but from the moment of birth your baby needsyour body, your warmth,
your love.

Try to noticethewonderful attributesof your baby. It'seasy and natural to dwell onthedisability, but your
joy in parenthood will redlly start growing when you begin to discover the many wonderful thingsabout her.

Seek out professional help assoon aspossible after diagnosis. Pediatricians, ophtha mol ogists, social work-
ers, and generdistsin early childhood areall valuableallies, but the one personyouredly, redly needisan
experienced expert inthe effects of visua impairment on early growth and devel opment.

Maintain close physical contact with your blind baby. For example, aback- or front-pack can befar better
than abuggy or stroller, because, whilethe surroundingsmay hold nointerest for your child, thewarmth,
contours, and movement of your body will.

Havethe same developmental expectationsfor your baby asyouwould for any child, but know that your
direct involvement in her development will beessentid.

If your baby isblind or has severevisua impairment, remember that incidental |earning through observation

will not occur. When my son Lucaswasababy, | observed him laying prone on histummy in our living room.

He pulled himself up so hishead wasraised, hisarmsstraight, and moved hishead asfar ashe couldin both

directions. Asl watched him, it becameclear that what hewas doing wasvisualy organizing hisenvironment.

How do blind babiesdo this? Itisnot difficult, but it must betaught. Your “expert” invisua impairment will
help you learn how to dothis.

Theblind child’'sworldisthelength of her arm. Thisisessential and fundamental to remember asyou begin
tofindwaysto assistinyour child'sdevelopment. Soundsand smellsbeyond arm’ sreach cannot beidenti-
fied by theblind child, so expansion of hisworld isup to you and the good advice and suggestionsyou
receive.

In order to creep, to crawl, to cruise, and to walk, there must be areason for the blind child to move.
Something must be beyond arm’sreach that hewants. Thissound or smell must be associated with apast
pleasant experience. An enjoyabletoy that makesadistinct sound, mother’ svoicethat isout of reach, the
smell of something good to eat - these arethe experiencesthat motivate blind and visually impaired babiesto
walk.

Beprepared for developmental differences between your child and anon-disabled child. Sometimeswalking
doesn’t occur until the baby is12-15 monthsold or older. If other areas of motor devel opment seem okay,
don’tworry. Your baby issmply learning other thingsand postponing walking. Tak with your expert on
visua impairmentsabout differencesin developmentd patterns, how you might help, and whether you should
be concerned.
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« Ifyour baby islikely beabraillereader, consider early introduction to brailleasasystemfor pairing sym-
boliclanguagewithreal objects. You may wishto put braillelabelson every object inyour home- thewalls,
thefloor, thetoilet bowl, the dresser, etc. When your baby encountersthese strange dots, you don’t need to
beginreading instruction. Just tell himthat thejumble of dotsrepresentstheword“wall” (or whatever), and
“wall” isthe object that thewordisattached to. It seemsto meashamethat somebraillereadersdon’t see
their first word until formal school, whiles ghted infantsand preschool ersare surrounded by print fromthe
timethey can remember.

 Teachersof visualy impaired studentshave many storiestotell about blind and visualy impaired childrenwho
werenot ready to learn when they cameto school becausethey lacked real, concrete experiences. These
young children arelackingin experiential learning. What thismeansisthat they arrived at school without
the background of experienceswith thereal world that adds meaning to learning. Your baby and preschool
child needsdirect, physical experiencewith hisenvironment in order tolearninameaningful way. The story
inthereading book about abrother and sister at the grocery storewill havelittle or no meaning for theblind
childwho has not experienced “ grocery store.” Thisexperience hasto happeninagrocery store, and must
includeverbal information and first-hand tactua experiences. Your baby and preschooler must havea
comprehensive exposureto theworld, andinformationfor understanding that world, if school isto besuccessful.

W, | couldgoon, but | think 1’1l stop now. Babiesare precious- they deservethe very best we can givethem.
They don’'t know what they need - parentsmust know and offer the experiences, thelove, and the caring required by
ablind or visudly impaired child. Parentswon't awaysknow what to do - they need acompetent, crestiveteacher of
thevisually impaired or early childhood caseworker who knows early childhood growth and devel opment to help
them. So you see, the parent/child/professional team must begin when the child isaninfant. There are so many
essentia learning and devel opmenta experiencesrequired by the blind baby that this partnership must begin assoon
after diagnosisaspossible.

Parents: Don't delay - find yoursalvesaqualified and creative expert in visual impairment right away!!

Teachers: Don'tdelay - if you' renot feeling qualified to help parentsthrough the critical growth period of birthto
five, thenfind classesand readingsthat will prepareyou for thiscrucid role.

Parentsand Teachers- have fun with babies, and help babiesto have fun with you and others!!

Help and Hope, OneChildataTime
By Terry Murphy, Executive Director, Texas Commission for the Blind

Oneof thehardest, but most rewarding, aspectsof working at the Commissioniscalling on parentswho havejust
learned that their long-awaited babieswill never clearly seetheloving facesholding them. It'shard, becausethisisan
emotiona timefor everyone- evenfor those of uswho have chosenthefield of blindnessand visual impairment asour
lifeswork. It never getseasier seeingtheinitia fear in parentswho aretill trying to absorb the medical factsbehind
their baby'svisua impairment when we areasked to call onthem.

| think | speak for dl of usat the Commissonwhen| say | wouldn't mindlosing my jobfor lack of customers. But,
that'snot likely to happeninmy lifetime. Based onthe 2001 Annua Regigtration for SudentsWithVisud Impairments
published by the Texas Education Agency, thereare 6,719 studentsages 0to 21 in Texastoday whofall within TEA's
definition of visually impaired. We servean even broader range of children, so thereismuchwork to be done.
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Our rewardin caling on parentsof newbornsand young children comesfrom being ableto plant early seedsof help
and hope. Help first comesinthesimpleform of acaseworker'sbusinesscard. Although aparent seldom readsthe
words Texas Commissionfor the Blind with enthusiasm, we'reaccustomed tothereaction. It'sokay. Thisisn'tthetime
towow parentswith all thegresat thingsindividuaswho areblind or visudly impaired aredoing today. Instead, it'sthe
timeto listen and answer questions. Hopeisplanted with just afew straightforward words: "TheBlind and Visually
Impaired Children'sProgramishereto hepwhenyou'reready."

Walter Anderson, the editor of Parade, the magazineinsert inmany U.S. Sunday newspapers, saysin hisbook,
The Confidence Course: Sevens Sepsto Sl f-Fulfillment, “ True hope dwellson the possible, even when life seems
to beaplot written by someone who wantsto see how much adversity we can overcome.”

Althoughwrittenfor all ages, Anderson'swordsare especialy appropriatefor the parentswemeet. Whenababy
isbornwith visual problemsor achild acquiresaseverevisua impairment, thewholefamily beginsachallenging
journey. Becausethe primary sourceof information for most childrenisvison, family membersof childrenwithvison
lossesareimmediately cdledinto actiontofill insomemissing or incompleteinformation. Thisisunfamiliar territory for
most parents. The Commission'sjobisto providethemwithamapthat ultimately leadsto afuller andricher lifefor
their child. Themap wedraw isfull of "possibility thinking" check pointsaswe encourage parentsto dwell onthe
possiblefor their child.

Onelinealot of parentswill hear from our caseworkersduring their early meetingsis, "I'm hereto put your baby to
work!" Itissoimportant for parentsto absorb the encouragement behind thesewords. \We speak from decades of
experiencewhenwe say webelieveintheir child'spotentia to adapt fully tolifewithavisua loss. Wedsobelievein
the parents ability to add theroles of advocate, coordinator, and teacher to their family'srésumé. Theearlier thework
beginsfor both family and child, the sooner everyonewill be smiling with each newly-learned skill, and what started out
assuch ananxioustimefor the parents can easeinto an everyday way of life.

Theagency ismaking preparationsfor acel ebration in November to commemorate 70 years Sincethe Commission
wascreated in 1931 and 30 years since Criss Cole Rehabilitation Center openedin 1971. Indoing someresearchon
servicesto children, | read in our archiveswhereaMissRuth Siler, Preschool Blind Child Counselor, reported to the
Agency'sBoard back in 1957 that she had just finished apamphlet for parentsof preschool children whowereblind.
| dso noticed that the agency wasasking for oneadditiona preschool counselor. Fromthesesmall roots, serviceshave
dowly growninto astatewide network of Blind and Visually Impaired Children's caseworkers. Thispast legidative
session did not yield the funds we had hoped to use to expand the program, but we are fortunate to have 39 hard-
working caseworkersacross Texaswho served 8,265 children last year, including permanently severely visually im-
paired children and children needing eyetreatment.

Occasionally westill hear about parentswho were unaware of our services. You can help by telling parents of
young childrenwith visual impairmentsabout the Blind and Visua ly Impaired Children's Program. Tell themthat a
caseworker isnearby to deliver help and hope.

ECI Provider Network: Championsof Service

Twenty yearsago, the Texas I nteragency Council on Early Childhood Intervention or ECI wasthestate agency desig-
nated by the Texas L egidatureto provide servicesto familieswith children with disabilitiesand/or devel opmenta delays.
Federdly and state-funded, ECI supportsfamiliesto helptheir childrenreachtheir potentia through devel opmentd services.

Over theyears, the ECI Provider Network has becomethe backbone of ECI, putting ECI’svalues, mission, and
god sinto action and making sure each child recelvesthe best startinlife.
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Beginningwithasmall handful of programs, ECI’sProvider Network hasgrown to 65 statewide programsoffering
sarvicesinevery Texascounty. Asaresult, familieshaveegua accesstodl servicesthat ECI offerswherever they may resde
inTexas. Thesesarvicesmay include screening and assessments; physical, occupationd and Speech-languagetherapy; and
gpedid indruction, training and counsding sarvices.

Since 1982, ECI awarded contractsto fund servicesat theloca level contracting with agenciesand organizationsin
Texas. Approximately haf of the ECI programsarestateor locd menta hedth and mentd retardation facilities, about one
quarter arewith school digtrictsor regiond educationd service centers, and about onequarter arenonprofit organizations.
Staff fromthese programsmay includeearly intervention specidists, nurses, psychologists, dieticians, pargprofessonds,
teachers, socid workers, and physicd, occupationd, Soeech and languagethergpists.

Timeandtimeagan ECI familiestd| storiesof how staff membersof theprovider network havegiventhem support, found
resources, and have becomeava ued member of thefamily. “1 don’t know what I’ d dowithout the ECI professiondsthat
help my child, especially my service coordinator. She hasbeen so hepful,” saidan ECI Mom. “ She'slikeapart of the
family”

InFY 2000, local ECI programsconducted intake on 33,293 new children and families. They also provided service
coordinationtodl enrolled children (indluding intake) and provided trangtion planning to 15,299 childrenwhowereleaving
ECI sarvicesfor thair next service setting.

Inadditiontoproviding servicestodigiblefamilies ECI programsmaintain connectionswith dinics, hospitals and phys-
cians. Loca ECI programsconduct public awarenessactivitiestolocateand refer al eigiblechildren born or receiving
medicd trestmentinasarvicearea

If you havequestionsor concernsabout your child’' sdeve opment, cal your doctor. Whenit comestoyour child'shedth,
getting helpearly isbest. For moreinformation about ECI, alocal programinyour areg, or torefer achild cal theECI Care
Lineat (800) 250-2246 or (512) 424-6800 (intheAustinarea), or visit the ECl websiteat <www.eci.state.tx.us>.

CreativeThinking M aximizesParent Training Oppor tunities
By Edgenie Bellah, BVICP Consultant, Texas Commission for the Blind
and Kate M oss, Family Specidist, TSBVI, Texas Deafblind Outreach

Onedf theampletruthsinlifeisthet parentsarethair children'sfirg teechersand advocates. Parentsof childrenwithvisud
impa rment, deafness, and deafblindnessface uniquechdlengeswith thesedud roles. Towork confidently dongsidetheir
child’'sprofessona team members, whose experti se comesfrom yearsof education and ongoing training, parentsneed
training opportunitiesthemsel ves. They need opportunitiesto expand their own knowledgebaseabout their child’'smedical
and physicd needs, specid educationlaw, trangtion, resources, communication, orientation and mohility, and much, much
more.

Wearefortunatein Texasto have many such training opportunitiesfor parents. Some comefrom withintheschool
system, locad TexasCommissionfor the Blind offices, and Regiona Education Service Centers. Othersareofferedona
datewidebasisby TSBVI Outreach, DBMAT, and others, such as Texas Focus, the Texas Sympos um on Desfblindness,
DBMAT Family Conference, and the Technology Ingtitute. Availabletrainingissometimes specific, focusing on visua
imparment or degfblindness. At other timesit may addressmore genericissuessuch asspecid education laws, trangtion
issues, and estate planning. Many parentswill have opportunitiesto learn about the syndrome or medicd condition that
caused their child'sdisahilitiesthrough stateand nationd conferencessuch asthe CHARGE Syndrome Conference, the
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TexasUsher Syndrome Family Retreet, the Shaken Baby Syndromeworkshops, and other smilar events.

Thereare so many availabletraining opportunitiesthat it isoften hard for parentsto choose among them each year.
Unfortunatdy, many timesthedeciding factor hasto dowithwhether or not they havetheresourcesto pay for registration,
travel, and child care expensesassociated withtheevents. Themgority of parentsmust depend totally onscholarshipsor
trainingfunds. Inrecent yearsfundingfor these activitieshasdecreased and the number of peoplewantingto accesstraining
fundshasincreased. Event plannersstruggleto mekesuredl that thefamilieswho want to participate havethe support they
needtoattend. Still, many timesparentscan't find theresourcesthey need when they need them.

WHAT CAN BE DONE?
Event organizers

Get the word out early

Event organizersneed to get theword out on training opportunitieswell inadvanceof theevent. By sharingtraining event
announcementswiththe ESCs, TSBV I, and TCB sothey canbeincludedintheir training cdendarsand ontheir websites,
parentsknow whereto gotofind out about training opportunities. Thisaso he psfamiliesplan ahead about whenandwhere
togetfunding. TheTSBVI webstemaintainsastatewidecaendar of training opportunitiesfor bothfamiliesand professon-
as. Wewe comeany submissonstothiscaendar. To shareyour workshop announcements, contact Im Durke at (512)
206-9270, or through e-mail at <jimdurke @tdovi.edu>. Thisinformationisaso publishedintheclassfied section of the
FE/HEARNewd etter.

Contact possible funding resourcesin theinitial stages of planning

Learnabout possibleresourcesto hep you offer travel and registration funding tofamilies, and contact themintheinitia
gtagesof planning. The TexasPlanning Council for Developmenta Disabilitiesalowsevent organizerstowritearequest
proposd for fundingtohdpfamiliesattendtraining. Loca LionsClubsand other civic organizationsoften havefundsthey are
willing to contributeto cover thesetypesof costs. Someschoal digtrictsand Education Service Centersmay havelimited
dollarsto hep sponsor families, if they arenatified of theevent early enough.

Collaborate, collaborate, collaborate

Collaboratewithlocd, regiond, and Sate agenciesand organi zationsto providethe support familiesneed to participatein
training. Thismight mean askingalocal scout troop to help providechild careat theevent, or seeingif aloca grocery or
restaurant will donatefood. Theagenciesmay not beableto pay for family travel, but might agreeto sharethecost of a
Speeker or other expense. Themorecontributorsthereareto anevent for variousindividuad costs, themorefunding may be
directedtohe pwithtravel and childcareneeds.

Families
Register immediately and indicate an interest in funding assistance

Too often parentsdon’t ask for help until itistoolateto accessavailabletrainingfunds. Training eventstypicdly haveset
budgetsfor assasting familieswithtravel and registration costs. Decisionsabout whowill receiveavaillablefundsareoften

madeshortly after theregistration deadline. Parentswho do not get their registration formsin ahead of deadlinesoftenmiss
out.

Agenciessuch asTexasCommissionfor the Blind have state paperwork requirementsthat makelast minuterequests
problematic. All TCB services, including training for parents, hasto be part of plan that isdeveloped with thefamily.
Sometimesfundsrequested at thelast minutecan only beprovided onareémbursement bass. Thismeansthat parentswill not
beabletoattendif they can’ t afford the upfront costsor wait amonth for the processing of reimbursement checks.

Sometimesparentsarehesitant about Sgning up for aworkshop until thelast minutebecausethey areunsureof tharr aility
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to attend dueto achild shedlth, family work schedul e, or other lifeevent. Most conference plannerscan cancel ahotel
resarvation, arlinetickets, and soforth a thelast minute, but itisoftenvery difficult to makethesearrangementsevenaweek
beforetheevent. Most hotd shavespecid ratesfor reservationsmadeduring aset period of time. Airlineticketspurchased
very early tendto be cheaper than those purchased at thelast minute. If parentsthink thereisany chancethey canattenda
workshop, itisbetter to get theregisirationin ontimeand maketrave plansearly. Of course, parentsshould check with
individua funding sourcesand conferenceor workshop plannerstofind out about cancellation policies.

Say up-to-date on training opportunities and prioritize training needs

Parentsand other interested family membersshoul d check theseresourcesregularly tolearn about training opportunities
that arebeing planned. Makealist of any training eventsthat seem useful, and contact the organi zersto get registration
information. Ask them about funding to assist with event costsand learn how thesefunds can beaccessed. Prioritizethe
eventsbased ontraining needsand your schedule. If you can sdlect only oneor two eventseach year, besureit will meet your
training needsand beheld at atimeand placeyou can access.

Contact funding sourceswell in advance

Contact funding resourceswell in advance of theevent tol et them know about your interest inattending. Find outif they
anticipate having fundsavailable. For example, TSBVI Outreachtypicaly hasatravel budget for each of itssponsored
events. Outreach policy isto spread thefunding out asfar asit will go. Knowing how many familiesneed to accessthese
fundsmakesit easer toplandigribution.

Know what you will need before you ask

Think about thetypeof support you will need and befamiliar with the approximate costsof these supports. Thismay
mean prioritizing costs. What partscould you pay for if no other sourcewasavailable? What itemsarelesslikdy tofinda
different funding source? Not everyonecan pay for airlinetickets, but many peopleareableto pay for gaschargesor medls.
How muchwill thehote room cost? Isthewholefamily flyingtotheevent, or, if you must drivealongway, will youneedan
extranight of hotel costs? Thed earer you canbeabout your exact needs, theeaser itisfor funding resourcestoidentify how
they canhelp.

Learn about various funding resources

Becomefamiliar withloca funding resourcesand other supports. Your locd LionsClubs, Soroptimist Clubs, ElksClubs
and other civic organizationsmay havemoney to help cover someof thecogt of travel andregidtration. If youarereceiving
sarvicesfromMHMR or through Texas Department of Health or Texas Department of Human Services, they may beableto
assswithrespitecare, child care, or other costsassociated with attending training. Generdly your TCB caseworker canhelp
youidentify local andregiona resources. Of course, both TCB and TSBV 1 Outreach areresourcesfor families. Makealist
of dl thepossibleresourcesinyour areaso you know whomto cal whenyou need help. Thisissomethingyoucandsoshare
with other parentswho may not know whereto gofor help.

Think of creative ways to get the support you need

Get credtive! If you havefriendsor family memberswho might beableto hel p with somepart of theexpense, offer to
tradefavors. For example, baby sttheir childreninexchangefor their baby stting serviceswhileyou areat thetraining. Help
them with someneeded task inexchangefor gasmoney. Set asdeafew dollarseach monthto usefor incidenta expensesa
theseevents. Remember the pocket changejar your parentsmight havekept? Evenif you only havetendollarsset aside
whenyouwant to gototraining that can help pay for amed or buy somegas. Onefamily cleaned out their garageand had
agarage sdeto get money together to helpwith travel to anationa conference.

Look for training that doesn't require a lot of funding

Check out training opportunitiesthat don't requiretravel expenses. For example, isyour loca school district offering
training? Moretraining opportunitiesarenow being offered through distancel earning methods such asInternet courses,
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correspondence courses, videotapes, etc. Sometimesjust meeting with another parent to talk about issuesand shareideas
canbeanincredibly beneficid training experience. Think about organizingasmall “ coffeeklatch” of parentsor planafamily
picnicinthenaghborhood park with saverd other families. Notdl training hastoinvolvegoingtoaworkshop or conference.

Addresstraining needs asa part of your child's ARD

Look toyour loca school didrict for providingindividudized training rel ated to theimplementation of your child'sIEP.
Whenyouarehavingyour child' sARD, talk about your training needsand thetraining needsof staff workingwithyour child.
Parenttrainingisardaed serviceasdefined by IDEA. Someaf your training needsmay bemet by school staff workingwith
youa your school or inyour home. Insomecases, if they areasked, your Regiona ESC or TSBVI Outreach may beable
tobringtraining toyour school programor a |east to your community.

Don'tforget that you may beableto providetraining aswell asreceiveit. Thiscanbeahdptomembersof your child's
teamwho need tolearn about thewaysyou have been successful inworkingwith your child. Congider what you canofferto
your team, to hel pthem learn about the specia waysyou feed your child, how you communicate, what you doto comfort him
when heisfrightened or cranky. After al, you arean expert about your child.

Themostimportant €l ement isto get training needs spelled out inthe | EP and di scusstheresourcesfor meeting these
training needsasaregular part of your ARD meeting. Schoolscan then plan ahead and budget if they aretryingtohelp pay
for part of your training costs.

CONCLUSON

Parent andfamily trainingisanimportant part of helping achildwithvisud imparmentsand desfblindness. Unfortunately,
not every parent who wantsto accesstrainingwill beabletodo so. Itisimportant to plan ahead and befamiliar withthe
resourcesthat areavailableto helpinthiseffort. Pleasethink about your family’ straining needsand start planning today for
the 2001-2002 school yesr.

Update About Jeff

It wasreported inthe Spring issue of SEE/HEARthat Jeff Pruett had entered anational art contest for sudentswith
disabilitiessponsored by the Hden Kdler Foundation. Rather, the2001 HdenKdler Internationa Art Show wassponsored
by theInternationa Council for Exceptionad Children DivisononVisud Imparments, University of AlabamaBirmingham
Vison Science Research Center, University of AlabamaBirmingham School of Optometry, University of AlabamaBirming-
ham Schooal of Educationand Ivy Green Property Board.

Frommorethan 150 entries, Jeff’ sdrawing, “ EyesintheNight,” wasoneof only 30 piecessel ected to tour at various
gdleries, conferencesand universitiesacrosstheUnited Sates, including theVirginiaMurray Sowell Center at Texas Tech
University in Lubbock and the Washington Nationd Cathedrd inWashington, DC. Jeff’ saccomplishment will beacknowl-
edged during the Distinguished L ecturer Seriesfeaturing Dr. Jan van Dijk, September 26-29, 2001. Theartwork of three
other Texasstudents, ChristinaFarley, ShaneHill and Cameron Hebert wasa so sel ected for thisprestigiousnationd tour.
Congratulationstoyoudl!!!

CORRECTION! CORRECTION!

Wewant to apol ogize to our SEE/HEAR readersfor theincorrect phone number listed under the Spring
2001 article, “ Spanish-Language L ow Vision Booklet Now Available!” and for any inconvenienceit caused.
ToreachtheNationa Eyelngtitutefor the Spanish-L anguageinformation email to <nei pub@aerie.com> or
cal (301) 496-5248 or go onlineto <http://www.nel.nih.gov/publications/publications.htm>.
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CLASSIFIED

Mail or e-mail your new classifieds to Jim Durkel at:
TSBVI Outreach, 1100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.
An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

Visons2001:
TheNational Confer ence of

TheFoundation Fighting Blindness
September 13-15, 2001
Westin GalleriaHotel in Dallas, Texas

Topicsinclude thelatest retina research; coping with
visua impairment; networking and support group
opportunitiesand more. Condition and syndrome
topicsinclude: Usher and Bardet-Biedl Syndromes,
RP, and Macular Degeneration.

For moreinformation, contact The Foundation
Fighting Blindnessat (888) 394-3937
or <www.blindness.org>.

NEWS& VIEWS

VirginiaMurray Sowdll
Distinguished L ecturer Series

September 26-29, 2001
Lubbock, Texas

Dr. Janvan Dijk will bethefeatured spesker at this
year'sVirginiaSowell Distinguished L ecturer Sevies,
sharing hiswed th of experienceworkingwith people
who aredeafblind. The30worksof art selected to
tour with the 2001 Helen Kéeller International Art
Show will be ondisplay throughout the Series.

For moreinformation, contact:

TheVirginiaMurray Sowd| Center
(806) 742-2345 or sheila.dowling@ttu.edu.

TSBVI Technology | nsgtitute
September 21 & 22, 2001
Sheraton Four Points in Austin, Texas

Thistrainingisdesignedfor education professonds
workingwith sudentswho havevisud imparments.
Sessonswill includeintroductiontotheBraille’ n Spegk,
introductionto Duxbury Braille Trandaion software, and
introductionto screenreaders. Thisisnot generd
technology training. Parentsinterestedinattending
should contact Jm Durkd or Sharon Nicholsbefore
regigteringfor thisevent to determinethereevanceof
thiseventtothemandther child.

For moreinformeation, contact:
Jim Durkel at (512) 206-9270,
JmDurkd @tsbvi.edu
or
Sharon Nicholsat (512) 206-9388,
SharonNichols@tshvi.edu

A van Dijk Reader

A reader of classic and new articlesby Dr. Janvan
Dijk isnow availableonthe DB-LINK website. This
collection, written between 1965 and 2000, addresses
a variety of issuesrelated to the education of students
with deafblindness. Thearticlescan befound at

< http:/iwww.tr.wou.edu/dblink/vandijKFT.htm>.

INSITE Training:
A Home-Based M odel For Infants,
Toddlers, and PreschoolersWhoAre
Multiply Disabled Sensory Impair ed

Part 1 - September 27 & 28, 2001
Part 2 - October 24 & 25, 2001

Part 3 - November 29 & 30, 2001
Bryan, Texas

A 6-day training for school and ECI professonds
workingwithfamilieswho havechildren (birthto 5) with
multipleimparments, induding sensory impairmen.
Topicsindudeinformationonvisonloss, hearingloss
communication devel opment, motor development, active
learning, andworkingwithfamilies

For moreinformation, contact Gigi Newton at
TSBVI. Phone: (512) 206-9272;
E-mail: GigiNewton@tsbvi.edu
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Mark Your Calendarsfor the
DBMAT Family Weekend
October 12-14, 2001!

It'snot too early to mark your cdendarsfor theDBMAT
(Defblind Multihandi capped Association of Texas)
Family Conference, whichwill takeplacea Camp John
MarcinMeridian, Texas. Thisannud fdl retrest and
learningweekend for familiesand serviceprovidersisa
timeof renewa andreunionfor al whoattend.

For moreinformation, call (972) 287-1904 or
e-mail DBMATorg@aol.com.

SWOMA:
(Southwest Orientation & Mobility
Association Annual Conference)
October 12-14, 2001
Sheraton Four Points in Austin, Texas

Topicswill include: Globa Positioning Systems,
Wheechair Mohility, Traumatic Brain Injury, Teaming
with Occupationd Thergpistsand Physica Therapists,
Environmental Accessbility Issuesand more!

For moreinformation, contact: Ruth AnnMarsh
(512) 206-9203 or RuthAnnMarsh@tsbvi.edu.

Second | nter national Conference
on Parentswith Disabilities

and their Families
October 11-14, 2001

Oakland Marriott Hotel
Oakland, California

IntheU.S. adone, therearemorethan eight million
familiesinwhich oneor both parentshaveadisability.
Thiswill bethe second international conferenceto
focuson familiesinwhich oneor both parentshavea
disability. Theconferencewill be hosted by Through
theLooking Glass, aninternationaly recognized
disability community-based agency with expertisein
research, advocacy and servicesto parentswith
disabilitiesand their families. Thisground-bresking
conferencewill featureinternationa speakers
addressing awide variety of topicsrelated to parents
with disabilitiesincluding child custody, adoption,
pregnancy and birth, legal rightsand assstive
technology. A National Task Force on Parentswith
Disabilitiesand their Familieswill reconveneat the
conference. For further information, contact:

ThroughtheLooking Glass

Phone: (800) 644-2666
International callers: (510) 848-1112, ext. 130
TTY users: (800) 804-1616
Webste: <http://mww.lookingglass.org/>

TheThird Annual
SportsExtravaganzafor Blind

and Visually Impaired Sudents
Nimitz High School in Irving, Texas
October 26 & 27, 2001

Childrenwithvisud impa rmentsoften need confidence-
building experiences, sothey can participateinthar
regular school sportsprograms. Thisevent providesthe
opportunity todojust that. For moreinformation,
contact KitraHill Gray at (972) 348-1580.

RingtheBedll for Literacy in 2001!
TheFifth Biennial
Gettingn Touch With Literacy
Conference
November 8-11, 2001
Philadelphia, PA
Wyndham Franklin PlazaHotel

The GITWL Conference providesaforumfor a
discussion of literacy for peoplewho areblind or
visualy impaired. Topicscover al aspectsof literacy
including low vision literacy, brailleliteracy, and use of
technology, for al agerangesand ahility levels.

For moreinformation, contact:
Ellen Croucher at <dlenc@mdschblind.org>
Diane PWormdey at <dwormd ey @pco.edu>
or call (215) 780-1366.

39

SM3AIN SN




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 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 Rash (512) 206-9269;
September 1st for the Fall edition AnnRash@tsbvi.edu

. and Gigi Newton (512) 206-9272;
Production Staff GigiNewton@tsovi.edu
Editor-in-Chief - Kate Moss (512) 206-9224; Syndromes/Conditions - Kate Moss (512) 206-9224;
KateM oss@tshvi.edu KateM oss@tsbvi.edu
Layout Editor - Craig Axelrod (512) 206-9435; Newsand Views - Edgenie Bellah (512) 377-0578;
CraigAxdrod@tsbvi.edu Edgenie.Bdlah@tcb.state.tx.us
TCB Editor - Edgenie Bellah (512) 377-0578; Classified - Jim Durkel (512) 206-9270;
Edgenie Bdlah@tch.gate.tx.us JmDurke @tsbvi.edu
Website Editor - JimAllan (512) 206-9315; . . : .
JmAllan@tsbvi.edu (512) Theaudio version of SEE/HEARisprovided by
Production Assistant - Jeannie LaCrosse-Mojica Recordingfor theBlindand Dyslexic, Austin, TX.
(512) 206-9268; Jeanniel_aCrosse@tsbvi.edu If you nolonger wish toreceivethisnewsletter,
TCB Braille Transcriber - Ann Hill (512) 377-0654; please call Beth Rees at (512) 206-9103 or
Ann.Hill@tch.gatetx.us e-mail her at BethRees@tsbvi.edu.
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