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Kate's Corner
Outreachispleased towel comeanew VI Outreach member, Eval avigneformerly from Lubbock. Evahasspent 10
yearsasateacher of thevisualy impaired with the L ubbock Independent School Didrict. Eva, weareextremely gladyou
decidedtojoinus. Evawill beworkingin ESC Regions5, 6,9, 14, 16, and 17.

It sabrand new year for Outreach, and weareaready asbusy aswe can be. Deaf-Blind Outreach hoststheAnnual
Intervener meeting hereinAudtinthat will indudeaspecid presentation by Dr. Janvan Dijk of theNetherlandsfor interveners
andtheir supervisingteachers. Joiningthemfor thisevent and someinforma meeting timeof their ownwill bethenew
Regiona Desf-Blind Specidistsfrom the education service centers, and thenew DBMAT Regiona Coordinators. This
meeting takesplace November 7 - 9following the ESC Region 11 van Dijk workshop onthe 3rd and 4th.

Oneof our primary focusesfor both Deaf-Blind and Visually Impaired Outreach isto help devel op supportsat a
regiona level. Weareworking in collaboration with The Three Low Incidence Disabilities Decentralized Project at
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Region 3ESCto pilot aprocessin severd regionsthat will devel op stakeholder groupswhich examine and addressthe
needsof individua swith deafblindness. Weare aso lending our support to the Deaf-Blind Multihandicapped Asso-
ciationof Texas(DBMAT) totrain Regional Coordinatorsfor that organizationin all of the education service center
areas. VI Outreachisworking with NAPV1 and other parent support groupsoninitiativesthat include expanding the
number of support groups for families regionally and developing a Spanish-speaking Family Network.

Of course, wesee 1999 - 2000 asatimeof continued training for parentsand professonds. TexasFocus2000, Helen
Cdled Her Teacher, and the Second Annua Usher SyndromeFamily Retreat aredready being planned. WatchtheClass-
fied section or visit the TSBV I websiteto stay up-to-date on the plansfor theseand other events. Wewill so continueto
offer workshopssuch as Through Your Child’'sEyes, topica workshops (on brailleinstruction, communication, etc.), and
activitiessuchasthelNSI TE Curriculum Traningand Quaity Programfor Visudly Impaired (QPVI) incollaborationwiththe
education service centersand TexasCommissonfor theBlind. Our Technology Specidist, Sharon Nicholshasdevel oped
apacket of materidstoassst locd didtrictsin completing technol ogy assessments. Inaddition, sheofferstwo daysof ondte
training to ass & ateacher and sudent with the new deviceor software program borrowed fromthe TSBVI Technology Loan
Program. Ongteconsultationsremain onthemenu asanother training option avallabletofamiliesand professonds.

ThroughtheVIPprogram over 100 vision professiondshavebeentrainedin Texasover the past two years, and we
continueto collaborate with Universitiesand ESCsto train more professiona sin theareaof visonand orientationand
mohbility through thisprogram. ThroughtheMentor Program 139 O& M Specidist and V| teachershavebeen approvedas
mentorswith 36 gpplicantswaiting to begpproved. Connectingwiththesementorsare1150& M spedidigsintrainingand
VI teechers-in-traning, and an additiond 64individud swaiting toreceiveamentor. Of course, APH Quotamateridsandthe
TEA VI Regigry aredtill being ably administered by Nick Necaise.

Peasekeep reading SEE/HEA R to stay informed about the many wonderful activitiesthat areoccurringin Texas. As
aresult of thisexcellent collaboration of parentsand professiond, 1999 - 2000 hasthemakings of avery good yesr.

“Tuff” Loveor RaisingLaurie
By Annie Wade, Parent, Tulia, Texas

Editor’snote: Many of you will remember Annie fromthe video “ Power of the Heart” . This 1987 video
is often shown to university classes to demonstrate effective ways for parents and service providers to work
together. Recently, a professor from Ball Sate University in Indiana contacted me to ask, “ What happened to
Laurie and her family?” | connected her with Annie, who is now a TCB children’s caseworker in Amarillo.
Then it dawned on me that perhaps others would want to know what happened to Laurie; so | nagged Annie
until she agreed towrite an article. Annieistoo modest to tell many people that she wasthefirst editor of this

newdetter whenitwastill called PS News!!!, and oneof thefirst Outreach
Family Qupport oecialists! Thanks, Annie (and husband, Garland) for tak-
ing the time and emotional energy to once again to share your life.

Laurieisflyinghomefrom Dallasfor alongweekend. | arriveat theair
terminal almost an hour early to wait for her plane. Mental picturesrace
through my mind, and | shed tearsof joy at how far shehascomesincethe
day shewasborn almost 32 years ago, deafblind multihandicapped. | can
visuaizethat sweet baby lying on the carpet, flicking at the sun’sraysfiltered
through theliving roomwindow, avictim of anawful circumstance. Itwasso
easy tolove her inthat contented “world of her own” knowing little, com-
pletely dependent, and caring less. We pondered. Isthisall thereis? Can
therebemore? If so, how much more?
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| think of the surgerieswhen | watched, asmy baby had to berestrained to prevent injuriesto her eyes. Her dad
and | rocked amillion mileswith her armsin restraints being held under our arms, because she could wiggle out of the
restraints. Then, therewasegting. 1ttook yearsof cong stently presenting foodsand cleaning up messes, manipulating,
self-feeding and chewing, frustration on the part of mom and L aurie, therapistsand teachers. Eventually, Laurie
learned tofeed herself and eat avariety of healthy foods. Of coursetoilet trainingwasreally fun. Thereweretwoyears
of putting Laurieon the potty-chair every 30 minutesand charting every occurrence. Thetoilet chair went intheback
seat of the car and even on theairplane to aconference (which we borrowed money to attend) so Lauriewould have
“her” chair. Consstency wasthenameof thegame. Laurieredly didn’t want to St onthepotty-chair. Shetantrummed
and beat her head. Her dad had to leavethe house. It hurt to hear her screaming and to know what she was doing.

It hurt to teach Laurie, both physically and emotionally. Shewore orthopedic shoesand kicked the shinsof the
person sitting acrossthetablewhen learning tabletasks. Lauriehad no desiretolearn. Shepreferredtobethevictim,
lieonthefloor or the bed, and engagein self-stimulation behaviors. Thiswasnot acceptableto team members. A very
wisephysical therapist, oneof thefirst professionalswho worked with Laurietold methat Lauriewould never learn
until sheexhibited resistance. Thiswasinreferenceto physica development because Lauriejust wouldn'ttry toroll
over, crawl, stand up. . .or anything—shewould just go limp. However, | soon learned that exhibiting resistancewasa
prerequisitetoall of her progress. Atthe sametime, Laurie€' soccupational therapist also provided very wisedirection.
Shecounsdaled usthat Laurie' sfamily should beinformed (learn asmuch asthey could) and that it wasimperativethat
wefollow through at homewith everything shewaslearning intherapy and at school. Then, therewastheteacher who
never gaveup, and would never let usgiveup. Every member of thefamily wasinvolved. Thismeant wecouldn’tjust
st around and enjoy our sweet deafblind daughter. If wewanted her to realize her fullest potential, we had to bewilling
to “sacrifice our time and energies’ to encourage her to do thingsshedidn’t want to do. She needed to wear her
hearing aids. She needed towear her glasses. Shethrew them off, but they were put right back on.

Someof thethings Laurie most hated to do during school years have brought her the most fulfillment. Themost
important has been the devel opment of communi cation which began with asound motor base and evolved into the
caendar system, incorporating experience storiesinto planned every day activities. Thismight includefun things, but
alsoincluded work. Now, Laurierelieson her calendar to plan tripshome, to visit her sister in Spicewood or her
brother in Colorado, or attend Camp Summit. (She hasbeen attending every year sinceit began and startsasking
about it right after Christmas.) Although Lauriedoesn’t require the calendar as much now because she understands
more sign language, upcoming activitiesstill go on the calendar so shewon't pester people so much. 1t may also be
used to anticipate activitiessuch asdoctorsvisits. | must confessthat | hated doing the calendar asmuch asLauriedid
for alongtime. It wasdisruptiveto go to the calendar beforewe could do anything, but now | am glad wedid.

Perhapsthe*”tuffest” thing wefaced washelping Lauriegrievethelossof her dearest friend and sweetheart. Yes,
achildwith disabilitiesdoesgo through agrieving process. Brad wasaschoolmatewith similar disabilities. Shehad
been with Brad as hishealth declined and when he died, we had to be “ tuff” to be sure L aurie understood and could
deal with her sadnessand go onwith her life. Thismeant involving Laurieinthe eventsthat occurred. Shewastold
immediately. Wetook her to buy flowersandtovist Brad ashelay instate. She patted him and signed hisnameover
and over again. Laurieattended thefunera and quietly shed her tearsin back of the seeing/hearing crowd. At her
request she has continued to maketripsto takeflowersto Brad' sgraveand “talk” to himin signlanguage. Although
findingit difficult, wecontinued to maintain consistency in our expectationswhilegiving Lauriethetimetogrieve. Itwas
aprecarious balancing act, but she needed to learn that life doesgo on.

Theairline hasjust announced that L aurie's planeis approaching the runway and will soon beat thegate. Asl
reflect how Laurie was ableto arrive at this station in her life, | think of all of the people who gave so much of
themselvesin helping her reach thisdestination. Many of you would recognizethe peopleif | had enoughroomtolist
themadl. Thelistincludes, professonds, friends, and of mostimportance- her family. Lauriewassofortunateto have
thebest. Weall learned so much and without any one personin thisnetwork, Lauriewould not bewho sheis. They
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should al bevery proud. Perhapsyouwould liketo know why | speak with so much pride. Well, let metell you. We
awaysworked asateam. Theteamwasmade up of peoplewho, | believe, genuinely loved Laurieand believedin her.
Asaresult, there were realistic expectations placed on Laurie that were never compromised — discussed — yes,
adjusted — yes, reviewed — yes, deleted —yes, discussed — yes, and the process repeated itself again and again.
Through thisprocess L aurielearned and progressed; found plateaus; failed and survived; then learned somemore.

The planehaslanded and isapproaching the gate now. | think about last night when | called Betty (the supervisor
of thedeafblind group homeat theAutistic Treatment Center in Dallas) to check to seeif everything regarding thistrip
wason schedule. Betty told mehow excited L aurie hasbeen sincewe planned thisvisit home about three weeks ago.
How wonderful itisthat Laurie hasbecome such an independent, confident woman who enjoysso many activities, so
many thingsand her relationshipswith so many people. Thisisnottosay that Laurieis®norma” - far fromit! Shedtill
needsfull timesupervison at homeand at work. ATC in Dalashasbeen Laurie shomefor 6 years- and | haveto say,
these six yearshave been great.

Thedoor to the passenger tunnel isopen and | seeLauriehurriedly dragging her wheeled luggagetoward me. We
meet, havealong hug...some patting and afew signsabout spaghetti or pizzafor lunch. Handin hand weleavethe
gatewith Laurieinthelead.

Asl look back over thelast 30 years, | redlizethat many thingswedidfitinto the category of “tuff” love. There
arethosewho would say wewere cruel and that we shouldn’t have made Lauriesit onthe potty chair, or forced her to
eat things shedidn’t want, or made her do therapy at home. There arethose who will say that we shouldn’t have
required so much of Laurieand her siblings. Therearethosewho did not agreewith the philosophy wefollowedin
raising Laurie. Inanswer, permit meto relate something that wasrecently shared with me by those who know her so
well now. | wastoldthat L aurieisthe gentlest and most compassionate person one could ever meet. Of dl thethings
that could be said of her, thisisthebest. And, thiscan only be said of L aurie because of those who werewilling to
practice”tuff” lovewhilehepingusraiseour Laurie.

Throughtheyears| haveworked with familiesof childrenwith deafblindness, and familiesof childrenwithvisua
impairmentsor other disabilities. My observationsarethat the most successful and happiest children arethe onesthat
had realistic expectations placed on them by staff and family. They arethe children whosefamiliesexhibited self-
discipline, cdmnessof spirit, Subbornness, and cong stency inworking withtheir child whilerelying onaninner strength
fromtheHeavens. Theonly wordfor thisis“tuff” love.

Findly, consder this: Practicing“tuff” loveismuch tougher onthe caregiver thanthechild. Toprovideconsis-
tency and expectationsyou must aso endure consi stency and expectations. You may have completed preparationsto
gotoafriend sparty, whenyour child decidesto” do his’her ownthing”. If you stop to attend to your child’sneeds,
youwill bedeayed or even prevented from going out altogether. You can stay and properly attend to the Situation, and
help your child grow or you can giveinto your natura desireand gototheparty anyway. However, if thelatter choice
occurstoo often, your child may never learn.

Furthermore, never ask or expect anything of aprofessiona that you arenot willingto do yourself. Sure, they get
pad. However, they can only work very hard toward agoa and do al they canwithyour child during the session or
school day. If you arenot willing to observe and follow through at homewith the goalsyou have set for your child, he/
shewill likely never accomplishthem.

Although there were times when the sacrifice seemed to overwhelm me, | have never regretted doing therapy
activities, eating programs, dressing programs, or other programsthe team established. | have never regretted doing
strangethingsin public placesor staying homewhen therest of thefamily went to play, in order to accomplishthegoals
weset for Laurie. 1t hasnot alwaysbeen uphill. | have not alwaysbeen asdiligent as| should have been. Yet, the
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anxiety lingerseven though Laurie hasbeen doing well for over six years. | anwel awarethat at any given moment |
may receivethat phonecall - bringing me bad news- such asareoccurrence of behavior problems, or somenegative
incident, etc.

Inthe meantime, we aretruly enjoying L aurie because of the person she has become and aboveall, sheenjoys
hersdlf...sheisaproduct of “tuff” love.

Editor’s note: If you want to learn more about Annie and Garland’s early years with Laurie, check out
“ Power of theHeart” , which can be ordered through the TSBVI Curriculum Department at (512) 206-9240 or
the TSBVI website at <www.tsbvi.edu>.

Letter toLaurie
By Roxy Wade Sauer, Sister, Spicewood, Texas
Thisarticleappearedinthefirst edition of PS. News!!!, September 1987

Laurie,
I’m not you -
You'renot me
But, doyou know that if it weren't for you
[ wouldn’t beme?

I’velearned so much fromyou- my littlesister
I’ll never beableto explainittoyou,
You'll never know - it hurts.

But then again maybeyou do.
Sometimesyou communicate better than most peoplel know.

You understand meonyour level,
| understand youonmine.

Do you remember thetime
You heldmy head inyour lap as| wept?
| do- sovery well.

| know you' refrustrated, sister,
You have so muchtotell and such limited meansto do so.
I’ mfrustrated, too.

Sometimesyou make othersangry.
But hasanyoneever thought,
About how many timesthey’ ve madeyou angry?

You havetherightseverybody el sedoes.
You expressyourself differently and that’sokay.
You' reokay.

I’m glad you’ remy sister and that
You areand will alwaysbeapart of meand my life.

Withal mylove,
Roxy (Lauri€ sSister)

ATINVA
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Communicatingwith Bruno

By Gretchen Hester
Reprinted with permissionfromreSources,
Volume 10, Number 5, Communication | ssue, Summer 1999,
Published by CaliforniaDeaf-Blind Services

My three-year-old son, Brunolovesto beactive. | try toinvolvehiminmany activitieswith hiscousins- swim-
ming, carving pumpkinsat Halloween, visiting the Discovery Museum, and the petting zoo. Swimmingisafavorite
activity for Bruno because he enjoysmorefreedom of movement inthewater. He enjoystouching objects, toys, and
pets. HeloveshisEnglish bull dogs! We usebooksthat have scents, shiny objects, and different texturesto “read” to
him. Hewill attend to alight box to play with histoys. Helovesto berocked back and forth, and to swingin hisswing.
For hishirthday, | had pony ridesand he enjoyed being on apony although hewas very medicated because of abig
seizurethe previousday.

When Bruno was born, the doctorstold methat he would not liveand | should just take him home from the
hospital andlet himdie. Hejust celebrated histhird birthday! Bruno hasmultipledisabilitieswhichinclude severe
epilepsy, developmental delays, cerebral pal sy, atemperature regul ation problem, and iscortically deaf and blind
because of globa brain malformations. He hasagenesi s (absence) of the corpus callosum (band of white matter that
connectsboth hemispheresof thebrain). Hea so hasoptic nerve hypoplasiain both eyes(itismuch more severeinthe
right eye ascompared to theleft) and suffersfrom nystagmusaswell. Bruno’s medical needs have awaysbeen
extensive so he hasnursing care. He hasbeen on many drugsto control hisseizures, but they haven’t worked. Last
year, he started the ketogenic diet and that worked for afew months. Last October, he had avagal nerveimplant and
that had helped him healthwise - but he still has seizures. Recently, hewasin astudy with Dr. Bill Good at the
Univergty of Cdifornia, San Francisco. Dr. Good found that Bruno’ smyoclonic seizuresaffected hisvisionfor severa
minutes after theseizure.

I’ velearned how to interpret Bruno’s communication by watching him carefully. When | wasworking at the
University of Cdifornia, San Francisco, | noticed that when we went outsi de, hewould stop breathing, throw hisarms
back, andturnblue. I didn’t know if thiswasaseizure. Thishappened severa timesand then after ahospitalization
(attempting to determinethe cause of the episodes) | figured out that wind wasfrightening him so much that hewould
stop breathing. Therewasasort of a*wind tunnel” aswewent out of the hospital building. Brunoisstill afraid of the
wind but isableto continueto breath. Whenwelast went ice-skating, hewasterribly scared whenthewind hit hisface
whilehewasin hiswheelchair ontheice. Hemuch preferred attempting to skate with me holding him. Thisway, we
weregoing at asower speed and therewasnowind, aswell ashewasmoreinvolved and could tell what was going
onwith sensory input of theice skatesontheice. Heisscared when heisnot surewhat isgoing on sincehecan’t see
or hear thingsthat approach him, evenwind.

Often peoplewho don’t know him have adifficult time understanding him. They are not surewhy he doesnot
look at or ligtentothem. Itisdifficult for themto comprehend theideaof him asadeaf-blind child. Sometimespeople
will touch him on hisface. Hedoesn't likethis, and | believeit isbecause of all the tubeshe had asababy inthe
hospital. CdliforniaDeaf-Blind Servicesand Jeri Hart from the Blind Babies Foundation have helped melearn how to
communicatewith Bruno. | use specifictouch cuesin particular situations. When heisinthehospital, | tap histoes
beforeaninjectionor bloodtest. Thiswarnshim that something unpleasant isabout to happen. At theswimming pool,
| touch hislipsto signal that heisgoing underwater. Beforeeating, | tap hishand that isholding the spoon.

When hewasababy, | started with scentsduring everyday activitiesto hel p him understand what was coming up.
| put rosemary in hisbath to signal bath time, lavender on his pillow so that hewould know it wastimeto deep, and he
felt and smelled bananas and pears at meal swhen hewas going to eat them. Once he got theideathat certain scents
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weretiedto these particular activities, | paired them with objects (arubber ducky was used with the rosemary scent
beforegoing into thebath). | used other object cueslikealeashto mean that we aregoingtowalk hisdogs. Because
of hiscerebral palsy itisdifficult for Brunoto makesignsbut | have added afew signsto hisobject cues. | speak to
him at the sametimethat | makeasign on hishand or helphimmakeasign. I'mlearning signsand how to adapt them
for him. By hisbehavior, | know that heunderstandsthesignsfor STAND, SIT, WALK, EAT, DRINK, and MORE.

| use“identification cues’ to help Brunoidentify familiar people. Hetouchestheir ring, watch, or they touchhim
inaspecial way. For example, hisgrandmother kisses him on both cheeksto greet him. Hisaunt singsto him by
placing her lipson hisface. Becausehecan't seeor hear me, helikesbeing physicaly close; soif heisaone, heyells
to get my attention. Bruno hasalittle piano that helikesto play; he' | push on the same button over and over againto
get meto comeover to himand reset it.

| wastold that hewould never drink or hold abottle by himself, but now hedoes. | wastold that hewould never
eat by himself. Hedoesn't asyet, but he holds his spoon and heloves eating, so eventually hewill.

Editor’'snote: | wasfortunate to see Gretchen speak about Bruno through a wonder ful distance education
programfromthe California Deaf-Blind Project. She presented with Dr. Deborah Chen as part of a workshop
on devel oping communication in children with deafblindness. | want to thank California Deaf-Blind Services
and Dr. Chen for allowing usto reprint Gretchen’'s article and an additional article, “ Learning to Communi-
cate: Srategies for Developing Communication with Infants Whose Multiple Disabilities Include Visual 1m-
pairment and Hearing Loss’ which appears on pages 17-24 of this edition of SEE/HEAR.

Family FindsAnswersat CHARGE Conference
By Bobbi Easler, mother of Katy Eadler,
adeafblind student at Pershing Park Elementary Killeen, Texas

The4th International CHARGE Syndrome Conferenceheldin Houston, July 23 - 25, 1999, proved to bean eye-
opening event. Questionsthat my husband and | began asking more than a decade ago about our daughter Katy’s
deformitieswere answered at that seminar. CHARGE isan acronym, with each | etter representing the six malforma-
tionsnoted nearly 20 yearsago by researcherswho were studying the commonalties of specific abnormalitiesintheir
patients.

Those common problemsbeing:

 Coloboma (holes) of theeye (inthelens, retinaor both)

» Heart defects

» Atresiaof the choanae (basically alack of nasal passages)

* Retardation of growth and/or devel opment

* Genitourinary abnormalities(small sex organsin both malesand females)
* Ear anomaliesand/or deafness.

Theperson doesnot haveto haveall six or, aswasthought prior to 1981, four of the six common problemsfor a
diagnosisof CHARGE to bemade. Rather, acombination of major and minor criteriacan indicate the patient has
CHARGE. Thisimportant point was emphasized during more than one session at the conference, because many
health care agencies are still going by the old standards and the syndrome goes undiagnosed. Without a proper
diagnosis, certainfacts, such asaneed to test for growth and sex hormones|evels, can go unnoticed and untreated until
theyoungstersare heading into their teens. A revision of the diagnostic criteriafor the syndrome now takesinto
account that there are severa featuresthat are extremely commonin CHARGE but very rarein other conditions.
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Thefour mgjor featuresthat causearedflag are: Coloboma, Choanae Atresia, Ear Anomalies (“ characteristic
CHARGE ears’) and Cranid Nerve Dysfunction (afactor not lisgedintheinitid sudy of CHARGE). Thecranid nerve
dysfunctionincludes: alack of smell; facial palsy; sensorineural hearinglossor vestibular problems; and swallowing
dysfunction. InKaty’scase shedoesnot have choanaeatresia, but hasthe other threehadlmarksof the syndrome. She
wasa so born with severa other problemsthat appear onthe* minor diagnostic criterid’ list for CHARGE, features
that may occur, but are not consi stent enough to be considered mgor criteria.

Katy wasborninMarch of 1988. Withinthefirst 18 monthsof her birth, | suspected shemight have CHARGE
or something closely related to it, after reading about the syndromein abook titled, “Handicapping Conditionsin
Children” by Bill Gillham. However, the genetics department of our areahospita, apparently still using thepre-1981
guiddinesin 1988, “ poo-pooed”’ my suggestion, pointing out Katy did not haveadl, nor evenfour, of thesix abnormali-
ties. Instead, they decided shehad Treacher Collins Syndrome. After finding asupport group for Treacher Callins, |
began corresponding and exchanging photographswith other families. 1t quickly becameapparent, to meand my pen
pals, that Katy had been mi sdiagnosed.

During that sametime frame, we decided to get a second opinion on the treatment plan our areahospital had
drawn upto correct Katy’sfacial deformities. We had heard alot of good thingsabout the plastic surgery doneat the
Children’sHospital in Houston, so we went therefor asecond opinion. Whilewewerethere| quizzed the doctors
about Treacher Collins Syndrome. Thedoctorsthere confirmed what | and the other “lay people/parents’ had sus-
pected - Katy did not have Treacher Collins Syndrome. Unfortunately, we had not schedul ed an appoi ntment to see
ageneticist during that trip, and the doctorswe were consulting with were not ableto suggest what syndrome shemight
have. Wewent home knowing we had been sent down the wrong path by our areahospital.

With no new leads, we were back to square one. We had planned to seek out another geneticist closer to home
for moretests, when Katy faced yet another round of hospital staysfor pneumoniaand other problems. Getting Katy
healthy and keeping her that way wasthemain focusof our concern. After weathering that crisis, wewereinnorush
to visit new doctors and have more expensive testsrun, knowing that we might walk away with no new information.
Without asyndrometo pin Katy’ sdeformitiesto, we had nothing to guide usonwhat thefuture might hold. | resigned
myself to being inlimbo about my daughter’sfuture. That is, until alittleover ayear ago when | spokewith Robbie
Blaha, whoiswith Texas Deaf-Blind Outreachin Austin. Robbie had attended aconferencethat feastured information
on CHARGE syndrome. After hearing about the various characteristics of these children shewas convinced Katy
needed afollow-up exam to determineif shehad CHARGE.

Wanting tolearn more, but doubtful that our areahospital would be of any help, | began researching the Internet
for information and tried to remain patient until the next CHARGE conferencewhich, happily, was planned for Hous-
ton. On July 24, one of the guest speakers, Dr. John Graham, M.D., Sc.D., thedirector of Clinical Geneticsand
Professor of Pediatricsat the UCLA School of Medicine, met with usand diagnosed Katy ashaving CHARGE
Syndrome.

With hisdiagnosisand atwo-inch binder full of information in hand, | am confident | can have Treacher Callins
Syndromeremoved from Katy’shealth records and replaced with the proper information. Thereisstill no answer to
thenagging question: Why was sheborn thisway? But studiesare being done. Infact, Katy and | had blood drawn
at theconferencefor aCHARGE study being done by the Baylor College of Medicinein Houston. They asoprovided
uswith akit to take home so my husband, John, who did not attend the conference, can a so supply hisblood for the

Study.

Having been in the dark about Katy’s condition meanswe had to face alot of uncertainty alone - no support
groupsor case studiesdescribing what we might expect. During the conferencel learned that many of the problems
wefaced with Katy, like the seemingly endlessrounds of sickness, are common for children with CHARGE during
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ther first two tothreeyearsof life. Also prevalentisaninability towalk until age 3, and the need for g-buttonsand
trachsbecause of throat problemsthat causetroublewith eating and breathing. | learned that children, like Katy, who
survivethefirst threerocky years, tendto“turnthecorner.” Their health and many other aspectsof their livesimprove
dramatically. Thispoint ishelping to ease our concerns about what might lie ahead health-wise, thusallowing usto
focuson her educationa needsand growth asaperson. Thelist of “1f wehad only known” isquitelengthy, but rather
than mourn the past we can now |ook towardsthe future with abetter idea of what to expect and how to be better
prepared to help Katy to flourishinto ahealthy, productive person. My thanksgo out to Katy’ sfantastic case manager,
Molly O’ Leary and the Texas Commission for the Blind for sponsoring our trip. Thanksalso to Robbie Blahaand
Texas Deaf-Blind Outreach for derting usabout the conference, supplying uswith al theformsand registrationfeeto
attend.

If you have any questionsabout the CHARGE conference or about Katy | will do my best to answer your queries.
My e-mail addressisbobbike@vvm.com (pleaseindicate CHARGE or something smilar inthesubject lineso | don’t
delete your note as unknown/spam mail). Our addressis301 MyralL ouAve., Copperas Cove, TX 76522-2028.

Editor’s note:  You may also wish to contact the CHARGE Syndrome Foundation, Inc., 2004 Parkade
Boulevard, Columbia, MO 65202-3121. Phone: (800) 442-7604 or (573) 499-4694. Contact Marion Norbury
(Executive Director) at marion@chargesyndrome.org, or Meg Hefner (Genetic Counselor) at
meg@chargesyndrome.org. The 2001 Conference will bein Indianapolis, Indiana on July 20 - July 22, 2001.
For moreinformation please contact Marilyn Ogan (2001 - Conference Chair): marilyn@chargesyndrome.org.

Dear God, Please TakeAway My Energy - It'sTooHard toHandle
By Edgenie Lindquist, Jonathan’s Mom, Austin, Texas

Editor’s note: Children with visual impairments or deafblindness are not immune from having other
disabilitiesto deal withintheir lives. Recently | have had a number of families of children with visual impair-
ment or deafblindness contact me about Attention Deficit Hyperactivity Disorder (ADHD) or Attention Deficit
Disorder (ADD). The next two articles helped me understand some of the issues children with this type of
disorder face and also what their families face.

Thesewordsfrom one of my son’snighttimevisitswith God early thisyear will stay with meforever. They
continuetofill mewith mixed emotions- mixedinthe sensethat I'm grateful that at the age of seven Jonathanisvery
much awarethat hisenergy sometimesneeds* handling”, but al so saddened that thisparticular day had beenvery hard
for him. Being atypica mom, daysthat overwhelm Jonathan are usually the pitsfor me, too. After all, momsare
supposed to be ableto kissbad daysaway, aren’t we?

Thisparticular night | hugged Jonathan and wetalked about how hewasfeding. Wewere ableto explorewhat
hisenergy meant to him. We cameto the place wherewe agreed that heindeed hasal ot of energy but that energy is
also agood thing. Wetalked about how energy can be channeled to help himwith hisinnate gifts of creativity and
compassion. Hard work would berequired - morethan most people- but hehaditinhimtodoit. Afteral, I toldhim,
he comesfromafamily of hard workers.

Jonathan and | have had other such conversations, but this one felt different - perhaps because hewas at a
different devel opmenta stagewherewe could talk about hisfedingsmorein depth, but morethanlikely it wasbecause
| now fully believewhat weweretaking about - withal my heart and mind. | saw my child differently that night. | saw
achildwith giftsthat with somefocusand hard work will lead him to asuccessful life. My shattered dream child had
finally been put back together into a“real dream” - compl ete, wholeand positive.
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| couldn’t have had thisconversation with my son aslittle asthreeyearsago. Astheold commercial says, I’'ve
comealongway.... When first learned that Jonathan had ADHD, he was about to turn four and | was recently
divorced. Needlessto say, our liveswereatad bit tumultuous. The diagnosiswas not easy because Jonathan was so
young and because there were so many factorsintermingled (the effects of adivorce, Jonathan having an auditory
processing problem, etc.). | wasdetermined to prevent amisdiagnosis. However, Jonathan’SADHD was severe
enough that ultimately it became clear that although therewere other issues, he needed immediate help. Becausea
support systemfor familiesdealing with ADHD wasn' t readily available, | tapped into the system | knew best - thefield
(rehabilitation and visual impairments) | had beenworkinginfor over tenyears. When | talked with people about our
experienceswith themultiple assessments, therapies, and entering into specia education for speech services, most of
the peoplewere quick to make statementslike: * You are so fortunate that you have your professional background to
guideyou through thisprocess.”

Although their statement had sometruthtoit, my professional background wasreally adouble-edged sword at
the onset of my journey asaparent of achildwithADHD. Yes, | had someknowledge of how to makethe system
work, but thistimeit wasmy child - it was often tremendoudy difficult to put head knowledge to work about the person
| cared most about inthisworld. | found that while professionals openly accepted measamember of my son’steam,
they oftenwould forget to explain basicinformation that | was unableto remember because of my new roleasaparent
participant. | wasoverly hard on mysdlf for making mistakesand feding thefull impact of thegrief. Afteral, | wentin
knowingwhat it wasall about!

Asamother, | spent my share of timewishing my son could be spared the challengeshefaces. | spent somuch
timelooking at theearly chalengesthat | wasin danger of overlooking hissplendid giftsandtaents. Jonathanand | had
to break out of that mold. Thiswasawonderful kid with oodlesof potential - | knew it and it wastimeto get him
around other peoplethat knew it. We both needed the boost. We both needed acircle of positive support. 1t took
hearing from another parent in my profession to ease up on myself. Shewisely said that just becausel was*“inthe
business’ didn’t meanthat | didn’t get the privilege of going through everything that parentsgo throughwhenthey learn
their child hasadisability. That wasmy first “ah-haexperience” of making aconnection betweenwhat | knew inmy
head (my background) and what | needed to fed inmy heart (I amfirst and foremost Jonathan’smomt).

When Jonathan’sADHD was diagnosed it was hard not to fall into step with the world’ sfaulty message that
peoplewho havedisabilitiesare somehow “broken”. Trust me, theworldisfull of rolemode sout thereif youwant to
concentrateonthenegative. |’ veawayshbeen an advocate of strength-based servicesbut wasfindingit very hard to
infusethisprincipleinto servicesfor my son. It seemed that at every turn aprofessiona would givemeinformation that
highlighted another deficit, another negative. | foundit very hard to operate with al thisinformation and to deal with
society’ snegative (and often incorrect) view of children who have ADHD. | wanted to concentrate on Jonathan's

srengthd

When Jonathan and | were leaving a speech therapy session one day, the therapist, whom | had grown to trust
immensdly, told methat we needed to have Jonathan eval uated by an OT because she saw severa problemsrelated to
motor planning and sensory integration. Thenow familiar “kick inthe stomach” feding hit meso hard that | hadtolean
against awall for support. Although I knew shewasright (1 was observing the samethings), it wasamajor blow
because| viewed hisathletic ability asoneof hisstrengths. Slowly but surely | began to redizethat Jonathan can have
astrengthand achalengeinthesamearea. | beganto learn how much strength-based serviceshelped menot givein
totheurgeto give up but instead to accept theemotions| wasfeding ashedthy andto moveon. | begantoredizethat
how | reacted to what was happening with my child had abiginfluence on how othersperceived him. It wasthenthat
| begantotak openly about Jonathan having ADHD aswell asthe other “ dance partners’ associated with thecondition.

| found that talking frankly about the challenges, and acknowl edging what those challenges present to the people
around him, put people in a better frame of mind. Yes, my child does have considerable “high energy”. If the
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environment isfull of stimuli, he can becomealiving ping pong ball. Bringing thisout and talking about it hel ped
everyonerealizethat they were supported and that we were not making excusesfor Jonathan’sbehavior. With that
foundation in place, seeing hisstrengths seemed to comeamost naturally. It waseasier to build asupport systemfor
Jonathan that would hel p him devel op skillsneeded to channel hischallengesinto strengths.

Building asupport system of family, friends, doctors, teachers, childcare providers, therapist, and church commu-
nity that has apositive attitude toward Jonathan has been an imperfect process. In our search westill keep coming
across peoplewho operate by focusing on what iswrong or broken or unsuccessful. Every timeweget intothis
gtuation, it hasdisastrousresults.

Sometimes|’ ve been quick to see apotentia disaster, likethetimel told adoctor to never tell any mother -
including me- that shewas*“indenid” smply becauise shewasasking what optionsher child has. Wedidn't go back.

Sometimes|’ ve been too sow in responding and Jonathan has paid dearly for it - likethetimethat | |earned that
achildcarefacility waslocking himinwhat they called the* bad boy” room when hewas having difficulty with his
emotions. | found out about theroom one day when Jonathan said that hewas abad boy and no one should ever love
him. Hewasjust threeyearsold! Weleft thefacility that day.

Our greatest successes have been with thosewonderful peoplewho are gifted infocusing onthe positive. Most
of these people unknowingly served as my mentorsduring our yearsof breaking out of themold. For example, the
speech therapist from Jonathan’s school for the past two years shared with ussuch jewelsas “Our kidsjust need more
timeonthisearthtogetital right.” Thishelped everyonekeep the perspectivethat Jonathan may be developmentally
behind inan areabut hewill catch up with theright support and in hisowntime. To hel p Jonathan begin the process of
learning that taking medication isonly oneof thetoolshe needsto have self-control, shesaid, “ Thecontrol isalsowithin
you, not justinthepill.”

WEe ve been blessed with theworld' sbest teachers, therapists, family, and friends. Each onehasdoneabeautiful
job of helping Jonathan shapeapositive self-imageand learn strategiesfor dedingwithhisADHD. They havedl held
up high expectationsfor him and cheered him on ashemet themwith glee. (Don't doubt for aminutethat hedidn’t
work hard for hissuccesses- hehasgivenit hisal to achievegods.) They’veheld mirrorsup to both of usso that we
couldseehisgifts: hisartistictaent, wonderful senseof humor, and compassionateheart. | wish| could find thewords
to expresshow much their statements of his strengths hel ped me move beyond focusing on what wasn’t right and to
trangtioninto aframeof mind wherel’ m confident that hewill beall right.

James Ochoasummarizesit perfectly in hisarticlewhen hesays, “ Although parenting ADHD childrenisacompli-
cated process, therewardsare numerous.” Jonathan and | have many years ahead of usaswe grow through this
process. Throughital, I’m surethat hewill continueteaching mehow tolivelifetoitsfullest. Wewill cherish our
strong circleof support ashelpskeep usfocused on our goals, remindsusto take care of ourselves, and celebratesthe
beauty of life'smany specid momentswhen Jonathan shines.

Editor’'s note: | asked Edgenie for a list of books that other parents might like to know about. Here are
her favorite and most recommended titles:

BOOKSFOR PARENTS
Drivento Distraction by Edward M. Hallowell, M.D. and John J. Retey, M.D.; Simon and Schuster.

Answersto Distraction by Edward M. Hallowell, M.D. and John J.Retey, M.D.; Bantam Books.
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Attention Deficit Disorder: adifferent perception by Thom Hartmann; Underwood Books (the "hunter ina
farmer'sworld" book).

Taking Charge of ADHD by Russell A. Barkey, Ph D.; Guilford Press.

Survival Srategies for Parenting Your ADD Child: dealing with obsessions, compulsions, depression,
explosive behavior, and rage by GeorgeT. Lynn, M.A., C.M.H.C.; Underwood Books, Inc.

GREAT CHILDREN'SBOOKS
Shelley the Hyperactive Turtle by DebraM oss; Woodbine House Press (ages 3-7).

Sometimes | Drive My Mom Crazy but | Know She's Crazy About Me by Lawrence R. Shapiro, Ph. D.;
CTAPS (ages6-12).

Editor’s note: Parents and professionals may also want to contact CHADD (Children and Adults with
Attention Deficit/Hyperactivity Disorder), 8181 Professional Place, Suite 201, Landover, MD 20785; Phone
(800) 233-4050, or (301) 306-7070; Fax (301) 306-7090. CHADD held it’s Eleventh Annual Conference on
Attention Deficit/Hyperactivity Disorder in Washington, D.C., October 7 - 9, 1999. To find out about future
conferences and other information, contact them or visit their website at <www.chadd.org>.

Parentingthe Child with ADHD: Lessonsin Humility & Courage
By James Ochoa, M.Ed., LPC, LCDC, Austin, Texas

Editor’s note:  Sometimes we assume that, if a child is visually impaired, thisis his greatest challenge.
Unfortunately, that may not be the case, especially if the child also has ADHD. Parents may think that the
problemstheir child ishaving isrelated to hisvision losswhen in fact it may be related, at least in part, to the
ADHD. | would like to thank James Ochoa for writing this article for SEE/HEAR. Hopefully it will help
parents devel op a better under standing about the importance of addressing the ADHD intheir child with visual
impairments. Mr. Ochoa is a psychotherapist in Austin, Texas. He has developed programs for ADHD chil-
dren, adolescentsand adultssince 1979. Heismarried to hiswife, Edie, whomheregardsashisbest friend. He
has two sons, ages 4 and 8, and a beautiful Shetland sheep dog who constantly provide opportunities for his
personal growth. James can be reached at (512) 918-ADHD (2343), or e-mail him at adhd@tcms.com.

Parenting childrenwith ADHD isoneof thegreatest challengesinalifetime. Doing agood job of it could produce
someof themost creative adultsintheworld.

ADHD (Attention Deficit Hyperactivity Disorder) isacondition inwhich children, adolescentsand adultshave
difficulty maintaining attention, concentration, and following through ontasks. They can behyperactiveandimpulsive.
Researchindicatesthat conservatively 3 - 5% of the popul ation isaffected by thisgenetic condition. Theseverity level
of ADHD varieswith eachindividua. Generally the condition isdiagnosed when the effects of the symptomssignifi-
cantly impair themajor lifeareasof school, socia interactions, work and home. Anindividual can bediagnosed as.

» ADHD/Predominately Hyperactive, where hyperactivity and impulsivity arethemgjor problem aress,
» ADHD/Inattentive Type, wheredifficulty maintaining attention and concentration isthe primary problem, or
» ADHD/Combined Type, wherean individua hassignificant problemsinall aress.
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ADHD hasonly recently been recognized asacondition that continuesinto adulthood. Research now indicates
that 50% of children and adolescentswill continueto haveclinicaly significant impairment that isdiagnosable asadult
ADHD. The parenting processthen becomes complicated by thefact that many parentshavethevery conditionthey
areparentingintheir children. Itisessentia these parentslearn skillsfor parenting ADHD children or they will find
themselvesunabletointervene effectively dueto their ownissueswith ADHD.

Parentsfirst need new information about ADHD research and skillsfor parenting to approach thismonumental
task. Then, by understanding the strengths of the ADHD child and incorporating them into the parenting process,
parentswill be ableto facethe challenge with an open mind and apositive outlook for success.

INTERACTINGWITH THEADHD CHILD

First, parentsmust devel op anew mind-set about ADHD. Then, they must helptheir ADHD childrendevelopa
healthy mind-set aswell. So how do you tell achildthat hehasADHD? If youtell himthat hehasa“deficit” or a
“disorder” it may leave him with theimpression that heisbroken. He probably already sensesthat he'sdifferent
because of the commentsand feedback he hasreceived from peers, teachers, the media, and other uninformed adults.
Thelast thing aparent wantsto doisto makehischild fee dysfunctional.

Childrenrely ontheir parentsto provide them with accurate information about themselves and thewaysof the
world. They arevery perceptive and may be sensitiveto thefact that thereisaproblem. Soif parentsdecidenot to
say anything totheir child about hisADHD, they aremaking abig mistake. Parentsmay buy intothefallacy that if they
just pretend that nothing iswrong with their child hewill never know thereisaproblem. However, hegetsadifferent
messagefrom thosearound him. Thiscreatesconfusionand setshim upfor moredysfunctiona fedings. By not saying
anything, well-meaning parentsadd to the problem they weretrying to avoid in thefirst place.

How much do youtell achild about ADHD? Six-year-olds percelveinformation very differently than ten-year-
olds. Itisimportant to consider the child’sdevelopmental stage. Thereare many booksavailableto educate children
about ADHD. By using these storybooks parents can put knowledge about attentional problemsinto language that
their child can understand.

Timingisasovery important. Parentsmay want to take advantage of Situationswhentheir childisat ease(during
play, car trips, or participating in aninteresting activity) to discussattentiona problems. Using concreteexamplesfrom
thechild’sown experiencesmay help him better understand hisdifferences.

Therelationship between the parentsand child playsavita rolein the devel opment process of achildwho has
ADHD. It often determineswhether or not the child will understand and trust what his parentstell him. Parentsmust
addressthechild' SADHD. They can’t assumethat hedoesn’t notice hisdifferencesor, worseyet, they must not try to
actliketheADHD isnotredlly abigded. 1tiss ADHD isahugedeal tothechild. Itwill havelifelongimplicationsfor
the parents, the child, and their relationship.

Parentswill bechallenged a every leve inther relationship with their ADHD child. Thesechalengesoftenforce
(or create an opportunity for) the parentsto take acloser |ook at themselves. Therelationshipisoftenadifficult one,
and parentstend to become overwhel med with their parental role. They fed likefailures. Parentsmay look into every
new fad, try every possibleintervention and support group, and ftill fed asif their childisan unbdievablechdlenge. It's
at timeslike thesewhen therel ationship becomes most strained.

Itisimportant that parentsmonitor the rel ationship between themselvesand their ADHD child. Parentsmustlearn
to recognize the point at which they step out of the parental role and become overly emotional. Beware! Anoverly
emotional adult pitted against an overly emotional child usually resultsin apower strugglethat spinsout of control.
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Parentsfind themsel ves doing and/or saying thingsthat they never would havethought possible. Asparentsdevelopa
greater understanding about parenting an ADHD child, they become better ableto recognize the patternsof conflictin
their relationship. Thisisthefirst stepinunwindingthecycleof conflict.

Once parentsrecognizetheir own overly emotional behavior, they must learn exactly what triggerstheir distress.
ADHD children arevery perceptive and are quick to pick up ontheir parents weaknesses. Parentsmust reach deep
withinthemselvesto remain calmand rational. Parentsmay need to examinetheir own childhood. If parentshave
unresolved childhood relationshipswith their own parents, it may be particularly difficult for them to handlesimilar
stuationswiththeir child. They may experiencegreater emotiona stressand overreact when their child goesthrough
adevelopmenta stagethat caused them distressasachild. They may beemotionally blinded to seethe situation for
whatitis.

When parents become overly emotional they |osethe perspectivethat allowsthem to be effective as parents.
Sadly, if thispowerful struggle goesunrecognized, it often leadsto an abusive situation for both the parentsand the
child. Thisiswhy itissoimportant for the parent to becomeaware of hisor her ownemotiond history asachild. Once
parentsrecognizewhat triggerstheir distress, they can devel op coping skillsthat will help them maintain control. For
example, they may elect to takeabreak to cool down. A more composed parent can start anew inamorefunctional
frameof mind. They dsomode an effectiveway for the child to monitor hisown behavior by taking abreak just ashis
parentsdo.

UNDERSTANDING ADHD

Parents can benefit from creating amorefunctiona frame of referencefor ADHD. Many professiona sapproach
thiswith aneurodevel opmental perspective. They believethat each child hasaunique neurological development.
Whilethere are clear developmental normswhereall children are similar, genetics, personality, and environmental
aspectsvary extensively. For thisreason each child hasauniquerate of neurological development. A child’ srate of
devel opment may be accel erated in some areasand delayed in others.

Dr. Md Levine, of theUniversity of North Carolina, takesthe neurodevel opmental perspectiveevenfurther. He
formed the All Kinds of Minds Institute, which trains professionals to understand a child’s behavior from a
neurodevel opmenta point of view. Theadultslearn about the neurodevel opmenta processby interacting with children
and helping them. Both adultsand children learnthat al children devel op independently, at their own uniquerate.
Adultsaretaught to intervene effectively by highlighting achild’s strengthsand hel ping him accommodatefor his
weaknesses. Accordingto Dr. Levine, thereareno disorders, just differencesin devel opment. Heteacheschildrento
recognizetheir developmental strengths and weaknessesand to understand their individual differences.

Attentionisaneurological process. Research hasshown that the attention centersinthe brainarelocated inthe
frontal lobe. Thisareaof thebrain hasbeenfoundto belessactiveinindividuaswith ADHD thaninindividuaswho
donot have ADHD. Researchinthisareahasfocused primarily onthe neurochemical processesinthefrontal lobe,
particularly ontheneurotransmitterslike Serotonin, Norepinephrineand Dopamine. Wehavelearnedthat Serotoninis
respons blefor regulating themood. Norepinephrineisresponsiblefor eval uating the relationship of causeand effect
which contributesto impulsive acts. Dopamineisthebrain’sfocusing agent. 1t helpsbring information from deep
withinthe brain to the surface and hel psthe brain hold on to external stimuli.

All of these neurotransmitterscontributeto anindividua’sADHD, but Dopamine appearsto contributethe most.
Medicationsare used to control or lessen ADHD symptoms. Itisimperativeto sharethisinformationwith childrenin
away that they can understand.

The School Home Improvement Programming Strategies (SHIPS) Project, founded by Byron Kocen, M.D.,
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takesamorefunctional gpproachto ADHD. Research hasshown that when thereisadifficulty maintaining attention,
atrueneurologica problemexists. SHIPS hastakenthislink onestep further, maintaining that individuaswithADHD
arehighly creativeand often very passionate about somethingintheir lives. They are often talented and their level of
interest intheir creative areas surpassesthat of their peers. They aso haveadifferent way of looking at lifeand a
different way of doing things. Because childrenwithADHD go about lifealittledifferently, their ideasand behaviors
arefrequently misunderstood. Thus, SHIPS created adifferent way to describethem, asindividua swith “ Attention
CregtiveDifference’.

Attentional differencesdo become a*“deficit” and a“disorder” for ADHD children when they are asked to
compl ete tasks which seem boring, routine or monotonous. Thisisespecialy truewhen tasksrequire excessive
atentiontodetall withlittleroomfor flexibility. The SHIPS Project worksto reframethe” deficit” and “ disorder” by
building onthechild'sindividua creative strengthsand talents. 1t teaches parentstowork withtheir ADHD childto
develop systemsand routinesto help monitor thedetailsin al areasof their lives. Thisresultsinamuch moresuccessful
parenting relationship and ahappier, emotiondly healthy child.

PARENTAL INTERVENTION

Thebehavior of an ADHD childisoneareathat requires cons derableenergy and involvement on the part of the
parent. Childrenwith ADHD respond to theworld, and to their parents, differently. They are often ableto seethrough
the Situation and mani pul ate the outcome becausethey arevery smart, creative, and quick to perceive parental weak-
nesses. Discipliningthe ADHD child requiresquick thinking, creative parents. Parentsare encouragedtolearn as
much asthey canabout ADHD sothey canmonitor ther child sbehavior and cregtively intervenewhentherearedifferences.

PROBLEM SOLVING TECHNIQUES

All children needtofed asif they have somecontrol over their lives. Thisisespecidly trueof childrenwith ADHD
becausethey oftenfed asif they have no control over their internal environment. Involvingan ADHD childinthe
disciplineprocessgiveshimasenseof control. Involving the childinthe problem solving processmakeshimfed asif
he hasastakeinthe outcome. It often encourageshimto accesshiscrestivity to find solutionsto the problem.

When problemsarise, asthey so often do with attentiona children, parents must interveneto redirect inappropri-
atebehaviors. Thebest strategy isto help thechild monitor hisown behavior to prevent aproblem beforeit occurs. If
that fails, the parentsmust creatively work with the child to solve the problem. Thisrequirestheparenttoremaincam
inatimeof frustration. 1t’simportant to remember that theattentiona childlooksat theworld from adifferent point of
view and may not see hisbehavior asaproblem.

IDENTIFY THE PROBLEM

Frequently the parent’ sfirst task isto help thechildidentify the problemwith hisbehavior. Let himretell theevent
inhisownwords. Becareful not to subject himto your fedingsor opinions; thiscan makehimfed powerless. Askhim
to statethe probleminhisownwords. Listento himintently, being careful not tointerrupt, and encourage himto find
away tocommunicateclearly. After thechildfinishesexplaning the problem, you canhdp by clarifying misperceptions.

BRAINSTORM POSSIBLE SOLUTIONS

After identifying the problem, the next stepisto begin finding asolution. Brainstorming possible solutionswith
your childistheided placeto begin. Inthisstepitisimportant toidentify asmany solutionsas possible, even somethat
may appear quiteoutlandish. Later inthe processyouwill evaluate them, but for now just throw out ideas. Writethem
down. Try not to discourage hisparticipation by being critical of hisideaseither verbally or through body language.
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EVALUATETHE SOLUTIONS

After brainstorming, ask your childto help evaluatedl of the solutions. Assist the child to seethewhole picture
and how each solutionwill affect it. Becareful not to makelight of any solution offered by your child and beasflexible
aspossible. You do not want to discourage his participation in the future. Work together to eliminate suggested
solutionsthat won’t work. Your child may fed discouragedif you crossoff moreof hisideasthanyours. So, whenyou
aregenerating possi ble solutions, you may want to put somesilly solutionsinto the mix so someof your solutionscan
be crossed through aswell.

Sinceyour childwill be held accountablefor whatever solutionisdecided upon, it will helpif hefedsasif hehas
somesay intheprocess. Evenif your child arrivesat asolution that isdifferent fromyours, if it will work without
damaging property or endangering anyone, giveit seriousconsideration. After coming to agreement onthesolution,
writeitdown. Praiseyour child for helping you solvethe problem and ask him to commit to the sol ution.

BEHAVIOR MANAGEMENT SYSTEMS

Theuseof positivereinforcement with ADHD children can bethe most effective part of any program. Children
with ADHD receive so much negative feedback that positive feedback isaways needed - the morethe better. One
treatment center required that apositive statement be given every 15 secondsinagroup of eight toten ADHD children.
AnADHD psychologist usedto say that if you don’t go to bed tired of giving your child positive statements, then you
havenot given himenough. Itismorelikely you aretired from criticizing and redirecting behaviors. Pogitivereinforce-
ment should bethe essentia part of every systemfor an ADHD child.

Childrenwith ADHD oftenrespond well to areward system, especialy whenthey areinvolved inthe process.
These systems can be very ssimple or very complex. Generally speaking, the severity of behaviorsyou want to
extinguishwill determinethe degree of complexity needed inthereward system.

Themost important ruleistoinvolvethechild. Focuson and explain the behaviorsyouwant to see. Do not put
emphasison the behaviorsyou do not want to see. Useapositivetone of voicewhen you identify behaviorsthat you
would liketo see. Itisbest not to address morethan three behaviorsat atime.

Therearethreekey factorsin successful parental intervention to keepin mind when designing abehavior manage-
ment system:

1. Firstand foremost, keep it ssmple. If your child appearsto befrustrated or becomes oppositiond, it may
mean that your behavior management system istoo complicated.

2. Tdl your child exactly what isexpected of him, usingwordsor picturesto provide an example of the outcome
youwouldliketo see.

3. If you are attempting to create acertain behavior, let him help decide what the behavior should be. For
example, if you aretargeting the behavior of keeping hisroom clean, it might help to give him some control
over wherethetrophies, toys, and so forth should be kept.

Behavior management systemsusualy work well with ADHD childrenif thereward motivateshim. Find out such
thingsaswhat hewould liketo spend hismoney on or whom hewouldliketo spend timewith. Thiswill giveyou clues
about possiblerewards.

When your child achievesthetargeted behavior itistalied. Younger children under 7 yearsold usually respond
better to getting achip or sticker. Children older than 7 yearstend to respond better to apoint system. Whenthey
have acquired aspecific number of chipsor points, they will recelvethereward. Thereward systemwill probably need
to be used for six or seven weeks, until the desired behavior hasbeen established. Taper the system down dowly after
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itisno longer needed. Keep in mind, however, that you may need to pull it out again two or threetimesayear,
depending onthe needsof thefamily.

Although parenting ADHD childrenisacomplicated process, therewardsare numerous. Thejoy of seeing an
ADHD child develop to hisfull capacity and grow into asuccessful adultisevery parent’swish.

Thevigor withwhichmany individudswith ADHD livetheir lifeisphenomend. They grasplifeby thehornsand
rideit, never |etting amoment passthat they can fully experience. The shutting down effect that themedia, uneducated
adultsand peershason individualswith ADHD isheartbreaking. | urgeyoutojoinintheeffort to create anew
understanding of theseindividua ssothey canlive happy, full, creative, and successful lives.
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All infantscommunicatethrough crying, fussing, smiling, body movements, and other nonverba behaviors. With
repeated interactions, their parents, families, and other significant caregiversinterpret themeaning of thesesigndsand
respond accordingly. Throughthese early exchanges, infantsdiscover that their behaviorshave apowerful effect on
their caregivers and devel op more efficient waysto communicate - through gestures and words. However, when
infantshave avisua impairment and hearing lossin additional to other disabilities, the communication processdoesnot
develop naturaly. Their early communicative behaviorsmay be subtleor unusual and thereforedifficult toidentify and
interpret. For example, aninfant (whoistotaly blind and hard of hearing) may become quiet when her mother speaks
to her. Thispassivity may be misinterpreted asdisinterest rather than attentiveness. Another infant (who hascerebral
pal sy and isdeaf) may grimace hisbody when hisfather pickshim up. These behaviorsmay be misinterpreted as
regjectionrather than excitement.

At the sametime, our usua responses, i.e., by talking to hearing infantsor by signing to deaf infants, may not be
understood or even percelved by infantswith sensory impairmentsand multi pledisabilities. Communicationwiththese
infantsrequirescareful planning, consistent attention, and specific procedures. Thepurposeof thisarticleistodiscuss
selected Strategiesthat familiesand service providers can usefor communicating with infants (birth to 36 months) who
arenot yet usngwordsand who have significant and multipledisabilities.

GETTINGSTARTED

Becausethe meaning of aninfant’searly communi cation behaviorsistied to context, wemust first identify how and
why aninfant communicatesduring familiar activities. Theseobservationsprovideinformation onaninfant’scurrent
level of communication and waysto support interactions.

M akecar eful observationstointerpret infant behaviors

1. Observetheinfant in an everyday caregiving activity (e.g., digper change, dressing, feeding, or bathtime) and
afamiliar socia activity (e.g., being tickled, action songs, being rocked, or other early games).

2. |dentify how theinfant showsinterest, didike, fatigue, or boredom though hisor her behavior.
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3. ldentify whether theinfant communicatesfor () behavior regulation (e.g., to get someoneto stop or start
doing something by protesting, refusing, or rejecting; requesting objects; or requesting actions); or for (b)
socid interaction (e.g., to get someone' sattention by greeting, seeking attention; requesting social routines; or
requesting comfort).

Next, we should find out about thefamily’stypical activitiesand communication practices. Thisway, strategies
will betailored tofit thefamily’slifestyleand will bemoreuseful to thefamily.
Family information
1. What isatypical day likefor your infant?
. What areyour infant’ sfavorite obj ects, activities, and people?
. What areyour infant’smost disliked objects, activities, and people?
. How doesyour infant communicate with you? What ishe or sheusually trying to tell you?
. Whenisyour infant the most communicative?
. Haveyou found any specia waysthat hel p you to communicatewith your infant?

. What activitiesdo you enjoy doing with your infant?

0o N o o b~ wDN

. What songs or baby gamesdo you play inyour family?

9. What wordsdo you usefrequently in everyday activitieswith your baby?
10. What do you say when your baby does something that you like or makesyou feel proud?
11. Whenisagood timeor what isagood activity for playing with your baby?

Taking timeto discussthese questionsisimportant for all familiesand absolutely essential when service providers
and familieshavedifferent cultural and linguistic backgrounds. Otherwise, aserviceprovider’ssuggestionsfor sup-
porting theinfant’scommunication may conflict with family practices. For example, aninfant may beconfusedif an
English-speaking service provider says* good boy” to praise him while his Spanish-speaking mother says* bravo.”
Explanations of sign hand shapesbased on English letters, e.g., “ Shands’ for thesign SHOE, will not make senseto
non- English speaking familieswho do not know themanua aphabet andisnotimmediately useful if theinfant doesnot
wear shoes. Only through careful observationsof theinfant and thoughtful discussionswith families, can service
providers suggest communication strategiesthat are most appropriate for aparticular infant and respectful of the
family’sculture.

SELECTED STRATEGIES

We must differentiate between the methods for communicating with aninfant (input) and thewaysinwhich an
infantismost likely to communicate (output). Input and output communication methods must betailored to meet the
individua learning needsof eachinfant. For example, amother may ask aninfant “want to swing?’ by usng an object
cue (ablanket) for input, whilethisinfant indicates“yes by wiggling her body (output).
COMMUNICATIONINPUT MUST BEACCESSIBLE TO THE INFANT
Make use of the infant’s available senses

Infantswith multipledisabilitiesmust receive comprehensive audiol ogica and ophthalmologica evaduationssince
they aremorelikely to havevision and hearing problemsthan infantswithout disabilities. Aninfant’svisud imparment
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isusually identified before ahearing problem becauseitismoreobvious. If aninfantisidentified ashavingavisua
impairment and hearing loss, then every effort must be made to determine whether the infant would benefit from
correctivelensesand hearing aids.

Communication tips

» Speak naturally and closeto aninfant’sear. Thisisanatural way to help theinfant discriminate speech from
theenvironmental sounds, particularly if theinfant hasadight hearingloss, middle ear infection, or other
hearing problem, and does not wear ahearing aid.

* Reduce unnecessary noise. Turn off thetelevision or radio and reduce other background soundsif you want
theinfant to pay attentionto what isbeing said or other spoken information. Thesigna (speech) must beat
least 30-40 dB louder than the background for ahearing infant to be ableto attend to it; so background
soundswill interferewith theability to understand what issaid.

 Hold theinfant on your chest and dance or sway intimeto vocalizationsto help theinfant make aconnection
between sound and movement.

 Imitatetheinfant’sown vocaizationsor actions. Infantswill imitate behaviorsthat arewithintheir own
repertoire beforethey imitate new behaviors. Theseimitation exchanges can becomeenjoyableturntaking
games.

 Develop other infant games, for example, by playing “ peek-a-boo” and removing the scarf fromtheinfant’s
faceafter saying ‘ peek-a-boo” or bouncing the baby intimeto vocalizations.

Matchtheinfant’sdevelopmental level. Our communication shouldfit theinfant’scognitive ability and betied to
ongoing actionsand objectsthat theinfant can perceive. Many infantswhose multipledisabilitiesincludevisud impair-
ment and hearing loss benefit from the use of caregiverese, anticipatory cuesand key word signs.

CAREGIVERESE

How weinteract withinfantsisvery different fromthewaysinwhichweinteract with childrenwho havelanguage.
Hearing parentsspeak toinfantsusing higher pitch and exaggerated intonation. Deaf parentssignto infantsby making
the movementsbigger, making the signson theinfant’ sbody, or making thesign ontheobject towhichitrefers. In
theseinteractions, both hearing parentsand Deaf parents use animated facial expressions, gestures, short simple
phrases about what theinfant isseeing or doing, and repeat words, touch theinfant, wait for theinfant’ sresponse,
interpret theinfant’ sbehaviors ascommunication, and imitate and expand on theinfant’ sutterances. These character-
isticsof so-caled* motherese” or “fatherese” help infantsto participatein early conversations.

Communication tips

 Useshort phraseswith repetitivewordsto alow theinfant timeto processand understand what issaid/
signed, for example, “takeadrink”, “you'rethirsty”, “ drink somejuice’, ‘ thirsty baby.’

» Addwordstotheinfant’saction to assst theinfant’sunderstanding of wordsand their meanings, for example,
“up, up, up” when picking theinfant up.

» Usefacia animated expressionto engagetheinfant’svisua attention, if appropriate, and to support what is
said, and to communicatein anatura way.

» Usenaturd gesturesvisualy or tactually to engagetheinfant’ sattention, to communicate the meaning of
words, and to model the use of gesturesin communication, e.g., wave bye-byewhen saying “ bye-bye”,
gesturewhen saying “down.”
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ANTICIPATORY CUES

Anticipatory cuesare pecific sensory promptsto hel p preparetheinfant for an upcoming activity. They include:
tactilecues(e.g., “let’sput your sock on” may be communicated by touching theinfant’sfoot which isatouch cue) or
by having theinfant touch the sock (object cue); auditory cues(e.g., tapping the spoon against the bowl to indicate
“let’seat”); kinesthetic cues(e.g., rocking theinfant in your armsbefore placing her in the hammaock); olfactory cues
(e.g., having the baby take awhiff of the soap before bathing him); or visual cues(e.g., wiggling your fingersinthe
infant’svisud field before picking himup). Do not usecuesthat dicit anegativereaction or aredifficult for theinfant to
perceive. For example, for infantswho have had many prickson their feet from blood tests, touching thefoot would
bean aversivetactilecuefor “let’sput your sockson.” Other infantsmay bevery sensitiveto certain scentsand react
negatively to olfactory cues. Cuesshould be selected carefully for each infant, madein aconsistent and precise
manner, and haveaclear connection with what they represent. Thisway theinfant can devel op an understanding of
thelr meaning. For example, aninfant will be confused if different tactile cuesare used for the same message (e.g.,
touching thelips, or thechin, or thecheek toindicate”let’seat”) or if different tactile cueson theface have different
messages (e.g., touching thelipsmeans*let’seat”, touching the chin means* open up for your toothbrush.”).

FREQUENTLY ASKED QUESTIONSABOUT CUES
| sthereacertain sequencefor using cueswith infants?

Thereisno research on the use of cueswith infantsto guide how they should beintroduced. Cuesshould be
individuaized for eachinfant and dependent on the specific activity. However, ahel pful principleisto beginwithacue
that will beeasily understood by theinfant, that isclearly related to theactivity, and that ispresented immediately before
theactivity begins. For example, initially, itisprobably easier for aninfant to understand “ get ready for your bath”
through atactile cue (putting hishand inthewater just before being put in thetub) than being given awhiff of bathsoap
(olfactory cue). Beginwithjust afew cuesthat arevery different from each other, and that represent different activities,
and aretherefore easy for theinfant to discriminate and to discover what they mean. For example, useatactile cuefor
bathtime (putting theinfant’shand inthe water), atouch cuefor digper change (tug on theinfant’ sdigper), and an object
cuefor playtime (quilt for theblanket swing).

What isthe difference between asign and a cue?

A manua signisasymbol, aword, or aunit of languagethat representssomething. For example, thesgn MAMA
representsmother no matter thesituation. A cueisaprompt that isindividualized for each child, isdependent onthe
specificactivity or context, and isused to encourage aspecific behavior. For example, tapping achild onthechinmay
beaprompt for “openup” if the caregiver wantsto brush the child’ steeth; or for “takeabite’” during meals; or “close
your mouth” to prevent drooling.

KEY WORD SIGNS

Many infantswith multiple disabilities benefit from key word signswhich are selected signs adapted for the
infant’slearning needs. Using key word signsisnot the same as using the simultaneous method (spoken English
together with asign system based on English) or using American Sign Language (ASL) which hasitsown grammar and
visud-spatid rulesandisadifferent languagethan English. Initidly, akey word signisrealy aprompt or cueto engage
theinfant’ sattention and to build an understanding of the meaning of aword and what it represents. For example, the
sgn EAT madeeither by theadult touching theinfant’slipswith aflat O handshapeor by asssting theinfant totouch his
ownlipsisreally atouch cueor gesturerather thanasign. When key word signsare used withinfantswho havelow
vison, theinfant’ svisual needsmust beconsidered. Signsshould bemade so theinfant can seethem, that is, withinthe
infant’svisua field and at an optimal viewing distance; therate of sign production and size of hand movementsshould
be modified to enable theinfant to seethe sign; and the signer’ shands should be clearly visiblein contrast to hisor her
clothing.
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SELECTING KEY WORD SIGNSFOR COMMUNICATION INPUT
1. Askthefamily to makealist of wordsthat are most important for communicating with their baby.
2. Develop alist of vocabulary with family membersand service providers, decide on thesignsto be used for
thesewords, identify any adaptationsthat are needed, and use selected signsconsistently acrossactivities.
SELECTEDADAPTATIONSFORKEY WORD SIGNS
* Makesignsontheinfant’sbody.
* Physicaly guidetheinfant to produce signs(coactive signing).
» Makesignssmaller and closetotheinfant’sface.
* Orient theinfant’ sattention to asigner by touching theinfant’sface or body.
» Usetactilemodding by placing the baby’shandsonyoursto fed the sign movements (interactive signing).
» Match the number of movementsof the sign with the number of syllablesin theword when providing commu-

nicationinput, e.g., MAMA istwo movements.

Buildontheinfant’sinterestsand strengths. Infantsarelikely to attend to objects, activities, and peoplethey like
and aremorelikely torequest thesefavoritethings. For example, aninfant who lovesmovement will bemotivated to
ask for “more” of abouncing game. Thisfavoriteactivity may be usedin an interrupted routine strategy to élicit
communication output, asshown below. Selected methodsfor encouraging theinfant’s expressive communication
should bebased ontheinfant’sabilities. For example, infantswho can control their hand movementsaremorelikely to
usesomesignsexpressvely than infantswho havemotor problems. Aninfantismorelikely to makeachoice between
afavorite object and adisliked object than between two objects of equal appeal .

INTERRUPTED ROUTINE STRATEGY
1. Select amovement activity that theinfant enjoysand do about three movements.

2. Createaneed for theinfant to communicate by stopping the movement.

3. Wait quietly (count silently to 10 or 15 depending on theinfant’ sresponse time) and observe what theinfant
does.

4. If theinfant responds, interpret theinfant’sbehavior ascommunicative. Add wordsto theinfant’sbehaviors.
Respond to theinfant’scommuni cation by continuing theactivity.

5. If theinfant does not demonstrate an observable response, prompt the desired response (e.g., wigglethe
infant’sarmsor legs), andimmediately continuetheactivity.

Repeat thisprompting procedure two moretimes so that theinfant hasthree direct instruction experiences. Then
repeat from Step 3: interrupt the activity and wait quietly for theinfant’sresponse.
CRITERIAFOR SELECTINGFIRST SIGNSFOR PROMOTING COMMUNICATION OUTPUT

1. Identify theinfant’sfavoriteactivities, objects, and people based on observationsand thefamily interview
described previoudly.

2. Torepresent these preferences, select signsthat are easy to produce, touch thebody (e.g., EAT, MAMA),
have symmetrical movements(e.g.,, MORE), and ook likeor feel likewhat they represent (e.g., EAT,
WASH, DOWN).
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3. Providefrequent opportunitiesfor theinfant to usethesesigns.

CONSIDERATIONSFOR SELECTINGKEY WORD SIGNS
AS COMMUNICATION OUTPUT FOR INFANTSWITH MOTOR PROBLEMS

* |dentify key wordsthat have been sel ected by theinfant’sfamily and service providersand determinetheir
usefulnessfor theinfant’ sexpressive communication.

» Determinewhether amanual signisthe most effectiveway for thisinfant to expressadesire or need. What
typeof physical assistance doestheinfant need to producethe selected sign? Istherean easier way for the
infant to communicate (e.g., using an object, picture, or other sgnd system)?

Providetime and repetition. Very young children without disabilities need to hear aword used in context about
200timesbeforethey useit. Infantswith multipledisabilitieswill need even more repeated experiencesto understand
themeaning of acueor word usedin everyday activities. Thissignificant need for cons stency and repetition highlights
theimportance of making communication an essentia part of every learning activity and daily routine. Not only the
infants, but everyoneinvolved with them - family members and service providers- should all belearning how to
communicate.
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(435) 752-9533. A comprehensivetwo volume guidefor addressing theintervention needs of young childrenwith
visua impairments. Topicsinclude: working withfamilies, support services, early intervention programs, transition,
preschool programs, and curriculum units (communication, language, social-emotional devel opment, child-careand
self-care, orientation and mobility, learning through the senses, and cognitive devel opment).

Rowland, C. (1996). Communication matrix. A communication skill assessment for individuals at the
earliest stages of communication devel opment. Availablefrom Oregon Health Sciences University, Center on Self-
Determination, 3608 SE Powdl | Blvd, Portland, OR 97202. Aninstrument whichidentifiestherange of communica
tion devel opment from pre-intentional behavior and intentiona behavior to the use of abstract symbolsand language.

Watkins, S. (1989). Amodel of homeintervention for infant, toddler, and preschool aged multihandicapped
sensory impaired children. TheINS TE model. Availablefrom Hope, Inc. Logan, UT, <www.hopepubl.com>,
(435) 752- 9533. A comprehensivetwo volumeresource which providespractical information for therole of parent
advisors (early interventionists) in working with familiesand strategiesfor enhancing early communication, hearing,
vision, cognition, motor, and socia-emotiona devel opment.

Ultraviolet A, BlueLight and Children
By ElaineKitchel, Low Vision Research Associate,
American Printing Housefor the Blind

For yearsnow, professionasinthefieldsof light energy and vision have known about the hazards of ultraviol et
(UV) light. Evenexpertsdiffer astothe exact wavelength of UV light waves. Generaly speaking, however, UV light
isdefined asthe part of the spectrumwhichisdivided into UV-A (380-315 nm), UV-B (314-280 nm), and UV-C
(279-200 nm).

UV-Cand UV-B, though harmful will not be discussed here sincethey arevirtually absent from indoor light.
However, arecent boom in the number of practitioners using blacklight activities has brought about high levels of
exposureto UV-A and bluelight for asignificant number of children. Why isthat aproblem? Recent researchin
cellular biology has shown that exposureto the UV-A and bluelight wavesemitted by blacklight tubes can havelong
term negative effectsfor personsexposedtoit, especidly children.

Bluelight, that part of the visible spectrum whichrangesfor 500 to 381 nm, makesup half of thelight emitted from
black light range. However, until recently, little had been offered in theway of information about how bluelight, and
UV-A affect theeye structuresof children.

Bear in mind that asthe lens of the eye ages, it beginsto yellow. Thisyellowing givesadults some, but not
adequate, protection against UV-A and bluelight. However, children havenot lived long enough to havethisyellow-
ing. ThereforeUV or bluelight which enterstheeyewill sriketheretinaat full-strength exposing not only theretina, but
thelensto damage. Dr. W.T. Ham, who has conducted research on the effectsof UV and bluelight haswritten,

Most authorities do not believe that the near UV radiation absorbed throughout life by thelensis
a contributing factor to aging and senile cataract. Thus by protecting the retina fromnear UV radia-
tion, the lens may become cataractous. My own personal opinion isthat both the retina and the lens
should be protected throughout life from both blue light and near UV radiation. (Ham, 1983, p. 101)

If Dr. Hamisconcerned about exposureto UV and bluelight from the exposuresof daily living, one hasto wonder
what hewould say about young children who are being exposed several timesaweek to UV and bluelight from
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blacklight activities. Many of these children receiveno protection for their eyes, and for thosethat do, most of itis
woefully inadequate.

What isit about UV-A and bluelight which make them hazardous? Testsdoneby Drs. Ham and Chen show that
when UV-A and bluelight strike theretinathe light wavesinhibit the formation of achemical called cytochrome
oxidase. Thischemical isanimportant part of retinal cellsbecauseit transports oxygen to photoreceptor and other
retind cdls. Without cytochrome oxidase, the cellsbecome deprived of oxygenand eventually die. Whenenough cells
die, retina degeneration occurs.

Many peoplehavesaidthat UV-A and bluelight will not harm children if thelength of time of exposureislimited,
or if frequency of exposureislimited. In Sweden, Dr. E. Chen exposed theretinasof miceto moderatelevelsof blue
light. Two dayslater, |lesionsshowed up ontherodent’sretinas after only 2 minutesof exposure. Similar researchwas
conducted by Drs. Gorelsand van Noren. They concluded that theretinal damage done was afeature of thewave-
length, not duration or frequency of exposure. Thismeans, that even ashort exposureto bluelight, without adequate
protection, can causeretinal damage.

Theexperimentsof Drs. Chen, Gorels, and van Noren werelater done on primateswith smilar results. Theeyes
of rhesusmonkeysare very similar to our own. Drs. Sperling, Johnson and Hawerth exposed theretinas of rhesus
monkeysto bluelight and found,

...extensive damage in the retinal pigmented epithelium form absor ption of energy by the mela-
nin granules. It should be pointed out that the damage seen, including the macrophagic activity,
disrupted cellsand plaque formation, is characteristic of that seen by Hamet al. (1978), and othersin
what he calls the photochemical lesion.

Oftenthelesonsfrom UV-A and bluelight are scattered ontheretina. Itisonly when enough of them appear and
coaescethat onebeginstonoticeavisonloss. Thisiswhy visonlossisnotimmediate, but often takesmany yearsto
manifest. Thisisthereasonwhy children, especially oneswho already are suffering from avision loss, must be
adequately protected.

Protection against bluelight damageissmple. However, most practitionerswho use blacklight tubesdo not use
adequate protection. Most who bother to use any protection at al, use clear polycarbonate lensesfor thechild and
nonefor themselves. It cannot be emphasized strongly enough both practitioner and child who are exposed to the
light emitted fromblacklight tubes must be protected. Yellow polycarbonate |lenses offer complete protection, in
most cases, against bluelight hazard. Variousgogglesand lensesareavailablefrom such vendorsasNolR Medical
Technologiesand Solar Shield. Objectswill still appear to fluoresceif viewed through ayellow polycarbonatefilter.

With adequate protection being inexpensiveand available, practitionersshould bevigilant intheir effortsto protect
theeyes of themselvesand of the children who are exposed to the damaging effectsof UV-A and bluelight.

You may read more about blue light hazard by requesting a copy of “ The Effects of Blue Light” from
Elaine Kitchel at APH, 1839 Frankfort Avenue, Louisville, KY 40206-0085.
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Visually Impaired Goto Camp -

StudentsLearn About the Seaand a L ot About I ndependence
By Mel Huff, The BrownsvilleHerald, Brownsville, Texas
Reprinted with permission by the BrownsvilleHerad

A young girl with shoulder-length brown hair held astarfish upside down in her cupped hand and touched the
mouth at itscenter. “Look at that!” Brittany Madsen exclaimed asthething curled aleg.

Madsen, awhite canetucked under her arm, crowded around atablewith other studentswho were examining
seaweed, urchinsand other creaturesin oneof several largeplastictrays. Atthehead of thetable, Scarlet Colley held
alarge hermit crab closeto agroup of students.

“Thisisared hermit crab,” shesaid. “He' sgot green, green eyes!”
“Awesome!” another girl breathed.

Thestudentsweretaking ahands-on tour of marinelifewith environmenta educators George and Scarlet Colley
on South Padreldand. Thestudentscould have been any children at camp, but these children arevisually impaired.

For seven yearsnow the Region | Education Service Center hasheld campsfor blind students. For thelast three
years, childrenfrom Region |1 in Corpus Christi and Region 11 inVictoriahavejoined them. The camp wasdesigned
with parentsaswell aschildreninmind, said Peter Graves, whowrotetheorigina grant proposa with LindaChromagter.
Both are Region One education specialistsand certified visioninstructors. Gravesnoted that it’shard for lots of
parentsto let achild with adisability go away and devel op independence. “Our goal isto help parentslearntorelax,”
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hesad. Atthesametime, childrenwith disabilities can haveahard time devel oping independent living skills.

Graves said he expectsthat many camperswill go to camps sponsored by the Texas School for the Blind and
Visudly ImpairedinAugtininthefuture. Our campisa*“first camp experience’ closetohome. If they havenever been
away from homebefore, thetrangtionismuch moredifficult. “ Thishe pspreparethemandther families,” Gravessad.

Thisisthe second year JessicaBlake, 8, hasbeen to thecamp. Her mother, Cheryl Blake, said going to camp
aganwasal Jesscacouldtak about since January. “They learnthey can do thingsby themsalves. Itredly buildstheir
confidence,” shesaid. Blake, anurseat Valey Baptist Medica Center, volunteered to hel p with her daughter’scamp
thisyear. “Homes ck youngsterscan call homeat no chargeat night, and parentscan call or visit camp to seehow their
childrenaredoing,” Blakesaid.

The children were at Jeremiah’sWater Park on Wednesday. The park hasatrail with railingson both sides,
Gravesnoted, so* oncekidsget thefed of it, they’ reontheir own, (although) we reawaystherewatching.”

Since Monday, the 32 campers, ages 7-18 have gonefishing on the ldand Princess, played at Jeremiah’s, driven
at Ben’'sGo-Kartsand ordered dinnersat Blackbeard's.

“Most haven't had these kinds of experiences,” Gravessaid. “We have children who have never beentothe
beach, who have never been to abuffet or ordered ameal inarestaurant.” One camper last year had never seena
dishwasher.

Camprefinesthechildren’sskillsfor daily living, said ChristieWaida, ateacher fromRegion 11 inVictoria The
campersmakether breskfastsand lunches, pick up their clothes, and maketheir beds. “ Some have never madetheir
sandwich or put atoaster pop inthetoaster,” Waidasaid. Gravesgivesthe campersmoney to buy their own dinners,
and they haveto figure out how much they can spend for amedl, adding intheir drink and tip. They order from menus
GravestypesinBraille.

Inaddition to providing campersthe experience of responsbility, camp giveschildren the experience of freedom.
Wednesday evening many camperswho will never drive acar controlled the speed and steered go-karts, with a
teacher tellingthemwhentoturnright or left. “Atfirst] said, *Oh, nol AmI goingtodrive?” said HildaNifio, al16-
year-old student from RiveraHigh School. “Thenl said, ‘ Thisisredly cool!"”

“l don'tliketogoout at night,” remarked YeseniaBurgos, also 16 and astudent at Lopez. (Burgoshaslimited
night vision.) “We crashed acoupleof times, but it wasredly fun!” sheadded. Burgossaid thecamp offersvisualy
impaired students an opportunity to meet otherswho arelikethem.

“They don't treat usdifferently,” Nifio said. “At school, they areafraid of talking to you or even touching you.
Herethey aren't.” ThisisNifio'ssecond year at camp and Burgos' third. Some children have come back for four or
fiveyears. Many teachersand lifeguardsal so come back year after year.

Waidatalksabout withessing “thewonder of discovery” when shewatchescamperstouch afishfor thefirsttime
or hold afiddler crab and see how soft itsclawsare or experiencewhat awaveis. “Thisisthegreatest refresher and
learning experiencel haveall year,” shesaid. “It remindsmewhy | decided to dedicate my lifeto teaching.”

Fabian Lara has been alifeguard at the camp for three years. After thefirst year, he changed hismajor to

education for the hearing and visonimpaired. “Some of thesekidshad never been near thewater,” hesaid. “Justto
seetheir expression change” when they getiniswhat drawshim back every year.
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TSBVI Short Courses. A New ServiceDelivery Model
By Dr. Lauren Newton, Principal of Special Programs, TSBV I

The Texas School for the Blind and Visually Impaired is devel oping new waysto serve studentsin Texaswith
visua impairments. TSBV I will beofferingintensive short coursesin specid areasrelated to visonimpairment (e.g.,
technology, independent living skills, O& M). Thefocuswill be on coursesthat may be difficult to teach with enough
intensity in some public school settings. The programs could vary intimefrom along weekend to aweek, two weeks,
amonth or asemester, depending on the subject(s) being taught. Similar intensive, short-term programsarebeing
devel oped throughout the country for childrenwho aregenerdly successful intheir local districtsbut could benefit from
aspecia boost in certain disability-related areasof instruction.

In Spring 2000, TSBVI will pilot two new programs. Inaddition, | will betalking with schoolsand parentsacross
Texastolearn moreabout other programsthey would liketo seefor their children. These programsare offered at no
cost tolocd digtrictsand parents (other than asmal family feefor community outingswhen applicable). Atthepresent
time, thisoffer includestransportation costs. The spring programswill be small so that TSBV I staff can work out
problemsbeforeexpanding. They will be:

* A one-week, intensive technol ogy classduring the month of March
* A three-weekends camp for specific Independent Living Skills (January, February, March)
In Summer 2000, TSBV I will offer additiond short ingtructiona courses. Thesecourseswill occur smultaneoudy

with the enrichment programsthe school hastraditionally provided in the summer. Then beginning Fall 2000, short
courseswill gradually increase during theregular school year.

Short-term programswill become better defined asthey areimplemented and eval uated by schoolsand parents.
Sudents eligible for programs at this time are those who are on grade level, or no more than two years bel ow
gradelevel. Thesearethe studentswho aremost likely to benefit from brief instruction, then continueto progressin
their regular classrooms.

All programswill contain supplementary instructionin theareasof Independent Living and Socia Skills. Trang-
tion servicesfor astudent’stransfer to TSBV I and then back to thelocal school will be animportant part of every
program. Our god isthat transition serviceswill bejointly implemented by loca district staff, parentsand TSBVI. A
short interventionislikely to havelittlelasting effect without thishelp for the student when he or shereturnsto the
digtrict.

The content of future classesisbeing considered at thistime but remainsopen to input from statewide consumers.

Somepossihilitiesare:

* Adapted Mathematics (e.g., Nemeth code, abacus, tactile graphsand graphics)

* Adapted Science (emphasison labs and tactile representation of concepts)

* Elementary School programming focused on literacy, math, O& M and technology

* Adapted Technology

* Orientation and Mobility

e Literacy

* Independent Living Skills

» Socia and Self-advocacy Skills
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TSBVI will continueto publish updated information in SEE/HEAR and on the TSBV | website asthe short
coursesare better developed. Pleasedirect your questionsand commentsto:

Dr. Lauren Newton

Principal of Specia Programs

Texas School for theBlind and Visually Impaired
Austin, TX 78756

E-mail: newton |@tsbl.tsbvi.edu

Life’sContinuing Education Cour ses
By Terrell I. Murphy, Executive Director, Texas Commission for the Blind

Both of my kidsarein college now and soon their mother and | will bein theempty nest stageof our lives. Aswe
continuethe process of nudging them out of thenest, I keep reminding my son and daughter that their education doesn’'t
stop when they get out of school. Thisfirst year asexecutive director of the Commission has certainly been one
uninterrupted continuing education coursefor me! | learn something valuableevery day.

Two of themogt interesting “electives’ | recently signed up for were aweek-long orientation and mobility class
herein Austin and athree-day trip to The Seeing Eyein New Jersey asaninvited guest. Learning someof thebasic
skills of traveling with acane and dog guide were great opportunitiesto experience confidence building in action.
During each session | was under blindfold and under the wings of acompetent instructor’swatchful eyes. | was
nudged along with encouragement, and with every step | took my self-confidence grew.

There' sbeen some specul ation about whether s mulated experiences such astheseareredlisticenoughtogivea
person asmattering of what it’sliketo beblind. That’'sadebatethat will live onway past me. | know | could have
taken my blindfold off, but | didn’t. | actually learned to crossabusy street with acaneand got better at sensing the
directiona changesinthe harnessof ameticuloudy trained dog as he guided me around shin-threatening fence posts.
Theresult? | not only learned more about the methods used to teach travel skillsbut also learned more about myself.
| found that the head knowledge |’ d gained after 27 yearsin thefield of rehabilitation matched my personal experi-
ences. If | weretolosemy sight tomorrow or ten yearsfrom now, | know alot of hard work would be ahead, but I'm
confident that with somegood instruction | can <till learn. Blindnessislife-altering and sometimesadetour, but itisn’t
theend of productivity.

WEe' ve beentalking alot about confidence at the Commission this past year, and | mentioned our Texas Confi-
denceBuildersinitiativein another issueof SEE/HEAR. Blindfold trainingisonly oneaspect of our initiative. Looking
back, we have gained alot of ground in making sure our services concentrate on building self-confidence rather than
dependence on government and others. Although the Commission certainly isn'tinthe parenting business, wefed a
sense of pride when theindividualswework with gain the confidence to |eave the nest of rehabilitation services
becausethey havelearned the skill sto be confident travelers, workers, and participating community memberseither
for thefirst timeor onceagain. 1t'sequaly rewarding to watch children who havevisua impairmentsgrow moreself-
confident because of the speciaized servicesavailabletoday. Alongwith their parents, we cel ebratetheir day-to-day
progresstoward being all they can be.

Asthisissueisbeingwritten, our new fiscal year planninginitiativesare underway and another school year hasjust
begun. | hopeyour learning experiences have been and continueto be asexciting asmine!
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New GuideinesWill Assist States
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

For the past two years, agroup of writers has been working hard drafting anew publication called "Blind and
Visudly Impaired Students: Educational Service Guidelines'. The Nationa Association of State Directorsof Special
Education (NASDSE) isin charge of this project, which has been funded by the Hilton/Perkins Foundation. Dr.
Gaylen Pugh was sl ected as Project Director, and has been very effectivein keeping thewriting of thisdocument on
track. | wasprivileged to be oneof thewriters.

| want to emphasi ze the potential impact of thispublication. NASDSE membership iscomprised of the specia
education leadersin each state. They have atremendousinfluence on policy and practice regarding educational
servicesfor sudentsin their respective states. More specifically, membersof NASDSE havethe capability of deter-
mining educational servicesfor blind and visualy impaired students. | also emphasizethat we educatorsfor blind and
visually impaired studentsdid not go to NA SDSE to promote thewriting of thispublication. They cametous. | have
to believethat the membersof NA SDSE recognizethe need for new guidelinesthat will enablethemto serveblind and
visudly impaired sudentsmoreeffectively.

What followsisaNA SDSE newsrelease announcing the new publication. It provides some detail about the
content of "Blind and Visually Impaired Students: Educational Service Guidelines'. If you do not receiveacopy,
pleaseorder one- you'll beglad you did.

It’'sReady, I1t'sOut There!
NASDE and Hiltor/Perkins Publishthe Blind Initiative Guiddines

In September, NA SDSE and the Hilton/Perkins Program of the Perkins School for the Blind disseminated their
educationd serviceguiddinesfor sudentswho areblind or visualy impaired. Theintention of thisguidelinesdocument
isto provideassstanceto state and local education agencies, service providers, and parents. Thedocument describes
essentia program elements and featureswhich must be consi dered when designing appropriate servicesfor students
who areblind or visualy impaired, including those studentswith multipledisabilities. A full continuum of optionsis
included.

Theprocessfor devel oping thisguiddinesdocument, aswell asitsformat and design, waspatterned after NASDSE's
Dedf Initiative guidelines publishedin 1994. TheBlind Initiative document isthe collaborative effort of 13 national
organizationsthat have specia interest in the provision of servicesto visually impaired personsand their families.
Representativesfrom the mgjor national consumer, advocacy, and educational organizations comprised thewriting
team. A larger panel of content expertsprovided review and comment on draft chapters.

Thedocument isorganized into five chapters, aglossary, and extensive appendices. Chapter One presentsthe
theoretical constructs on which the other chaptersarebased. 1t discusseswhat educators need to know about the
uniqueeducationa needsof studentswith visua impairments. It outlines public policy and legidation that affect these
studentsand their rightsto full participant inthe general school curriculum. In Chapter One and subsequent chapters,
theroleof parentsasequal partnersinthe educational processisdiscussed.

Chapter Two presentstheframework for services. It outlinestheresponsibilities of the state education agency to
maintain aunit to ensurethe policies, procedures, and personnel arein placeto meet the unique educationa require-
mentsof sudentswith visua impairment. Theroleof the state agency in providing adequateand timely resourcesand
appropriatereading materias, aongwithafull array of placement options, isdiscussed.
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Chapter Three describesthe process of identifying and assessing individual needs. It addressestheissues of
personnel administering assessments, the need for on-going assessment of student progress, theinteraction of func-
tiond visionand additional disabilities, and appropriatelearning and literacy media. Thischapter reinforcestheneed
for parent involvement and theresponsibility of the educational system toinclude parentsin meaningful waysthrough-
out the process and decision making.

Chapter Four identifies conceptsthat must be addressed foll owing assessment in reviewing program optionsand
placement. Educatorsworking collaboratively with parentsand students devel op programsin educational setting
which meet the uniqueindividua needsof each student whoisblind or visualy impaired. Theseoptionsallow the
students an expanded core curriculum and appropriate opportunitiesto participate with peersand mentorswho are
visualy impaired, aswell aswith thosewho aresighted.

Chapter Five describes characteristics of personnel who will work with studentswho areblind or visualy im-
paired, including those with multipledisabilities, in appropriate placementsoncethey havebeenidentified. Thischapter
discussesthe speciaized knowledge, skills, and attributes needed to provide educationa and orientation and mobility
servicesto studentswho arevisually impaired. Proficiency of educational personne inliteracy and communication
modes (including Braillereading and writing and use of optica devices) and specidizedtraining of serviceprovidersin
orientation and mobility, assstive devicesand technol ogy including Braille, peech, and low vision technology areaso
discussed.

The Glossary providesan in-depth look at some of the terminology used throughout the document. A user-
friendly tableof contentsassi ststhe reader inlocating specific information assomeissuesoverlap and arerepeated in
different contexts. The Appendicessectionwill providethereader with vauable resourcesand moreextensiveexpla-
nation of chapter content.

The document has been distributed to state directors of specia education, organizations, and parent and con-
sumer groups by the Hilton/Perkins Foundation. Individuals seeking additional copies should contact the Hilton/
PerkinsFoundation, Perkins School for the Blind, Watertown, MA. For further information ontheproject, contact Dr.
Gaylen Pugh, Project Director, National Association of State Directorsof Special Education, (256) 772-4350 or via
e-mail at hlpughjr@aol.com.

Editor’'snote: There are several new books out that parents and even professional s may want to purchase
related to IEPsand IDEA. These books were review in the 1999 Library Summer Selection (a special supple-
ment to Exceptional Parent magazine). We thought you might enjoy learning about these publications.

The Prospector and Goal Mine
Written by Don & Maureen Cahill
Reviewed by Triciaand Calvin Luker

Reprinted with the expressed consent and approval of Exceptional Parent, a monthly magazinefor parents
and families of children with disabilitiesand special health care needs. Subscription costis$36 per year for 12
issues; Call 1-877-372-7368. Officesat 555 Kinderkamack Rd. Oradell, N.J. 07649.

We parentsof childrenwith special needsmust learnto navigate through many different service systemswhile
raising our children. For most parents, the school system providesthe greatest challenge and requiresthe most effort.
Federa and statelawsprotect the educational rightsof childrenwith special needs. However, theselawsareenforced
through aprocedural maze most parentsfind to be complex and unfriendly.
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The Prospector and Goal Mine, by Don and Maureen Cahill, gently but effectively guides parentsthrough the
special education maze, empowering them to be strong advocatesfor their children’sneeds. Although the authors
assumereadersaregenerdly familiar with an Individualized Educationa Plan (IEP), they bresthelifeand understanding
into the core element - goalsand objectives- of al IEPs.

TheProspector and Goal Minecomeinasingle, spiral bound volumewrittenin parent-friendly language. Sample
goasand objectivesaredivided into practical subject areasto makeit easy for readersto find suggestions specificto
their particular need.

TheProspector concisaly describeseducational “goas’ and* objectives’, and clarifiesthe distinctions between
them. Theauthorswalk thereader through how goal sand objectivesare devel oped and how they should be used to
plan and measure achild’'seducational course.

In Goal Mine, the authors apply The Prospector’slessonsin 26 educational needsareas. Over 5,000 examples
show what good goalsand objectives|ook like and give readers specific goalsand objectivesto useontheir child's
|EP. Supposeachild diagnosed with Attention Deficit Disorder hasdifficulty attending school. Goal Mineoffers51
specific goa s/obj ectiveswhich promote thetargeted need of improved attendance.

Whilethe special education system can overwhelm many families, The Prospector and Goal Mine'sweal th of
accessibleinformation helpseasethe confusion. They area“must carry” itemin every parent’sor advocate' seduca-
tional arsena. Wehighly recommend thisvolume.

Freeand Appropriate Public Education (5th Edition)
By Rud and Ann Turnbull, Love Publishing

Reprinted with the expressed consent and approval of Exceptional Parent, a monthly magazine for parents
and families of children with disabilitiesand special health care needs. Subscription costis$36 per year for 12
issues; Call 1-877-372-7368. Offices at 555 Kinderkamack Rd. Oradell, N.J. 07649.

Our first book review presented what we believeisa“must carry” resourcein every advocate' sbriefcase- The
Prospector and Goal Mine, by Don and Maureen Cahill. We are now pleased to present the second book that isa
“must” for the effective advocate - Freeand Appropriate Public Education (5th Edition), by Rud and Ann Turnbull.
Itisthedefining legal resourcefor all specia education advocates.

TheTurnbull’s, who co-founded and co-directed the Beach Center on Familieswith Disability at the University of
Kansas, takethe cumbersomelega processthat isspecia education andturnit into apowerful, reader-friendly guide
to understanding specia education advocacy. Thebook hasthreepartswhichinclude: anintroductionto theIndividu-
aswith DisabilitiesEducationAct (IDEA); the six principlesof thelaw; and the enforcement of thelaw. Thiseditionis
updated toincludethe 1997 IDEA amendments.

Thefirst part of the book placesthe special education strugglein historical context, preparing thereader for the
principlesat theheart of IDEA. TheTurnbullstell thereader wherethelaw comesfrom, andwhy itisneeded. This
explainsits power in the special education process. Thereader |learns how to make thislaw work for individual
students. A reader who understandswhy |DEA wasneeded inthefirst placewill bewell armed to advocatefor afree,
appropriate public education for al students. Thishistorical framework alone makesthebook invauable.

The second part of Free and Appropriate Public Education focusesonthesix principlesof IDEA: zeroreject
(including discipline); nondiscriminatory eva uation; appropriate education (including positive behavior support); least
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restrictive environment (accessto general education); due process (including mediation); and parent participation. The
Turnbullsleave no stone unturned in detailing what families of children with disabilitieshave aright to expect from
school administratorsand teachers. Thefirst-timereader isthoroughly educated about thelaw and how it relatesto
childrenwith disabilities. Thereturn reader and practicing advocateisgiven sophisticated information directly appli-
cableto specificissues. The Turnbulls put each principleinto historical perspective aswell asthe script of practical
day-to-day redlity.

Thebook’sfinal sectiontells parentshow to usethelaw to obtain atruly free appropriate education for children
with specia needs. They givethereader astraightforward discussion of how IDEA isenforced. Theauthorsgive
equd emphasisto hardball legal mechanismsand emerging dternative disputeresolution practices. A parent or advo-
catewho understands how thelaw really worksisbetter ableto weigh specific choicesfor their child.

Freeand Appropriate Public Education also includes comprehensive resources. This400-page hard cover
book containsthe 1997 IDEA amendments; aglossary; atable of important cases; and extensive excerptsfromthe
threelandmark educationd rights cases.

Thisbook isideal for the parent who cannot take advantage of opportunitiesto attend or participatein specid
education training or conferences. Inaddition, it servesasan invaluableresourceto those parents and advocateswho
providetraining opportunitiesor direct advocacy for other parentsand families. Thebook iseasy to usetorefresh
one’ sunderstanding of specific conceptsor procedures. Finaly, Freeand Appropriate Public Education constantly
remindsreadersthat IDEA belongsto thefamiliesand not to theschools. Itisnot unreasonablefor familiesto ask that
IDEA befollowed. TheTurnbullshavegivenfamiliesabrief caseresourcewhich letsthem put reasoninto practice.
We heartily recommend thisbook and award it the Exceptiona Parent Symbol of Excellence.

Freeand Appropriate Education, item code LV 129ED, can be ordered through the Exceptional Parent Library,
telephone (800) 535-1910.

Secr ets

By Nancy Adrian, Volunteer Coordinator
North Texas Taping and Radio for the Blind, Dallas, Texas

There are somewell-kept secretsin Dallas, Texas- approximately 2,400 of them - and they are multiplying
rapidly. ‘ THEY” arethe 2,400 titles of recorded bookswaiting for listenersinthelibrary of North Texas Taping and
Radiofor theBlind. Never waiting to gather dust, these booksare educating, instructing and entertai ning thousands of
children and adultsacrossthe state - peoplewith visionimpairments, learning disabilitiesand thosewith theinability to
pick up or hold their books and magazines.

Of course, there are other sourcesfor recorded books. TheNationa Library Service, city and county libraries,
American Foundation for the Blind, American Printing House, local commercia firmswhich rent and sell bookson
tape- al with their benefits, all with some drawbacks. So, how isNTTRB better (or worse) than these?

AtNTTRB, weread on request books sent to usby our clients. Once completed, andif deemed to haveawide
appedl, the booksgointo our standing library for distribution to everyone. Hereina so liesour one drawback - speed
of completion. Becausewe utilize strictly volunteer readers, thetimeit takes usto produce can create an embarrass-
ment for usand an aggravationfor our clients. Most, however, havelearned that our readersarewonderful, and with
our other benefits, thewait isworthiit.
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AtNTTRB, we utilize standard two-track cassettes. Thismakesthe bundlewhich arrivesat your door alittle
larger, but thisenablesyouto play theserecordingsinthecar, ona“Wakman”, or on any regular tape player.

AtNTTRB, webdieveyou probably like somebooksso much that you' d like to keep them around for asecond
or third listening. We also know that moving tapes back and forth sometimes getsto beinconvenient. Thus, the
recordingsbecomeyour property. Wedon't want them back. Besides, if you leavetheminthecar ona100+ degree-
day, or spill themorning coffee on them, we' d rather thisbeyour problem. Wewill, rest assured, replace thedamage
at nocost. If, however, youreceiveabook and don’tlikeit at all, do send it back. Somewhere out there someoneis
aching to hear it.

AtNTTRB, all weask to get the process started isaphonecall to our 800 number - no application or enrollment
formsrequired.

AtNTTRB, thecost toyouisNOTHING. Aslong asyou livewithinthe state, we send your recorded books
throughthemail as*FREE MATTER FORTHE BLIND”, a no chargeto you, our listeners.

Soyou see, thereare somedifferences! Hopefully enough to makeyou curiousenoughto giveusatry. Withas
much talent asexistswithin our agency, and with the amazing time and devotion our volunteersgiveto the production
of therecordings, wewant their voicesto fulfill themissionwhich bringsthemintoreadinthefirst place. Catalogsof
our recorded booksare availablefor aphonecall. Sorry, no copiesin Brailleor on cassette - they changedaily, and
would require an inordinate amount of timeto keep updated.

Well, thesecretsareout! Please, giveusacall at (800) 871-7668 or (214) 871- 7668. Our fax number is(214)
871-7669. Direct your inquiriesto Sharon Komorn or Nancy Adrian and they will make certain you find many books
worthlisteningto.

Funding Assistive Technology
From the UCP website
<www.ucpa.org>

United Cerebral Palsy (UCP) ispleased to offer you aseries of booklets devel oped by Neighborhood Legal
ServicesNational Assistive Technology Project and UCP. Thesebookl ets contain the most up-to-dateinformation on
funding ass stivetechnol ogy through the heal th, education and Vocational Rehab systems.

Funding of Assistive Technology - The Public School’s Special Education System as a Funding Source

TheIndividua swith Disabilities Education Act of 1997 (IDEA) offersmany exciting opportunitiesto support
studentswith disabilities, family members and school personnel through the use of assistivetechnology. UCPis
pleased to provide with you acomprehensive document that givesyou with the most current information onthe state
of thelaw and AT funding. Thisdocument should provide you with aworking knowledge of therelevant laws,
regulationsand interpretations of them asthey relateto aschool digtrict'sobligationsunder thelaw. Wehopeyoufind
thispublication useful andfind it useful in hel ping familiesand studentswith disabilities gain accessto technol ogy.

Funding Augmentative and Alternative Communication Devices Through Medicare -
The Decision Making and Appeals Process for Non-HMO Participants

Asthenumber of adultswith disabilitieseligiblefor Medicareincreases, the use of thisuntapped resourcefor
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funding creates new funding optionsfor individua s seeking augmentative communi cation devices. Wehopeyoufind
thispublication useful inyour continuing effortsto fund technology for thosewho needit.

Funding of Assistive Technology:
Sate Vocational Rehabilitation Agencies and Their Obligation to Maximize Employment

Thispublication coversimportant topicsof critica importancetoindividuaswith disabilitieswho areentering the
workforceincluding studentstransitioning from school, assi stivetechnol ogy for the college student, and theavailability
of assstivetechnol ogy.

If youwould likeapaper copy of any of these booklets, contact United Cerebral Palsy, 1660 L Street, NW, Suite
700, Washington, DC 20036-5602. Phone: (800) USA-5-UCPor (202) 776-0406; TTY: (202) 973-7197; Fax:
(202) 776-0414; E-mail: ucpnatl @ucpa.org; or visit thewebsite at <www.ucpa.org>.

The SURE Project
By Jean Robinson, Family Support Specialist, TSBVI, VI Outreach

| recently received someinformation from Partners Resource Network outlining anew project that hasjust been
funded andiscalled The SURE Project. Themission of the SURE (Seeking Unlimited Recreationa Experiences)
Projectistoimprovethequdlity of lifefor children and adultswith disabilitiesthrough recreation and socid activities.
Theproject’ sgodsinclude:

1. Build Partners Ranch, a26 acre camp/retreat center near Evadale, TX. Thecamp will be 100 % accessible
to peoplewith disabilities.

2. Integration of peoplewith disabilitiesinto current programsthrough community education and awareness.

3. Cresaterecreation and socid activitiesfor children and adultswith disabilities.

4. Becomefinanciadly stablethrough community support and fundraising.

5. Have somefun and games.

The SURE project will be sponsoring eventsand activitiesyear round. One of themain areas of focusisoutdoor
activities, e.g., nature hikes, ball games, camp-outs, and picnics. Theproject will enlist the help of various service
organizationsaswdl| asindividualswhowouldliketovolunteer their time. Eventsand activitiestakeplaceprimarily in
Angelina, Chambers, Hardin, Jasper, Jefferson, Liberty, Montgomery, Nacogdoches, Newton, Orange, Polk, Sabine,
SanAugustine, San Jacinto, Tyler, and Walker Counties.

Contact SURE Project at (409) 898-4684 for an up-to-date schedul e of new activities. Thisprojectisfunded by
afedera grant through the US Department of Education.

For moreinformation contact: Partners Resource Network, Inc. - The SURE Project, 1090 Longfellow, Suite B,
Beaumont, TX 77706-4819; phone(409) 898-4684 or (800) 866-4726; or vidt thar websteat <http:/Aww.partnerstx.org>.

<www.puzzlemaker.com>

Teachersand parents, welcometo Puzzlemaker! On thiswebsiteyou can create puzzlesand games
for your newdetters, flyers, handouts, or classroom assignments.
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CLASSIFIED

Mail or e-mail your new classifiedsto Jm Durkd at:
TSBVI Outreach, 1100 West 45th S., Austin, TX 78756, or durkel_j@tsb1.tsbvi.edu.
An up-to-date Statewide Staff Devel opment Calendar isposted on TSBV I swebsite at <www.tsbvi.edu>.

Through Your Child’sEyes

Have you ever wondered how your child “ sees’ the
world? Haveyou ever considered what aworld with
littleor no sight might belike? If these questionsseem
important to you, then Through Your Child’sEyeswas
designed withyouinmind. At thisworkshopyou will
havethe opportunity to:

* meet other parentsof childrenwith visua impair-
mentsand deafblindness

* learn how the eyeworksand how your child’s
visua impairmentimpactshisvison

* paticipateinactivitiesthat smulatevisua impair-
ments

* |earn about the resources availableto you and
your child

* learn about advocating for quality programming
for your child

* meet adultswho havevisua impairments

Target audience: Parentsof young or recently diag-
nosed childrenwith visua impairments, including mul-
tipleimpairments. Thisworkshop hasbeen scheduled
inthefollowinglocations:

CorpusChristi: January 8- 9, 2000
Contact: JoyceWest at ESC 2
(361) 561-8524

Waco: February 25- 27,2000
Contact: TinaHerzbergat ESC 12
(254) 666-0707
or
MollieO' Leary at TCB
(254) 753-1552

Ft.Worth: April 28 - 30, 2000
Contact: Judy Hamiltonat TCB
(817) 926-4646

International Parent to Parent
Conference 2000:
" Pioneering Spirit -
Blazing New Trails"

May 5 - 7, 2000

Reno Hilton Casino and Resort
in Reno, Nevada

Nevadawill bethehost for the 10th biennial Interna-
tional Parent-to-Parent Conference, oneof thelargest
conferencesof parentsand familiesintheworld. 1t will
bring parents/familiesand professionalsfrom around
theworld together to share and learn from each other
about how best to support familiesand devel op best
practicesfor peoplewith disabilitiesaswetransition
intothe 21st Century.

Topicareasinclude:

* Family - professiond relationships& partnerships

* Innovative programsand strategies

» Community resourcesand collaboration

* Leadership building for family members

* Strategiesfor addressing challengesof diversity
and culture

* Legal rightsand the system

* Fathers

* Technology

» Medicine

* Education

For moreinformation contact;
Cheryl Dinnell, (702) 784-4921, ext. 2352
or cdinndl @scs.unr.edu
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INSITE:

A HOME-BASED MODEL FOR
INFANTS, TODDLERS, & PRESCHOOLERS
WHO ARE SENSORY IMPAIRED
WITH OTHER DISABILITIES

Thetrainingisfor professionalswhowork
withfamiliesandtheir children
who aresensory impaired

Six-day trainingtobeheldin El Paso

NOVEMBER 18 & 19, 1999
DECEMBER 9 & 10, 1999
JANUARY 20 & 21, 2000

Six-day trainingto beheldin Austin
MAY 1- 6, 2000

Contact Gigi Newton, Texas Deaf-Blind Outreach
Texas School for theBlind and Visudly Impaired
1100 West 45th
Austin, TX 79756
(512) 206-9272
newton_g@tsbl.tsbvi.edu

The TSBVI Websiteat <www.tsbvi.edu>
isconstantly being updated. Check it out today
for new information about teaching children
with visuad and multipleimpairments.

Parents as Case Managers Seminar
February 26 - 27, 2000
Galveston, Texas

Thisseminar isfull of information for individualswith
disabilities, their families, educators, caregiversand
professionals. Someinformationisalso applicableto
theneedsof theelderly infirmed.

For registration information, contact NormaArcher at
(281) 807-4663 or (281) 315-8811. Theseminar in-
cludes a 400-page resource manual provided by a
grant from the Texas Planning Council on Develop-
mentd Disgbilities.

Topicsinclude: specia needstrust, qualifying for So-
cia Security Disability Incomeand SSI, guardianship,
Social Security Work Incentives, and more.
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REGIONAL WORKSHOPS

Region 1 Education Service Center
12/10/99 - Braille Srategies & Techniques
Location: McAllen- Doubletree Hotel

Registration Deadline: 11/29/99

Presenter: DebraSewell, TSBVI Outreach
Audience: VI Teachers

ESC Contact: Peter Gravesat (956) 383-5611

Braille strategies and techniqueswill be explored and
the new braille curriculum from Texas School for the
Blind and Visudly Impaired will beintroduced.

1/28/00 - Advanced M egaDots

Location: Region1ESC-AT Lab

Registration Deadline: 1/14/00

Presenters. LindaChromaster & Peter Graves
Audience: VI Teachers

ESC Contact: LindaChromaster at (956) 383-5611
Participants must be experienced with MegaDots soft-
ware. Trainingwill cover import/export of documents,
style sheets, find & replace, spell check, textbook for-
matting, rulesfiles, tabs& tables, useof clipboard, and
foreignlanguages.

2/15/00- Advanced Abacus

Location: Region1ESC

Registration Deadline: 2/01/00

Presenter: DebraSewdl, TSBVI Outreach
Audience: VI Teachers

ESC Contact: Peter Gravesat (956) 383-5611
Advanced strategies and techniqueswill beintroduced
for theingtruction of abacusskillsto VI students.

2/22 - 24/00 - Integratingthe TEK'S

Location: Region 1 ESC - Starr Room

Presenters. Region 1 ESC Staff

Audience: Elementary Teachers

ESC Contact: Harold Mosher at (956) 383-5611
Two-day workshop, with a third day follow up
insarviceto ass s teachersindeve opinginterdisciplinary,
thematiclessonsto meet TEK S Student Expectations.

SM3IIN ¥ SMAN



NEWS & VIEWS

2/29-3/2/00- Integratingthe TEK'S

Location: Wed aco- VictoriaPadmsConvention Center
Presenters. Region 1 ESC Staff

Audience: Elementary Teachers

ESC Contact: Harold Mosher at (956) 383-5611
Two-day workshop, with athird day follow upinservice
toass gt teachersin deve oping interdisciplinary, themétic
lessonsto meet TEK S Student Expectations.

Region 2 Education Service Center
1/17/00- LIFE - TheSyracuseCurriculumfor Stu-
dentswith M oder ate/Sever e Disabilities
Location: Region2 ESC

Presenters. Debbie Bravenec and Susan Matthews
Audience: Teachersof studentswith

moderate or severedisabilities

ESC Contact: DebbieBravenecat (361) 561-8525
Participantswill learn strategiesfor evaluating & revis-
ing | EPs; practicewriting functional, measurable | EP
gods, becomefamiliar withthebas csof effectiveroom
arrangement; learn strategiesfor planning and imple-
menting activity-based lessons; review skill sequences
for teaching functional academics, and explorepossible
ass gtivetechnology solutions.

Region 3 Education Service Center
11/12/99 - Toilet Training for Sudentswith
Autism and other Disabilities

Location: Region3ESC

Presenter: MariaBird Wheeler

Audience: Educatorsand Parents

ESC Contact: Mary Scott at (361) 573-0731
Mariabringsusan excellent guide through the special
difficulties encountered whentoilet training anindi-
vidual with autism. Her book bringsover 200 toilet
training tips, 50 case examples from which you can
learn, and 40" cautions’.

Registration Fee: $20 (coversthe price of the book)

11/19/99 - Itinerant Vision Teacher Meeting
Location: Region3ESC

Presenter: Brian Jones

Audience: Vison Teachers

ESC 3 Contact: BrianJonesat (361) 573-0731
Inthismeeting visonteacherswill havean opportunity to
shareideasabout working with sudentswho havevisud
imparments. Thediscussonwill includeissuesrdaedto
ECI and degfblindness.
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11/17/99 - The Nuts & Bolts

of Trangition Planning

Location: Region3ESC

Presenter: Nancy Hunter, Transition Spec., ESC 20
Audience: VACs, Transition Specialistsand Second-
ary Diagnogticiansfor studentsgrades7 - 12

ESC Contact: Sandi Baecker at (361) 573-0731

A discussion of important issuesin transition planning
for VAC'sand Trangtion Specidists. Topicswill focus
onthedevelopment of the I TP, federal legal issuesin-
volving transition, transition indicatorson the DEC,
coursescredits, and TEKS.

Region 4 Education Service Center

12/2 - 3/99 - "Where Do | Begin?": A Problem-
Solving Approach to Addressthe Needs of Chil-
drenwith Autism Spectrum Disorder (ASD)
Location: Region4 ESC

Presenter: Denise Sawan Caruso, CCC-SLP
Audience: SLPs, Educationa Diagnosticians, School
Psychologistsand Teachersof all levels

ESC Contact: Elaine Bergman at (713) 744-6597
Areyou constantly seeking problem-solving strategies
for children with autism spectrum disorders? Thistwo-
day workshop will discussthe ASD/PDD spectrum
andthevariability of needsfor thispopulaion of children.
Registration Fee: $50, Non-Region 4 Fee: $75

12/7/99 - Administrative I ssues. Supports& Ser-
vicesfor Studentswith Complex Health CareNeeds
Location: Region4 ESC

Presenter: Janet LittleHorton

Audience: Campusand District Administrators, Su-
pervisors and Coordinators, K - 12 Educators and
School Nurses

ESC Contact: Susan Parker at (713) 744-6398
Registration Fee: $20, Non-Region 4 Fee: $30

12/8-9/99 - Consider The Possibilities:

Every Move Counts

Location: Region4 ESC

Presenter: JaneKorsten, CCC-SLP,

Independent Consultant, Overland Park, KS
Audience: Staff workingwith studentsusing assistive
technology, SL Ps, Educational Diagnosticiansand re-
lated service staff

ESC Contact: AngelaStandridgeat (713) 744-6831
Registration Fee: $50, Non-Region 4 Fee: $75



Region 7 Education Service Center
12/10/99 - Adaptive Technology Made Simple
Location: Region 7 ESC - Building 1, Preview Center
Presenter: Don Patterson, Lufkin1SD

Audience: VI & Classroom Teachers, Paraprofes-
sonasand Parents

ESC Contact: Susan Bassham at (903) 984-3071
Thisworkshop will includeadiscussion on Adaptive
Technology for VI students and how it can be made
simple. Participantswill install software and receive
hands-on instruction on basic keystrokes needed for
access ng the adaptivetechnol ogy.

Region 20 Education Service Center

1/20 - 21/00 - Assessment & Treatment

of Feeding Disorder sWor kshop

Location: Region 20 ESC - Conference Center
Presenter: Sandy Mader, M.A., CCC-SLP
Audience: Speech Pathologists, Teachers, Teacher
Assistants, Parentsand rel ated services personnel
ESC Contact: Britt Green at (210) 370-5431
Neuro-developmental treatment focusesoninhibiting
abnormal movement patternswhilefacilitating normal
movements. Thisprogram focuseson diagnosisand
treatment of oral motor problemsand swalowing dis-
orders associated with cerebral palsy. Participants
learn to facilitate more normal spoon feeding, cup
drinking, biting and chewing, and sl ection of gppropri-
atefoods, utensilsand positioning. Childrenwill be
present to demonstrate appropriate techniques.
Regigtration Fee: $25

1/25/00 - Assessment for Transition Planning
Location: Region 20 ESC - Conference Center
Presenter: JamesPatton, Ph.D., UT Adjunct Profes-
sor, Director of Development at Pro-Ed Corporation
Audience: Educational Diagnosticiansand licensed
gpecidigtsinschool psychology

ESC Contact: DeeDeelLewisat (210) 370-5478
Thisworkshop will present athorough review of the
theory and practiceof trangtion planning for individua
students. By using the Transition Planning Inventory
(TPI) it is possible to identify areas of transition
strengthsand needsin amanner whichiscomprehen-
sive and guidesfurther assessment, planning, and/or
linkageto services. Theprocessusesforma andinfor-
mal methods and includes as part of the assessment
team the student, the family, and school/community
professionals. Knowledge, skills, and behaviorsare

evauated in each of the eight planning areasincluding:
employment, further education/training, daily living, lei-
ureactivities, community participation, hedlth, salf-de-
termination, communication, and interpersonal rela-
tionships. Each participant will receiveacopy of Tran-
sition Planning Inventory: Assessing Transition
Needs, authored by the presenter.

Regigtration Fee: $25

1/31 - 2/1/00 - Seating & Access || - Those Stu-
dentsWho Grow Up!

Location: Region 20 ESC - Conference Center
Presenter: KarenKangas, OTR

Audience: Teachers, Occupational and Physical
Therapistsand Speech Pathol ogists

ESC Contact: Britt Green at (210) 370-5431

With students who are non-speaking, have physical
disahilities, requireaternative accessfor augmentative
communication, power mobility, and other assistive
technology therearefinally systemsat work. With ap-
propriate systems studentsgrow and change. Should
the system of seating, access, and technology berepli-
cated or changed? How can we make this compli-
cated transition work? Thisworkshop will explore
supporting the continued growth and changes of these
students and facing the complicated issuesinvolved.
Students will be used as part of the assessment pro-
cess. Pleasecal Britt Greenif you have astudent who
would benefit.

Workshop Fee: $25

Job Announcement

Spring Branch Independent School District
islooking for aVision Teacher

SBISD islooking for aVision Specialist who has at
least aBachelor’'sdegreein arelated field, previous
teaching experience, avalid Texasteaching certificate,
theability towork effectively with both adultsand chil -
dren, and the physical capacity to assist studentswith
physcd disabilities.

Inquiriesshould be madeto:

Personnel Department

Spring Branch ISD

955 Campbell Road

Houston, Texas 77024

Phone: (713) 464-1511; Fax: (713) 365-4879
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SEE/HEAR

published quarterly: February, May, August, and November

Contributionstothe newsletter are alwayswelcome.
Articlescan be mailed or e-mailed to section editorsat:

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

FAMILY - Jean Robinson (512) 206-9418; robinson_j@tsb1.tsbvi.edu
PROGRAMMING - Ann Rash (512) 206-9269; rash_a@tsbl.tsbvi.edu
and Gigi Newton (512) 206-9272; newton_g@tsh1.tsbvi.edu
SYNDROMES/CONDITIONS - Kate Moss (512) 206-92224; moss_k@tsb1.tsbvi.edu
NEWS & VIEWS - Jim Durkel (512) 206-9270; durkel j@tsb1.tsbvi.edu

Deadlinesfor articlesare:
December 1st for the Winter edition
March 1st for the Spring edition
June 1st for the Summer edition
September 1st for the Fall edition

Editor-in-Chief - Kate Moss (512) 206-9224; moss_k @tsb1.tsbvi.edu
Layout Editor - Craig Axelrod (512) 206-9435; axelrod_c@tsbl1.tsbvi.edu
Production Editor - Berta Green (512) 206-9314; green_b@tsb1.tsbvi.edu
TCB Editor - Edgenie Lindquist (512) 459-2579; edgeniel @tcb.state.tx.us

Theaudio version of SEE/HEAR isprovided by
Recording for the Blind and Dyslexic, Austin, TX.

SEE/HEAR isavailablein Spanish and English on TSBVI'swebsite at <www.tsbvi.edu>.
IFYOUNOLONGERWISH TORECEIVETHISNEWSLETTER, PLEASE CALL (512) 206-9103.

The Outreach Programs are funded in part by IDEA-B Discretionary, IDEA-B Formula, and IDEA-C Federal grants. Federal monies provide 73% of the total. Federal funds are
administered through the Texas Education Agency, Division of Special Education, to the Texas School for the Blind and Visually Impaired. Texas School for the Blind and Visually
Impaired does not discriminate on the basis of race, color, national origin, sex, religion, age or disability in employment or the provision of services.
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