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It’sironic how eventsoccur. For the past severa weeks| have been busy revising materiasfor the* Through Your
Child’'sEyes’ workshop. Thisworkshop was devel oped about ten yearsago by Dr. Dixie Mercer and Sue Currey,
who at that timeworked with V1 Outreach. It hasbeen agift to many Texasfamilies intheearly part of their journeys
toward understanding their child’sdisability. | had the priviledge of working with Dixie, Sue, and Sue' shusband, Jm
Currey, when thefocus of theworkshop was expanded to includefamilies of children with deafblindness. Although
othersof the Outreach team got involved in different aspects of theworkshop when Dixieleft Outreach and Suetook
adisability retirement, it wasalways Sue’ sand Dixi€'s creation. Suewas very proud of it.

Last week welearned that Sue had passed away. After yearsof overcoming illnessbrought on by diabetes, she
wasgone. Suewasone of themost courageous peoplel’ veever known, though | doubt shewould have described
herself that way. Shejust kept fighting back because sheloved her lifeand her husband. Shetaught me alot about
living with avisually impairment, but shetaught memore about life. We shared alove of children and adeep respect
for families. Shewasafriend. | wouldliketo dedicatethisedition of SEE/HEAR to her memory.
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Dreams, Plansand Sef-Deter mination
By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach,
with Edwin Carter, Teen, Dallas, TX and Rosie Yanez, Mentor, El Paso, TX

A seminar entitled ” Sdlf-Determination: Creating aPathtothe Future’ sponsored by theNational Technicd Asss-
tance Consortiumfor Children and Young Adultswho are Deaf-Blind (NTAC), took placein Columbus, Ohio on July
29—August 4, 2000. It washeldin conjunctionwith the 25" Anniversary Conference of the American Association of
the Deaf-Blind (AADB) . The conferencewas attended by approximately 350 peoplewho are deafblind, aswell as
650 interpreters, support service providers (SSPs), conferencefacilitators, presenters, and interested observers.

At the seminar, agroup of 21 deafblind teens/'young adults and young adult mentorsfrom 9 states expl ored such
guestionsas. What does self-determination mean to me? How have deafblind adults become sel f-determined about
their lives? How can | become more self-determined about my own life? What interests, dreamsand challengesdo |
sharewith other deafblind teensand young adults? What doesit meanto beamentor?

Severa three-person teams participated inthetraining. Eachteamincluded ateen/young adult, mentor and state
deafblind project representative. Edwin Carter (teen/young adult) from Dallas, Rosie Yanez (mentor) from El Paso
and | represented Texas. Teamsthat were selected agreed to attend the seminar, devel op an Action Plan to support
theteen/young adult in becoming more self-determined, then maintain contact for ayear and participatein follow-up
activitiesusng e-mail and/or theInternet.

WHAT ISSELF-DETERMINATION?

BrianAbery, fromthe University of Minnesota, defined salf-determination to thegroup as“ Living theway | want to
liveinstead of how othersexpect metolive,” and* Taking theamount of control over your lifeyouwant, intheareas
youwant to control.” Thereare many short term and long term decisionsthat people maketo control their lives. Most
peopledon’t want to bein total control of every part of their lives, but may want to share control with family, friends,
and others. Letting someoneel setakecontrol of certainthings, however, might mean accepting respong bility for other
things. Giving up control may aso requirecompromise. For example, letting someone el se cook themea smight mean
you haveto do thedishesor take out the garbage, and you may also haveto eat foodsthat are not your favorites.

Having control over decisionsfeelsgood, but may a so be scary sometimes becauseit means accepting responsi-
bility for decisionsthat might not turn out well. 1t can befrustrating and depressing, though, for other peopleto make
all thedecisions, evenwiththe best intentions. Everyone needs opportunitiesto make decisionsfor themselves, even
if that might mean making mistakes.

Craig: What are somethingsinyour lifethat you want to control ?

Edwin: | aready haveindependenceinthedorm, and | control management of my time. | want to have more
control about travelingin Austin and other places.

Rosie: | want to be assertive and not have to depend on other people. | must stand up for myself. | don’t want
tofail in college because of poor services. | can’t control what servicesare provided or offered, but | can advocatefor
what | think | need. | alsowant to have better control of my temper because my own attitudeswill influence how other
peoplerespondtome. | want to be an advocate for other peoplewith Usher Syndrome.

WHAT DO | NEED TOBECOME SELF-DETERMINED?
Maricar Marquez, from Helen Keller National Center (HKNC) in New York emphasized that, in order to be self-
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determined, it’'simportant to have the necessary skills, knowledge, attitudes/beliefsand supports. Susie Morgan, with
NTAC, noted that killsin areas such ascommunication, independent living, orientation and mobility, decis on making,
self-advocacy and self-regulation are essential. Knowledge of rightsand responsibilities, educational options, re-
sourcesand systems, and society (onalocal, nationa and global scale) are dsoimportant. A self-determined person’s
atitudesand bdiefsareindicated by apostive outlook onlife, salf-confidence, high salf-esteem, asense of determina-
tion, andinternal control. Supportscan originatein different places. For example, family membersand closefriends
might offer emotiona support. Communication support might comefrom support service providers(SSPs), interpret-
ersor interveners. Accessto technology and enhanced phys ca accommodations might providethe necessary educa
tional support. Peoplewho want to become self-determined about something must identify the skills, knowledge,
atitudes/beliefsand supportsthey already have, and thosethey need.

Following Maricar’s presentation, apanel of deafblind adultswasintroduced. Each adult gave abrief autobiogra-
phy to thegroup, thenindividual pane membersmet withtheteamsfrom different states. They talked about the skills,
knowledge, attitudes/beliefsand supportsthey have and thosethey are still developing or acquiring.

Craig: What skills, knowledge, attitudes/bdliefsor supportsdo you haveto be self-determined? What do you need?
Edwin: | needtolearnto stop waiting and do things now.

Rose | havetheskillsto speak up for what | believein, but | aso need to be around other deafblind peoplewho
understand and support me. At AADB peopleweren’t focusing on my Usher Syndrome or my vision and hearing
problems. | could bemyself. | need role modelswho are good sdlf-advocatesand mentors. That will dsohelpme
be agood mentor for Edwin.

HOW CANI PLAN FOR THE FUTURE?

Jerry Petroff and Cindy Ruetsch, from the New Jersey Technical Assistance Project, guided teensinthe group
through a step-by-step processthat included dreaming about “What | canbe,” to determine which parts of those
dreamsarerealistic and figure out how to reach them. When dreaming about thefutureit’ simportant to think big.
Without dreamsapersonisn’t motivated to move ahead and may not know inwhich directiontomove. Visonsmove
peoplecloser to their dreams, withinatimeframeof fivetotenyears. To help clarify avision someonecansay, “In
order to reach my dream, | must/should/can...,” then ask, “Ismy vision positive? Ismy vision possible?’ If both
guestionscan beanswered “ Yes,” the next stepistoidentify threegoalsrelated tothevison. Thesegoasaresmaler
piecesof thevision that can be accomplished withinayear. It'salso important to know what people and supportsor
resourcesare necessary or can be hel pful incompleting thosegoas. Three* next steps’ related to each goal arethen
selected to be achieved in one or two months.

After Jerry and Cindy’ sexplanation of astepin the planning process, each three-person team met to hel p itsteen
develop that step. By day’send, theteensall had Action Plans of goals and specific stepsto complete within the
coming year that will helpthem movetoward their individua dreamsand visions.

Craig: Whatisoneof your dreamsand your visonto reachit? What goalsand “ next steps’ will you accomplish
to movecloser toward that vision and dream?

Edwin: | want to ownmy owntechnical or computer business, but first I’ [| need to attend atechnical college. |
graduatefrom TSD (Texas School for the Deaf) next May and plan to start collegethefollowing fal. I'mgetting Bsin
my high school classesnow, and I’ ve aready received application information from two colleges.

Rose: | want to share my experience and be ateacher with deafblind children. | can makeabigdifference. I'm
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going to college now for my degree. Inthenext year | want toimprovetheinterpreter program at my community
collegefor mysalf and for other studentswho aredeafblind. I’ll need toidentify theissuesfirst, and then start looking
for solutions.

WHAT ISAMENTOR?

Mentorsare essential membersof thethree-personteams. All of the mentorsat the seminar participated in addi-
tional training, to learn what being amentor means and to discuss waysthat mentors can hel p teens/young adults
achievetheir dreams.

Mentorsdraw fromtheir own experienceand shareit with otherswho find themsalvesin smilar stuations. Mentors
give empathy, support and understanding. Mentorsaretrustworthy advisorswho do not judge othersasright or
wrong, but remain open to different perspectives and beliefs. Mentors may not be able to solve other people’s
problems, but they are good listenerswho offer suggestionsand ideas. Mentorsalso hel p othersbecome good sdlf-
advocateswho are knowledgeabl e about issuesand their rights.

Craig: Rosie, what doesbeing amentor meantoyou?

Rose: | want to besomeone Edwincanlook uptolikeabig sster... to answer questions, giveadviceand helphim
feel good about himself. We can help each other.

Craig: How will you help Edwin continueto make progresstoward hisdreams?
Rosie: Not to bug him, but to keep in touch and becomeavaluable personinhislife.
Craig: Edwin, inwhat waysisRos eagood mentor?

Edwin: Her experiencewill helpmealot asl plan my future. Wework asateam.

Rosie: | remember my first experience
with adeafblind adult. A longtimeago Kim
Powerscameto El Paso. My Momwasdriv-
ingKimtotheairport and sgningin her hand.
Kimwas so happy. | wassitting in the back
seat watching and thought if she can be happy,
socanl. You can be happy or sad, but happi-
nessispossible.

COMMUNITIES& CONNECTIONS

While seminar participantsattended daily
training sessions about self-determination,
time was also set aside for tours and other
more informal get-togethers. These occa-
sionsprovided opportunitiesto become bet-
ter acquainted with each other, aswell asto
meet, work, and relax with deafblind adults.
Thedeafblind adultsattending thisconference
wereimpressiverolemodelsfor living self-
determined lives.



By theend of their week together, teensand mentors had devel oped and strengthened rel ati onshipsamong them-
selvesand redized that they aremembersof alarger deafblind community. While planning getsunderway for the next
national AADB Conferencein 2003, discussion hasalso begun about creating an affiliated organi zation of and for
deafblind teens'young adults. Participantsof thisyear’s seminar on self-determination may becomethe nucleusof a
planning committee for ateen/young adult component at the 2003 Conference.

Craig: What did you enjoy most about the Conference?

Edwin: | met many interesting deafblind adults.

Rose | enjoyed meeting other deafblind teensand mentorsand sharing experienceswith them.
Craig: Will you continueyour involvement with other participantsfrom the Seminar?

Edwin: I’'mdoing alotinschool (homework, football, work, etc.), but | want to stay involved.
Rose: Yes. | aready got e-mail fromAndriain Oregon and Theresain Cdifornia.

Craig: What canwedo to organize deafblind teens/young adultsin Texas?

Edwin: Start asupport groupin Texasfor teensand young adults. JoinAADB.

Rosie: Keepintouch. Find placeswhereteenscan use computers. Get an eCirclegoing. Raise money every
year for afuntrip together.

AsaparticipantinNTAC's" Sdlf-Determination” Seminar and asafirst time attendee of anAADB Conference, |
was profoundly impressed by thehighlevel of energy, commitment, mutual support, optimism and information offered
by everyonethere. | strongly encourage deafblind teens and young adultsin Texasto meet each other at alocal,
regiond, and statelevel. They should also consider becoming involved with anationa organization suchasAADB.

Editor’'snote: If you areinterested in self-determination for deafblind teens and young adults, contact Rosie
at roseyanez@hotmail.com, or Edwin at TheBull 16@juno.com. Edwin and Rosie will be speaking about self-
determination at the statewide Deafblind Symposiumin Dallas, February 16-17, 2001. Mark your calendars.

Ten Reasonsto I ntroduceBlind RoleM odelsto Families
By Jean Robinson, Family Support Specialist, TSBVI, VI Outreach

During my ten or so yearsof working with families| havefound that children cannot effectively make progressin
isolation; they comewith parents. Parents can beateacher’sor administrator’sbest advocate or worst nightmare.
Either way they cannot and should not beignored. Often | have heard commentsabout parentslikethese: “They
dwayswantmore.” “They arenever satisfied.” “They dwayscomplain.” “They don't‘getit.” “They don't seethebig
picture.” Toomany timesl feel parentsare patronized when they expresstheir concernsor ask questions.

Professionasinthesmal field of visionimpairmentsareimmersed in theworld of blindness. They tendto forget
sometimesthat parentsdon’t know the basics. Most parentshavelittle, if any, experiencewith blindness. Oftenthey
aretoo scared to think about their child becoming an adult. But these parentsarejust likeus. Weall need dreams,
even unrealistic ones, to motivate and challengeuseach day. I’msurel am not the only parent whotold her children
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they could berocket scientists. | have aso been knownto buy alottery ticket or two, even though the odds of winning
areridiculous. Parentsof achildwith adisability become short-circuited when they cannot nurturedreamsin their own
lives, dreamsthat includethelivesof their children.

A practical, informative way to help parents build dreamsfor their child’ sfutureisto connect them with blind
mentorsor rolemodels. Our last“ FutureHorizons Family Gathering” gave over seventy parentsan opportunity to ask
basi c questionsabout living with avisua impairment. 1t aso helped themto begin tolook into thefuture of their child
with joy and expectation instead of fear. The mentorswere solicited from Texas Commission for the Blind casework-
ersand counsdors, vision teachers, and a so from consumer groups (National Federation of the Blind Texas, American
Council of the Blind Texas, Texas Federation of the Blind). The mentorsvariedin ages (14 yearsand older) and
background. Studentswith visual impairments, alongwith their siblings, were ableto spend individua timewitha
variety of mentors. 1n somecases, it wasthefirst timethey ever meet another person with avisua impairment. That
alonewasapowerful experience.

The parentsal so spent both informal and structured timetalking with mentors. Two mentors sat at each of five
tableswhilethe parentsrotated to each tableto discussavariety of topicsrelated to living with blindnessand visual
imparments. Topicsof discussonincluded daily living skills, educationd experiences, employment issues, socid kills,
aswdll asorientation and mobility skillsand trangportation issues. Thementorswere asked to sharetheir experiences,
both good and bad. Of coursethesetopicsoverlapped some, but they gave afocusand starting placeto the discus-
sons. Parentsspent fifteen minutesat each tablelearning how anindividual liveshisor her lifewith blindnessor visual
impairments. Although the group wastoo largeto sharealot of informationin such alimited time, parentshad the
chanceto meet dl thementorsand hear avariety of experiences. Thefamiliesmadeaninitial connectionwith mentors
and can keep intouch asthey need tointhefuture. Thisactivity wasagreat success.

Sowhat aretheten reasonsto introduce blind mentors or rolemodel sto families? Thereasonsareevidentinthe
families comments;

1. “I learned that children should still be children and betreated asnorma aspossible.”

2. “My outlook hasbecome more positive after listening to and speaking with thementors. I’ d previoudy
thought assisted living would bethe only option for my son, and | realize now theonly futurethat iscom-
pletely closed to himistheonehedoesn’t try.”

3. “l wasvery muchinspired by thementorsand by seeing the successof other sudentswith visua imparments.”

4. “1 redized that therereally arenolimits. It samatter of getting my child the exposure he needsto beableto
havemany options.”

5. “1 enjoyed talking with the teens about social situationsand independence. They calmed my fearsabout
socia interaction. | asolearned agreat deal about thevalueof incidental learning.”

6. “Thebest part of theweekend was being ableto talk to other peoplewho are having similar problemsand
find out how they arehandling them.”

7. I learned that kidswith visua impairments can be successful... college graduates and businessowners.”
8. “Now | believemy child can be anything shewants, and more.”

9. “Thebest part was meeting other parentsand mentors and gaining support and information.”

Do thesecomments surpriseyou? They arethefeelingsthat most parentswant to have about their children with
visua impairments. These parentsdo “getit” now. They heardreal storiesfrom real peopleliving every day with
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blindness and visual impairments. Thewholeweekend was an uplifting experiencefor everyone. The mentors
enjoyed meeting thefamiliesand sharing their storiesasmuch asthe familiesenjoyed listening and questioning.

By theway, | didn’t forget the tenth reason.

10. Parent trainingisincluded inthelaw (See I DEA 300.24(b)(7)). Related servicesnot only includethings
like orientation and mobility, physica therapy, occupational therapy and thelike, but may adsoinclude
recreational opportunitiesand parent training. State specia education fundsmay be used for training of
parents (300.382())).

Obvioudly, thereare morethan ten reasonsto introduce familiesto blind mentorsor role models. Many of you
could add several morereasonsto thislist. Thoseof youwho haveregional family events please spread theword
about the mutual benefitsof involving mentors. Enlist afamily member to write about their experience and takethe
opportunity to brag inthisnewsdletter. Thesefamily/mentor eventsareworth doing. They promote partnerships
between parents, professionas, and blind and visualy impaired leadersin thecommunity. They also givestudentsa
chanceto understand the need for and to devel op and practicelifel ong skillsthat |ead to independence.

Victoria'sEyes
By Rene Gonzalez, Father, Kyle, Texas

On December 17,1997, VictoriaL oreen Gonzalez wasborn at 8:00 am. Shewasabeautiful baby full of life.
During Victoria sfirst year she had spent aweek in the hospital dueto aurinary tract infection. Shealso had regular
well-checksand viststo thedoctor for immunization and sick vigits. For usit wastwel vemonthsof happinessand total
delight inour daughter.

When sheturned fifteen monthsold, she had asel zure caused by high fever. Threedifferent baby doctors checked
her. All of thedoctors agreed that asimplerash had caused her temperatureto rise quickly. Each doctor checked her
eyesand other partsof her body for any abnormalities and assured ustherewere none.

Timepassed and Victoriawas having thetypical experiencesof achild. We could see her strength and courage as
sheattempted towalk. Very soon shewasgetting into every part of our home. She played with others, and sheenjoyed
theoutdoors.

At about 20 monthswetook Victoriato the doctor for awellnesscheck. At that timewe complained about her
deeping problems. Shehad begun to havedeegping problemsand would cry. Wewould try to comfort her andrelieve
her distress, but nothing helped. Her pediatrician suggested her problemswith deeping weredueto bad dreamsor gas.

Not long after that visit | spotted astrange metal-likereflectionin her left eye. | asked othersin our family if they
saw thesamecloud. Immediately | felt aneed to cover her right eye. Sherefused to alow theright eyeto be covered.
| tried poking her |eft eyeto observe her reaction. Her left eye stayed open asif shedid not have any fear of being
touched. Immediately we scheduled an appointment with the doctor.

Aswewaited inthedoctor’soffice, Victoriaplayed and enjoyed hersdlf. Thistimethedoctor thoroughly checked
her eyes; sheturned off thelight and closed the mini-blinds. | told the doctor that an object wasonly visiblewhen
Victoria seyeswerelooking upward. Thedoctor started the procedure, thenimmediately rosefrom her seat and | eft
theroom. Wewereleft alone, and avery cold silencefell around usaswe stared into her preciouslittleface.
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Thedoctor returned with instructionsfor usto goto an ophthamologist. It was5:45 p.m. onaFriday, and wewere
inthesouth part of Austin. Dr. Busse, the ophthal mologist wewerereferred to, had hisoffice on the other sdeof town,
about 45 minutesaway in the heavy Friday rush-hour traffic. Beforeweleft our pediatrician, wewereonly ableto
gather that she saw agrowthinVictoria seye. Wefound out later that in her many yearsof practice, she had never
diagnosed achild with thistypeof growth.

That drivefrom her officeto Dr. Busse' sbegan ajourney of pain and suffering for both Victoriaand us. Theday
seemed to go into akind of slow motion. We sensed that adeep fissure had been openedinour life. Thepossibilities
of what the doctor meant by “agrowth” ranonaloopinour minds. Theworst fear parentscan have, that of something
harming their child, wasbecoming aredlity for us.

Onceweentered Dr. Busse'soffice, heimmediately dilated Victoria seyesthreetimes. Victoriawasbeginning to
show animpatiencefor al thisnew testing on her eyes. Suddenly weboth noticed alargewhiteglobeinVictoria sleft
eyeand smdler globesin her right eye. Dr. Busse stood up and |eft theroomin haste. Hereturned with ahandout and
abox of tissue. He sat down and gave usthetissue box. Hetold usVictoriahas cancer in both of her eyes, and we
must work fast to save her.

Wewerethrown once againinto that loop of emotions, struggling with fear and sadness. At first | held strong trying
to support my wifewho at that moment wasintotal distress. Then | soonjoined her in my own fear and sadness.
Victoriawas beginning to worry, and she became saddened by our reactions. We held her tight. Wewere so unsure
what her futurewould be. Wewerefaced with ahuge decision to make and no timeto ponder the options.

Dr. Bussegaveusthebasics. Thecancer Victoriahadiscalled retinoblastoma. Hetold usthat thisform of cancer
isvery rare, very aggressive, and can belifethreatening. He stated that the hospitalsin Houston werevery experienced
intreating thisform of cancer and that we must decidewhether or not to begin treatment immediately. Healso gaveus
asecond option and that wasto begintheearly test herein Austin. Thedecisonwasdifficult for us. Wehad to decide
what wasthe best treatment for Victoria. We decided to stay in Austin because we had family and friendsherewhile
in Houston we knew no one. Dr. Busse made the arrangementswith the children’shospital, and momentslater we
wereon theroad again heading into the unknown.

Aswetraveled to the hospital with tearsrolling down our faces, | felt like stopping the car, getting out, and
screaming. | wanted to shout until everyone could hear, “My beautiful 22-month-old baby hascancer!” | knew,
staring at the other carsasthey passed by, that the peopleinside them had problemsand troubles of their own. Still |
felt that no child should haveto endure such pain and suffering, especialy not my beautiful daughter. How could my
young baby girl have such adestructive disease?

Now we entered the hospital, aplace that would soon become our second home. We passed by the chapel, and
we also passed by several other cancer patients. Thefirst procedurethey did on Victoriarequired an IV-lineto be
inserted into my baby’slittleveins. Victoria sblood had to be drawn continuously to monitor her red blood cell count.
It took both of her parents, three nurses and asupport board to hold Victoriadown. Asl held Victoria'shead | stared
into her lifdlessleft eye, and | could seethewhitegrowthinthere. My tearswerenow mixing withVictorids. Her pleas
for help went unanswered, for we knew thiswasonly the beginning.

It wasnow 11:00 p.m. Friday evening, and Victoriawas being prepped for aseriesof X-rays. Onceagain shehad
to be held down by asupport board underneath ahuge X-ray machine. | could not imaginewhat Victoriafelt, but as
shepleaded for help, I knew shewas asking why, and what had she donewrong? This procedurelasted an hour and
then wewere on another ride, thistimeto another hospital for an MRI. The MRI wasrequired to make surethe cancer
had not spread to therest of her body.



Theonly break Victoriahad wasthat shewas put under becausethetest required completestiliness. Theloud beat
of themachinedid not help the cold silence. By 3:00 am. wewere heading back to thefirst hospital. It seemed that
the darkness of the night was no match to the darknessthat had fallen on Victoriaand on us.

Thenext day began at 6:00 a.m. with more blood work and an early visit from Dr. Busse. Hegave ussomegood
news. Thecancer wasmainly engulfed withintheeyebdls. Thereforecompleteremova of theeyewould prevent any
growth of cancer into thebrain. Dr. Busseinformed usthat hewasnot aspecialist in retinoblastoma, but that he had
enlisted the servicesof another Austin doctor, Dr. Harper, who deal swith thistype of cancer.. Then Dr. Shoreentered,
who specidizesintheremoval of eyesand optic nerves, and implants. Hewasvery professiona and answered every
guestion we had about the dangers of removing theeye. Hedoubted it was possibleto save her eyesight.

By 8:00 am. both doctorshad given ustheir opinion. Thenthe geneticist visited and questioned usabout our family
history. Thisinformation would help determineif the disease was genetic or just an unfortunatetwist of fate. The
genetictestingisaso required for tracking thedisease and to dert usto the possibility of cancer developinginour other
child or within our families. Conclusiveresultsfrom thistesting would take severa months. Beforethe next doctor
entered, we were completely exhausted, emotionally drained, and hopeless. Our daughter who had only seena
fraction of theworld wasnow on the edge of being in completedarkness. Thereisnoway | can describe our states of
mind at thismoment. We both so desperately felt we needed help.

Inasensethe next two doctors could be called miracleworkers. Dr. Harper isaretinaspeciaist, and Dr. Lockhart
isanoncologist. Dr. Harper looked in Victoria' seyes and studied them asbest he could. Hesaid that theleft eye
would haveto beremoved becauseit wasfull of tumor, and Victoriahad no visioninthat eye. 1t would be safer to
removethe eye and eliminate the possibility of metastasis. Dr. Harper then went on to explain that he could save
Victoria'svisoninher right eye. Hesaid it with such confidencethat wewereat hismercy. Let metell you, because
of Dr. Harper’s confidence, someof the sorrow and heartachewaslifted from our hearts. (Thank you Dr. Harper.)

Dr. Harper and Dr. Lockhart, armed with their research, told usthey believed anine-week seriesof chemotherapy
would help dow the cancer down. That therapy, combined with using alaser and freezing, might let Dr. Harper save
theright eye. They agreed that theleft eye had to beremoved immediately.

It was now noon and we were back on aroller coaster of emotions, trying to make the best decision for our
daughter. Weknew theoptions. If shekept theleft eyetherewasastronger possibility the cancer would spread.
Keeping theright eyealso added to that risk. Still thewholeideaof placing Victoriain completedarknessinjust two
dayswastoo muchto bear. Ontheother handlosing her atogether was our worst nightmare. After 48 hourswithout
deep, our bodieswere showing thestrain. Duringthenight | entered into the chapel and prayed for theforgivenessof
our sinsand a so for guidance and strength.

Oncethey did the eye exam under anesthesia, Dr. Shore and Dr. Harper concluded that thetumor wasso biginthe
left eyethat it had enlarged theeye. That meant that theremoval of theeyewould cause severepain, and along healing
processwould be necessary beforethey could begin chemotherapy. That a so meant thetumorsontheright eyecould
continueto grow.

At5:00 p.m. Monday evening Dr. Harper called uswith anew twist. He had been doing alot of research about
new aggressive treatmentsfor retinoblastomaand had called doctors all around the world to find out what new
techniquesthey were using onthistype of cancer. Hehad found another optionfor us. We could removetheeyenow
and wait for the chemotherapy or start chemotherapy now and removal theeyelater. Hefelt that the best chancefor
Victoriawas to start chemotherapy immediately and try to keep some of her sight. He went on to explain that
chemotherapy would bethe only way to slow the growth of the tumorson theright eye and would a so shrink the
inflamed tumor on her left eye. By 7:00 p.m. Monday, Victoria sfirst wave of chemotherapy began, and by 9:00am.
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Tuesday her first seriesof laser work had also begun. After aweek of blood draws, X-rays, MRI scansand surgery
to attach aportocatheter to Victoria s chest, wewent home.

By the end of October the physical demands of the chemotherapy were showingtheir effectson Victoria. Shehad
lost agood portion of her straight light-brown hair. She had also lost five pounds. Two morelaser and freezing
treatments had been conducted. Alsothefirst wave of chemotherapy had ended. She had no appetite, and shewas
very weak. Her immune system had caused her to continuously have acold and anever-ending rash.

Financidly wewere having ahard time, sowe had to removeboth childrenfrom day care. Luckily, my wife Judith’s
parentsnever left our side. If not for them our jobs, our faith, and our hope would have been washed away.

November brought in the second wave of chemotherapy and another series of work on Victoria's eyes. By
Thanksgiving her health had weakened moreand dl of her hair had fallen out. Shenow had adight case of pneumonia
and aherpes-likerash. Since shewasreceiving chemotherapy, therewasvery littleantibioticswould doto help. The
day before Thanksgiving thefever broke and therash had cleared dightly. Victoriawasrebounding. Beforeher last
chemotherapy treatment her blood count had lowered to near the danger point, so she now required ablood transfu-
sion. Her blood count had to improve before thefina round of chemotherapy could be administered. | thank those
peoplewho give blood to help her because the changewasimmediate.

By theend of the chemotherapy treatment she had gained wei ght and was back to enjoying just beingachild. The
rash and cold werestill present, however, and again she experienced another fever seizure. Thelostlook inVictoria's
eyesand thelack of strengthin her body frightened usinto believing that shewould truly belost.

Yet eventually she stood up, and then therewas no stopping her. Shewould celebrate her 2-year-old birthday, a
day wethought would never becelebrated. Withthehelp of family and friends, sheonceagainwouldfed norma. Her
life could be more than doctorsand nurses. Soon shewould also experience theending of acentury and the beginning
of anew millennium.

The beginning of the year came along with the day we had dreaded. Victoria sleft eyewould beremoved on
January 11, 2000. After four hours of surgery, wewaited two more hoursfor her to open her only remaining eye.
When sheawoke shewasonly troubled by the stitchesthat held her | eft eye shut. Otherwise, shewent through surgery
with alot of courage. Severa weekslater the stitcheswere removed and the prosthesiswasinserted.

Every three weeksfrom October 1999 through October 2000, Dr. Harper has been working on Victoria seye.
Victoria shedthisstill weak. Sheoften getscoldsand rashes, but she playslikeany other child. By October 2, 2000,
after ayear of lowsand highs, our journey hasled usto astraightway. Thethreetumorson her eyeareinremissonand
areno longer growing. Although thisdoesnot end her torture, it doesgive strong support to her future.

Thisstory | havewritten began with strong and powerful emotions. It hasbeen very hard for metowriteabout it,
recalling all thethingswe have been through. Ittook meseveral days just to get down what happened that first day
when shewasdiagnosed. Astearsrandown my faceand onto thepage, it seemed that first day washappening again.
For you see, welost our first child six yearsprior to Victoria sdiagnosis. Ittook usthreeyearsbeforewe could think
about having another child. Likeamiracle, our first child wasborn six yearsinto our marriageand wenamed him Elijah
Jacob. When Victoriawasborn our family was complete. But when Victoria s cancer was diagnosed, al theold
emotionsof our first lost child returned. Theonly differencewasthat with Victoriawe had achancetofight for her life.
Luckily for us, Victoria swill and couragewould not let her giveinto thisdestructivedisease.

Thefind thing | cansay isthat Victoria slosswasour gain. Shelost her eye, but shegained love, hope, and faith
from strangers, friends, doctors, and nurses.
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Both my wifeand | would liketo encourage doctorsin Texasto regularly use specia screening proceduresto help
detect the presence of eye conditions such asretinoblastomaininfantsand toddlers. In Californiathereiscurrently
legidation being considered that would change eye-screening protocol sfor children under the age of two. Oneof the
main components of the new protocol isto dilatetheeyefor early examination, avery inexpensive procedure.

Retinoblastomaisachildhood cancer and accountsfor approximately 13% of all cancersininfants. Most children
are diagnosed before two and one-half years of age. When retinoblastoma affects both eyes, the average age of
diagnosisis12 months. Anabnorma screening will facilitatetimely referral to an appropriately licensed health care
provider and to an ophthamologist for treatment.

Early detection and referra of an aonorma red reflex pupillary screeningwould dlow early diagnosisof congenital
cataract or retinoblastomawhich, if recognized and treated as soon as possible after birth, could reducelong-term
disahility. Early diagnosisandintervention might al so reduce the number of visualy impaired citizens. It could aso cut
down onthe public’sexpendituresfor health care, special education, and related services. Spending alittle money
early inthelifeof ababy could save so muchintermsof dollars, but alsointhe pain and suffering of childrenand their
families. Weneed to makesurechildrenin Texashavethebest hedth carepossble. Thisprotocol couldsavesight andlives.

ThePatienceof Justin
By Cheri Scott, Parent and Family Specialist, Alaska Dual Sensory Impairment Services

My husband Allanand | are parentsof threekids. Heather Amy, whois27 and hasno apparent disabilities, Danidl,
whois22 with Attention Deficit Hyperactivity Disorder and Learning Disabilities, and Justin, whois 13 and has Fetal
Alcohol Syndrome, Cerebral Palsy, Menta Retardation, Dual Sensory Impairment, and Seizure Disorder.

Justin cameinto our lives asafoster baby when hewas 5 monthsold. He' d been born at 26 weeks gestation
weighing 21bs., 2 0z. and with ablood a cohol level over twicethelega limit for driving whileintoxicated. 1ttook him
four daysto“dry out” coldturkey. Hehad many complicationsduring his3 monthsinthe Neonatal Intensive Care Unit
(NICU) at Providenceincluding adetached right retina, damageto theleft retina, agrade 3 bleed that [eft him with
significant brain damage, respiratory and cardiac problemsand, at times, uncontrollable seizures. When hecameto
livewith usweweretold that hewould probably not bealong-term survivor. If by chancehedidlive, hewould be
amost completely blind, ableto seeonly light and dark contrast. Justin would need full-body support sncehe d never
beableto sit or stand by himself, and he would require round-the-clock care.

Therewasno huge miraclethat made him aperfectly devel oped typica boy. But for those of uslucky enoughto be
part of hislife, weknow that there have been countlesssmall miraclesbuilt out of the hard work, faith, and persever-
ance of many loving, dedicated peopleover thelast thirteenyears. Thegreatest credit goesto Justinfor hispatience,
sweet disposition and positive nature. Hewaitsfor therest of usto understand what needsto be done. He acceptsour
fumbling and mistakes aswe search for the best waysto help him reach hispotential.

Currently, Justinisin 8th gradein an intensive needs classroom with ai de-supported participationin regular educa
tion electiveclasses. Hewakswith forearm crutches, usessignlanguage, asmall amount of speech, and an éectronic
voice output deviceto communicate. Hereadsat alst-to-2nd-gradelevel and lovesbooks. Hewearshearing aids,
withthe addition of awirelessFM system when at school, and glassesto seeanything farther than four feet away. He
takes medication to keep his seizures under control and to reduce the spasticity in hislegs. Healsowearsplastic
orthotic braceson hisfeet and lower legsto help him walk and stand comfortably.

Last year wasbusier than usual for Justin. Hewas selected asthe Children’sMiracle Network (CMN) Champion
for Alaska. Herepresented Alaskan kids served by the Children’sHospital at Providenceat fund-raisersaround the
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Anchorage community throughout the spring. InJune, Justintook my husband, Allan, our other son, Dan, and meto
Washington D.C. and Disney World for the National CMN Telethon. Justin’sfavorite part of thewholetrip was
Disney World'sBlizzard Beach, where we spent the steamy hot day floating on inner tubes around and around the
perimeter of the park. Other highlightsincluded meeting Mickey Mouse, riding inalittlejet boat with hisbig brother,
andthedlectriclight paradein Fantasyland ( threetimes!).

Hadley School for the Blind selected oneof Justin’sorigind picturesfor their Chrissmascard thisyear, thefirst time
it hasused astudent’sartwork. The card isbeing sold to help the school raise money to fund the correspondence
programsit providesfreeof chargetoindividualswith visionimparment andtheir families. Willard Scott showed the
card on the Today Show, and according to thefolks at the school the demand for cardswas very good.

WE revery proud of our sonandall thegreat thingshe' sbeen abletodoin hislife—with alittlehep fromhisfriends.

Our family’ sexperiencewith Specia Education ServiceAgency’s(SESA) AlaskaDua Sensory Impairment Ser-
vicesbegan about two-and-one-half yearsago when our son’shearing losswas confirmed at ten yearsof age. After
yearsof incomplete hearing testsfrom audiol ogists untrained to work with children experiencing developmental and
physical disabilities, | took to heart thewords of the physician | work with, Dr. Brennan, and took Justinto experts.
Three separate testing days confirmed our worst fears. After yearsof attributing hislack of speech to hisother
disabilities(Cerebra Pasy from aseverebrain bleed at two weeks, following hisprematurebirth at 26 weeksgesta-
tion, and Fetal Alcohol Syndrome, Mental Retardation and Epilepsy), wewere devastated by thediagnosis.

| remember returning my son to hisschool and crying as| tried to sharethe audiologist’sreport. Aswetalked,
LauraMetcalf, Justin’sresource teacher, made the comment that hisvisual impairment may havebeenablessingin
disguise. Toinsure Justin could see our expressionswe had awaystried to stand close to him when speaking, using
sgnlanguage aswell, because hedidn’t seem to be picking up speech. Without the diagnosisof ahearingimpairment
wehad no signing support from theschool district. Eachyear, to the best of our own meager ability, wehad to educate
the new staff on communi cation techniquesto usewhenworking with him. We have been very lucky to have support-
iveteam memberswilling to follow our lead throughout most of Justin’sschool career.

Wewerevery latein receiving Justin’sdiagnosisof hearing impairment. No one can tell ushow long he hashad
difficulty hearing. Recent studiesnoting the high percentage of hearing and vision problemsin childrenwith FAS,
however, lead usto believe that he has probably been hearing impaired sincebirth. 1tisthought that thishigh percent-
ageof hearing and vision lossisrelated to the anatomical differences caused when the cellsof the devel oping fetus
comeinto contact with acohol during the 19th-21st days of gestation. Thisisthetimewhen the structuresthat will
becomeeyes, interna ear structures, upper palate and other mid-facefeaturesareforming.

Speech therapists, physical therapists and occupational therapists have been some of our most important team
members. Many of the professionalsworking with our family have had sometrainingin FAS and have agenera
understanding of how children can be affected by prenatal acohol exposure. AsJustin’'smain advocates, itisour job
to make sure they remember that each child with thisdisorder isunique and to keep reminding them of the specific
waysour sonisaffected.

Justin hasashort attention span. Evenwhen heisintensaly interested in what isbeing presented, lights, movement
and soundsfromthesurrounding areacaneedlly digtract him. Legtremorsrelatedto hiscerebra palsy candothesamething.

Justin has sensory and tactile defensiveness. For him thismeansheissensitiveto loud noise and busy visual
environments. Hisresponse to too much sensory stimulation rangesfrom hysterical laughter progressingto tears,
staring at bright lightsand shaking hishand infront of hisgood eye, humming snatches of song over and over, or
retreating to aquiet dark space like adarkened bathroom, bedroom or laundry room.
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Justinisan experiential learner. To understand new things, he hasto see, feel, hear and taste them. Abstract
conceptsarefar beyond hisunderstanding. If you say “ Seeyou later,” he expectsyou to comevisit before bedtime.
“Wait aminute,” meansthat when the secondson hisdigital watch get to :00it will behisturn.

Justin hasaprocessing delay. That meansthat after hereads, and especidly after hehearsnew information, it takes
timefor hisbrain to understand the information and decide how to respond. This can take up to 20 secondsif a
questionislong or complex. 1t may seem to the person interacting with Justin that heisignoring them or choosing not
torespondtotheir question. Thisdelay inresponding may also beinterpreted asaproblem behavior.

To compound things, peoplewill quite often repest or reframetheir question, thinking that he didn’t hear or under-
stand them thefirst timethey spoke. When that happens, Justin’'smind shiftsto the new statement and startsfromthe
beginning again, like punching abutton onthe CD player to go back to the beginning of the song.

For years, school staff memberswerefrustrated when Justin seemed to shut down during conversation attempts.
Yet he had no other way of dealing with the unending demandsof conversationsthat he couldn’t understand or respond
toquickly. Sohewould resort to hisfavoriteword, “NO,” or flap hishand in front of hiseyeand gaze at thelightsin
the classroom. AsJustin hasmatured and begunto gain asense of control over hisworld, he haslearned to usethe
pointy-finger-to-lips*“ SHHHHH" sign and sound when he' sfedling liketoo muchinformationiscoming toofast.

Justinisawonderful boy with asweet, patient temperament. He'salsoat highrisk for being victimized. To Justin
theterm“friend” means anyonethat makes eye contact, smilesor talksto him. Because of hisvision, hearing and
motor difficulties, aswell ashislack of understanding of dangeroussituations, he needs constant supervision when out
inpublic. Thingslikemaking surehe’ saware of curbsand sidewak edgesthat could catch hiscrutchtips, navigating
icy sdewaks, high snow berms, and traffic and dealing withloosedogsor predatory peopleneed to betakeninto account.

AsJustin matures, we (Justin and hisfamily) will continueto befaced with chalengesbrought on by hisdisabilities.
Still, weare definitely apart of our community, and Justin has many peoplewho care about him. With hiscontinued
patience and the support of these community members, wefed optimistic that hislifewill berichand full. Weknow
that our livesarecertainly richer and fuller for havinghim.

Editor’snote: | met Cheri Scott this summer while | wasin Minnesota attending the Hilton/Perkins-NTAC
sponsored wor kshops on Family Issues. During lunch one day, Cheri asked how many students were on the
Texas Deafblind Censuswith an etiol ogy of Fetal Alcohol Syndrome (FAS) or Fetal Alcohol Effect (FAE). FAE
isa lesser set of the same symptoms which make up FAS. Babies affected by alcohol can have any or all of
these symptoms. FASand FAE are widely under-diagnosed. Some experts believe that between one-third and
two-thirds of all special education children have been irreversibly affected by alcohol in some way. At least
5,000 infants are born each year with FAS, another 50,000 children show symptoms of FAE.

As| talked more with Cheri about this etiology, | realized how important it isfor usto be aware of children
whose vision and hearing problems may be caused by this syndrome. These children are exceptionally hyper-
sensitive or hypo-sensitive to sensory input. As a result, they may be likely to shut down in noisy or visually
busy environments, or be very upset by sensory stimulation activities. When we are assessing these children’s
hearing and vision, especially functional assessments, we may not get responses quickly because of processing
and response problems. It would be natural to assume they didn’t see or hear the test item, when in fact they
might have. Inconclusive or inaccurate testing of their senses may be a real possibility if these factors aren't
taken into consideration. Hearing lossfor these children can be sensorineural, conductive, a processing disor-
der, or combination of all three. They may also have vestibular problems that affect balance.
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Luckily, these children do benefit from many of the same instructional strategies and modifications that
work for the child with deafblindness or visual impairment and devel opmental disabilities. Using instructional
routines, teaching choice-making skills, and structured social skills development can help. Making adapta-
tionsfor vision and hearing issues such asavoiding glareand bright lights, using appropriate assistivelistening
devices such as FM systems, having appropriate glasses, using color to add visual recognition, and so forth,
can also be important. However, we need to carefully monitor the child’s responses, talk to his caregivers (the
real expertson hisresponses/needs), and assess, plan, and work together as a teamto make suretheindividual
child’'sneedsare being appropriately addressed.

Many of these children will not grow up in their birth parents’ homes. Often, they may be raised in foster
homes or with extended family members. It isour responsibility to make sure these caregivers have the infor-
mation and support they need as well.

Children with Fetal Alcohol Syndrome have some very unique needs. Asyou will seeinthearticle” Under-
standing I ssueswith Fetal Alcohol Syndrome” by Blanche Setler, there are sometried and true approachesthat
should be used with thesekids. It isalso important to note that some children with Fetal Alcohol Syndromewill
not be diagnosed or identified as such. That makes our task as professionals serving these children and their
caregiversall the more difficult.

By the way, in Texas we have not identified any children with Fetal Alcohol Syndrome on the 2000
Deafblind Census. Are we failing to identify these children as having FAS, or are we not identifying them as
visually impaired or deafblind because of their other disabilities?

Fetal Alcohol Syndrome
By Blanche Stetler, Parent and Family Specialist, New Jersey Deafblind Project

In September of 1989 we adopted alittle boy who we named Timmy. Timmy was 2 weeksold at thetime, and,
unbeknownst to us, was born to amother who both drank and took drugswhile shewas pregnant. \Wefound thisout
during aregular officevisit to our pediatrician after our doctor had received Timmy’shirth recordsfrom the adoption
agency. Sincethen, we havebeen onaroller coaster ride between doctors, therapists, and educationa professionas
tryingto get himthehelp heneeds. Tim hasboth avision and hearing impai rment caused by Fetal Alcohol Syndrome.
Healso hasAttention Deficit Hyperactivity Disorder (ADHD) and aSeizure Disorder. Eventhough heisnow 11,
developmentally heisat 5-6 year-old level. We havetried many different medicationsover theyearsto control his
hyperactivity and seizures. Itisanongoing battle. 1t sseemswhenever hehasagrowth spurt, the medicationsno longer
work, and we go on to something el se.

Even though weknew Timmy’sbirth history whenwe started visiting neurologists, it still took many yearsfor usto
get afirm diagnosisof Fetd Alcohol Syndrome (FAS). We have compiled thefollowing information over theyearsto
helpus. Somethingswerefrom doctorsand otherswerefrom teachers, therapists, professionals, books, and support

groups.
CHARACTERISTICSOFFETALALCOHOL SYNDROME
Fetal Alcohol Syndromeisdiagnosed when children meet thefollowingcriteria:

1. Growth deficiency, prenatal or postnatal, for weight, length or both.

2. A specific pattern of minor anomaliesthat includesacharacteristicface, generaly defined assmall eyedlits, a
flat mid-face, ashort upturned nose, asmooth or long philtrum (the ridges running between the nose and the
lips) and athin upper lip.
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3. Someneurologica damage, including smal brain size, tremors, hyperactivity, fine or grossmotor problems,
attention deficits, learning disabilities, intellectua or cognitivede ays, hearing or vison deficiencies.

4. A diagnosisof FASa so requires some presumed history of prenatal alcohol exposure.

Many FASchildren:
» Havedifficulty structuringwork time.
» Show impaired ratesof learning.
* Experience poor memory.
» Havetroublegeneraizing behaviorsandinformation.
o Actimpulsively.
 Exhibit reduced attention span or aredistractible.
» Digplay fearlessnessand are unresponsiveto verbal cautions.
» Demonstrate poor socia judgment.
 Cannot handle money age-appropriately.
» Havetroubleinternalizing modeled behaviors.
* May havedifferencesin sensory awareness (hypo- or hyper-).

 Show poor problem solving strategies.

Children with FAS also have an increased occurrence of other physical problems that can be traced to their
prenatal acohol exposure, and can contributeto their overall disability. Additiona eyeanomaliescanincludeptosis
(drooping eydid), strabismus (deviation of theeye), and myopia (nears ghtedness), aswel | asunderdevel opment of the
optic nerve, twisted retinal vesselsand blindness. The high occurrence of hearing disordersin childrenwith FASis
associated with a cohol induced developmental delays. Typesof hearing lossmay include sensorineura hearing loss
and centra auditory processing disordersassoci ated with abnormdities of the brain stem. Misshapen secondary teeth
arealso commoninthesechildren.

EFFECTIVE STRATEGIESFORHELPINGTHE FASCHILD
 Foster independencein self-help and play.
 Giveyour child choicesand encourage decision-making.
» Focusonteachingdaily living skills.
 Avoid situationswhereyour child will be over-stimulated.
» Haveyour child get ready for the next school day before going to bed.
» Establishroutinesso your child can predict upcoming events.
» Giveyour childlotsof advancewarning when aplanned or usud activity isgoingto changeto adifferent activity.
 Break your child'swork downinto small pieces so he/she doesnot feel overwhelmed.

»  Setlimitsand follow them consistently.
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RESOURCESTO LEARN MOREABOUT FAS

Itisadwaysasafe bet to beginyour information search for any syndromeor condition with Family Village. For their
listing on FAS goto <http://www.familyvillage.wisc.edu/lib_fas.htm>. Herearethreeexcellent resourceslisted at
Family Village:

Nationa Organization on Fetal Alcohol Syndrome
216 G Street North East

Washington, DC 20002

Phone: (202) 785-4585; Fax: (202) 466-6456
E-mail: information@nofas.org

Website: <www.nofas.org>

Thisisanexcdlent webstefor avariety of aticleson FAS, including teaching Srategies, tipsfor parentsand much more.

Fetal Alcohol Education Program (FAEP)
Boston University School of Medicine

1975 Main Street

Concord, MA 01742

Phone: (978) 369-7713; Fax: (978) 287-4993

TheFetal Alcohol Education Programisdedicated to research and education for the prevention, identification and
treatment of a cohol-related neurodevel opmentd disorders. Among their materiad savailablefor sdlearetwo teaching
packages, onefor education professional sentitled Alcohol, Drugs, and the Fetus: A Teaching Package (84 dlides,
a65-pagemanud) and Here'sto Healthy Babiesfor the education of parentsand community groups(call or writefor
details). They have also devel oped ahandbook for parents, FAS. Parent and Child ($7.50 per single copy; bulk
ratesavailable), and makeareprint list available.

Family Empowerment Network: Supporting Familiesaffected by FAS'FAE
610 Langdon Street

Room 523

Madison, WI 53703-1195

Phone: (800) 462-5254 or (608) 262-6590; Fax: (608) 265-2329
E-mall: fen@mail.dcswisc.edu

Family Empowerment Network (FEN): Supporting Families Affected by Fetal Alcohol Syndrome and Fetal
Alcohol Effects isaninternationa organization serving familiesand professionds. They provide: freeinformational
packetson FAS/FAE; internationa resource/referra directory catalogued by state/province; quarterly newdetter, The
FEN Pen; extensiveloan library (videos, audio training tapes, books, fact sheets, etc.); trainingsfor parentsand
professionals, educational opportunities; an annual retreat for families; and an annua national conference. FEN isa
program of the University of Wisconsin-Madison, Department of Professional Development and Applied Studies.

Some other niceresources suggested by Cheri Scott include:

Fetal Alcohol Syndrome: A Guide for Familiesand Communities. Steissguth, Ann Ph.D. (1997).
Published by Paul H. Brookes Publishing Co; (800) 638-3775; Stock No. 2835; Cost: $22.95.

Fetd acohol syndrome: craniofacial and central nervous system manifestations. American Journal of
Medical Genetics 61:329-339, 1996.

Fetal alcohol syndrome and fetal alcohol effects, produced by Fronske Health Center, Northern
ArizonaUniversty for theNAU website. Go to <http://www.nau.edu/~fronske/fas.html>.
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Fetal alcohol syndrome, from the Roots and Wings Adoption Magazine. Available onthe Rootsand
Wingswebsiteat <http://mwww.adopting.org/rwfas.html>.

Fundus morphology assessed by digita imageanaysisin childrenwithfetal alcohol syndrome. Hellstrom,
Ann, Chen, Yahua, and Stromland, Kerstin. Journal of Pediatric Ophthal mology and Srabismus,
January/February 1997, Vol. 34, No. 1.

Hearing, speech, language, and vestibular disordersinthefetal acohol syndrome: aliteraturereview.
Church, Michagl W. and Kaltenback, JamesA. Alcoholism: Clinical and Experimental Research, Vol.
21, No. 3, May 1997.

What isFetal Alcohol Syndrome?
Reprinted with permission from the
National Organization on Fetal Alcohol Syndrome (NOFAYS)
website <http://www.nofas.org/what.htm>

Fetal Alcohol Syndrome (FAS) and Fetal Alcohol Effects (FAE) refer to agroup of physical and mental birth
defectsresulting from awoman’ sdrinking alcohol during pregnancy. FASistheleading known cause of mental
retardation. Other symptomscaninclude organ dysfunction, growth deficienciesbeforeand after birth, central nervous
dysfunction resulting inlearning disabilitiesand lower 1Q, and physical malformitiesinthefaceand cranial areas. In
addition, children may experience behaviora and mental problems, which progressinto adulthood.

* FAEisalesser set of the same symptoms, which make up FAS. Babiesaffected by acohol can haveany or
all of these symptoms. FASand FAE arewidely under-diagnosed. Some expertsbelievethat between 1/3
and 2/3 of al specia education children have beenirreversibly affected by alcohol in someway.

» Noamount of acohol consumption during pregnancy isknown to be safe.

» FASistheleading known cause of mental retardation, surpassing both SpinaBifidaand Down’s Syndrome.
(Journal of the American Medical Association, 1991)

» Atleast oneof every five pregnant women uses al cohol and/or other drugs. (Substance Abuse and the
American WWboman, Center on Addiction and Substance Abuse, ColumbiaUniversity, June 5, 1996)

* Alcohol produceshby far the most serious neurobehaviora effectsin the fetuswhen compared to other drugs
including heroin, cocaine and marijuana. Annual cost estimatesfor FAS and related conditionsin the United
Statesrangefrom $75 million to $9.7 billion. (Fetal Alcohol Syndrome: Diagnosis, Epidemiology,
Prevention and Treatment, I nstitute of Medicine, 1996)

» TheCentersfor Disease Control and Prevention reported asixfold increasein the percentage of babiesborn
with FASover the past fifteen years. Sincethe Centersbegan tracking FAS, therate hasincreased from 1
case per 10,000 live birthsin 197910 6.7 cases per 10,000 live birthsin 1993. (The New York Times, April
7,1995)

» Over threetimesasmany women used al cohol during pregnancy than usedillegal drugs. (Nationa Institute
on Drug Abuse, 1994)

» Eachyear morethan 5,000 are born with FAS and nearly 50,000 babies are born with Fetal Alcohol Effects
(FAE), acondition characterized by symptomssimilar to but lessseverethan FAS. (Public Health Educa-
tion Information Sheet, March of Dimes, 1992)
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» Fewer that 57% of Americansunder the age of 45 haveeven heard of FAS. Of those, lessthan 25% can
correctly identify it asaset of birth defectswhiletherest think it meansbeing born intoxicated or addicted to
alcohol. (National Health Interview Survey, U.S. Department of Health and Human Services, 1985)

* Anaverageof onetotwo reported drinks per day has been linked to decreased birth-weight, growth
abnormalitiesand behaviora problems. (Alcohol ProblemsinWbmen, 1984)

» Theprobability of having achild with FA Sincreaseswith the amount and frequency of a cohol consumed.
Whenever apregnant woman stopsdrinking, shereducestherisk of having ababy with FAS. (Alcohol
Health and Research World, The National I nstitute on Alcohol Abuse and Alcoholism, 1995)

* Thelatest estimatefor theU.S. isarateof 19.5 per 10,000 live births, athough estimatesrun ashigh as30
per 10,000 - about 12,000 babiesayear. (SubstanceA buse and the American Woman, Center on Addic-
tion and Substance Abuse, ColumbiaUniversity, June5, 1996)

* A 100% misdiagnosisrate wasreported in aHouston hospital study of 48 newbornsknown to have alco-
holic mothers. By age one, 6 of theinfantshad significant signsof FA S but none had been diagnosed at birth.
(Little, Bertis, Snell, Laura, 1990)

» A federdly funded study infour U.S. Southern communitiesfound that only 65% of women wereasked by a
physician or nurse about acohol or drug use during their most recent pregnancy. Further, although most of
thewomen who were asked acknowledged substance abuse, only 3% werereferred to treatment. (Shelly
Geshan, Southern Regiona Project on Infant Mortdity, 1993)

« Anationa panel convened by the Josiah Macy Jr. Foundation found that most doctorsdo not eventry to
identify problemsby asking patients questions about al cohol and drug habits, and do not know how to
respond if they do find evidence of dependency. The panel called for anincreasein mandatory training on
substance abusefor medical residentsasthefirst step toward improving treatment. (The New York Times,
February 14, 1996)

« A National Center for Health Statistics study found that doctors appear lesslikely totell black womento
quit drinking and smoking during pregnancy than they areto tell whitewomen. Pregnant black womenwere
30% morelikely than whitewomen to report that they had never been told to quit drinking, and 20% more
likely to report that they had not been told to quit smoking. (The New York Times, January 19, 1994)

[t'sAlmost Time
for the 2001 Texas Deafblind Census

Thisisareminder to parentsand professional s about the 2001 Texas Deafblind Census. Eachyear in Texasand
around the country all school-aged childrenwith combined vision and hearinglossareincluded on aspecid regisry, the
Federal Deafblind Census. Thisinformationisused toidentify both the numbersand needsof childreninthiscountry
who have unique educational issuesresulting from combined vision and hearing loss or deafblindness. Itasoplaysa
rolein determining grant fundsthat each state receivesto help these children, their familiesand the professionals
working withthem. In Texas, thesefundsflow through the Texas Education Agency to Texas Deafblind Outreach and
the Texas Deafblind Census. Thefundshelp families, professionalsand paraprofessional s attend workshops and
conferences, support the production costsof SEE/HEAR, and many other things. A childwithamild visonlossand/
or amild hearinglossmay bedigiblefor inclusoninthiscount. Whilethe censusiscompiled only onceayear, children
may be added to the census at any time. If you know of children who should be added on the Census, begin the
processto get them on there now. For help in determiningif your student iseligible, contact your ESC Deafblind
Specidist, the Texas Deafblind Census, or Texas Deafblind Outreach. Parents, if youarenot sureif your child should
belisted onthe census, ask your school IEPteam to check with theseresources.
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Disabled Find Many BarriersOnline

By Andrew Park, Staff Reporter, Austin American Statesman
Copyrighted materid reprinted with permission from The Austin American Statesman
Originally published inthe Sunday, September 3, 2000 issue of TheAustin American Statesman

Tired of having to squint to read the display of hissmall green computer screen, Guido Coronaoneday replaced it
withal19-inchtelevison. Whentext onthe edges blurred beyond recognition, he pulled acardboard box over hishead
and themonitor to block out extraneouslight. When light seeped in anyway, helined the makeshift hood with black
paper to cover the cracks. When hefound himsalf squinting again, herigged hiscomputer to talk to him and sound-
proofed hisoffice so colleagueswoul dn’ t be bothered by the noise.

It was 1984 and Corona, aprogrammer intheresearchlabsof IBM Corporation, waslosing hiseyesight toretinitis
pigmentosa, adegenerative disorder that can lay dormant for half alifetime and then turn asighted person blind within
amatter of months. Elsewherewithin IBM, blind programmerswererigging printerswith rubber bands and coat
hangersto get themto print Braille and going back to primitive punch card sortersthat could be read by their hands.
They knew - evenintheearly daysof the personal computer - that atechnological revol ution was coming and they
didn’t want to beleft behind.

Today, PCscan be custom-madefor thevisually impaired, and awholeindustry hasgrown up to devel op technolo-
giesto help peoplewith disabilities. But that doesn’t ways makethem useful to folkslike Guido Corona, because
much of thelnternet - which hasbecome soimportant in Americanlifethat itincreasingly separatesthehavesfromthe
have-nots- remainsinaccessi bleto peoplewith disabilities. They struggleevery day tofind their way through complex
Web pagesthat are clogged with animation, video and datathat would fill reemsof paper but arevoid of any accom-
modation for their needs.

Tenyearsafter the passage of theAmericanswith DisabilitiesAct, which forced corporationsand governmentsto
addressthe needs of peoplewith disabilitiesinthe physica world, advocatesarefocus ng attention onthebarriersin
thevirtual world. Itisanother digita divide, andif you think theissueissmply theability to shop online, think again. At
somepoint, thelnternet will bethe platform for learning, working and participating in society. Texasispushing hardto
adopt el ectroni ¢ textbooksin public schools, for example, but they will be of littlevalueif studentswith disabilities
cannot usethem.

“Tothe extent that the world ismoving to the Internet, it upsthe ante that we have to be there or we cease being
competitive,” says Curtis Chong, director of technology for the National Federation of the Blind in Washington.
“We veadwayssaid that blind people can be competitive. But being competitive can betoughtodoif thetechnology
ismovingtoo fast for youto keep up with.”

FIGHTING FOR ACCESS
Accordingto astudy released in March by researchersat the University of California-San Francisco, lessthan 10
percent of peoplewith disabilitiesregularly usethelnternet, versusnearly forty percent of peoplewith nodisabilities.

In the past two years, major computer and software makers have decreed that their productswill be built with
accessibility for everyonein mind, from peoplewho can’'t useamouseto thosewho can’t hear the computer’ sbeeps
and whistles. But theneedsof peoplewith disabilitiesstill get trampled under therushto expand the I nternet and use
ittotransform al aspectsof Americanlife, from businessto government to education.

“Ninety percent of the I nternet pages have some problem with accessibility,” saysKelly Ford, aPortland, Ore.,
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consultant who teachesweb design to corporationsand isone of the more outspoken advocates of building accessibil-
ity. “Inaccessibleinformationisjust asmuch abarrier asaset of stepsisto apersoninawheelchair.”

After yearsof pushing technology companiesbehind the scenestoimprovethe accessibility of their products, the
fightisbecoming public. Inthe past year, advocatesfor peoplewith visua impairmentshave sued magor corporations
including Bank of America, H& R Block and Intuit, claiming the companies’ popular software and Web sitesaren’t
compatiblewith the screen-reading technol ogy they useto surf theWeb. They charged that Internet servicessuch as
online shopping, banking and tax preparation constitute public accommodationsthat, under the ADA, haveto beas
accessibleto peoplewith disahilitiesasthe publiclibrary or themall.

AmericaOnlinerecently settled asuit by agreeing to makefuture versionsof itsInternet service softwareaccessible
to screen readersand other technol ogy that peoplewith disabilitiesuse. The Department of Justiceruledin 1996 that
the ADA applied tothelnternet, and the government isadopting rulesrequiring accessibility in all technology it buys.
Therulesare expected to encourage state and local governmentsaswell asthe private sector to pay moreattentionto
theissue.

But it remainsto be seen whether corporate policies and government regul ations can keep up with the explosive
growth of theInternet. New e ementsare added every day to Websites, often without regard to how different viewers
might experiencethem. The emergence of affordabl e high-bandwidth connections such as cable modemsand DSL
has encouraged Web designersto create siteswith complex featureslike streaming audio and video, animation and
built-in, executable programs—edementsthat even many peoplewithout disabilitieshavetroubleusing.

“I think asthe Web continuesto grow, it getsmoreinaccessible,” saysJmAllan, information technology director at
the Texas Schoal for the Blind and Visually Impaired.

With the advent of each new potentially world-changing I nternet application --- telecommuting, distancelearning,
onlinevoting, digital signatures, e-books--- peoplewith disabilities question whether they will beableto take advan-
tage, too.

“Every new thing that comesalong, thefirst thing that | doisworry,” Chong says, “| will say that most of my worry
hasbeenjudtified.”
SCREEN-READER SUCCESS

Guido Coronaisnot aloneat IBM, and was not when hejoined inthe early 1980s. Long before the Web existed,
computing' semphasisonthevisua caused problemswith blindnessand other disabilities, forcing themtoimprovise.
Eachtime suchimprovisationsfailed him, Coronacursed his state-of -the-art computer and blamed technol ogy, even
though heknew it was hisvision that was reaching obsol escence.

“It wasme, my eyesthat were going theway of the Edsel or dodos,” saysCorona, 47, hiseyeshidden by mirrored
sunglasses more suited to a Texas state trooper than acomputer programme.

Ashe continued to struggle, Coronalearned that an IBM researcher named James Thatcher wasdeveloping a
program that, when combined with aspeech synthesi zer, could read text aloud from aPC screen.

“That wasreally avery important thing for the blind community, becauseit opened up jobsthat wouldn’t be
availabletothem,” saysThatcher, whoretired from IBM inApril.

Coronajumped at the chanceto be one of the early testers of the product —called PC-SAID —beginning along
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association with Thatcher that culminated in 1996, when IBM moved its Special Needs System group, which was
charged with bringing all of the company’seffortsin devel oping computing for peoplewith disabilities, toAustin.
Corong, then working in Toronto, soon followed. By theearly 1990's, millionsof peoplewerelogging onto e-mail and
atext-based I nternet through services such asAOL and Prodigy, including many blind people who used screen-
reading programs. With theinvention of the\Web browser, though, developerswereableto format text into boxesand
columnsand add logos, charts, photographs, and drawingsand the I nternet began to evolveinto amuch moregraphic
environment.

Onceagain, peoplewith disabilitieswereleft behind. Not only did the emphasi son spectacular graphicsmean that
visudly impaired peopleusing screen readerswere stymied; the growing emphasisonthemouse asatool for navigating
thevisua world of thelnternet a so meant that many peoplewith mobility problemswould beleft out.

“In1997, | wasessentially refusing to recognizeit becauseit wastruly becoming aschizophrenic experience,”
Coronasays. “Therewerelessand lessplacesthat you could goto.”

About the sametimein alaboratory in Tokyo, an IBM researcher was programming a screen reader that would
recognizenot just conventiond text, but asothetagsin HTML that control wheretext isdisplayed, itsappearanceand
itsfunction on Web pages. Theprogram, called Home Page Reader, offered thevisually impaired user sgnalsto how
aWeb pagewaslaid out and how to navigateit. Thatcher’sgroup brought the softwareto the United States and
released asecond version last year.

Home Page Reader - and programslikeit from assi stive-technol ogy companiessuch asHenter-Joycelnc. - rely on
web developerstoincludetext alternativesto graphic e ementsasthey are programming their pages. Itisan easy step
indesigning apage, but onemany programmersoveriook.

“When theissue of accessibility comesup, that’snot the number one priority. Thenumber onepriority isto havea
nice-looking product,” saysAdam Weinroth, aWeb developer at Mediatruck Inc. in Austin, whoseteam won first
placeinacontest last fall inwhichlocal design firms created accessible Web sitesfor nonprofit organizations. “Now
it’ sto the point where people are potential ly missing out on customersor missing out on revenue because of it.”

Indeed, peoplewith disabilitiesareincreasingly looked upon by corporationsasalucrative market, and their
combined buying power of $300 billionisonly expected to grow asbaby boomersage.

But changeisnot easy. Advocatesbring inaccessiblesitesto theattention of the companiesthat runthem, and their
recent targets have been some of the biggest nameson theWeb: Dell Computer, Citibank, Priceline. After becoming
afaithful customer of HomeGrocer.com, Kelly Ford complained when the site wasredesigned and itsaccessible
featuresweredropped. The Seattle company madethe appropriate changes, but it was|ater sold to another company
whoseonlinegrocery sSiteisnot accessible.

And sitesthat target awide audience have been embarrassed when they havefailed accessibility tests. The Bush
for President campaign recently relaunched itssite, only toread inthemediathat it didn’t meet accessibility standards.

L ast spring, peoplefound that the ballotsfor the online primary held in Arizonawereinaccessi ble; voting buttons
werenot |abeled with text dternatives. Aswith Ford'sexperience with onlinegrocery shopping, peoplewith disabili-
tieswere denied achanceto do something they strugglewithinthe physica world.

“It wasthe onetimethat peoplewho are blind could have had compl ete independence when voting at the polls,
andthey blew it,” said CynthiaWeaddell, who hel ped the city of San Jose becomethefirst magjor municipdity to address
theaccessibility of itsWeb Sites.

21

ONININVHOOHd




PROGRAMMING

CHANGE COMESSLOWLY

Not everyone agreesthat Web sites should be required to include the kind of cluesthat Home Page Reader and
other screen recognition software can use. At ahearing in February, aHouse subcommittee heard testimony whether
theInternet wasa“ public accommodation” asdefined by the ADA, and much of thetestimony wasagainst theidea

“Itwould be hard tofind abetter way to curb the currently explosive upsurgeto thisnew publishing and commercia
medium than to menace private actorswith ligbility if they publish pagesthat fail to live up to someexpert body’sidea
of accessibility insitedesign,” Walter Olsen, asenior fellow at the conservative Manhattan I nstitute, told the House
Judiciary Subcommittee on the Constitution.

Andmany who call for better accessbility favor encouraging more enlightened design, rather thanforcingit. Gregg
Vanderheiden, director of the Trace Research and Devel opment Center at the University of Wisconsinat Madison, and
others, speak of afuturewhich “universal design” alowsall peopleto accessInternet content, no matter what their
capabilitiesareor what type of devicethey areusing. Rather than build sitesthat use only text or that have separate
gtesfor peoplewith disahilities, they advocate designing Sitesthat transform gracefully, recogni zing the special needsof
the user as soon asthey |oad onto the screen. And despite the effort IBM has made promoting Home Page Reader, the
specia-needsgroup remainsabit player inthe corporationscast - only 17 employeesout of awork force of morethan
300,000. Only inthe past threeyears hasthe company bothered to filefor patents on technologiesfor peoplewith
disabilities, and despiteacompany-widedirectivelast year that all IBM products and Web sitesmust be accessible,
Chairman L ouis Gerstner hasnot talked publicly about the need for theindustry to follow suit.

LikelBM, Microsoft haswidely advertised itsaccessihility effort, but it employsjust 50 people and hasbeen active
since 1998. Beforethen, the company did not work with devel opersof accessibility software, so blind usershad to
wait nine months before being ableto work with accessible versions of new systems such asWindows 95.

“It’svery easy for our productsto get | ost because we have very small volume and there are many other very
important productsinwhichweget lost,” IBM’sThatcher says. “It'shard for IBM to sell sofew products.”

For Guido Corona, Home Page Reader hasbeen agodsend, and heisback to being an Internet evangelist. Many
stesstill confound him, but most weeks, he spends hours searching the Web for news, thelatest price of IBM stock,
downloadable booksand music, and stories about science. On hisdesk at homethereare booksby Tom Clancy and
Thomas Mann he has scanned into hiscomputer to be read back to him | ater.

Inthe 19th century, when the masseswerelearning to read, the divide between the blind and the s ghted popul ations
widened. Thosewho could read suddenly had accessto information about theworld, whiletheblind hadtorely on
hearsay. Later, they could listento radio and television, and Brailletextsand recorded bookshelped. But noneof it
wasavailablewidey enough or quickly enoughto provide accesstoinformation.

“Now with the explosion of information on the I nternet, that gap becomes even greater because the amount of
information out thereisgrowing exponentialy, but the blind populationwill start with the sasmemethods,” Coronasays.
“Sowhenthelnternet becomesall of asudden accessible, it’struly opening thefloodgate of knowledge, of information,
of salf-worth, of education, of being part of thisglobal village. Andthat isawesome.”

Editor’'s note: If Guido Corona’s name sounds familiar to some of you there's a good reason. He was the
keynote speaker at the July 2000 Summer Technology Institute held in Austin.
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Tipsfor New VI Teachers
By Nancy Toelle, Coordinator, Quality Programsfor Students with Visual Impairments
and Ann Rash, Teacher Trainer, TSBVI, VI Outreach

Thisarticleisthefirstin aseries based on asession presented at the“Helen Called Her Teacher” conference
sponsored by Texas School for the Blind and Visually Impaired (TSBVI). Itisintended to help new teacherslook at
the componentsof servicedelivery to meet the unique needs of studentswith visua impairments. The concernsstated
below are arepresentative sampl e of those expressed by new and not-so-new teachers.

Thisarticle addressestheissue of how anew teacher determineshow hisor her school day isto be spent. Thefact
that thisisapressingissue can be appreciated when hearing the comments of new teachers, who say they areworking
night and day to meet the needs of students, staff, and parents.

HOW MUCH AND WHAT KIND OF VI SERVICE
Concern:
How much and what kind of VI serviceisindicated in your sudent’s|EP?

Suggestions:

Thisisagood timeto start compiling a“teacher file” on your studentsthat will help you keep track of alot of
important information. Youmay find it helpful to start anotebook or fact sheet on each student. Thiswill becomeyour
“travel” notebook or file. Your preferencefor anotebook or aportablefile holder will determineyour fina product.

Find yourself acomfortable spot, takeafew of your student’seligibility folders, and go through their most recent
| EP paperwork, looking for the pagesindicating theamount of serviceto be provided by everyonetothechild. Also
gather together all IEPforms, so you will have agoodideaof what the child’stotal programwill be. Pleasenote: a
best practice that we are encountering more and more isto find integrated |EPs that have been devel oped by
a student'smultidisciplinary team. When looking at |EPgoals and objectives, ook for thosewith avisual, tactual,
or auditory component. Any of these could betheresponsibility of the V1 teacher (to providedirect instruction,
materials, consultation, etc.). Look onthesignature pagefor thenameof the V1 teacher involvedin devel oping the
|EP;, he/shemay beableto offer insghtsinto how the | EPwasdeveloped. Asyou gather information on each student,
deviseaformonwhichyou could keep needed information on all your students, such asdate of birth, home address
and phone number, campus and teacher name. Remember thisisfor your use and does not haveto be elaborate or
computer generated; aplain piece of paper divided into sectionsworksjust fine. Thiswill behandy for contacting
parents and teacherswhen you don’t havethe student’ sfol der with you.

MAKING A CHANGE
Concern:

If youwere not amember of the |EP Committeethat made the recommendation for thisamount of time, and you
feel achangeisneeded, do you know your optionsto make achange?

Suggestion:

Thefirst and best option isto get to know the student and the program he/she is attending. One of the most
practical approachesisto use astudent-appropriate objective standard as you observe and work with the student.
For example, useapre-reading checklist for ayoung, academically able child or an observation checklist of critical
featuresof effective programming for sudentswith multipleimpairments. (Theseinstruments, and others, can befound
inthe TSBVI Assessment KI T and inthe RSP, Regiona Student Performance Indicators.)
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Beaware, thistakestime. If you are scheduled to seeastudent only asmall amount of time, such asahaf-hour per
month, youwill not have enough timeto really get to know the student. Sinceyou can't be of much helpto anyoneif
you don't know the student, it' simportant that you find away to spend moretimewith him/her. Remember, taking this
timeisnot prohibited by the [EP Committee. If, after getting to know the student, you feel moreinstructional or
consultationtimeisneeded, an | EP committee meeting will be necessary to makethat change.

Ontheother hand, after spending sometimewith the student in his/her program you may feel too much time has
been allowed for you to work with him/her. Before proposing changesto the | EPteam, you should find someway to
objectively measure student need that substantiatesyour thinking. It will then beadecision of the | EP committeeto
make achangein theamount of services.

SCHEDULING TIME
Concern:
How do | address scheduling timeto better meet my student’sneedsin an |EPmeeting?

Suggestion:

You may beflexiblein theway you scheduletimewith thestudent. For example, a“best practice’ goa for a
student with visua and multipleimpairmentswould beto observethe student in every environment and activity that he/
sheisengaged in throughout the school day. Thiswould necessitate several visitsat different timesof theday to
observethestudent’s program and determine V| specific needs. (Isthe occupational therapist using aspoon thechild
can see, and presenting it at an appropriate distanceand in his/her field of vision?) If theteamiswriting activity
routines, you need to jointheteamwith VI specific suggestions. If theteam hasnever written an activity routine, itis
your responsibility toinitiatethisimportant programming. If IEP specified timefor thischildisdescribedinthe | EP
document as* twel ve hoursduring thefirst twelve weeks of school and four hours per month thereafter” you could be
flexibleabout your scheduling. You could spend longer chunks of time getting to know the student. If necessary, you
could make multiplevisitsduring the course of theweek to his’her service providerstowork asateam. Oncethings
arerunning smoothly, the student and staff may need you can settleinto amoreregular schedule each week. The
amount of time meetsthe | EP requirement,and theflexible scheduling allow you better to meet the needs of the child
and theteam. Thisapproach may also be needed with your low vision or blind studentswho areacademically able.

If thisapproach ssemsoverwhelming, wesuggest you try it withjust onestudent. 1t won'’t belong beforeyou, your
student, and the team start to experiencethe benefits.

PRINT AND/OR PERSONNEL RESOURCES
Concern:
Doyou have print and/or personnel resourcesreadily availableto you?

Suggestion:

Thefirst stepisto becomefamiliar withwhat your district hasto offer. Golooking for theV I materialsstashed away
inschools, or the nooksand cranniesaround thedistrict. Next call your education service center VI Consultant and
ask for help. Inthe meantime, some of our favoritesare: The Perkins Activity Guide, Beginning with Braille by
AnnaSwenson, APH Bright SghtsKit and Work Play Trays, the Every Move Counts multi-sensory assessment,
thelnternet (including TSBVI’swebsite <www.tsbvi.edu>) and materialsavailablethrough the TSBVI curriculum
department such asthe Learning Media Assessment and the red Low Vision book (listed onthe TSBVI website).
You can probably accessthelnternet in your school library.
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TIMETO PLAN LESSONS
Concern:
Do you makethetimeinyour scheduleto plan lessonswith VI materialsand resources?

Suggestion:

First, weacknowledgethefact that asitinerantswe havelittletime, if any, set asdeto plan. What timewehaveto
spendintheoffice (if wehaveone) isoften spent writing reports, record keeping, making or returning phonecalls, or
fighting fires. Without timeto plan properly, lessonsare never really meaningful, sequential, and building toward
acquisition of thekey skillsneeded. Theteacher’sanxiety level goesup and satisfaction with thejob goesdown. We
suggest that asyou develop your schedule, writein timeto plan your instruction and to preparefor it aswell. AND
don't forget to eat lunch.

We hopethat we' ve addressed at | east some of the concernsthat you, as new teacher, may have. Wewould love
to hear from V1 teacherswho havetheir own suggestions. For athought provoking article on arelated topic, read
“Observation: The Other Four-Fifthsof the Day,” from the Winter 1999 issue of SEE/HEAR. Finditinthe SEE/
HEARNewdetter Index onthe TSBVI website. Until the next time, we hopeyou can fed good about helping al your
students, that you manageto makeittoal your schools, and that therearenoflatsor other road mishapsinyour future.

Inour next articlewewill try to give suggestionsthat addressthe concern: Do you feel comfortabledeciding what
to dowith your students? If you have specific concernsrelated to thistopi ¢ that you would like usto address, please
feel freeto contact Ann Rash by phoneat (512) 206-9224, or e-mail her at AnnRash@tsbvi.edu.

Educational Servicesin Texasfor Children

with Visual mpairmentsand Deafblindness
By Cyral Miller, Director of Outreach
and Kate Moss, Family Support Specialist, TSBVI, Texas Deafblind Outreach

Texas parents are often confused about the range and type of educational servicesavailableto their school-aged
childrenwith visua impairmentsor deafblindness. It can behard to advocate effectively without afull understanding of
servicedeivery options.

Onhis/her 3rd birthday, servicesfor achild with visua impairmentsor deafblindnessmovefroman ECI programto
thelocal school district. At thistimethe Individualized Family Services Plan (IFSP) that addressed the needs of the
childand thefamily isnolonger used. Instead an Individualized Educationa Plan (I1EP) isdeveloped by ateam made
up of the parent, professionasand (when appropriate) the child. Thefocusisno longer onthefamily and child as
strongly, but rather focuses more on the child’seducationa programming. Thisteam ismandated by federal and state
law to assessthe child’s performance and determine appropriate servicesfor provision of afree, appropriate public
education that addressesthe specific needsrelated to his/her visual impai rment/deafblindness. Servicesmay bepro-
videdinaregular classroom setting, aself-contained setting, resource classroom, residential setting (such asTexas
School for the Blind and Visudly Impaired or Texas School for the Degf), or inacombination of settings. Childrenwith
chronic health conditions may need to be served at home. A physician must recommend the need for these services.

LOCAL INDEPENDENT SCHOOL DISTRICTS(ISD)

Please check with your local ISD for web addresses, or you can search the Texas Education Agency website

<www.teatx.state.us>.
25

ONININVHOOHd




PROGRAMMING

Servicesfor studentswith visual impairment are most often provided by alocal district or aspecia education coop
which hiresteacherswith specialized credentias. Typically thismeansthat anitinerant (traveling) vision teacher will
travel from school to school to work with the student and/or his’her educational team. Thetypesof servicesprovided
by the Teacher of theVisualy Impairedinclude:

Completing aFunctional Vision Evaluation (FVE) and aL earning MediaA ssessment (LMA)

Assisting theteam in appropriate adaptation of all assessment materialsand techniquesto addressthechild’'s
visonimparment
 Attendingall IEP meetings

» Planning with theteam to devel op appropriate | EP goasand modificationsthat addressthe sensory impair-
ment (the expanded core curriculum)

« Providing direct and consultative servicesto the child and team membersto support general instruction (assist
indeveloping routines, providing Brailleor large print materials, etc.)

» Providingdirectinstructiontothechildin specificareassuch asbraille, daily living skills, vocationa planning,
ingtructioninvisud efficiency, vision-specific technol ogy adaptations, etc.

Serviceswill aso often be recommended from an Orientation and Mobility Speciaist who can provideingtruction
in safeand effective movement and travel skills.

Servicesfor thechild with deafblindness should aso comefrom aTeacher of the Deaf and Hearing Impaired. This
teacher may work directly for theloca district or he/shemay work for the Regional Day School Program for the Deaf
(RDSPD). Loca ISDsmay contract withthe RDSPD to provide services. The Teacher of the Deaf and Hearing
Impaired hastheseresponsibilities:

» Assisting theteam with the adaptation of assessmentsto make surethey addressthe hearing impairment

« Attending al | EP meetings and make recommendationsto theteam in devel oping | EP goalsand objectives
that address auditory issuessuch asauditory training, communication skills, speechreading skills, etc.

* Providingdirect or consultative servicesto thechild and/or hiseducationa team to support generd ingtruction

« Providingdirectinstructionto the child in appropriate areas such asthe devel opment of signlanguage,
auditory training, speechreading, language development, etc.

» Providingdirect or consultative servicesto the child and/or hiseducationa team ontheuseof assistive
devicessuch ashigher hearing aid, cochlear implant, FM system, TTY, etc.

REGIONAL DAY SCHOOL PROGRAMSFOR THE DEAF (RDSPD)
Learn more about RDSPD programsthrough the TEA website by going to <http://www.tea.state.tx.us/deaf/>.

Eligiblechildrenwith deafblindnessmay received| or part of their servicesfroman RDSPD program. Thereare
anumber of programsin most regionsof the state, although not necessarily aprogramlocated inevery district. If a
school district hirestheir own Teacher of the Deaf or Hearing Impaired the servicesrelated to adeafblind child's
hearinglossmay or may not comefroman RDSPD program. Also, some children who are deafblind may haveamild
hearing lossand do not qualify asauditorialy impaired for the purpose of receiving servicesfrom RDSPD. All of this
isdetermined at the |EP meeting. RDSPDs often have acenter-based program or special classroomslocated onthe
campus of aneighborhood school. Students served by an RDSPD program may receive consultative or direct ser-
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vices (auditory training, language development, etc.) from an RDSPD Teacher of the Deaf and Hearing Impaired,
assessment support, and/or technology suchasFM Trainers.

EDUCATION SERVICE CENTERS(ESC)

ESC websites are accessible from the TEA website. Go to <http://www.tea.state.tx.us/special .ed/escinfo/
director.html>.

Thelocal 1SD and RDSPD programs receive support from the Education Service Centers (ESC). Thereare
twenty ESCs, each serving aspecific region of the state. The ESC may providedirect servicestoachild withavisual
impairment, but generaly it supports Teachersof theVisualy Impaired and Orientation and Mobility Speciaistswho
areemployed by thedistricts. Thissupportisprovided primarily through planning, supplemental funding, andin-
servicedevelopmentinitsregion. Each ESC must develop, with stakeholders, aregiond plantojointly determinehow
toimprove student performance. These plansaddressmany areas of educational servicesand arerequiredin order to
receive supplementa funding from the Texas Education Agency. Since 1998, each ESC also hasadesignated staff
member whoisaDeafblind Specidi<t, with specific dutiesrel ativeto thispopul ation of studentswith combined hearing
andvisonlosses.

TEXASSCHOOL FORTHEBLINDAND VISUALLY IMPAIRED (TSBVI)
For detailed information about TSBV1 go to our website. Itislocated at <www.tsbvi.edu>.

TSBVI isaspecid public school established by the Texas L egidatureto provide speciadized and intensve services
which focusontheuniquelearning needsof studentswith visua impairment, including thosewith additiond disabilities.

Regular school-year placement

TSBVI offersacomprehensive educationa program during theregular school year. Studentsmust bereferred by
thelocal |EP committee and admissionisconsidered on anindividual basis. Curricular offeringsincluderegular
academics, functional academics, and basic skillsprogramming for 6-21 year-olds. Servicesareprovided duringthe
school day and inresidentia programming.

Summer school

Thereareavariety of summer school programsthat rangein duration from 1-6 weeks. Parentscan make applica
tiondirectly to TSBVI for summer school programs. Last year’ssummer offeringsincluded: elementary and second-
ary level enrichment programs, career education offering non-paid work training and paid work experiencesfor sec-
ondary students; specialized programsin technol ogy and mathematics, and speciaized campsfor studentswith visual
and multipledisabilitiesincluding desfblindness.

Short programs

Beginningin 2000, short coursesarebeing offered at TSBV I during theregular school year to sudentsenrolledin
their local 1SD programs. A courseindaily living skillsisoffered over aseriesof four weekendsinasingleschool year.
Two week long technol ogy programs have been scheduled for thisyear. A week of individualized study isbeing
provided in six sessionsthroughout the year. Many new programswill be developed from year to year. (Seethe
Summer 2000 issue of SEE/HEAR for more about these programs, or visit the TSBV I website at <www.tsbvi.edu>.)

Outreach

Therearethree branches of Outreach focus. Statewide Programs, Visually Impaired Outreach, and Deafblind
Outreach.
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Statewide programs arein place to manage the American Printing House for the Blind Quota Funds used to
purchase and disseminate (freeto districts) speciaized materidssuch asbraillers, braille paper, light boxesand so on.
Theannua statewideregistry of digiblestudentsisconducted at TSBVI. Other statewidefunctionsare coordination
of teacher preparation issues, mentoring for V1 teachersand O& M specidists-in-training, and statewide staff devel op-
ment. TSBV I workscollaboratively with al twenty Education Service Centers, aswell aswith universities, the Texas
Commissionfor the Blind, and other related agencies.

Visudly Impaired Outreach staff providetraining and support to profess ona sworking with babiesand toddlers
0-5, professona s serving students 6-21, and to their families. Theteamworkswith individua studentsor supporting
adistrict wide program for visually impaired students. The Technology L oan Programispart of thisbranch of Out-
reach.

Texas Deafblind Outreachisasimilar team. Inadditionto support for professonasand families, thereisafocus
ontransitionissuesrelated to the post-educational world. Texas Deafblind Outreach also coordinatestheINSITE
curriculumtraining for professional sworking with children 0-5 with multiple sensory impairments.

Much of thefocusof Outreachison helping familiesand professionas. Activitiesincludedirectly consultingwith
afamily and school program and suggesting programming recommendations, giving workshops, conferences, or small
loca in-service opportunities, and by providing leadershipin statewideissuesand training intheareaof visua impair-
mentsand deafblindness.

Curriculum

Thisdepartment devel opsand publishesavariety of materialsfor teachersand parents on topicsincluding orientation
and mobility, acurriculumfor visualy and multiply impai red students, and aparaprofessiona handbook.

TEXASSCHOOL FOR THE DEAF (TSD)

L earn more about the various programsavailablefor studentsat TSD by visiting their website. Goto <http://
www.tsd.state.tx.us/>.

Texas School for the Deaf (TSD) providesresidentia school placement, summer school programming, aspecia
transition program, workshopsfor parents of studentsattending TSD and servesasan Educational Resource Center
on Deafness. Unlike TSBV I or other residentia programs, parentsmay independently refer their childto TSD or the
referral may comeasaresult of thel EPcommittee’srecommendations. Children who attend TSD may have previ-
oudly attended Regional Day School Programsfor the Deaf (RDSPD) or inclusive programsin their home school
digricts.

TEXASCOMMISSION FOR THE BLIND (TCB)

Although Texas Commissionfor the Blind isnot specifically an education agency, thereare complementary services
inthe areaof education availablethrough thisagency. Tolearn moreabout their rolein both education and especialy
inrehabilitation gototheir websiteat <http://www.tcb.state.tx.us/>.

Texas Commission for the Blind providesavariety of services. Their servicefocusisgeared moretowardsnon-
educationa needssuch asin-hometrainingindaily living skills, and tuition for summer camps. They dso canassstwith
travel and registration costsfor familiesattending training. The TCB children’s caseworkersor transition counselors
can a so support the parents and student in advocating for educational servicesby hel ping them preparefor, and by
attending, the[EPmeeting. If thechildisdeafblind, the TCB also offers support to the family, the student, and the
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children’scaseworker or counselor by providing adeaf-blind specialist. A deaf-blind specialist can determinethe
need for technol ogy and servicesthat are uniqueto deafblindness, such asgettingandusingaTTY, avibratingaarm
clock, or security devices.

TEXASEDUCATIONAGENCY (TEA)

Thelead agency ineducationd servicesin Texasisof course, the Texas EducationAgency. Tolearn moreabout the
full scopeof thisagency’swork go to their website at <www.tea.state.us>.

The TEA ismandated to ensurethat all Texas studentsare provided afree and appropriate education. The TEA
hel psto monitor the effectiveimplementation of the Federa Individualswith DisahilitiesEducation Act, aswdll as sate
and commissioner rulesand regul ationsregarding specid education services. Wearefortunatein Texasto have people
inthe agency designated to addressissues specificaly related to vision or hearingimpairments. Marty Murrell asssts
thestatein advocating for and creating quality servicesfor studentswho arevisually impaired and/or deafblind. Sha
Cowan assststhe statein advocating for and creating quality servicesfor studentswho are deaf and hearingimpaired,
and supportseffortsfor sudentswith deafblindness.

There are awide array of agencies with special rolesin assisting the child with a visual impairment and/or
deafblindnessand their families. Moreinformationisavailableon each at thewebsitesnoted above. Wehopeyouwill
explorefurther, to ensurethat your childisreceiving the most appropriate education possible!

Thelmportanceof Touch in Parent-I nfant Bonding
by Gigi Newton, Teacher Trainer, TSBVI, Texas Deafblind Outreach

Editor’s note: In 1992, Gigi Newton, Teacher Trainer with Texas Deafblind Outreach, began to share
information with our team about the benefits of massage therapy with children who are deafblind. During this
time, Evelyn Guyer, a certified infant massage therapist, had begun to train individuals in the use of Bonding
And Relaxation Therapy (BART) and had received a grant to train parents and others to use these techniques
with deafblind children. Gigi wrote an article about some of the work being done by Evelyn and others that
was published in the July 1992 edition of P.S. News (the Deafblind Outreach newsletter before SEE/HEAR).

Alsoin 1992, through Gigi and Sacy Shafer, Early Childhood Specialist with Visually Impaired Outreach,
we learned about Active Learning theory from Dr. Lilli Nielsen of Denmark. Active Learning focused on
providing the child with blindness opportunities to be an active participant in interactions with the environ-
ment. Thisapproach benefits children with visual impairments by assisting in the devel opment of body aware-
ness and motor skills, cognitive skills such as comparing and contrasting qualities (heavy, light, soft, hard,
smooth, rough, noisy, quiet, vibrating, still, etc.), and choice-making.

In 1997, | attended a session at the National Deafblind Conference in Washington, D.C. titled “ Hands:
Tools, Sense Organs, Voice”, presented by Barbara Miles. Her session focused on the functions of hands in
cognitive, linguistic and emotional development for children with deafblindness. In May of 1999, DB-LINK
published Barbara’s article, “ Talking the Language of Hands to Hands.” This article (which isavailable on
the DB-LINK website at <www.tr.wou.edu/dblink> ) looks at the role of hands in early development for chil-
dren with blindness, deafness, and deafblindness, and suggests strategies for facilitating hand development in
children with deafblindness.
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For the past several years, the Texas Deafblind Outreach team has been discussing the importance of these
theories and approaches in the education of children with deafblindness. Developing the tactual sense, body
awareness, the use of hands, and establishing bonds of trust between the child and caregiver or instructor are
key components in the child’s ability to benefit from instruction. This is especially true when the child is
severely visually and auditorially impaired, but is also true to some degree for any child with sensory impair-
ments. Many early literacy and learning skillsrequire the devel opment of the tactual sense, the awarenessand
use of hands and fingers, the child’s willingness to trust an instructor who guides his/her hands to explore
objects and people in the environment.

In the summer or early fall of 2001, Texas Deafblind Outreach plans to offer a workshop for parents and
members of their childrens educational teams that emphasizes these approaches. Future editions of SEE/
HEAR will also feature articles on these topics to help you decide if this workshop might be beneficial for you.
Herewe arereprinting Gigi’s 1992 article about infant massage and the importance of touch in parent-infant
bonding. Touch isa powerful way to communicate.

Touch from another human being can be anourishing medicine or adamaging poison. Without words, we can show
affection by giving ahug or by stroking achild’'sarm, or we can show disapproval by using our handstorestraina
child’'shand. Theimportance of touch for achild with deafblindnessisapparent. Thechildwill usethissenseexten-
sively to develop communication skills, to help orient in different environments, and most importantly to connect
socially with others. Thisarticlefocusesonthe power of gentletouching and suggestswaysin which touch can make
apodgtivechangeinyour lifeandthelifeof your child.

What doescaring and loving touch dofor infants? Itisanecessary part of devel oping attachment betweenthechild
and parents. Itisthebeginning of communi cation between you and your child. Becauseyou makehimfed secure, the
child learnsto trust you and devel ops an emotional tieto you. The child’sresponseto thosefeelings of security
deepensyour fedlingsof loveand protectivenesstowardshim. Itiswhat Dr. T. Barry Brazelton refersto asthe parent
andchild“fdlinginlove’ with each other.

Themostimportant thing parentscan do to hel p devel op thisattachment isto first become careful observersof their
child and learn how tointerpret hisneeds. A newborn communicates hisneedsor feglingsto hisparentsprimarily
through crying. When ababy’s cry isresponded to quickly and warmly, the child begins to develop abond or
attachment to the caregiver.

When achildisnot responded to hedoesnot fed safe. Asaresult hisdeeping, eating, and socia interactionscan
all beaffected. Accordingto researchfindings, if ababy knowsacaregiver will respond, the baby beginsto reserve
crying for more specialized needs. Thisfinding disputesthe belief that babiesare spoiled by parentswho respond
every timetotheir child'scrying.

Talking to ababy whileresponding to hiscry letshim know that the caregiver understandshisfedlings. Over time
he beginsto be comforted by the voice and to understand that words areaway of communicating. Thissituation
changes somewhat with children with deafblindness.

Babieswith deafblindnesswill need to have moreinput through other senses such astouch, smell, etc. because of
theinformationthat islost to them through their decreased vision and hearing. Try cuddling thechild against your chest
whileyou are speaking or holding hishand or foot against your cheek or chest to let him feel the vibrations of your
voice. Useaconsistent signal, like soft patson the back or stroking hisforehead to communicate your empathy.

Thecrying behaviorsof infantswith hearing, vision, and /or neurological problemsmay bedifferent from aninfant
without disabilities. It may take more observation to understand what their cry meansand how to respond to them.
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Parentsmight try tolist timeswhen the baby criesand note any patternsin the baby’ senvironment that might becausing
himdistress. If dl thechild' sbasic needs(i.e., food, dry diapers, companionship, etc.) have been met and the child
continuesto cry, the parent may need to ook for signsof over-stimulation. Someof thesesignsare: turning the body,
face or eyesaway; closing hiseyes, arching the back; spitting up; rapid shallow breathing; changing color; hiccupping.

It thechildisover-stimulated you may need to try someinventive gpproachesto consoling your baby. Preventively,
you cantry to keep your baby’sdaily scheduleascons stent aspossible. You can make the environment calming by
dimming thelights, dropping thenoiseleve, and reducing socia stimulation. Youmay alsotry thingslikeplacinghimin
histravel chair on thewashing machine so heislulled by thevibrations. Taking ridesin the car, running avacuum
cleaner, anything that produces asteady vibrating motion or monotonous sound, can also help himto relax or cam.
Youwill haveto becreativein finding thetype of calming actionsthat work best for your child.

Momsand dads al so bond with their babies by kissing, cuddling, and making eye contact. Babieswithvision,
hearing, or motor impairmentsmay not receive as much feedback from thistype of physical contact because of their
impairment. Ask your Vision Teacher to hel p you decide how your baby useshisvision and how to adjust thelighting
inhisenvironment to maximizetheuseof hisvision. For example, the baby might seeyour face better if thelight came
from behind him so he does not haveto look into aglaring light when heturnsto you. To keep from startling ababy
who may not hear your voice, a* signature”’ scent (hand lotion or perfume) may provideacuethat you are near.

I nfantswith seizuredisordersor motor impairments may not respond well totouching and holding. Certaintypesof
touch may actualy trigger asei zurein somechildren with seizure disordersbecauseitisstressful. Somechildrenare
tactilely defensive or they have abnormal muscletone. When ababy doesnot show atypical responseto aparent’s
attention the parent may interpret the baby’ sresponse asrejection. The parentsmay begin to hold thechild lessoften.
However, the child’ satypical responseto touch may relate to muscle tonerather than to feelings about his parents.
Withthesechildren, itiscritica for the parentsto learn to touch their child in away that isacceptableand pleasurable
tothechild.

Physical therapistsand occupational therapists can help parentsdiscover what typesof physical touchtheir child
cantolerateand learnto enjoy. They can aso make suggestionsabout textures (for clothing, bedding, etc.) that may be
morepleasingtothechild. Parentsmay want to start with afew minutesof touching, and increasethetimegradualy as
thechild cantolerateit. Often children prefer firm pressureontheir armsand legsasopposed to light stroking. When
using light strokesmoveinthedirection of thehair growth, not against it. Avoid applying pressureonthespine. Asthe
child becomes comfortabl e with being touched he will become more comfortable touching thingsand peoplein his
environment. If achild doesnot enjoy touching, hewill haveadifficult timelearning to explore hissurroundings.

In Touching by Montagu welearn that holding and rocking ababy has physiologica and emotional benefits.
Touching increasesthe baby’s cardiac output, promotesrespiration that in turn discourages|ung congestion and hel ps
the baby’ sgastrointestina function. Themovement of rocking often helpsin digestion and absorption of food.

During normal homeactivitiessuch asdigpering, bathing and bedtime, incorporate afew minutesof gentletouching.
Rubhbing on baby |otion, cuddling before bedtime or massaging armsand legs during abath can add an extrameasure
of caringto ordinary events. Sometimesthese caring touches can even make abothersome event pleasurable.

Onespecid techniqueof touching that isbeing used to increasebonding isinfant massage. Infant massageisamore
structured way of touching. Many hospital s useinfant massage with prematureinfants. Current studiesseemto
suggest infant massage may enhance apremature baby’ sphysical growth and development. Infant massageissome-
thing you do with your baby as opposed to something that isdoneto your baby. Itisaway for parentsto connect with
their child onaspecial level. Massage can help parentslearn theway their baby’sbody looksand feelswhenheis
tensed or relaxed; thelook and feel of agassy stomach; the difference between pain and tension.
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RESOURCES AND REFERENCES

If you want information about infant massagetraining contact: TheInternational Association of Infant Massage
Instructors, E. Micki Riddle, R.N., Ph.D., Executive Director, 1891 Goodyear Avenue, Suite 622, Ventura, CA
93008 or phone (805) 644-8524. Thereisasoawebsite; go to <http://www.iaim-us.com/>. Thefollowing books
can be ordered through thewebsite, by calling toll-free (888) 448-9489 or by e-mailing | AIM4US@aol .com:

Baby Massage: Parent-Child Bonding Through Touch, AmeliaD. Auckett, Harper Collins, 1989.

Fromthe Hand to the Heart (book and video tape), Evelyn Guyer. Thisisabook for parentsand
caregiverswho carefor disabled individuals.

Infant Massage: A Handbook for Loving Parents, Vimala Schneider M cClure, Bantam Books, 2000.
Touching, Montagu, A., Harper Collins, 1986.

Another booklet that may be useful to parentsisavailablefrom the Blind Children’s Center, PO. Box 29159, Los
Angeles, CA 90029 or from their websiteat <http://www.blindcntr.org/>:

Move With Me: A Parents Guide to Movement Devel opment for Visually Impaired Babies, Blind
Children’sCenter (dso availablein Spanish).

Tell Me, and I'll For get
Terry Murphy, Executive Director, Texas Commission for the Blind

Thetitleof thisarticleisfromthe old Native American proverb: Tell me, and 1’1l forget. Show me, and | may
not remember. Involveme, and I’ll understand. Thefirst part of the proverb remindsme of aclassinwhichthe
drone of the teacher reading from atextbook never quite penetrated my preoccupation with the more important
subject of lunchthenext period. Theresultsfromthose occasiona days, of course, you already know. Inevitably there
appeared on my desk - the TEST. If | could only remember what I’ d heard! Nothing. Theonly thing | knew for sure
wasthat theanswersto questions 3 and 7 were definitely not “ hamburger” and “french fries.”

Fortunately for me, not many of my learning experienceswerelimitedtothe“tell me’ variety. Most wererightin
step with the observation of thefirst occupantsof our great country: | remember best those subjectsinwhich | was
fully involved. Thisiswhy | haveadvocated over theyearsfor full and active consumer and parental involvementinthe
servicesthe agency provides. No matter what you tell aperson about blindness, until you show them the benefits of
certain skillsand get theminvolved in reaping the benefitsasthey |earn, theinformation you told themwon’t do much
good on “test day.”

Test daysfor peoplewho are blind are those daysin which they want to independently achieve without sight
something that another person doeswith sight, such asnavigatetheir way to the grocery storeor towork, or try out the
monkey barsat school. Typica test daysfor parentsof children who areblind arethose dayswhen they arecalledto
participateintheir child' SARD or when they aretrying tolocate afulfilling afternoon activity for their child.

The Commission measuresthe successof itsservicesagainst “test scores’ of itsconsumers. Weredlly celebrate
when consumers graduate summa cumlaude from our programs, which meansthey have gained the skills, training,
knowledge, and equi pment they need to be confident in their own abilities. Parentsgraduatewith equally high honors
when they havethe skillsto participate asafull partner intheir child’seducational program and haveareservoir of
activitiesand resourcesfor their child.
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One of themajor ways consumersand parentsare kept involved in the learning experiences of fered by the Com-
missionisthrough written plans. These plansassurethat consumersand parentsare not only involved in planning the
outcomethey expect from services, but alsoin planning theindividual stepsaongtheway. Inour Vocationd Rehabili-
tation Program, the planisan Individual Plan for Employment. Our Blind and Visually Impaired Children’sProgram
usesaFamily Service Plan. Both of theseformats have been revised and improved thisyear.

Our new family service planisset up so that the basicswe could describe as* Confidence 101" skillsare covered,
whichwhenlearned, will producethe highest redl-lifetest resultsfor familieswho have children with visua impairments,
including children with multipledisabilities. Thesecoreservicesincludefamily services, educationd support, indepen-
dent living skills, socid-emotiona devel opment, leisureand recreational skills, prevocationa skills(or future planning
for children with multi pledisabilitieswherework does not appear to be an option), communication skills, travel skills,
and low vision and medical services. The plan changesasthe child progresses and reaches new developmental
milestones. The progresscriteriathen help validate that the child and parentsare on theright path or suggest that
another directionisbetter to reach the planned goal .

Coming back totheold proverb, the Commisson’sstaff hasbeen challenged to reinforcewhat they “tell” consum-
ersand parents by getting them fully involvedinthefamily service plan so that what isheard isnot forgotten on test
days. Inredlity, however, we can shareinformation and the knowledgethat we have gained over decades of experi-
ence, but thewillingnessto listen and befully involvedin core servicesweknow are needed, restswith the peoplewho
cometo usfor assistance.

If you have had the opportunity to beinvolved with our new family service plan, wewould wel comeyour feedback.
Arewedevel oping planswith you that involveyou inaway that hel psyou understand why certain coreskillswill better
prepareyou and your child for the many test dayscoming your way? If not, what do we need to do differently? Just
asimportant, how actively involved areyou inyour family service plan? Only together can we makeadifferencel

In Response
By Dr. Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired
PhilHatlen@tsbvi.edu

| often receivetelephone callsand mail from both parentsand educators, requesting my opinions about the educa-
tional servicesneeded by aspecificchild. | recently had ane-mail exchangewith an educator in another state, and | will
shareportionsof our communication. | inviteyour commentsand thoughtson thisexchange.

SCHOOL DISTRICT:

| amwriting to you because | have accessed your website and am very impressed with itscontent. A parentinour
district isgoing to ask that we place hissonintheresidential school. The parent has stated that hewisheshissonto
receive servicesfor approximately two yearsat this specialized setting, with theintent to return himto our district for
highschool.

Thestudent isperforming well in our district. Herecelves, in our opinion, adequate support services, including
orientation and mobility, OT, servicesfrom ateacher for thevisually impaired, and afull-time paraprofessional. There
are certain home conditionsthat may beplaying onthefather’sthinking at thistime.

What would you think arethe most compelling reasonsto maintain avisualy impaired student in our district, beyond
thereasong/rational applicableto sighted peers? Our staff haveworked hard to makethisplacement work, and they
do not wishto seethischild removed. They fed itimpliesthat they havefailed intheir educational endeavorsfor this
student. What suggestionscan you offer us?
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MY RESPONSE:

Whilel am employed by aschool for theblind, | have alwaysbeen an advocatefor an array of placement options
for blind and visually impaired students. | believethat thereisno“onesizefitsall” approach to meeting thediverse
needs of studentswho arevisualy impaired. Each childisanindividua withindividual needs, and these needswill
changeor bedifferent, depending on degree of visua impairment, presence of additiona disabilities, servicesavailable
locally, and specific needsbased on ageand maturity. | believethat the| EPmust consider theentirearray of placement
possibilitiesyearly, becausethe needsof visualy impaired studentswill changeyearly.

| am astrong advocatefor local placement of visually impaired students, and | urge my colleaguesto aways
consider local neighborhood school first. Ontheother hand, | believeinalevel playing field among all placement
options. A child should not havetofail in one setting before being referred to another. | do not believethat aschool
for theblind should bethelast optionfor achild. For some students, it should bethefirst, or perhaps, the only option.

So, what about the child who concernsyou? In aperfect world hewould have had acomprehensive assessment
which should haveincluded compensatory skillsfor academiclearning, functional low vision, learning media, orienta-
tion and mobility, career education, assistivetechnol ogy, independent living skills, socid interactiveskills, and leisure/
recreation skills. All of these assessments should be done, or orchestrated, by the qualified, credentiaed teacher of the
visualy impaired. Based onthe outcome of these assessments, an | EP shoul d be devel oped that reflectsthe strengths
and needsof thestudent inal of theseareas. Then goa sand objectivesarewritten to meet the needsidentified through
assessment. | would expect that most blind and visually impaired studentswould have at least onegoa ineach area
assessed.

Itisonly after assessment and | EP devel opment have been compl eted that placement isconsidered. Giving careful
consideration to frequency and duration of instruction for every goal and objectivefrom theteacher of thevisually
impaired, aschool district must determine whether it hasthe resourcesto meet the needs. In some cases, teachers
from rel ated servicesmight bethe primary service providers, andinthe case of orientation and mobility, aspecidist will
providetheinstruction. Of course, the classroom aide should never, ever, taketherole of instructor. She may only
reinforce skillsand knowledgelearned from theteacher. Thecrucia questionishow many hours per week are needed
for direct instruction from theteacher of thevisually impaired. Today, many educatorsare saying that every blind and
visualy impaired student should haveat least one hour per day of instruction from theteacher of thevisualy impaired.
Any lessthanthis, placesthestudent at risk for not learning skillsunique and necessary for blind and visualy impaired
persons. Some studentsare going to need morethan an hour aday. What about them? Doesyour itinerant teacher
have aschedulethat isso flexiblethat she can providefor those studentswho haveintensive needs?

What aretheresourcesavailableto the student from the school district? Arethey adequateto meet thechild’s
needs? If not, will thedistrict increaseitsresourcesto meet those needs? If thisisnot possible, will thedistrict refer the
childtoaprogram (such astheresidential school) that can meet theintensive needsof achild? Isthedistrict reluctant
tomakean out-of-district referral becauseit fed slikefallure? What if thedistrictisdoing al it can, and still cannot meet
theunique, intensive needsof achild?

Canwe, youand|, discussthischild’' sneedsonaleve playing field? Areweboth ableto say that inclusonissmply
onemoreoption for placement and should bethe goal, but may not be appropriatefor al sudents? Canweagreethat,
for those children appropriatel y placed inaschool for theblind, that istheir Least Restrictive Environment (LRE)? Can
we both say that philosophy does not drive our decisions, but consideration for theindividual needsof achildishow
we make decisions about placement.

| wishyou and thefamily well inyour decisons. Pleaselet meknow if | can provideyou with further information or
claification.
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L egidative Update
Compiled by Edgenie J. Bellah, Program Consultant, Texas Commission for the Blind
and Cyral Miller, Director of Outreach, Texas School for the Blind and Visually Impaired

Thisyear parentsand professionalswill want to stay current on both Federal and Statelegidative actions, asthe
TexasLegidaturewill comeback into session January 2001.

TheAmerican Foundation for the Blind's*“Words from Washington” recently reported on two federal issues of
interest. Thefirstispending Federa legidation that would allow qualified O& M specialists, rehabilitation teachersand
low vision therapiststo becomedigible providersunder Medicare. Thiswould resultintheprofessionalsbeing reim-
bursed from Medicare funds, which can be used to meet the budget needs. HR2870, the M edicare Vision Rehabili-
tation CoverageAct of 1999, hasover 100 co-sponsorsinthe House. To seethetext of the current draft, you can go
to <http://Mmww.medicarenow.orgadvocacy _legidation_bill.htm>. Thisbill would, for thefirst time, includevisonre-
habilitation servicesunder theMedicare program. Oncepassed by theHouse, thishill will movetothe Senatefor itsaction.

Thesecond isthat the Federa Communications Commission (FCC) hasadopted rulesfor large broadcast stations
and program distributors, to increasetheavailability of video description for televison. With video description, narra-
tion inserted into television programming describes actionsor visua cluesto supplement dial ogue and soundtracks.
Using aseparate channdl, viewerscan accesscritica information that enhancestheir television programming. Thenew
rules, togofully into effect by April 2002, will requireaminimum of fifty hoursper quarter (about four hoursaweek)
of primetimeand/or children’sprogramming for large broadcastersin twenty-fivemgjor televison markets. Ruleswill
asoincrease accessibility of emergency information.

Another Federal issuewe have been following that hastremendousimpact onthelives of TexansisMedicaid.
There are effortsunderway nationally to extend health care coverage to more children through Medicaid and the
Children’sHealth Insurance Program. All stateswere expected to have CHIP completely implemented thisfall, or
they would have to pay back whatever was not spent. Because the CHIP program was approved by the U.S.
Congresswhenthe L egidature’ s session had aready ended and Texasjust started enrollment inthe spring, it hasbeen
reported that our state may haveto pay back asignificant portion of CHIPfunding for missingthedeadline. Unless
effortsin Congressto extend the deadlinefor implementation of CHIPto bigger statessuch asTexasand Cdiforniaare
successful, thelossof revenue could cut down on future effortsto secure health care coveragefor children now falling
throughthe cracks.

Thereisasoapending federal lawsuit on Texas implementation of Medicaid for children, and it appearslikely that
therewill belegidation proposed inthe next Statel egid ative session to address concernswith thisprogram. 1f you are
interested inlearning the specifics of the Medicaid lawsuit, you can go to <http://www.main.org/txchip/index.html>.
Another hot topic familieswill be called to voicetheir opinionsonisamovement to simplify Medicaid. TheTexas
CHIPCoadlitioniscommitted to making the TexCare Partnership asuccessfor our uninsured children. However,
unlessthedigibility processfor children’'sMedicaidissimplified tomirror that of CHIP, the TexCare Partnership will
not reach itsfullest potential. The Texas CHIP Codlition’sproposal issimple- makethe application processesfor
children’sMedicaid and CHIPthe same, so when afamily mailsin aTexCare Partnership application, itiscomplete.
Other proposa sinclude alowing mail-in applicationsand recertifications, making the verification and documentation
policiesidentical to CHIP, diminating the asset test, and adopting twelve monthscontinuousdligibility.

Of particular interest to our readersarethefollowing three stateissues:

* OncetheTexasLegidature gathersin January, we may seefurther debate on the benefits of specialized
servicesfor peoplewho areblind. Given past |egidative experiences, legidation may be proposed to further
consolidate health and human services.
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NEWS& VIEWS

» TheTexasspecid education system recently updated State Commissioner rulesaffecting special education,
inpart tomoreclosday align themwith the Federal Individua swith DisabilitiesEducation Act, amendedin
1997. Proposed changeswere opened for public comment in early fall, and by thetimeyou read thefinal
amendmentsto 19 TAC Chapter 89, Adaptationsfor Specia Populations, Subchapter AA. Specia Educa
tion Servicesmay be posted onthe TEA website at <www.tea.state.tx.us'rules>. Therewere changes
proposedinthedigibility criteriafor visua impairment and deafblindnessaswell assignificant revison of
sectionsdetailing proceduresfor provision of servicesto studentsplaced by their parentsin private schools.

» Thenew Commissioner rulesmention certified teachersof thevisually impaired as necessary team members
for many partsof the specia education servicesprovided to visually impaired and deafblind students. The
State Board for Educator Certification hasbeen reworking the entireteacher certification processin Texasfor
both regular and specia education. Information provided by theAlliance of and for Visualy Impaired Texans
(AVIT) indicatesthat the SBEC isplanning to continue requiring specialized credential sfor theseteachers.
That isgood newsfor thosewho were apprehensivethat thiskind of expertise might no longer berequired.
However, thereisaconcern that decisionsabout how the VI credentialswill be defined will bemadetoo late,
after revamping al the other systemsfor regular and generic specia educationteacher certification. Without
quick action, therewill beatimewhilesystemsfor teacher certificationinvisual impairment are being de-
sgned andimplemented during which no new teacherswill beapproved, aggravating an dready existing
shortagein VI teachers.

Any legidative sesson bringsthe promise of surprises. Familiesand professionalswho want to stay informed can
research legidation at <http//www.capitol .state.tx.us> and be prepared to contact their Representatives and Senators
to advocatefor servicesthey feel areimportant.

National Braille PressM eetingthe Growing Demand for Braille
Reprinted with permission from National Braille PressWebsite

Toachievefull participation inthework place, family activities, and civic affairs, blind people need accessto the
printedword. For personswithtotal or profoundlossof sight, brailleisthe only medium for trueliteracy. They cannot
seelarge print, and although tape recorders and synthesi zed speech have tremendous benefits, they areno substitute
for red reading. Thetaperecorder did not cause sighted peopleto abandon print, nor did theradio displace newspapers.

Braillea so giveshlind peoplemoreoptionsinlife. Recent studieshave demonstrated the cl ose correl ation between
early brailleliteracy and higher employment rates and income, and moretime spent on reading in adulthood. For
example, inasurvey of adultsage 18-55who were blind sinceinfancy, those who reported extensive use of braillehad
afar lower unemployment rate (33%) than did the group asawhole (58%).

Asthebenefitsof brailleliteracy have become better understood, blind people, parents, and othershaveled a
national movement to ensure that blind children havethe opportunity to learn braillein public schools. Currently,
twenty-nine states have passed brailleliteracy bills. Thisnew legidation, advancesin technology, and the spirit of
accommodationinspired by the Americanswith Disabilities Act have escalated the demand for braille.

THE ROLE OF NATIONAL BRAILLE PRESS

Materiasinbrailleused tofall into three categories: religious publications, leisurereading, and schoolbooks. Na-
tional Braille Presswasfounded in 1927 to provide blind people with practical information to be responsible and
productivecitizens. Our books, often devel oped with blind people as authors or co-authors, are distinct for their
subject matter, quality of braille, readability, and affordability.
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Although booksin braille are more expensiveto produce than print, we adhereto apolicy of charging pricesno
higher than thosefor comparabl e editionsfor sighted readers. Charitable giftsand grants make up thedifference.

We a so transcribe magazi nes, menus, guides, government documents, and other print itemsin aself-sustaining
contract servicesprogram. Nearly half of our employeesareblind andfill positionsat al levelsin our organization.

PROGRAMS

Children’sBrailleLiteracy, our literacy program, instillsreadiness and motivationto read. Were-manufacture
classicsand contemporary picture-story books, donated by publishers, in aternating print and braille pages. These
unique booksenable parentsand children, whether sighted or blind, to read together inthehome. Throughthecatalog,
whichisavailableat <www.nbp.org>, familiescan find interesting publications such as: Humpty Dumpty and Other
Touching Rhymes, Just Enough To Know Better, and How to Do Homewor k Without Throwing Up.

We are al so celebrating our tenth year having achildren’sbraille book club! Each month, we offer anew print-
brailletitlefor agespreschool throughthird grade, and for the same price astheprint book! Membershipintheclubis
free, entitling you to receive monthly print or braille notices, which describe the book of that month. You can order it
if youwant, or not. Thereisno obligationto buy. Or, you canjointhe club and automatically recelveaprint-braille
book each month for $100.00. Chargeyour membership today and start building alibrary for thewholefamily.

Computer Access

A variety of technical manuals, reference cards, and guides hel p blind peopl e get started and keep abreast with
softwareand Internet applications. These publicationsare particularly important for job readinessand performance.

Sdf-Help

Among our most popular materid sare booksfor sdf-improvement and life-long learning. They includebooksand
periodicason employment and thejob search, health and welIness, child care, consumer guides, handicrafts, current
affarsandwriting.

For more information about the National Braille Press, please call (800) 548-7323 or access the website at
<www.nbp.org>.

New List for Blind ParentsNow Available

The Committee on Parental Concernsand the National Federation of the Blind announced recently that they are
sponsoring ablind parent mailing list that createsaforum for blind parentsto sharetheir experiences. Topicsmay
include but are not limited to solving logistical problems (such ashow to manage acouple of wiggly toddlersat a
shopping mall when you need one hand for your cane and the other to carry packages) and emotional issues(suchas
dealing with the public, handling achild’sembarrassment about blindness, etc.). Parentsarea so encouragedto share
resources such asarranging the exchange of print/braillebooks. Therewill asobeoccas ona postsconcerning topics
of interest to blind persons and/or members of the National Federation of the Blind.

To subscribeto thelist, send amessageto <listserv@nfbnet.org>. 1nthe body of the message put: subscribe
bl parent (speech synthesizer usersnotethat listserv has8letters, no“ €’ ontheend, and“ blparent” isb-l-p-a-r-e-n-t).

You can alsoreachthe NFB NET BBSviathe World Wide Web at <http://www.nfbnet.org>, viaFTPat <ftp://
ftp.nfbnet.org>, or by pointing your Telnet client to <nfbnet.org> or <209.98.54.33>. You canalso call using a
conventional modem by dialing (612) 869-4599.
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CLASSIFIED

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

NEWS& VIEWS

2001 Texas Symposium
on Deafblindness

“Communitiesand Connections’
at the Radisson Hotel Central Dallas
February 16-17, 2001

Texas Deafblind Outreachinvites parents, adult family
members, and professiona sserving or planning to serve
individua swith deafblindness (ages 0-22) to attend this
event which features state, national and international
speakerssuch as Dr. Jan van Dijk, Dr. LindaMamer,
Dr. SandraDavenport, Sally and Andrew Prouty, Tom
Miller, BarbaraMiles, Steve Perreault, MarshaDunn
Klein, Marlyn Minkin, Dr. Lauren Lieberman, Millie
Smith, Cathy Allen, Edwin Carter, Rosie Yanez, and
others. Thisconferencefeaturesgenera and breakout
sessions on topics such as interveners, van Dijk
methodol ogy, sexudity, mental hedthissues, family life,
eating i ssues, recreation and fitness, self-determination,
use of routines and calendars, adult services,
CHARGE, Usher, and Congenital RubellaSyndromes.

Co-hosting our Friday evening socid will bethe Desaf-
Blind Multihandicapped Association of Texas. There
will be avariety of opportunitiesfor networking and
socializing including an awards banquet on Saturday
honoring individua swho havemade adifferenceinthe
livesof Texaschildrenwith deafblindness.

Regidration, travel and child carefunding assstanceis
available to parents and other adult family members
from Texas who wish to attend. Limited spaces are
availableto out-of -state participants.

Regidration Rates.
Parents, Family Members, Professionas- $150
Paraprofessionals- Free
Out-of -State Participants - $250

Registration Deadline: January 10, 2001

INSITE:

A Home-Based M odel
for Infants, Toddlers& Preschoolers
WhoAreSensory Impaired

with Other Disabilities

Thissix-day trainingisfor professionalswho work with
thesechildrenandtheir families. If youareinterestedin
attending thistraining or bringing thistraining to your
area, call Gigi Newton at (512) 206-9272, or e-mail
her at GigiNewton@tsbvi.edu.

Mt. Pleasant, Texas
Part | - June 4-6, 2001
Part 11 - June 27-29, 2001
Contact: Donna Clopton
(903) 572-8551

Houston, Texas
Part 11- Jan. 30-31
& Feb. 1, 2001
Contact: Jake Pino
(713) 744-6378

Austin, Texasin May 2001

Moving the Edge

2000Annual TASH Conference
December 6-9, 2000
TheFontainebleau Hilton Resort and Towers
Miami Beach, Florida 33140

For moreinformation
Call: (800) 482-TASH (8274) or (410) 828-8274
Website: <www.tash.org>

This year’'s TASH offers over 300 cutting-edge ses-
sions on issues that affect the lives of people labeled
with disabilities, with particular focus on those who have
been labeled with “severe or multiple” disabilities. Pre-
senters include people with disahilities, parents, educa-
tors, researchers, direct support professional's, and many
committed and knowledgeabl e others who work every-
day to ensure the full participation of all! They will be
offering practical strategiesand information that you can
put to useimmediately. Representatives of many of the
leading disability-related manufacturers, publishers, and
supplierswill aso beexhibiting.




Spring Short Classesat TSBVI

I. Technology Week (secondary students)
JAWSfor Internet - February 25-March 2

1. Math Week (secondary students)
Adaptive Tools& Technology for
AccessibleMathematics- April 1-6

[11. One-week individualized instruction

on specific | EP objective

Studentsrecel ve one-on-oneintensiveingtruction
inany disability-specific IEP objective(s) jointly
selected by theLEA and TSBVI.

* High School Students January 21-26
* Middle School Students February 4-9
* Elementary School Students March 18-23

For additiona information, contact:

Dr. Lauren Newton, Principal of Special Programs
phone: (512) 206-9119
e-mail: LaurenNewton@tsbvi.edu

REGIONAL WORKSHOPS

December 1, 2000

Assessing Technology Needs

of Sudentswith Visual Impair ments
Location: RegionlV ESC, Houston, TX
Presenters. DebralL eff, Region X111 ESC
and CeciliaRobinson, Region 1V ESC
Contact: CeciliaRobinson, (713) 744-6379

December 5-6, 2000

Putting the Pieces Together :

Effective Teaching Strategies

for Childrenwith SevereDisabilities
Location: Region| ESC, Edinburg TX
Presenters. Sharon Davis, Michelle Goebel
and TheresaSpong, Region |11 ESC
Contact: Peter Graves, (956) 984-6165

December 11, 2000
Braille-N-Speak: Beyond the Basics
Location: Region XI11 ESC, Austin, TX
Presenter: DebralL eff, Region X111 ESC
Contact: DebralL eff, (512) 919-5354

December 14-16, 2000

TheArcof Texasand Region XX ESC Present
The8th Annual Incluson Works! Conference:
Diversity Shines

Location: San Antonio, TX

Contact: (800) 252-9729

January 24, 2001

Gathering I nformation and Programming

for Sudentswith Visual Impair ments

and Profound Disabilities

Location: Region X ESC, Richardson, TX
Presenters. Jenny Laceand RobbieBlaha, TSBVI
Contact: KitraHill Gray, (972) 348-1580

January 25, 2001

M eeting the Unique Needs of Students

with Hearingand Visual Impair ments
Location: Region X ESC, Richardson, TX
Presenters. Jenny Laceand RobbieBlaha, TSBVI
Contact: KitraHill Gray, (972) 348-1580

January 29, 2001

IntermediateL evel: Using Routineswith Students

with Multiplelmpair ments
Location: Region XI11 ESC, Austin, TX
Presenter: MillieSmith

Contact: DebralLeff, (512) 919-5354

January 31, 2001

Beginning Level: Using Routineswith Students
with Multiplelmpair ments

Location: Region X111 ESC, Austin, TX

Presenter: MillieSmith

Contact: DebralLeff, (512) 919-5354

April 9-11, 2001
Cognitive/Communication Assessment and
I nterventionsfor Children with Multiple
Disabilities

Presenters. Dr. Charity Rowland

and Dr. Phil Schweigert

Location: College Station Conference Center,
CollegeStation, TX

Contact: NodyaThornton, (936) 293-3787

April 19-21, 2001

TAER Conference

Location: Omni Hotels, CorpusChristi, TX
Contact: PamelaBroadston, (806) 742-2345
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SEE/HEAR
published quarterly: February, May, August, and November
Availablein Spanish and English on TSBVI’swebsiteat <www.tsbvi.edu>.
Contributionstothe newsletter can be mailed or e-mailed to section editors at:

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

Deadlinesfor articlesare: Section Editors
December 1st for the Winter edition Family - Jean Robinson (512) 206-9418;
March 1st for the Spring edition JeanRobinson@tsbvi.edu
June 1st for the Summer edition Programming - Ann Rash (512) 206-9269;
September 1st for the Fall edition AnnRash@tsbvi.edu
and Gigi Newton (512) 206-9272;
Production Staff GigiNewton@tsbvi.edu
Editor-in-Chief - Kate Moss (512) 206-9224; &ndromes/Con(_:Iitions - Kate Moss (512) 206-9224;
K ateM oss@tsbvi.edu KateM oss@tsbvi.edu _
Layout Editor - Craig Axelrod (512) 206-9435; News& Views- Edgenie Bellah (512) 377-0578;
CraigAxelrod@tshvi.edu edgenie.bdlah@tch.gate.tx.us

Classified - Jim Durkd (512) 206-9270;

TCB Editor - Edgenie Bellah (512) 377-0578; )
JmDurkd @t<sbvi.edu

edgenie.bdlah@tch.state.tx.us

Website Editor - JimAllan (512) 206-9315; _ i _
JmAllan@tsovi.edu If you nolonger wish toreceivethisnewdetter,
Theaudio version of SEE/HEARisprovided by please C"’_‘” Beth Reesat (512) 206_'9103 or
Recordingfor the Blind and Dydexic, Austin, TX. email her at BethRees@tsbvi.edu.
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