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A Group for Students with Usher Syndrome in South Louisiana 
Faye Melancon 

To be gin with, Usher syn drome among the Aca dian French peo ple in south Lou i si ana was some thing peo
ple knew the “about” of, but not the “what” or “why” of. They knew that gen er a tion af ter gen er a tion of chil
dren were struck mys te ri ously with deaf ness and even tu ally with par tial-to-full blind ness. It was some thing 
that was dreaded, but had to be en dured. Again and again, cous ins, aunts, un cles, and some times two or three 
chil dren in a fam ily were found to have the con di tion, but no one knew what to do, or what to call it. 

The “what” and “why” of it was that the Aca dian par ishes of south Lou i si ana have a far higher per cent age of 
Usher syn drome than any where else in the United States. This ex traor di narily high per cent age has been doc u 
mented in sev eral stud ies (Eng lish, 1978; Kloepfer, Laguaite, & McLaurin, 1966; Smith et al., 1992; Walters, 
Quintero, & Perrigin, 1982;). For ex am ple, Kloepfer et al es ti mated that 30 per cent of the deaf pop u la tion in the 
par ishes of La fay ette, Vermillion, and Aca dia had Usher syn drome. This high in ci dence is a re sult of sev eral 
hun dred years of in ter mar riage among this close-knit eth nic group. In ev i ta bly two in di vid u als, both car ry ing 
a re ces sive gene for Usher syn drome trans mit ted to them by a com mon an ces tor, marry and have chil dren 
with this con di tion. 

The Aca dians, or Ca juns, as they are called, were orig i nally from Aca dia (Nova Sco tia) in Can ada. In the 1700s 
they were ex pelled from that area by the Eng lish. They moved down along the east coast of Amer ica, fi nally 
set tling along the bay ous of sev eral south Lou i si ana par ishes. At first they were not readily ac cepted by peo ple 
in the area and were some what iso lated both by lan guage and cul ture. With time, how ever, the Ca juns came 
into their own and have won ad mir ers around the world for their mu sic, love of fun, and never-to-be-for got ten 
cui sine. 

Many stu dents at the Lou i si ana School for the Deaf (LSD) come from the Aca dian par ishes re sult ing in a high 
in ci dence of Usher syn drome at the school. Ac cord ing to Joyce Russo, pro ject di rec tor of the Lou i si ana Ser
vices to Children and Youth with Deafblindness at the Lou i si ana De part ment of Ed u ca tion, these par ishes in
clude Aca dia, Vermillion, La fay ette, St. Mar tin, Ibe ria, St. Mary, East Ba ton Rouge, Livingston, As cen sion, and 
Or leans. Fif teen to twenty per cent of chil dren on the Lou i si ana deaf-blind cen sus for children birth through 
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age 21 are known to have Usher syn drome (Usher 1) as 
com pared to an av er age of 3 per cent for all other states in 
the na tion. 

When I be came the coun selor at the Lou i si ana School for 
the Deaf in 1974, I had no idea what Usher syn drome 
was. I was n’t aware that there was such a prob lem any
where, much less at our school. I was a new coun selor 
from the north ern part of the state where there were no 
re ported cases of Usher syn drome. 

As time went on, stu dents would off hand edly point out 
other stu dents to me and hold both hands on ei ther side 
of the face to de scribe them. It re minded me of how blind
ers on a horse would look. When I asked, “What do you 
mean?” they would an swer, “You know, can’t see on the 
sides.” 

At first I was con fused and thought the stu dents were 
wrong, but I found my self watch ing the ones they had 



pointed out. I de cided to bring them into my of fice 
and do some in for mal test ing, such as stand ing off to 
one side and wav ing my hands. It gave me 
goosebumps when I re al ized, “Yes!  Those kids were 
right!” 

One of the good things about work ing at a school for 
the deaf is that net work ing and shar ing knowl edge 
is the norm. As I looked around, un sure of what to 
do, sev eral peo ple came to my aid. First and fore
most, I was steered in the right di rec tion by the prin
ci pal at that time, Jerry Stew art, who had orig i nally 
been at the Florida School for the Deaf and Blind 
(FSDB). Be cause some of the Aca dian peo ple had 
drifted down the east coast to Florida when the Brit
ish evicted them from Nova Sco tia, there were deaf 
stu dents at FSDB who had Usher syn drome. 

Next, I got in touch with Steve Barrett, who was the 
re gional rep re sen ta tive for the South Cen tral Re gion 
of the Helen Keller Na tional Cen ter. The ball started 
roll ing then. Steve was very help ful, fly ing over 
from Dal las sev eral times in the fall of 1976 to help 
as sess the sit u a tion. It was ap par ent that a 
schoolwide vi sual screen ing pro gram was needed. 

Be cause in ter est was pick ing up around the coun try 
re gard ing the prob a bil ity of a high in ci dence of 
Usher syn drome in Lou i si ana, we were able to get 
the Uni ver sity of Hous ton Col lege of Op tom e try, 
headed by Dr. James Walters, to come and test our 
stu dents over the next sev eral years. 
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Af ter this, things started hap pen ing. New pro grams 
were sug gested and ge netic coun sel ors came from 
as far away as New York. We got our own so cial 
worker es pe cially for deaf-blind stu dents, work
shops were con ducted to teach par ents and chil dren 
about Usher syn drome, and I started a stu dent 
group called “The Lucky 10” in 1978. The name 
came from “lucky to get out of class.” It con sisted of 
tenth, elev enth, and twelfth grad ers who had Usher 
syn drome. By 1981, there were 17 in the group. 

The goals of the group in cluded in de pend ent liv ing 
skills de vel op ment, learn ing about re sources avail
able for peo ple with lim ited vi sion, proper eye care, 
un der stand ing laws and civic re spon si bil ity, de ci 
sion mak ing, con se quences of ac tions, money man
age ment,  de vel  op ment of  self -worth,  and 
com mu ni ca tion skills. We met ev ery two weeks. 

Ev ery Usher syn drome stu dent group since that 
time has fo cused on a com bi na tion of fun and se ri 
ous ness. We have gone on pic nics, swum at nearby 
rec re ation parks, and taken field trips to Lake 
Ponchartrain for the wild rides, the IMAX in New 
Or leans, and the Ob ser va tory at Lou i si ana State 
Uni ver sity. We’ve skated, bowled, had cake walks, 
ex changed gifts at Christ mas, eaten at ev ery res tau 
rant in town (al most), and had bar be cues and craw
fish boils at my house. We saw the movie The Touch 
about a man with Usher syn drome who was strug
gling to as sert his in de pend ence, ev ery year un til it 
went out of print. 
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The stu dents planned the ac tiv i ties, took care of the 
pa per work needed to get per mis sion for ac tiv i ties 
from the school and par ents, ar ranged for trans por 
ta tion, planned meals through the caf e te ria, and 
took care of other nec es sary ar range ments. They 
gained good man age ment and or ga ni za tional skills 
from these ex pe ri ences. 

An ori en ta tion and mo bil ity trainer be came a part of 
our group and went with us on out ings and ac tiv i 
ties. The stu dents were not re quired to have O&M 
train ing, but it be came nat u ral to par tic i pate be
cause the trainer took them to Lou i si ana State Uni
ver sity to prac tice and then fol lowed up with food at 
a nearby res tau rant. 

More se ri ous ac tiv i ties in cluded learn ing about ca
reer cen ters and schools for deaf-blind peo ple. We 
also pro duced and par tic i pated in a num ber of 
work shops. The stu dents were re spon si ble for the 
work shops. They wrote let ters, de signed pro grams, 
led groups, and, in short, ran the show. 

One re cent work shop called “Walk in My Shoes,” 
fea tured Sis ter Ber na dette Wynne, from the Tech ni 
cal As sis tance Cen ter at Helen Keller Na tional Cen
ter in Sands Point, New York. The pur pose was to 
raise the aware ness level of other stu dents at the 
Lou i si ana School for the Deaf, in or der to help them 
better un der stand Usher syn drome, and stop the oc
ca sional teas ing and bul ly ing of stu dents who had 
Usher syn drome. 

An other re cent work shop, “Open Your Eyes and 
See Us!” fea tured Dr. Bronya Keats from the De part 
ment of Biometry and Ge net ics at the Lou i si ana 
State Uni ver sity Med i cal Cen ter in New Or leans. It 
fo cused on the stu dents’ feel ings that oth ers don’t 
un der stand the na ture of Usher syn drome and what 
peo ple with Usher syn drome have to en dure. Harry 
An der son, who has Usher syn drome and is a guid
ance coun selor at the Florida School for the Deaf and 
Blind, guided us through an Usher syn drome sim u 
la tion ex pe ri ence. Each of the par tic i pants in clud ing 
stu dents, par ents and LSD staff wore ear plugs and 
eye cov ers that sim u lated sight with in creas ingly 
smaller and smaller de grees of cen tral vi sion, cul mi 
nat ing in no vi sion at all. Con scious ness rais ing was 
im me di ate. We all ex pressed feel ings of ex treme 
frus tra tion, fear, awk ward ness, and sad ness. The 
most sig nif i cant re sult of the work shops was the em-
pa thy and re spect that oth ers de vel oped for those 
who had Usher syn drome. 

An other fun ac tiv ity that we did for sev eral years 
was to com mu ni cate with an other Usher syn drome 
stu dent group in Swe den. The stu dents be came pen 
pals. They ex changed let ters, e-mail, pic tures, and 
bro chures. Each side bragged about its own coun try. 

Each group in vited the other to come and visit, and 
in fall of 1999, the Swed ish group came to Lou i si ana. 
They stayed at the school for a week, and what a 
week it was! There were 14 vis i tors, 9 stu dents and 5 
adults. We showed them a Ca jun good time. We 
hope to visit them in the fu ture and sev eral stu dents 
are work ing on pro jects to raise money, in clud ing a 
website ex plain ing the pro ject and ask ing for do na 
tions. 

The name of the stu dent group changed twice 
through the years. In 1992, the group changed to 
“The Dice 12” be cause they said they had Usher be
cause of the luck of the draw. In 1999, the group 
changed names again to “The Bravehearts,” partly 
be cause of the movie that was cur rently show ing in 
the aters and partly be cause they felt they had brave 
hearts. 

The stu dent group has filled an im por tant need at 
the Lou i si ana School for the Deaf in this area of the 
coun try where there is such a high in ci dence of 
Usher syn drome. Over the years, the group has pro
vided a won der ful op por tu nity for stu dents de
velop skills, share ex pe ri ences and sup port, and 
learn plan ning and or ga ni za tional skills. The stu
dents worked hard to make this hap pen. They also 
pro vided an im por tant ser vice by ed u cat ing oth ers 
in the com mu nity about Usher syn drome and is sues 
faced by peo ple who have Usher syn drome. 

Faye Melancon re cently re tired from the Lou i si ana School for the 
Deaf af ter 27 years. She is cur rently tak ing an ex tended trip across 
the United States. 
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Note from the Editors

In this is sue of Deaf-Blind Per spec tives we are pleased 
to pub lish both a poem and a short story in ad di tion 
to a num ber of other ar ti cles. We would like to ex
tend our thanks to all of the writ ers who have con
trib uted ar ti cles for this and past is sues. We would 
also like to en cour age oth ers to sub mit ar ti cles for 
pos si ble pub li ca tion in the fu ture. Deaf-Blind Per-
spec tives is a fo rum for ev ery one to share their 
thoughts, feel ings, and ex per tise. We wel come sub
mis sions of a va ri ety of types in clud ing pro fes sional 
ar ti cles, re ports, prac ti cal tips, es says, po ems, sto
ries, an nounce ments, and let ters. If you have an ar ti 
cle or other item that you would like to sub mit, or if 
you have ques tions or com ments, please con tact: 

Peggy Malloy 
Man aging Ed i tor 
Deaf-Blind Per spec tives malloyp@wou.edu 
Teaching Re search Tel. (503) 838-8598 
345 N. Monmouth Ave. TTY (503) 838-8821 
Monmouth, OR 97361 Fax (508) 838-8150 
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The fol low ing story was writ ten by Deanna Baxter about her 
sis ter Em ily. Em ily was born deaf-blind. The story de scribes a 
trip that their fam ily took from their home in Kan sas to Mary
land, where Em ily re ceived some med i cal tests. It de scribes 
Em ily’s ev ery day life, how peo ple treat her, and how she deals 
with her life style. The story was writ ten 2 years ago when 
Deanna was 12 and Em ily was 10. Em ily has some vi sion and 
hear ing. She wears glasses and hear ing aids. De pending on 
the sit u a tion, she may use ei ther sign lan guage or speech to 
com mu ni cate. 

Simply Emily

Deanna Baxter 

“Hello,” said the doc tor. I will be Em ily’s doc tor 
for the week. We are go ing to start by tak ing a sam
ple of Em ily’s blood.” 

“Em ily, this man is go ing to take some of your 
blood, ” said her mother. 

“If you will step this way please.” 

Em ily walked clench ing her mother’s arm. She was 
very fright ened. Em ily may be deaf, but she still has 
a brain. 

Em ily was born deaf-blind. Which is not in any way 
bad. Like they say, “Ev ery one is dif fer ent in their 
own lit tle way.”  She is just like any one else; she can 

rec og nize a place if she has been there be fore. Or, 
like if there is a place you go quite of ten. Em ily has 
been to many places like this. She is so ter ri fied of 
hos pi tals, be cause so many things have been done to 
her in the past at these places. 

“Ok, here we go, we are go ing to take your blood 
now,” said the doc tor. 

Em ily’s mother says. “You’re go ing to need a cou ple 
of other doc tors to hold her down. Trust me she is 
very strong, when it co mes to some one do ing some
thing to her that she does n’t like.” Right about now 
Em ily is scream ing and kick ing and try ing to get 
loose. She can not stand peo ple hold ing her down, 
but there is no other way to get her blood taken. 

She is n’t a very big kid ei ther. She is 10 years old and 
only weighs 59 pounds, but when it co mes to peo ple 
mess ing with her, and she does n’t want them to at 
the mo ment, she be comes very pow er ful. 

“Just a few more min utes, you’re do ing great Em
ily,” said her mother try ing to com fort her. 

Em ily cries, “I want Deanna.” 

“I’m right here, Emmy. Hang in there,” said Em ily’s 
big sis ter Deanna. 

L to R - Em ily,  Deanna, and their sis ter, Jessie (stand ing). 

“Yes, you did it. Great job, Em ily,” re marked the 
doc tor. 

Em ily is not very happy at the mo ment, but in a few 
min utes she cools off, and she is ready to con tinue 
her day in a good mood. 

“Em ily, come on let’s go and get you some ice cream. 
You were so good,” Deanna told Em ily. 

The next day Em ily had to go back and they per
formed some other kind of test on her. She con tin 
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ued to go to the doc tor for awhile. Just like any other Miss(ed) Communication kid, she hated it with a pas sion. 

On the plane on the way home, Em ily and her Lisa Kozlik 
mother were sit ting by a young lady and her lit tle 
girl who was 9 years old. She was so cute. Her name 
was Ra chel. She re ally wanted to know a lot about 
Em ily and what was wrong with her. She was in ter 
ested to learn and try dif fer ent things with her. She 
thought it was cool when Em ily’s mother was sign
ing to her. Ra chel told Em ily’s mother that she 
would love to learn how to sign. So Em ily’s mother 
showed Ra chel how to do some sim ple signs. 

Later dur ing the flight, Em ily and Ra chel were 
asleep on each other’s shoul ders. They had be come 
very close friends. Their moth ers had been talk ing a 
lot about the two girls. Em ily’s mom told Ra chel’s 
mom that Em ily did n’t have very many friends. She 
said that peo ple just don’t know what to say. All 
they know how to do is stare. Ra chel’s mother 
agreed. “They treat my daugh ter the ex act same 
way, but the only dif fer ence is that Ra chel is a dif fer 
ent color than them. She does n’t re ally un der stand 
why very many peo ple don’t like her. I have tried 
and tried to ex plain. It just does n’t work. I don’t 
know if she is just too young to un der stand or if she 
does n’t want to try to un der stand.” 

A voice over the in ter com in ter rupted them, “Please 
stay seated un til the plane is landed. Thank you for 
rid ing with us. I hope you en joyed your flight.” 

The two fam i lies said their good-byes and said that 
they would keep in touch so that the girls could get 
to know each other a lit tle more. 

“Hey, would you and Ra chel like to come down and 
go to the fair with my fam ily this year?” asked Em
ily’s mother. 

“Sure, that would be so much fun!” 

The two fam i lies parted and they thought about 
each other con stantly. They kept in touch and vis
ited each other a lot. Let this be a good les son to peo
ple who think that just be cause peo ple look 
dif fer ent, it does n’t mean that they’re a bad per son. 
So, just as the golden rule still reads, “Do unto oth ers 
as you would like them to do unto you.” 
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Ev ery day, strang ers pass me by 
with out say ing a word. 
They use their voices to speak OF me, 
- but don’t take the time to speak WITH me. 
I won der why. 

As I walk along the side walk, one per son says 
to an other, “Look at her.” 
- they are point ing at me.

Sud denly, the voice dis ap pears.

Where did it go?

I don’t know.


While I’m in the mall shop ping with friends 
an other voice says, “Look at her.” 
- they are talk ing about me.

But who spoke those words?

I never found out.


What I can not see and hear,

I ex pe ri ence through touch.

Why is n’t this good enough

for those of you who pass me by?


Sign lan guage is my com mu ni ca tion with the 
world, 
- just like the voices you use to speak of me. 
Braille is my “in for ma tion high way” to the 
world, 
- just like the fin gers you use to point at me. 

The next time you see me, 
please 
just don’t look at me 
- get to know me. 

About the Author 

My name is Lisa Kozlik. I am a 29-year old col lege 
stu dent from Wis con sin. I am also deaf-blind. I have 
light per cep tion and a se vere hear ing loss. My blind
ness and hear ing im pair ment were caused by pre-
ma ture birth com pli ca tions. I have been a dog guide 
user for the past 8 years. My cur rent guide is a 
three-year old yel low lab from Leader Dogs. Five 
years ago, I sought train ing at the Cen ter for 
Deaf-Blind Per sons in Mil wau kee, Wis con sin. Their 
help and sup port have given me the strength to be
lieve in my self and to share this poem with you, the 
read ers of Deaf-Blind Per spec tives. 
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Intervener Update 
Peggy Malloy, DB-LINK


Betsy Bixler, NTAC


The role of in ter ven ers in the ed u ca tion of 
deaf-blind chil dren is re ceiv ing more and more at-
ten tion these days. In Feb ru ary 2000 in San Diego, a 
group of in di vid u als in ter ested in ex plor ing this 
topic met to dis cuss is sues per tain ing to the use of 
in ter ven ers—what in ter ven tion is, what the role of 
in ter ven ers is, and how they should be trained and 
sup ported. 

The meet ing was spon sored by Helen Keller Na
tional Cen ter (HKNC) and fa cil i tated by Joe 
McNulty, Di rec tor of HKNC. Pres ent at the meet ing 
were sev eral in di vid u als with ex per tise on the topic 
of in ter ven tion, par ents of deaf-blind chil dren, and 
rep re sen ta tives from HKNC, DB-LINK, NTAC, 
NFADB, and sev eral state deaf-blind pro jects. The 
meet ing fo cused pri mar ily on the use of in ter ven ers 
in early in ter ven tion and ed u ca tional set tings. 

At the meet ing, the sta tus of in ter ven ers in both the 
United States and Can ada was dis cussed. Much of 
the dis cus sion about what is hap pen ing in the 
United States fo cused on a re view of a brief ing pa per 
about in ter ven ers writ ten by Linda Alsop, Robbie 
Blaha, and Eric Kloos (2000) and re cently pub lished 
by NTAC. The pa per pro vided an ex cel lent ba sis for 
dis cuss ing the var i ous is sues of in ter est to the 
group. An over view of the Ca na dian sys tem was 
pro vided by Linda Mamer. 

This ar ti cle sum ma rizes some of the main points of 
the brief ing pa per. The pa per it self goes into greater 
de tail about each of these points as well as other rel e 
vant is sues. A de scrip tion of in ter vener ser vices in 
Can ada fol lows the brief ing pa per sum mary. 

Briefing Paper Summary 
What is an intervener? 

An in ter vener is a per son with spe cial train ing in 
deaf-blind ness who works one-to-one on an on go 
ing ba sis with a child or young per son who is 
deaf-blind. The in ter vener is a con sis tent pres ence in 
the child’s life and helps the child gain ac cess to the 
world. In ter veners do not work in iso la tion, but are 
mem bers of In di vid u al ized Fam ily Ser vice Plan 
(IFSP) or In di vid u al ized Ed u ca tion Pro gram (IEP) 
teams. In school set tings they work un der the di rec 
tion of the class room teacher. In early in ter ven tion 
set tings they may be su per vised by an early in ter 
ven tion spe cial ist or other ser vice pro vider. 

What is the role of the intervener? 

In ter ven tion is a pro cess that pro vides ac cess to vi
sual and au di tory in for ma tion for a deaf-blind child. 
The role of the in ter vener is to fa cil i tate that pro cess. 
Deaf-blind chil dren have unique needs that can be 
ad dressed by the pro cess of in ter ven tion. These in
clude 

� Ac cess to en vi ron men tal in for ma tion 

� Com mu ni ca tion 

� Social and emo tional well-be ing 

In ter veners pro vide clear and con sis tent ac cess to en-
vi ron men tal in for ma tion by us ing strat e gies tai lored 
to each child’s unique ca pa bil i ties to help them ac
cess in for ma tion that is usu ally ob tained through 
hear ing and vi sion, but is un avail able or in com plete 
to deaf-blind chil dren. They fa cil i tate com mu ni ca tion 
by be ing con sis tently avail able to the child to pro
mote the de vel op ment and use of com mu ni ca tion 
skills. They serve as a link to help the child com mu 
ni cate with oth ers. In ter veners de velop a trust ing, 
in ter ac tive re la tion ship with the child that pro motes 
so cial and emo tional well-be ing. This re la tion ship can 
help mo ti vate the child to be in con tact with the 
world out side his or her own body. 

In ter veners also have ad di tional re spon si bil i ties as 
de ter mined by the goals of the IFSP or IEP. These in
clude sup port ing the child dur ing daily rou tines 
and ac tiv i ties and vary de pend ing on the needs of 
the child. For ex am ple, an in ter vener work ing with 
an in fant in the home may be in volved in ac tiv i ties 
such as dress ing and play. Re spon si bil ities of an in
ter vener work ing with an el e men tary school child 
may in volve ac a demic work and so cial ac tiv i ties. An 
in ter vener work ing with a high school-aged child 
may be in volved in job coach ing. Dur ing these times 
of ad di tional re spon si bil i ties, how ever, the in ter 
vener’s fo cus con tin ues to be on pro mot ing the pro
cess of in ter ven tion by meet ing the child’s needs of 
ac cess to en vi ron men tal in for ma tion, com mu ni ca 
tion, and so cial and emo tional well-be ing. 

Does the deaf-blind child become dependent on 
the intervener? 

Rather than cre ate de pend ency, the in ter vener pro
motes the child’s in de pend ence by fa cil i tat ing ac
cess to in for ma tion, pro vid ing op por tu ni ties that 
al low the child to solve prob lems, make his or her 
own de ci sions and choices, and in ter act fully with 
other peo ple. The in ter vener acts as a bridge, not a 
bar rier. 
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What type of training and skills do interveners 
need? 

Training for in ter ven ers should oc cur at two lev els. 
The first is train ing that pro vides ba sic in for ma tion 
about deaf-blind ness in clud ing char ac ter is tics of vi
sion and hear ing loss, com mu ni ca tion, con cept de-
vel op ment, and learn ing. The sec ond level is 
train ing tai lored to the spe cific needs of in di vid ual 
chil dren. Child-spe cific train ing var ies de pend ing 
upon char ac ter is tics of the child, in clud ing age, se
ver ity of vi sion and hear ing loss, pres ence of other 
dis abil i ties, com mu ni ca tion needs, and the set ting 
(e.g., home, school, or com mu nity) in which the in
ter vener’s ser vices are pro vided. Be cause in ter ven 
ers work as part of a team to de velop and pro vide 
ser vices for deaf-blind chil dren, they should also re
ceive train ing that will help them ac quire team ing 
and col lab o ra tion skills. 

How do you know if a child needs an intervener? 

The need for an in ter vener for a par tic u lar child is al
ways de ter mined by the IFSP or IEP pro cess. This 
fol lows a thor ough eval u a tion of the child’s 
strengths and needs. An in ter vener is not au to mat i 
cally pro vided for a child or stu dent who is 
deaf-blind, but should be a valid op tion on a menu 
of ser vices avail able to sup port the im ple men ta tion 
of the spe cially de signed in struc tion of the child’s 
IFSP or IEP.

 Is the word “in ter vener” spelled with an “er” or 
an “or”? 

The term intervenor orig i nated in Can ada where the 
“or” end ing is used. The au thors of this brief ing pa
per use the same term, but with an “er” end ing. This 
was an out growth of prac tices in Utah where ad min 
is tra tors and ser vice pro vid ers of fi cially adopted 
the spell ing as in ter vener. 

Intervenor Services in Canada 
At the meet ing in San Diego, Linda Mamer de
scribed intervenor ser vices for stu dents who are 
deaf-blind. In Can ada, in ter ven tion for peo ple who 
are deaf-blind has been a ser vice de liv ery model for 
more than 25 years. The Ca na dian Deafblind and 
Ru bella As so ci a tion (CDBRA) be lieves that ev ery 
per son iden ti fied as deaf-blind has the right to re
ceive life long in ter ven tion ser vices (Mamer & 
Munroe, 1999). The term “deaf-blind” as used by 
CDBRA re fers to in di vid u als with con gen i tal or 
early-ac quired deaf-blind ness as this is the main 
area of their ex pe ri ence and ex per tise. McInnes 
(1999) de fines in ter ven tion as a pro cess that en ables 
“the deafblind per son to es tab lish and main tain 

max i mum con trol over his or her en vi ron ment at a 
level ap pro pri ate to phys i cal abil ity and level of 
func tion ing” (p. 76). 

The Ca na dian Deafblind and Ru bella As so ci a tion 
has de vel oped a work ing pa per of na tional guide
lines for intervenors. The guide lines pro mote in ter 
ven tion as an ap pro pri ate and vi a ble model for 
deaf-blind in di vid u als. CDRBA rec og nizes the sig
nif i cant im pact that an intervenor can have on an in
di vid ual’s learn ing and ex pe ri ence and em pha sizes 
that an intervenor en ables the in di vid ual to ac cess 
in for ma tion, com mu ni cate, and fully par tic i pate in 
mak ing choices (Mamer & Munroe, 1999). The 
intervenor should fa cil i tate the deaf-blind in di vid 
ual’s needs and de sires. 

School intervenor ser vices are in di vid u al ized and 
avail able for deaf-blind stu dents through out the ed
u ca tional years in many parts of Can ada. In some ar
eas, in ter ven tion ser vices are also avail able 
af ter-school, week ends, and sum mers. 

Future Activities 
Cru cial needs iden ti fied by par tic i pants at the meet
ing in San Diego in cluded de vel op ment of a list of 
com pe ten cies for in ter ven ers and for mal ized train
ing op por tu ni ties on a na tional level. A sub group of 
the par tic i pants plans to pur sue these ob jec tives in 
the fu ture. An other sub group is de vel op ing a val
ues/mis sion state ment on the need for in ter ven tion 
ser vices for deaf-blind chil dren and youth. Par tic i 
pants at the meet ing also iden ti fied a need for more 
wide spread in for ma tion about in ter ven ers and 
hope to pro mote aware ness through pub li ca tions 
like Deaf-Blind Per spec tives. 
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At ten dees at the San Diego Meet ing 

Joe McNulty - Di rec tor, Helen Keller Na tional Cen
ter 

Linda Alsop - SKI*HI In sti tute, Utah State Uni ver sity 

Betsy Bixler - Area Di rec tor, NTAC, Helen Keller 
Na tional Cen ter 

Robbie Blaha - Ed u ca tion Spe cial ist, Texas 
Deaf-Blind Pro ject, Texas School for the Blind and 
Vi sually Im paired 

Ca thy Kirscher - Re gional Rep re sen ta tive, HKNC 
South west ern Re gional Of fice 

Eric Kloos - Pro ject Di rec tor, Min ne sota Deafblind 
Pro ject 

Peggy Malloy - In for ma tion Spe cial ist, DB-LINK 

Linda Mamer - Pres i dent, Ca na dian Deafblind and 
Ru bella As so ci a tion 

Carrie Masten - Par ent; Fam ily Sup port Part ner, 
Wash ing ton State Ser vices for Children with 
Deaf-Blind ness; Rep re sen ta tive, Na tional Fam ily As-
so ci a tion for Deafblind 

Loretta McGraw - Pro ject Di rec tor, Con nec tions Be
yond Sight and Sound 

Pearl Veesart - Par ent 
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AADB Convention 2000 
Roma Vanduzer,


Chair per son, Ar i zona As so ci a tion of the

Deafblind of Tuc son


The Amer i can As so ci a tion of the Deaf-Blind con
ven tion held in Co lum bus, Ohio this year from July 
29th to Au gust 4th was, in my opin ion, a tre men 
dous suc cess. Con sidering that more than 1000 peo
ple at tended, things went along rel a tively smoothly. 
There were nu mer ous well-pre sented, ed u ca tional 
work shops. Many pro vided Braille hand outs. There 
were also many en joy able tours. So many ac tiv i ties 
were of fered that it was dif fi cult to choose among 
them. The only prob lem, from my per sonal view
point, was that most of the places se lected for tours 
were so filled with fun things to do and see that I 
could have spent a whole week in each place!! 

There were two big par ties. The first, on Sunday, 
July 30th, was a cel e bra tion of the 25th an ni ver sary 

of the first AADB con ven tion held in 1975. The 
theme of the sec ond party, on Wednes day eve ning, 
Au gust 2nd, was “Let’s Swing into the 21st Cen
tury.” Large crowds at tended both par ties. Ev ery 
one danced ex u ber antly, ate and talked, and made 
new friends. 

On Sunday, there was an open ing cer e mony in the 
af ter noon. All who at tended en thu si as ti cally 
cheered the roll call of the states. Wednes day was 
en tirely given over to busi ness meet ings. The new 
AADB by laws were re viewed, dis cussed, and put to 
a vote. Late in the af ter noon they were unan i mously 
ac cepted. Con sidering that a large num ber of peo ple 
at tended the con ven tion, I was sur prised and dis ap 
pointed that there were not more peo ple at the meet
ings. Ex hibits and crafts dis plays, how ever, were 
held at the same time. There was a great deal to see, 
in clud ing in ter est ing prod uct dis plays, beau ti ful 
crafts, and sou ve nirs like t-shirts.  De spite all of the 
ex cite ment, busi ness was very com pe tently taken 
care of and con cluded, and that’s what is im por tant. 

Over all, it was a great con ven tion. The hous ing was 
com fort able, pri vate, and very clean. The food was 
de li cious and the trans por ta tion con ve niently avail
able at all times. Shut tle buses con veyed peo ple to 
and from points of in ter est and other places they 
needed to go. 

It is im por tant to keep in mind that one of the ma jor 
rea sons for the suc cess of the con ven tion was the 
large num ber of vol un teers (sup port ser vice pro vid 
ers) who gave a whole week of their time, skills, and 
ser vices with self less ded i ca tion to as sist us with 
any thing at all when we needed help. We ex tend our 
heart felt thanks to all of them!! 

The ban quet on the last eve ning was great. The food 
was ex cel lent and ex pertly ca tered. Many awards 
were given and many peo ple were rec og nized for 
their ser vices to AADB. Pres i dent Harry An der son 
was his usual cheer ful and amus ing self. 

On Fri day, Au gust 4th, trans por ta tion to the air port 
was well or ga nized and ef fi cient. Hey, no one in our 
group even lost any lug gage!! 

������� 
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The fol low ing ar ti cle is re printed with per mis sion from the March 
2000 is sue of VIEWS, a monthly pub li ca tion of the Reg is try of In ter 
preters for the Deaf. 

Team Structure for a Deaf-blind 
Student 

Betsy J. Dunn, CSC, California 

The suc cess ful ed u ca tional ex pe ri ence of a stu
dent who is deaf- blind is al ways the re sult of a team 
ef fort.  It would be im pos si ble for any par ent, 
teacher, sup port staff or ad min is tra tor to sin gle 
hand edly en sure the ed u ca tional/so cial suc cess of a 
stu dent re quir ing ex ten sive sup port.  The com plex 
and multi-lay ered ed u ca tional and so cial needs, 
pref er ences and styles of a deaf-blind stu dent man
date a so phis ti cated net work of sup port that can 
only be pro vided by a team of pro fes sional in di vid 
u als who lis ten care fully and re spond ap pro pri ately 
to the deaf-blind stu dent. 

The in di vid ual needs of a deaf- blind stu dent are as 
var ied as each stu dent, and yet, the struc ture of the 
sup port team needed by this widely vary ing group 
is very sim i lar.  A suc cess ful sup port team for a 
deaf-blind stu dent in cludes the fol low ing in di vid u 
als: 

� Stu dent 

� Par ent 

� Ad min is tra tor/Case Man ager 

� Pri mary Sup port Teacher 

� In ter preters 

� Vi sion Teacher 

� Mo bil ity In struc tor 

Team suc cess re quires that each team mem ber have 
a clear un der stand ing of their own role, the role of 
other team mem bers, and how each mem ber in ter 
acts and sup ports the other. Team mem bers must ac
tively share in for ma tion and seek as sis tance from 
oth ers. Equally im por tant, they must be will ing and 
able to put the needs of the stu dent ahead of any per
sonal is sues or agen das. On-go ing team suc cess re
quires con stant com mu ni ca tion, re spect and 
com pe tency in each and ev ery role. 

Role Definitions 
The first and most im por tant mem ber of the team is 
the stu dent. The stu dent’s in di vid ual needs, pref er 
ences, and styles as they re late to com mu ni ca tion 
and ed u ca tion must be ad dressed and ac com mo 
dated by the sup port team’s ef forts. In di vid ual pro

files of in ter est, po ten tial and skills pro vide nec es 
sary di rec tion for the stu dent’s ed u ca tional goals. 
As the stu dent ma tures and is able to par tic i pate in 
his or her own IEP with in creas ing aware ness and 
re spon si bil i ty, the suc cess of the sup port team will 
be re flected in the ed u ca tional own er ship and 
self-aware ness of the stu dent. 

The par ent is the driv ing force of his/her child’s ed
u ca tional ex pe ri ence. With out strong ad vo cacy 
from the par ent, it is too easy for a deaf- blind stu
dent to be un der-served or not served at all. The par
ent pro vides es sen tial in put and di rec tion in the IEP. 
Some ed u ca tors might pre fer the par ent sim ply rub
ber stamp de ci sions made by school per son nel. This, 
how ever, is not the most ef fec tive re la tion ship for 
stu dent suc cess. The par ent is able to bring a wealth 
of back ground in for ma tion to school per son nel – 
and through this in for ma tion, the school staff can 
better un der stand and guide the stu dent to ac a 
demic/so cial suc cess. Even when a full en sem ble of 
pro fes sion als has been brought to gether to pro vide 
ed u ca tional sup port, the par ent still con tin ues to be 
a vi tal team mem ber. The need for par ent in put and 
di rec tion is never-end ing. 

The ad min is tra tor or case man ag er acts as the 
school site co or di na tor for the ser vices and per son 
nel pro vid ing sup port to the deaf-blind stu dent. 
From the stu dent’s per spec tive, the ad min is tra 
tor/case man ager may seem like a “si lent part ner” 
on the team. Al though the case man ager may not be 
the most vis i ble team mem ber, ex pe ri ence has 
proven that the case man ager’s sup port, guid ance 
and ad min is tra tive skills in ter fac ing with the school 
dis trict is a vi tal el e ment nec es sary for the team’s 
suc cess. A good ad min is tra tor can lis ten and learn 
about the is sues of deaf- blind ness and ef fec tively 
over see and co or di nate these ser vices. 

The sup port team “teacher” may be called many dif
fer ent names: pri mary teacher, pri mary sup port 
teacher, teacher of the deaf, point per son, or spe cial 
ed u ca tion teacher. What ever the name, this 
“teacher” is a piv otal team mem ber who not only 
pro vides 1:1 teach ing and tu tor ing, but also in ter 
faces and co or di nates with the gen eral ed u ca tion 
teach ers, in ter pret ers, par ents, and ad min is tra tion. 
Ad di tionally, the pri mary sup port teacher must 
mod ify, adapt, and cre ate ma te ri als nec es sary for 
the stu dent to par tic i pate, un der stand and mas ter 
the in for ma tion pre sented in the gen eral ed u ca tion 
and dur ing 1:1 in struc tion pe ri ods. The teacher 
must work closely with the stu dent and par ent to en
sure that the ed u ca tional di rec tion and needs of the 
stu dent are rep re sented in the IEP doc u ment. 

To the gen eral school pop u la tion, the in ter preter 
pro vides the most vis i ble sup port to the deaf-blind 
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stu dent; it is also a com pli cated and of ten mis un der 
stood po si tion on the team. The school dis trict em
ployee ti tle of “in ter preter” is gen er ally in ad e quate 
and does not rep re sent the va ri ety of du ties re quired 
by this po si tion. The in ter preter’s daily re spon si bil i 
ties are a blur of in ter preter, tu tor, so cial fa cil i ta tor, 
and Ser vice Sup port Pro vider (SSP) du ties. 

Func tioning as the “in ter preter,” this team mem ber 
fa cil i tates and cre ates the in for ma tion and com mu 
ni ca tion bridge nec es sary for so cial op por tu ni ties 
and ed u ca tional ex pe ri ences to oc cur. Deaf-blind in
ter pret ing re quires spe cific knowl edge and skills be
yond those nec es  sary for  s ign lan guage 
in ter pret ing. The in ter preter lit er ally brings the 
world to the stu dent and the in ter preter’s abil ity to 
clearly and ac cu rately con vey vi sual and au di tory 
in for ma tion –  as well as so cial nu ances –  will de ter 
mine the level to which the stu dent can rise. Sen si 
tiv ity, aware ness, and train ing in deaf-blind is sues 
and needs are re quired for the in ter preter to suc cess 
fully sup port the deaf-blind stu dent. The in di vid ual 
needs, de sires, and pref er ences of the stu dent must 
be re spected and ac cepted dur ing in ter pret ing sit u 
a tions. 

Ed u ca tional in ter pret ers some times find them
selves in the dual job de scrip tion of in ter preter/tu 
tor. This blur ring of roles can be con fus ing not only 
to the stu dent, but also to the in ter preter and gen eral 
ed u ca tion teacher. Clear def i ni tion and dis tinc tion 
are nec es sary for the suc cess ful blend ing of these 
roles. 

While in ter pret ing in a so cial set ting, the in ter preter 
for a deaf-blind stu dent is called upon to “fa cil i tate” 
so cial in ter ac tion with the gen eral school pop u la 
tion. This is an ap pro pri ate and nec es sary role to em
brace, and yet it adds ad di tional con fu sion of the 
in ter preter’s roles and re spon si bil i ties. Con tinued 
pro fes sional de vel op ment and growth are vi tal for 
the de vel op ment of skills nec es sary to dis cern when 
and how to func tion as a fa cil i ta tor while also main
tain ing re spect and re gard for the deaf-blind stu
dent’s so cial/emo tional de vel op ment and abil i ties. 

In ad di tion to func tion ing as in ter preter, tu tor, and 
so cial fa cil i ta tor, the in ter preter for a deaf-blind stu
dent also serves the stu dent as a Ser vice Sup port 
Pro vider (SSP). As an SSP, the in ter preter will act as 
the deaf-blind stu dent’s guide, lunch part ner, or 
com pan ion. The stu dent’s per sonal needs or pref er 
ences for sup port will de ter mine how and when the 
in ter preter func tions as an SSP. 

Deaf-blind in ter pret ers work un der un usu ally close 
and in ti mate con di tions with the deaf-blind stu dent. 
This un usu ally close work ing re la tion ship - as well 
as the in ten sity, which of ten ac com pa nies it - is im

por tant to ac knowl edge and sup port. Too of ten, in
ter pret ers reach “burn-out” be cause these is sues 
have not been an tic i pat ed, ad dressed, or sup ported. 
For this rea son, it is pref er a ble for the deaf- blind stu
dent to re ceive al ter nat ing ser vices from at least 2 in
ter pret ers through out the day. 

The Braille and Mo bil ity In struc tors both pro vide 
spe cific train ing and ex per tise for the stu dent and 
other team mem bers.  Their in put re gard ing spe cific 
skills and strat e gies re lated to deaf-blind ness are 
ben e fi cial to all team mem bers. 

Com mu ni ca tion of Role Def i ni tions 

Var i ous meth ods may be used to de fine, es tab lish 
and com mu ni cate the role of each team mem ber 
within the team as well as to the gen eral ed u ca tors or 
other per sons who are part of the larger sup port net
work. The roles and re spon si bil i ties of team mem
bers may be in tro duced to the gen eral ed u ca tion 
teach ers through an ori en ta tion meet ing, which 
takes place be fore the be gin ning of each school se
mes ter. 

Dur ing an ori en ta tion meet ing, or in a 1: 1 set ting, a 
one to two-page “fact” sheet can be uti lized to pro
vide in for ma tion ad dress ing these ques tions/top 
ics: 

� Who is the stu dent? What does s/he like to do? 

� Func tional as pects of vi sion and hear ing: How 
much can s/he see or hear? 

� Types of ed u ca tional ma te ri als used: does s/he 
read Braille or print or both? 

� Com mu ni ca tion op tions in the class room: sign 
lan guage through the in ter preter, writ ing, or 
ges tures/body lan guage. 

� De fine the in ter preter’s role, re spon si bil i ties, and 
du ties: Vi sual and au di tory in for ma tion is re
layed and tu tor ing as sis tance is pro vided as nec
es sary. Class room be hav ior man age ment is the 
re spon si bil ity of the teacher. 

� Iden tify spe cial space/en vi ron men tal con sid er 
ations: What seat ing ar range ment is ap pro pri 
ate? Use of the over- head pro jec tor and mov ies. 

� De scribe how the stu dent will com plete class as
sign ments: de scribe the 1:1 study sup port s/he 
re ceives. 

� In di cate who and how the stu dent will be 
graded. 

� Pro vide a list of the names and phone num bers of 
all team mem bers. 

Role-play ing may also be suc cess fully em ployed 
dur ing a teacher ori en ta tion as a means to dem on 
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strate and clar ify the role of the in ter preter/tu tor in 
the class room set ting. 

Due to the fact that team mem bers will nat u rally 
change over the years, and sub sti tute teach ers and in
ter pret ers will also re quire ori en ta tion in for ma tion, a 
ba sic in ter pret ing/teach ing guide of prac ti cal in for 
ma tion which ad dresses deaf- blind in ter pret ing in 
gen eral, and the in di vid ual stu dent’s needs spe cif i 
cally, should be dis sem i nated to fa cil i tate the smooth 
tran si tion of new or sub sti tute team mem bers. 

Topics ad dressed in the in ter preter/in struc tor guide
lines for a deaf- blind stu dent may in clude: 

� In ter preter dress: Cloth ing which con trasts the

skin tone of the in struc tor/in ter preter. If a par tic u 

lar color is pre ferred, this should be clearly stat ed.


� Getting started: What to do when first meet ing

with the deaf-blind stu dent.


� Sign Lan guage: Pref er ences of the stu dent. 

� Lighting: Op ti mal con di tions and al ter na tives. 

� In ter preting: Guide lines, tech niques, and strat e 

gies for deaf-blind in ter pret ing; de fin ing the ex

panded deaf-blind in ter preter’s role as an “SSP”

for the stu dent; as well as iden ti fy ing the lan

guage and com mu ni ca tion pref er ences of the

stu dent.


� Mo bil ity: Strat egies, tech niques, and stu dent

pref er ences.


� So cial Et i quette: Stu dent pref er ences/needs;

gen eral deaf-blind cour te sies.


Tech ni cal sup port and as sis tance avail able through 
var i ous na tional or ga ni za tions, and schools serve as 
in valu able re sources to the pro fes sional de vel op 
ment and role def i ni tion of the stu dent’s sup port 
team. Team mem bers should be en cour aged and 
chal lenged to de fine, com mu ni cate, and nur ture 
their pro fes sional skills so that they may better pro
vide the sup port struc ture needed for stu dent’s suc
cess. 

Some par ents may dream of find ing an “Anne 
Sullivan” for their deaf-blind child; a per son who 
might mag i cally bring the “world” to their child. 
How ever, the strength and knowl edge of a team 
pro vides a more pow er ful and dy namic ed u ca tional 
ex pe ri ence than any sin gle par ent or teacher could 
ever dream of giv ing an in di vid ual who is 
deaf-blind. 

[Copy right 2000, VIEWS, the Reg is try of In ter preters for 
the Deaf.] 
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Meet the NTAC Staff 

NTAC, the Na tional Tech ni cal As sis tance Con
sor tium for Children and Young Adults who are 
Deaf-Blind pro vides tech ni cal as sis tance to fam i lies 
and agen cies through out the United States. NTAC’s 
mis sion is to pro vide as sis tance that en ables peo ple 
and agen cies in each state to work to gether to im
prove the qual ity of early in ter ven tion and ed u ca 
tional ser vices pro vided to chil dren and young 
adults who are deaf-blind. NTAC’s ul ti mate goal is 
to as sist states to im prove out comes for deaf-blind 
stu dents to meet chal leng ing stan dards and be 
better pre pared for adult life. Tech ni cal as sis tance 
ac tiv i ties in clude set ting up train ing op por tu ni ties 
for fam i lies and ser vice pro vid ers, con sul ta tions, 
and fa cil i tat ing col lab o ra tion among agen cies and 
or ga ni za tions within a state. 

Tech ni cal as sis tance ac tiv i ties are planned through 
each state’s deaf-blind pro ject and are pro vided to 
agen cies and or ga ni za tions that pro vide ser vices for 
chil dren and youth who are deaf-blind (birth to 28 
years). These in clude state deaf-blind pro jects, fam
ily or con sumer or ga ni za tions, and state ed u ca tion, 
early in ter ven tion, and adult ser vice agen cies. 

NTAC com bines the re sources and ex per tise of two 
or ga ni za tions, Teaching Re search at West ern Or e 
gon Uni ver sity and the Helen Keller Na tional Cen
ter (HKNC) in New York. NTAC is funded by a 
grant from the U.S. De part ment of Ed u ca tion to 
Teaching Re search. 

Staff are lo cated in four re gions. Each of fice pro
vides tech ni cal as sis tance for the states in their re
gion. 

Re gion 1 (AK, AZ, CA, CO, ID, HI, MT, NV, NM, 
OR, Pa cific Ba sin, UT, WA, WY), Teaching Re search, 
Monmouth, OR 

Re gion 2 (IA, IL, IN, KS, MI, MN, MO, NE, ND, SD, 
OH, WI), Shaw nee, Mis sion, KS 

Re gion 3 (AL, AR, FL, GA, KY, LA, MS, NC, OK, 
Puerto Rico, SC, TN, TX, Vir gin Is lands), At lanta, 
GA 

Re gion 4 (CT, DE, DC, MD, MA, ME, NH, NJ, NY, 
PA, RI, VA, VT, WV), HKNC, Sands Point, NY 
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Administrative Staff 

Ad min is tra tive staff are lo cated in both the Or e gon 
and New York of fices. The prin ci pal in ves ti ga tors of 
the NTAC grant are Joe McNulty, Di rec tor of Helen 
Keller Na tional Cen ter and Vic Baldwin, for mer Di
rec tor of Teaching Re search. 

Kat Stremel (Or e gon), the Di rec tor of NTAC has a 
mas ter’s de gree in speech pa thol ogy and au di ol ogy. 
She has writ ten and di rected 15 fed eral grants and 
has served as a fed eral grant re viewer. She has also 
served on dis abil ity task forces, the Mis sis sippi Par
ent Training and In for ma tion Board, and as a gov er 
nor-ap pointed chair of the Mis sis sippi In ter agency 
Co or di nating Coun cil. Kat is an ex pert in the area of 
com mu ni ca tion de vel op ment and has writ ten nu-
mer ous pub li ca tions and taught ex ten sively on this 
topic. 

Kathy McNulty (New York) is NTAC’s As so ci ate Di
rec tor and the Area Di rec tor for Re gions 3 and 4. 
Kathy has a mas ter’s de gree in ed u ca tion and 
worked as a class room teacher for 7 years. She be gan 
work ing at HKNC in 1986 on the HKNC-TAC (Tech
ni cal As sis tance Cen ter) grant. Her ini tial re spon si 
bil i ties in cluded a par ent sur vey pro ject and 
co or di na tion of a na tional work shop on ad vo cacy 
for par ents of deaf-blind chil dren. She later be came 
a pro gram as so ci ate, pro vid ing tech ni cal as sis tance 
to states in the area of tran si tion, and then as sis tant 
pro ject di rec tor. 

Betsy Bixler  (New York), Area Di rec tor for Re gions 1 
and 2, has a mas ter’s de gree in ed u ca tion from 
Boston Col lege, with a fo cus on the ed u ca tion of 
deaf-blind and multihandicapped stu dents. Prior to 
join ing the NTAC staff she was the pro gram ad min 
is tra tor for Overbrook Friedlander Pro grams, a pri
vate non profit agency that pro vided group home, 
com mu nity liv ing ar range ments and vo ca tional and 
com mu nity-based pro grams for per sons with de-
vel  op men tal  dis  abil  i  t ies  and blind ness or 
deaf-blind ness. 

John Killoran (Or e gon), NTAC’s eval u a tion and 
early child hood spe cial ist, has a mas ter’s de gree in 
ed u ca tion and over 20 years of pro fes sional ex pe ri 
ence in pub lic and higher ed u ca tion. John pre vi 
ously worked as an early in ter ven tion co or di na tor 
in both Or e gon and Utah and was the co-di rec tor of 
the Utah Pro ject for Children with Dual Sen sory Im
pair ments prior to mov ing to Or e gon. His teach ing 
ex pe ri ences range from pre school to grad u ate 
school and he has di rected nu mer ous fed eral per
son nel prep a ra tion and model dem on stra tion pro
jects. 

Nancy Flax (New York) serves as li ai son be tween 
NTAC and the HKNC re gional rep re sen ta tives. 

Technical Assistance Specialists 

Tech ni cal as sis tance spe cial ists in the four re gional 
of fices each work di rectly with ap prox i mately six 
states to co or di nate as sis tance. 

In the Or e gon of fice are Paddi Davies and Shawn 
Barnard. Paddi has a de gree in busi ness ad min is tra 
tion and in ter na tional stud ies. Her train ing in 
deaf-blind ness has come through many years of 
sum mer in sti tutes and work shops, as well as 
self-study. She has worked in the field of deaf-blind
ness for 9 years. Paddi is cur rently en rolled in a dis
tance learn ing de sign and de vel op ment cer tif i cate 
pro gram through the Uni ver sity of Wash ing ton. 
Shawn has un der grad u ate de grees in sign lan guage 
in ter pret ing and psy chol ogy and a mas ter’s de gree 
in re ha bil i ta tion coun sel ing with the deaf. She pre vi 
ously worked as a men tal health coun selor with deaf 
high school aged stu dents and as a liv ing, vo ca 
tional, and in ter per sonal skills teacher with young 
deaf-blind adults. 

In the New York of fice are Susie Mor gan and Kristen 
Layton. Susie has a mas ter’s de gree in re ha bil i ta tion 
coun sel ing for the deaf from Gallaudet Uni ver sity. 
She is also an RID cer ti fied in ter preter and has de-
vel oped ma te ri als on tac tile sign lan guage and 
worked as an in ter preter for in di vid u als who are 
deaf and deaf-blind. She pre vi ously worked at 
HKNC as a re ha bil i ta tion coun selor, place ment spe
cial ist, and coun selor for the sum mer teen pro gram. 
Kristen has a bach e lor’s de gree in el e men tary ed u 
ca tion and a mas ter’s de gree in spe cial ed u ca tion 
with a con cen tra tion in se vere dis abil i ties, in clud ing 
deaf-blind ness, from Hunter Col lege. She has pre vi 
ously worked both as a pre school teacher in Cal i for 
nia and as an in struc tor of in de pend ent liv ing skills 
at HKNC. 

John Eisenberg  in the Geor gia of fice, also has a mas
ter’s de gree in spe cial ed u ca tion with a fo cus on se
vere dis abil i ties and deaf-blind ness from Hunter 
Col lege. Be fore com ing to NTAC he worked as a 
teacher for young adults who are deaf-blind, as a 
teacher for young adults with be hav ior dis or ders 
and se vere dis abil i ties, and as a vo ca tional co or di 
na tor for school-to-work pro grams in clud ing tran si 
tion plan ning. 

In the Kan sas of fice are Jamie McNamara and Jon Har
ding. Jamie, who is deaf-blind, has a mas ter’s de gree 
in so cial work. Prior to com ing to NTAC she worked 
with deaf chil dren in an in clu sive school set ting and 
with deaf adults in a com mu nity liv ing set ting. She 
has also worked closely with lo cal deaf-blind com
mu ni ties and is on the board of di rec tors of the 
Amer i can As so ci a tion of the Deaf-Blind. Jon has a 
bach e lor’s de gree in so cial stud ies and a mas ter’s 
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de gree in learn ing dis abil i ties. He pre vi ously 
worked for 4 years in the field of assistive tech nol 
ogy on a pro ject that pro vided in for ma tion and 
train ing to lo cal school dis trict per son nel in Mis
souri. 

Support Staff 

Bernie Sam ples has worked at Teaching Re search in 
Or e gon for more than 30 years on a wide va ri ety of 
pro jects. At NTAC she is re spon si ble for much of the 
co or di na tion of and ar range ments for the an nual 
Pro ject Di rec tor’s Meet ing as well as other top i cal 
work shops. Her other re spon si bil i ties at Teaching 
Re search in clude as sist ing with prep a ra tion of grant 
pro pos als. 

Robbin Hembree, in the Or e gon of fice, is NTAC’s 
Deaf-Blind Cen sus Co or di na tor and Data Spe cial ist. 
She is cur rently work ing on a Mas ter of Ed u ca tion 
de gree with a fo cus in in for ma tion tech nol ogy. She 
has man aged the Na tional Deaf-Blind Cen sus for 
the past 10 years. She main tains all pro ject eval u a 
tion data and per forms anal y sis pro ce dures on the 
cen sus and pro ject eval u a tion data. 

Randy Klumph and Peggy Malloy also work in the Or
e gon of fice. Randy pro vides com puter and tech ni cal 
sup port to staff in all four re gions. He has a bach e 
lor’s de gree in psy chol ogy and brings a unique com
bi na tion of skills to the pro ject in clud ing com puter 
ex per tise, so cial ser vice ex pe ri ence, desk top pub
lish ing, and tech ni cal il lus tra tion. Peggy pro vides 
as sis tance with NTAC’s pub li ca tion pro jects. She is 
a li brar ian and in the past has also worked as a 
writer and as a reg is tered nurse. Both Randy and 
Peggy also work for DB-LINK. 

Ad di tional sup port is pro vided by Kathy Mi chaels 
and Nancy Ganson. Kathy is the ad min is tra tive as sis 
tant in the New York of fice. She has a wide va ri ety of 
re spon si bil i ties in clud ing as sist ing with bud get ing 
and ac count ing de tails and ma te ri als prep a ra tion. 
She has worked at HKNC for 10 years. Nancy is a re
search as sis tant in the Or e gon of fice and NTAC’s 
travel co or di na tor. She has a bach e lor’s de gree in 
the ater and com mu ni ca tions and, prior to com ing to 
NTAC, worked in the travel in dus try. Ad di tional 
part-time cler i cal sup port is pro vided by Mary 
McInerney in Kan sas and Tammy Halloran in Geor
gia. 
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Australia’s Fifth National

Deafblindness Conference


Dr. Michael Steer

Renwick College,


Royal In sti tute for Deaf & Blind Children


Sharon Barrey Grassick

West ern Aus tra lian Deafblind As so ci a tion


The Aus tra lian Na tional Deafblind Con fer ence, 
Deafblindness: Keeping in touch be yond 2000, was held 
at the Es pla nade Ho tel in Fre man tle (one of the 
world’s most re mote cit ies) April 7-10, 2000. It was 
hosted by the West ern Aus tra lian Deafblind As so ci 
a tion (WADBA). The event drew a re cord num ber of 
par tic i pants, in clud ing 22 del e gates who have vary
ing de grees of deafblindness. New Zea land was 
strongly rep re sented. 

Pro vi sion of best pos si ble ac cess for all par tic i pants 
was a pri or ity of the con fer ence or ga niz ers. There 
were 24 pro fes sional in ter pret ers avail able dur ing 
all for mal ses sions. Sup port was also pro vided for 
deafblind del e gates dur ing breaks and so cial ac tiv i 
ties. These ar range ments in volved a mas sive un der 
tak ing for WADBA, a tiny or ga ni za tion with the 
equiv a lent of only 1.4 full-time staff. 

Each par tic i pant who re quired in ter pret ing was 
matched with two in ter pret ers who sup ported each 
other through out the event. Com mu ni ca tion meth
ods used in cluded two-handed tac  t i le 
fingerspelling, short-cut signs, Braille, and Auslan 
read through close vi sion, track ing or tac tile sign
ing. Six vol un teer typ ists ro tated, to make pre sen ta 
tions ac ces si ble to del e gates us ing Telebrailles or 
com puter mon i tors with en larged print. 

In ten sive Vol un teer Sup port Pro vider (VSP) and in
ter preter train ing for the event com menced in the 
pre ced ing No vem ber. There were 22 VSPs, each 
avail able through out the con fer ence to sup port the 
spe cific com mu ni ca tion and guid ing re quire ments 
of the in di vid u als with whom they had been care
fully matched. 

The con fer ence be gan with a “Wel come Cock tail 
Party” on the first eve ning, spon sored by the Na
tional Re lay Ser vice and was for mally opened the 
next morn ing by the Hon. Paul Omedei, West ern 
Aus tra lian Min is ter for Dis abil ities. 
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Pro fes sional Program 
Key note speak ers in cluded Gra ham Hicks, of 
SENSE in the United King dom, who spoke on in di 
vid u al ity and the need for ap pro pri ate sup ports and 
ser vices. Dr. George Wil liams from New South 
Wales ad dressed the im por tance of what we say and 
how we say it, with re gard to the skills in volved in 
com mu ni cat ing in for ma tion about a child’s con di 
tion to par ents. 

An ar ray of con cur rent ses sions on such top ics as 
em ploy ment, tech ni cal de vices, com mu ni ca tion, 
and ed u ca tion was of fered in the af ter noons. These 
in cluded a ses sion on cor ti cal vi sion im pair ment by 
Caro line Palmer of Flinders Uni ver sity in South 
Aus tra lia, a ses sion by Dr. Rod Beat tie of Renwick 
Col lege in Syd ney on ac tion plan ning, and a work
shop on equip ment for vi sion stim u la tion by 
Aynsley Kingstone from the West ern Aus tra lian Vi
sion Im pair ment Ser vice. 

Six pa pers were pre sented by deaf-blind del e gates, 
in clud ing a ses sion on The Link, an ex cit ing com
puter ac cess ini tia tive in the state of Vic to ria. Irene 
McMinn, Pres i dent of the Aus tra lian DeafBlind 
Coun cil pre sented an up date on the work of the 
World Fed er a tion of the Deafblind. 

Copies of all con fer ence pa pers are avail able on the 
Aus tra lian DeafBlind Coun cil’s web site at 
http://internex.net.au/~dba 

Other Events 
Sunday was des ig nated a So cial Day, start ing with 
brunch at the pool side. Other so cial events in cluded 
a jazz cruise on a pad dle steamer and a wine and 
cheese cruise on one of eight lux ury power launches 
or sail ing yachts, or ga nized through the Royal 
Fresh wa ter Bay Yacht Club. All skip pers of fered 
their boats and time with out cost to the or ga niz ers. 

It was unan i mously agreed that the event was Aus
tra lia’s best-ever deafblindness con fer ence. New 
South Wales will host the 6th Na tional Deafblind 
Con fer ence in Syd ney in 2002. 

An open-cap tioned video of con fer ence high lights 
and im pres sions is avail able at a nom i nal charge 
from: 
West ern Aus tra lian Deafblind As so ci a tion 
PO Box 14 
MAY LANDS West ern Aus tra lia 6931 
Tel. (08) 9272 1122 
TTY (08) 9370 3524 
Fax (08) 9271 3129 
wadba@nw.com.au 

For Your Library 
Com mu ni ca tion at Home and in the Com mu nity: 
Help ful Strat egies & Sug ges tions From Par ents & 
Fam ilies With a Child Who is Deaf-Blind. The Na
tional Tech ni cal As sis tance Con sor tium for Children and 
Young Adults Who Are Deaf-Blind (NTAC). This book let 
con tains sug ges tions from par ents and fam ily mem
bers who at tended the 1999 Na tional Par ent Work shop 
spon sored by NTAC and the Na tional Fam ily As so ci a 
tion for Deaf-Blind (NFADB). Avail able on the web 
(http://tr .wou.edu/ntac)  or  by con tact  ing: 
NTAC-HKNC, 111 Mid dle Neck Rd., Sands Point, NY 
11050, Ph: 516.944.8900 x311, TTY: 516.883.9059, 
Email: ntac@wou.edu 

Cre ative Con struc tions: Tech nol ogies That Make 
Adap tive De sign Ac ces si ble, Af ford able, In clu sive 
and Fun. Camp bell, M. & Truesdell, A. Cam bridge, MA: 
Cre ative Con struc tions, 2000. This book pres ents ideas 
and plans for sim ple, cus tom-made assistive tech nol 
ogy items. In cludes con crete sug ges tions, pho tos, and 
case stud ies. Avail able from Cre ative Con struc tions, 
659 Green Street, Cam bridge, MA  02139; 617.972.7520. 
Email: mollycampbell@mediaone.net 

A Guide to the In di vid u al ized Ed u ca tion Pro gram. 
Of fice of Spe cial Ed u ca tion and Re ha bil i ta tive Ser vices, 
U.S. De part ment of Ed u ca tion, 2000. This guide in
cludes in for ma tion about how to de velop an in di 
vid u al ized ed u ca tion pro gram (IEP). Topics 
in clude: IEP con tents, IEP team mem bers, and how 
to write and im ple ment the IEP. It also de scribes the 
spe cial ed u ca tion pro cess un der the In di vid uals 
with Dis abil ities Act (IDEA). Avail able on the web 
www.ed.gov/of fices/OSERS/OSEP/IEP Guide) or 
from ED Pubs, Ed i to rial Pub li ca tions Cen ter, U.S. 
De part ment of Ed u ca tion, P.O. Box 1398, Jessup, 
MD 20794-1398; Tel. 877 4-ED-PUBS; TTY 
877.576.7734; Fax 301.470.1244. Avail able in al ter na 
tive for mats. 

Pro moting Learning Through Ac tive In ter ac tion: 
A Guide to Early Com mu ni ca tion with Young 
Children Who Have Mul ti ple Dis abil ities. Klein, 
M. D., Chen, D. & Haney, M. Bal ti more: Paul H. Brookes 
Pub lishing Co., 2000. The Pro moting Learning 
Through Ac tive In ter ac tion (PLAI) cur ric u lum is 
de signed pri mar ily for in fants, pre school ers, and 
young chil dren with se vere or mul ti ple dis abil i ties 
(in clud ing deaf-blind ness) who are not yet ini ti at ing 
sym bolic com mu ni ca tion and who have a lim ited 
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rep er toire of com mu ni ca tive be hav ior. It can also be 
used with older chil dren who have not yet de vel 
oped in ten tional com mu ni ca tion. The cur ric u lum 
con sists of a Care giver In ter view to iden tify a child’s 
cur rent com mu ni ca tion abil i ties and 5 mod ules. It 
also pro vides hand outs and re cord ing sheets in both 
Eng lish and Span ish. A video (Pro moting Learning 
Through Ac tive In ter ac tion: An In struc tional Video) is 
also avail able in Eng lish and Span ish. Avail able 
from: Paul H. Brookes, P.O. Box 10624, Bal ti more, 
MD 21285-0624; 800.638.3775;
 http://www.brookespublishing.com 
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Con fer ences 

World Con gress & Ex po si tion on Dis abil ities

No vem ber 10-12, 2000


At lanta, Geor gia


Con tact: 
210 Route 4 East, Suite 403 
Paramus, NJ 07652 
Tel. 877.923.3976 
Fax 201.226.1236 
wcdinfo@wcdexpo.com 
http://www.wcdexpo.com 

Zero to Three 15th Na tional Training In sti tute

Be cause Babies Are Our Fu ture


De cem ber 1-3, 2000

Wash ing ton, DC


Con tact: 
Meet ing Man age ment Ser vices 
1201 New Jer sey Ave., NW 
Wash ing ton, DC 20001 
Tel. 202.271.1296 
http://www.zerotothree.org 

2000 An nual TASH Con fer ence

Moving the Edge


De cem ber 6-9, 2000

Mi ami Beach, Florida


Con tact: 
Kelly Nel son 
29 W. Susquehanna Ave., Suite 210 
Bal ti more, MD 21204 
Tel. 410.828.8274 ext. 105 
Fax 410.828.6706 
knelson@tash.org 
http://www.tash.org/2000Conference 

5TH Deafblind In ter na tional Eu ro pean

Con fer ence On Deafblindness


Self De ter mi na tion: A Life Long Pro cess

July 24-29, 2001


Noordwijkerhout, The Neth er lands


Con tact: 
Anneke Balder 
Stichting 5th DbI Eu ro pean Con fer ence on 
Deafblindness 
P.O. Box 222, 3500 AE UTRECHT 
The Neth er lands 
Tel. +31 30 2769970 
Fax +31 30 2712892 
sdg@wxs.nl 
http://www.deafblindinternational.org 

������� 

New Deaf-Blind Ed u ca tion

Listserv�


Teaching Re search, NTAC and DBLINK are the 
co-spon sors of a new Listserv on the topic of 
Deaf-Blind Ed u ca tion. The idea for this list de vel 
oped from in qui ries from par tic i pants at sev eral dif
fer ent con fer ences, in clud ing the Deafblind 
In ter na tional Con fer ence in Syd ney, Aus tra lia. Con
fer ence mem bers were look ing for a a place to dis
cuss the lat est in for ma tion on best prac tices, new 
ideas, prob lem solv ing, and other is sues. The list is 
open to all per sons in ter ested in deaf-blind ed u ca 
tion. 

To sub scribe to the Deaf-Blind Ed u ca tion Listserv 
(DBED-L) send the fol low ing com mand as an e-mail 
mes sage 

SUB SCRIBE DBED-L firstname lastname 

Leave sub ject line blank if pos si ble and do not in
clude a sig na ture. Send the e-mail to 

LISTSERV@TR.WOU.EDU


You will then re ceive an e-mail ask ing you to con
firm your sub scrip tion re quest. Save that mes sage 
un til your sub scrip tion is con firmed. If you have any 
prob lems, con tact Randy Klumph at 
dbed-l-re quest@tr.wou.edu. 
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� I en joyed this is sue of Deaf- Blind Per spec tives but I am not on your mail ing list. Please send fu ture is
sues to the ad dress be low. 

� I’ve moved! Please send fu ture is sues of Deaf- Blind Per spec tives to my cur rent ad dress. 

� I’m bur ied in in ter est ing pub li ca tions! Please re move my name from your mail ing list. 

Name: ___________________________________Agency: ________________________________________________ 

Street: _____________________________________City: ______________________State: ____ Zip: _____________ 
E- mail ____________________________________  Com ments____________________________________________ 

Mark appropriate categories (3 max.) 
� Person or parent of person who is disabled � Regular education (non Spec.-Ed.) 
� Special education (e.g., teacher, aide) � Therapist (e.g., OT/PT/speech) 
� Administration (e.g., Dept. of Ed., project director) � Teacher trainer 
� Service provider (e.g., social worker, group home) � Government personnel 
� Technical assistance provider � Medical professional 
� Higher education teacher/researcher � Other ____________________________ 

Please send my copy in: 
Mail to: Deaf-Blind Perspectives 

� Grade 2 braille � Large print Teaching Research Division 
345 N. Monmouth Ave. Monmouth, OR 97361 

� Standard print � ASCII (__ Disk __ E-mail) or call Randy Klumph (503) 838-8885, TTY (503) 838-8821, 
Fax: (503) 838-8150, E-mail: dbp@wou.edu 

All issues of Deaf-Blind Perspectives are available on the Internet at www.tr.wou.edu/tr/dbp 0800 

Deaf- Blind Per spec tives is a free pub li ca tion, pub lished three times a year by the Teach ing Re search Di vi sion of West ern Ore gon Uni ver sity. The po
si tions ex pressed in this news let ter are those of the author(s) and do not nec es sar ily re flect the po si tion of the Teach ing Re search Di vi sion or the 
U.S. De part ment of Edu ca tion. DB- LINK and NTAC con trib ute staff and re sources for con tent, ed it ing, and pub li ca tion. 
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