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Every year the Office of Special Education Programs is required to produce an Annual Report to Congress (U.S. 
Department of Education, 1993) that summarizes the national statistics on the numbers of children who received 
special education and related services under IDEA (Part B) and Chapter 1 of the Elementary and Secondary 
Education Act (89–313). In order to generate the information needed for this report, each state director of special 
education must count and compile specific demographic data on all children his or her state has served within the 
last year under these two funding authorities. The agreed-upon date at which time this count will officially occur is 
December 1st of each year. 

Each state de part ment of ed u ca tion re ceives its de mo graphic in for ma tion from the ed u ca tional ser vice pro vid ers 
within the state. The de mo graph ics mainly con sist of age, sex, pri mary and sec ond ary dis abil ity, the type of ed u ca 
tional set ting, and the ex it ing sta tus of the older stu dents. Once this in for ma tion has been re ceived by the state de
part ment, it is checked for com plete ness and even tu ally for warded to the U.S. De part ment of Ed u ca tion where it is 
com piled into the An nual Re port to Con gress. 

The An nual Re port is at least an inch and a half thick and con tains over 350 pages. It is full of ta bles that pres ent the 
in for ma tion in hun dreds of dif fer ent ways. For the most part, the ta bles show the num bers of stu dents across all of 
the states by age groups, fund ing au thor ity, ed u ca tional set ting, or type of dis abil ity. 

The Problem 
The re ported num bers for the dis abil ity cat e gory of deaf-blind are grossly in er ror! The first ta ble in the An nual Re
port (p. 3) shows that the to tal num ber of stu dents served in spe cial ed u ca tion pro grams has been steadily in creas 
ing for the past 15 years, with a 2% to 4% jump in each of the last three years. The sec ond ta ble (p. 4) in di cates that 
there are only 1423 stu dents re ported na tion ally un der the dis abil ity cat e gory of deaf-blindness. This is in se ri ous 
con flict with the nearly 8500 stu dents that are re ported by co or di na tors of pro grams for those who are deaf-blind in 
each of the 50 states and ter ri to ries. Ad vancing the prob lem even fur ther, the An nual Re port states on page 9 that the 
num ber of chil dren un der Part B pro grams cat e go rized as deaf-blind has de creased by 42% in the last 10 years. 
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Discussion 
My com ments will be di rected only at those sec tions of the An
nual Re port that deal with the dis abil ity cat e gory of 
deaf-blindness. I be lieve the data pre sented in the An nual Re
port are in fact dan ger ously misrepresentative, and I will at
tempt to dis credit the num bers and sug gest al ter na tives. 

The An nual Re port does not ac knowl edge that the Sec re tary 
of Ed u ca tion is also man dated to con duct an an nual count of 
per sons who are deaf-blind, from birth to age 21. Since 1986 
the U.S. De part ment of Ed u ca tion, Of fice of Spe cial Ed u ca tion 
Pro grams has con tracted with Teaching Re search to con duct 
this cen sus. This is car ried out by re quir ing the co or di na tors of 
pro grams for those who are deaf-blind in each of the 50 states 
and ter ri to ries to re port the num ber of per sons who are 
deaf-blind whom they have iden ti fied. This man dated an nual 
deaf-blind cen sus must co in cide with the an nual state ef fort to 
de ter mine the over all count on De cem ber 1st. The deaf-blind 
cen sus re quires con sid er ably more in for ma tion than the state 
re port and there fore is more com plete. At a min i mum, the An
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nual Re port should in clude the data that are gen er ated on the fed er ally man dated 
deaf-blind cen sus and some nar ra tive to ex plain why the two re ports are so dif fer ent. 

Some of the ad di tional in for ma tion that is gath ered on the deaf-blind cen sus pro
vides de tails on de gree of hear ing loss, de gree of vi sion loss, eti ol ogy, ad di tional dis
abil i ties, the fund ing au thor ity, ed u ca tional set ting, liv ing ar range ments, and fi nally, 
the la bel or cat e gory that the state de part ment of ed u ca tion used when it counted the 
stu dent. This last area has shed a great deal of light on why the state de part ment 
count for the num ber of stu dents who are deaf-blind is so low. 

Of the ap prox i mately 8500 per sons iden ti fied by pro gram co or di na tors, nearly 50% 
have been cat e go rized by state de part ments as “multidisabled” or “men tally re
tarded.” In many of the other cases, the states pre fer to use the cat e go ries of “vi sion 
im pair ment” or “hear ing im pair ment” as the pri mary clas si fi ca tion. Place ment in 
one of these cat e go ries does not mean the stu dent does not have suf fi cient dis abil i ties 
in the ar eas of hear ing and vi sion that would qual ify them as be ing deaf-blind. 

Over the years at tempts have have been made to re solve the large dis crep ancy, be
tween the way state de part ments and pro gram co or di na tors count chil dren, with out 
ac cus ing ei ther group of wrong do ing. It ap pears that, for a va ri ety of rea sons, state 
de part ments do not like to use the “deaf-blind” la bel. Most states will not deny that 

“We can not allow our lawmakers to 
think that  there are only 1400 
deaf-blind children nationwide.” 

these stu dents have losses in both hear ing and vi sion. There is a high prob a bil ity that 
these stu dents are in pro grams for multidisabled stu dents. The teacher is prob a bly 
cer ti fied to teach multidisabled stu dents but such cer tif i ca tion does not guar an tee 
they have ex pe ri ence or com pe tency with stu dents who are deaf-blind. If a school 
dis trict uses the la bel of “deaf-blind,” it runs the risk of non com pli ance or hav ing the 
teacher ques tioned for ap pro pri ate cre den tials. Iden tifying the stu dent as deaf-blind 
would clearly sug gest that the in struc tion must take into ac count the loss in both 
hear ing and vi sion. Legally, the saf est way for the school dis trict to op er ate is to use a 
clas si fi ca tion for which it has a qual i fied teacher. 

Each state has a co or di na tor of pro grams for those who are deaf-blind who is com mit 
ted to ei ther full time, or to some sig nif i cant amount, and this co or di na tor’s job is to 
lo cate, as sess, and be an ad vo cate for ap pro pri ate pro gram ming. There fore, it stands 
to rea son that this per son should be the pri mary source of in for ma tion about the 
deaf-blind pop u la tion in that state. We have ad vised the co or di na tors not to get into a 
con fron ta tion with the state de part ment clas si fi ca tion sys tem. In or der to jus tify their 
clas si fi ca tion, which may dif fer from the state’s, they need to sup ply con vinc ing in-
for ma tion about each per son’s hear ing and vi sion lev els and make ev ery ef fort to 
doc u ment the eti ol ogy. The doc u men ta tion pro vides a de fense for place ment of a 
per son on the deaf-blind cen sus. Given all of these pre cau tions and con di tions to 
iden tify a per son as one who is deaf-blind, the like li hood of this count be ing con sid er 
ably more ac cu rate than the one from the state de part ment in creases sig nif i cantly. 

If none of the ar gu ments so far have con vinced you that the data in the 15th An nual 
Re port are in er ror, then try this: On page 171 (ta ble AA4) there is a break down of 
how many stu dents who are deaf-blind are re ported by each state, cov er ing the age 
ranges from 6 to 21 un der both fund ing au thor i ties (Part B and 89–313). The fol low ing 
is a sam ple of the num bers of stu dents who are deaf-blind that state de part ments of 
ed u ca tion have re ported as com pared to the deaf-blind Co or di na tor re port. 
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Ar i zona 0 92 

Ar kan sas 2 89 

Cal i for nia 132 1219 

Mich i gan 0 225 

Ne braska 3 80 

New Hamp shire 1 57 

Penn syl va nia 3 406 

Vir ginia 4 243 

Wis con sin 5 162 

You don’t have to know any thing about the in ci dence of 
deaf-blindness to see that these fig ures are un rea son 
able. The high est num ber for any state is 132 from Cal i 
for nia. Even if they were right, how could Cal i for nia 
have 132 and Mich i gan have none? It just does n’t work 
that way. There is no rea son to be lieve that the con di 
tion of deaf-blindness is not nor mally dis trib uted 
across all of the states in the same man ner as the other 
types of dis abil i ties. The fig ures here are so ob vi ously 
wrong that print ing them with out ex pla na tion is in vit 
ing trou ble. 

In any state, the num ber of stu dents re ceiv ing spe cial 
ed u ca tion, is fairly con sis tent in re la tion to the to tal 
num ber of stu dents that are en rolled in that state. This 
num ber is quite pre dict able—be tween 10% and 12%. In 
some ear lier stud ies that we con ducted, we de ter mined 
that the in ci dence of deaf-blindness was prob a bly 
around 2 in ev ery 1000 spe cial ed u ca tion stu dents be ing 
served. This num ber is not pre cise, so we talk about an 
ex pected range based on a stan dard de vi a tion we found 
in our sam ple. If our ex pected num bers are close, and 
the deaf-blind co or di na tors find ings are get ting very 
close, then one would ex pect to find ap prox i mately 10 
thou sand stu dents who are deaf-blind, based on the 
nearly 5 mil lion spe cial ed u ca tion stu dents served na
tion ally. 

We will be the first to tell you that we don’t have com
plete di ag nos tic in for ma tion on all 8500 stu dents on the 
deaf-blind cen sus. We are cer tainly push ing hard to get 
the ad di tional in for ma tion on all stu dents so there will 
be no ques tion about their el i gi bil ity to be clas si fied as 
deaf-blind. In the mean time, if we are only 50% cor rect 
there are still con sid er ably more stu dents than the 1423 
re ported in the 15th An nual Re port. 

I want to em pha size that our pur pose in iden ti fy ing and 
clas si fy ing some one as be ing deaf-blind is for the sole 
pur pose of try ing to en sure an ap pro pri ate pro gram for 
them. Such clas si fi ca tion has noth ing to do with cre at 
ing sep a rate class rooms or seg re gated pro grams or fa
cil i ties. There is a na tional move ment to do away with 
dis abil ity cat e go ries all to gether. The group ings would 
be based on ed u ca tional need rather than la bels. This 
would be won der ful. We could put our en er gies to ward 
ad vo cat ing for pro grams that were ca pa ble of of fer ing 
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in struc tion that takes into ac count the need to pro vide 
al ter na tive strat e gies in both the au di tory and vi sual 
modes. If these de ci sions are based on sound as sess 
ments, then we don’t need la bels, we sim ply need pro
grams that have ap pro pri ate prac tices. 

In the mean time, if we don’t iden tify per sons with these 
spe cific needs as so ci ated with the dis abil ity of 
deaf-blindness, they will likely go underserved. We can 
not al low our law mak ers to think that only 1400 chil
dren who are deaf-blind ex ist na tion wide. Our sys tem 
is not per fect but it is light years ahead of the pro ce 
dures used to gather in for ma tion for the An nual Re
port. 

Ref er ence: 
U.S. De part ment of Ed u ca tion, Of fice of Spe cial ed u ca tion pro

grams. (1993). Fif teenth An nual Re port to Con gress on the Im ple 
men ta tion of the In di vid uals with Dis abil ities Ed u ca tion Act. 
Wash ing ton, DC: Au thor 

Family Fun Day 
An Experience in Nature 

Barbara Cook

Parent


The rain did not stop that Saturday in October. 
However, the leaves were at their most brilliant color as 
we gathered in northern Delaware to have fun. The 
weather did not dampen our spirits; in fact, it added to 
the day. The fire we built in the large fireplace of the 
lodge-like building of the Ashland Nature Center made 
us warm, cozy, and comfortable. Long, low windows 
allowed the magnificent fall surroundings to invade 
the room. The outside activities, of course, had to be 
scrubbed, but there were so many inside activities that 
the fun continued from 10 in the morning until 5 in the 
evening. At the end, many were reluctant to say 
good-bye. Families and extended families (teachers, 
aides, administrators, interpreters, helpers, etc.) and 
our children who are deaf-blind talked together, 
played together, and ate together. We stuffed 
scarecrows, painted T-shirts, painted faces, painted 
pumpkins (mostly natural materials were used), saw 
and touched a Native American Program on the 
Lenape tribe (excellent tactile material), and played 
games. Parents and school staff talked together while 
their children were delightfully engaged in activities 
with the assistance of others. How relaxing. 

The high light of the day was a pre sen ta tion of wild an i 
mals—the beau ti ful white dove, the strug gling al li ga 
tor, the lan guid boa con stric tor, the stately red-tailed 
hawk, the huge snap per tur tle, the tree frog, and the 
toad. The chil dren could see them or feel them or hold 
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them and were not at all fright ened (al though some par
ents and staff seemed less in clined to touch). 

At the end, sing ers from the Phil a del phia Folk/Song 
So ci ety de lighted us with sto ries through song (won
der fully in ter preted so all were able to un der stand). 
And fi nally, we were en cour aged to sing along with 
many old fa vor ites. Even the Na ture Cen ter Staff, who 
were fas ci nated at the ob vi ous en joy ment of our chil
dren (who could nei ther hear or see), had a unique ex
pe ri ence. A few mod i fi ca tions and some ex tra hands 
made it all pos si ble. 
Fam ily Fun Day was made pos si ble through the joint ef forts of the Del a ware 
Pro gram for the Deaf-Blind and the Del a ware As so ci a tion of Deaf-Blind, Inc. 
(Par ent Ad vo cacy Group) and par tially funded by the Hilton/Perkins Na
tional Pro gram, through a grant from the Conrad N. Hilton Foun da tion of 
Reno, Ne vada. 

A Guide for Presenters at

Interpreted Conferences


Rhonda Jacobs and Richelle Hammett 
(Ex cerpted and adapted from: And Equal Ac cess For All: Hiring a Qual ified 
In ter preter vs. En suring Ef fec tive In ter pre ta tion by Rhonda Jacobs and 
Richelle Hammett, 1994). 

As you may be aware your presentation will be 
interpreted for audience members and participants 
who are users of a different language. In this case, that 
language will be either spoken English or American 
Sign Language (ASL), received either visually or 
tactually. Hiring a qualified interpreter does NOT, in 
and of itself, ensure that a presenter’s remarks will be 
effectively interpreted to the audience. 

Use the fol low ing key points as a guide to pre pare 
your pre sen ta tion for in ter pre ta tion. 

1 Have your presentation prepared ahead of time. 
2 Send a copy of paper/outline of remarks well in 

advance of presentation to the interpreter coordinator 
and/or interpreters. 

3 Set aside time to meet with interpreters before the 
presentation begins; discuss the presentation, 
background information, main points, 
goals/intentions, names and acronyms that will be 

1 We are using the convention established by some researchers and some 
members of the Deaf community of the capitalized “D” Deaf as 
opposed to deaf. Deaf refers to members of the Deaf or Deaf-blind 
communities who regard themselves as culturally and linguistically 
Deaf (i.e., users of American Sign Language). Although in this paper 
we refer to American Sign Language (ASL), and use the capitalized 
Deaf and Deaf-blind, the comments herein apply equally to those who 
use an English-based form of signing and/or do not regard themselves 
as culturally Deaf (Padden, 1980). 

2 Parallel interpretation/transliteration refers to when the presenter is 
signing, while also having an interpreter on stage signing as well, 
either in ASL or an English-based sign variety. 

used. Discuss various roles as applicable, such as 
interpreter-guide (with Deaf-blind1 presenters), 
parallel platform interpreter/transliterator2, and ASL 
to English (“voice”) interpreter, and how these roles 
affect you. 

4 If possible, plan to rehearse the presentation with the 
interpreters. Discuss pacing and pausing with the 
interpreters. 

Working Together with the

Interpreters


Re mem ber, the in ter preter is rep re sent ing you, es sen 
tially “be com ing you” for that pe riod of time. The in ter 
preter must have as much ac cess as pos si ble to what is 
go ing on in your thoughts—be fore go ing on stage. Ac
cord ing to Danica Seleskovitch (1978), an in ter na tion 
ally rec og nized au thor ity on spo ken lan guage 
con fer ence in ter pret ing (Sorbonne, Paris), “Be ing mis
taken about the speaker can. . . se ri ously im pair one’s 
un der stand ing of an en tire speech” (p. 26). For in ter 
pret ers to speak/sign smoothly, they must know what 
you are go ing to say be fore you say it, why you are say
ing it, and what you want the au di ence to “bring 
home.” “To un der stand the mes sage, one must first un
der stand the pur pose” (p. 29). Also, in ter pret ers are try
ing ei ther to un der stand or to ex press your mes sage in 
their sec ond lan guage, while es sen tially en gag ing in 
split-brain ac tiv ity—ex press ing one thought while si
mul ta neously lis ten ing to the next one. 

Con sider the fol low ing, all too com mon state ments 
from pre sent ers: “Don’t worry, my pre sen ta tion is only 
ten min utes,” “I’ll speak/sign slowly so you’ll be able 
to catch it,” or “Just slow me down any time.” These 
state ments rep re sent a cen tral mis un der stand ing that 
speed or time is the in ter preter’s prob lem, when un der 
stand ing the mes sage is what is cru cial. The point is that 
each of your thoughts and com ments con tain a wealth 
of back ground, knowl edge and shared his tory. In ter 
preters are try ing to cap ture that whole and see it from 
your per spec tive so that they may, first, un der stand it 
and, sec ond, re lay it to the in tended au di ence, in or der 
that they may best un der stand what you are try ing to 
con vey. 

As Seleskovitch so aptly puts it, 
. . . let us imagine that an animal were to pass under 
our noses so quickly that we could not identify it. If 
we had not ‘understood’ what we had seen, would 
we be capable of describing the animal so that our 
listeners could recognize it even though we had not 
recognized it ourselves? . . . the interpreter who has 
not understood is as incapable of saying anything 
meaningful as the person who sees something 
move and, not knowing whether he has seen a 
snake or a mouse, will refrain from stating 
definitely whether he has seen one or the other. 
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Prep a ra tion is the key to whether or not the en tire un
der tak ing is suc cess ful. Even if the en tire pre sen ta tion is 
not fully pre pared and typed out in ad vance, just tell ing 
the in ter preter: “I will be talk ing about a chicken cross
ing the road, the point be ing to see if he gets to the other 
side; whether or not he makes it is de pend ent on three 
fac tors, A..., B... and C...” is im mensely help ful to the in
ter preter. Oth er wise, dur ing the in ter pre ta tion, the pre
cious few mo ments that she or 
he should be de vot ing to pick
ing just the right word, main- “. . .written 

at a speed of 200 words per min ute, or 40 times faster 
than nor mal writ ten trans lat ing work. This ab surd state 
quickly re duces the in ter preter to a state of men tal and 
phys i cal ex haus tion; use ful ness to the lis tener is prac ti 
cally nil, when com pared to the ser vice they are able to 
ren der when deal ing with free speech. Placed in an im
pos si ble sit u a tion, he gives up try ing to un der stand: He 
leaves his sen tences un fin ished, be comes breath less 

and frus trated, soothes his 
trou bled con science when he 

text  read sees that his col leagues are 
tain ing the proper af fect, and aloud...has only a minimal man ag ing no better than he, 
do ing a myr iad of other tasks is happy to trans late a word 
re quired of an in ter preter, will chance of being ... properly or two cor rectly here and 
in stead be spent try ing to fig- there, curses the day he ac
ure out “was that a chicken or a interpreted...” cepted that par tic u lar con fer 
duck? and why is it cross ing the 
road? and what dif fer ence does it make any way?” If 
you, the pre senter, have in formed the in ter preter of 
these points prior to the ac tual pre sen ta tion, the in ter 
preter is then free to fo cus on the el e ments that make for 
a qual ity in ter pre ta tion. He or she will rep re sent you in 
a man ner be fit ting the oc ca sion while main tain ing the 
in teg rity of your mes sage. 

The au thors in cluded the fol low ing ex cerpt for pre sent 
ers who plan to read their pa pers at con fer ences—Ed. 

A Note to Presenters Who Plan to Read Their 
Presentation 

(Ex cerpted from: In ter preting for In ter na tional Con fer ences, by 
Danica Seleskovitch, 1978). 

Spon ta ne ous speech pro duces about 9,000 words an 
hour. How ever rapid this pace may seem, it rep re sents 
the speed of men tal pro cesses con nected with speak ing 
and it is there fore suited to the un der stand ing ca pa bil i 
ties of lis ten ers of com pa ra ble in tel li gence and back
ground. An in ter preter lis ten ing to a speaker speak ing 
off the cuff is there fore in a good po si tion to un der 
stand, since he can turn words into ideas at the same 
speed as the speaker turns ideas into words; he is thus 
able to keep up with the speaker’s de liv ery. In terms of a 
writ ten text, the spo ken lan guage is more like a rough 
draft. By def i ni tion, a writ ten text is in tended to be read, 
and can be read over and over again, whereas the spo
ken word is meant to be heard once and once only. 

A hy brid form of the two (the writ ten text read aloud or 
re cited from mem ory) means that the pa per be ing pre
sented has only a min i mal chance of be ing fully un der 
stood when de liv ered and even less of a chance of be ing 
prop erly in ter preted. . . 

In ter preters are of ten called on to do “on sight” trans la 
tions, i.e., to give an on-the-spot oral ren der ing of a 
writ ten text as it is be ing read out at meet ings. This 
amounts to ask ing them to con vey mes sages which, be
cause of their form and the way in which they are pre
sented, are not ame na ble to in ter pre ta tion at all and this 

ence, leaves the booth as soon 
as the meet ing is over and van ishes grate fully into the 
an o nym ity of the crowd. The best in ter pret ers, how
ever, those who have proved them selves wor thy of the 
name, re fuse to jeop ar dize their pro fes sion’s rep u ta tion 
by work ing un der these im pos si ble con di tions. They 
sim ply switch off their mi cro phones. 

The only pos si ble so lu tion to this se ri ous prob lem is to 
give the in ter preter the op por tu nity of thor oughly re
view ing the doc u ments which are to be de liv ered at a 
con fer ence. He should be given a few days be fore the 
start of a con fer ence to study and an no tate the pa pers 
which he will be re quired to trans late orally. In ad di 
tion, a suf fi cient num ber of in ter pret ers would have to 
be hired to staff the con fer ence so that each one would 
have enough time, while his col leagues were at work in 
the booth, to go over the pa pers which come in at the 
last min ute. This would mean that in ter pret ers would 
be hired for a lon ger pe riod of time, the num ber of days 
of paid prep a ra tion be ing equal to the num ber of work
ing days of the con fer ence; it would also mean dou bling 
or tri pling the size of the in ter pre ta tion teams. (p. 
134–135). 

Ref er ences: 
Seleskovitch, D. (1978). In ter preting for in ter na tional con fer ences: 

Prob lems of lan guage and com mu ni ca tion. S. Dailey & E. N. 
McMillan (Trans.). Wash ing ton, DC: Pen and Booth. 

Padden, Carol (1980). The Deaf Com mu nity and the cul ture of Deaf 
peo ple." In C. Baker, & R. Battison (Eds), Sign lan guage and the 
Deaf Com mu nity: Es says in honor of Wil liam C. Stokoe. Sil ver 
Spring, MD: Na tional As so ci a tion of the Deaf. 
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Cruising the Information

Highway


or How Can I Be In Two Places At Once When 
I’m Not Anywhere At All? 

Randy Klumph

Technical/Dissemination Specialist, DB-LINK


At 4:30 on a Friday afternoon, the pediatrician 
delivered her diagnosis to the parents: The child had 
CHARGE Association. The parents had thought 
they would be prepared for this news. After all, their 
four-year-old had been medically fragile since birth, 
and it seemed the family was always adjusting to 
difficult news. However, this was the first time they 
had been given a name. Up until now their child has 
been described to them as developmentally delayed 
or disabled, or showing signs of progressive 
degenerative hearing/vision loss. Although the 
doctor  was thorough in her  answers to the 
immediate questions, it wasn’t until the parents 
returned home that the majority of the questions 
began to form. By then it was too late for answers. 
Offices were closed, the doctor was off shift, and 
their rural library would be of little help. They would 
have to wait through what would now be a very long 
weekend to get the answers they needed. 

Most of us, when fac ing a cri sis, want im me di ate an
swers to our ques tions. In for ma tion gives us a feel ing of 
con trol; it al lows us to make de ci sions and move for ward 
in our lives. In for ma tion typ i cally co mes from our own 
for mal and in for mal groups (e.g., friends, fam ily mem
bers, par ent groups, pro fes sion als, or ga ni za tions). Our 
re la tion ships to peo ple and or ga ni za tions are fun da 
men tal to the suc cess ful man age ment of any cri sis and 
they pro vide the cor ner stone of our sup port struc ture. 
To day how ever, we can add yet an other level of sup port 
to our list of re sources. By tak ing ad van tage of tech nol 
ogy we can ac cess even more in for ma tion, elec tron i cally, 
through com mer cial on-line ser vices and com puter bul
le tin board ser vices (com puter BBSs)1. 

Many of us have heard about the in for ma tion high way, 
on-line ser vices, and com puter BBSs. Many of these av e 
nues are im me di ately avail able to any one who has a 
com puter, a mo dem, mo dem soft ware, a tele phone, and 
a sub scrip tion to a com mer cial on-line ser vice (e.g., 
CompuServe, SpecialNet, Prod igy) or ac cess to a com
puter BBS (e.g., Dis abil ities Elec tronic Net work). This ar

1 For a detailed comparison of the five major commercial on-line 
services, their costs, and contact information, see PC MAGAZINE, 
March 15, 1994, Vol. 13, No. 5. 
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ti cle de scribes some of the elec tronic in for ma tion av e 
nues cur rently avail able, what you will need to get 
started, and whom to con tact for more in for ma tion. 

What is the difference between an on-line 
service and a computer BBS? 

On-line ser vices come from “for profit” com pa nies that 
charge their sub scrib ers to con nect to the ser vice. Some 
charge by the min ute, plus ex tra charges for ac cess ing 
cer tain da ta bases or spe cial ser vices. Oth ers charge a flat 
monthly fee or a vari able fee de pend ing on the time of 
day the call is made (calls dur ing nor mal busi ness hours 
are more ex pen sive with some on-line ser vices). On-line 
ser vices are more com pre hen sive than a com puter BBS 
in the kinds of ser vices and top ics they cover. 
CompuServe for ex am ple, is the most com pre hen sive of 
the on-line ser vices with over 600 top i cal ar eas or “fo
rums.” Some, such as Prod igy, are ori ented more to ward 
fam ily in ter ests. All on-line ser vices and most BBSs also 
have elec tronic mail ser vice (e-mail), al low ing you to 
send and re ceive pri vate mes sages elec tron i cally. 

Com puter BBSs are typ i cally free or they charge a min i 
mal an nual fee, and they are usu ally staffed by vol un 
teers. They are more spe cific in their sub ject mat ter and 
of ten have mem bers who are from the same geo graphic 
lo ca tion. The better BBSs how ever, are able to draw call ers 
from all over the coun try who are will ing to pay long dis
tance charges in or der to ac cess timely and use ful in for 
ma tion in the li brar ies that are re lated to the BBS. 

What’s in it for me? 

If you are in the busi ness of gath er ing or dis sem i nat ing 
in for ma tion (e.g., re search, in for ma tion clear ing house) 
or if you are sim ply a per son like those men tioned above, 
who needs to find an swers, you may wish to ac cess the 
fol low ing top ics. These are only a very small sam ple of 
the many elec tronic fo rums and da ta bases that are avail
able elec tron i cally, ei ther through an on-line ser vice, 
com puter BBS, or sub scrip tion. 

• Medicine •	 Resource Directories 
• Education •	 Nutrition 
• Health •	 Law 
• Bibliographies •	 Disabilities Forum 
• Adoption Forum •	 ABLEDATA 
•	 Financial • Internet Deafblind


Forum

•	 SpecialNet Deafblind • Family Medicine


Bulletin Board Discussion Archives

•	 Bioscience Documents • Directory of Electronic 

from the BioSci Journals and Newsletters 
Network 

Fo rums are like a com bi na tion elec tronic bul le tin board 
and a meet ing hall. In a fo rum, you will find other peo ple 
with in ter ests sim i lar to yours—in agree ment as well as 
with op pos ing views—cov er ing a wide range of top ics all 
re lated to the par tic u lar fo rum. Mes sages are posted onto 
the fo rum mes sage area and are given a de scrip tive sub
ject head ing. Re plies are added to the orig i nal mes sage. 
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Also in the fo rums are li brar ies where par tic i pants have 
placed files of in for ma tion they have found use ful and are 
mak ing avail able for oth ers to use (e.g., news let ters, spe
cial equip ment cat a logues, re search pa pers). Most fo rums 
have a con fer ence area where “at ten dees” can ask ques
tions and ex change ideas with in vited ex perts, or get to
gether for group dis cus sions. 

Da ta base ser vices dif fer some what from fo rums since 
they are for search and re trieval only and do not typ i cally 
have a fo rum area. They are usu ally main tained by a gov
ern ment or other non profit agency. As with com puter 
BBSs, some are free, and some are not. There are as many 
da ta base ser vices as there are dis ci plines. Some da ta base 
ser vices main tain only his tor i cal in for ma tion; some main
tain cur rent in for ma tion, and some main tain both. Find
ing the right one is not as dif fi cult as it might seem un less 
your top i cal in ter est is very ob scure. 

What equipment do I need? 

Hard ware/Soft ware: 

• Computer • Modem • Telephone line 
• Modem software 

There are many mo dem soft ware pack ages avail able 
that vary in their level of re quired skill. Some soft ware 
pack ages are spe cif i cally de signed for a par tic u lar 
on-line ser vice. The CompuServe In for ma tion Man ager 
for ex am ple, was de vel oped spe cif i cally for easy con nec 
tion and nav i ga tion in CompuServe and is for use only 
on CompuServe. MO SAIC is an other nav i ga tion soft
ware pack age for use on the Internet. Still other soft ware 
pro grams such as Qmodem, Procomm, or Mi cro phone 
(most man u fac tur ers in clude mo dem soft ware with 
their mo dems) will al low you to con nect to any on-line 
ser vice or com puter BBS. Be yond that, the only other 
item you will need is a healthy cu ri os ity. 

What if I am a technical novice? 

If you are a tech ni cal nov ice and need as sis tance se lect 
ing or set ting up the cor rect hard ware and soft ware, 
there is help. Most of us know some one who is “into” 
com put ers. In vite this per son over for din ner and an eve
ning of tech ni cal as sis tance. Just make sure they know 
what is in store for them. Most “techies” en joy help ing 
new us ers en ter the world of elec tronic com mu ni ca tion. 
They have found it to be an ex cit ing me dium and are ea
ger to share their en thu si asm and ex per tise. If you do not 
know any one who fits this de scrip tion, then con sider a 
class at a com mu nity col lege. In ad di tion, there are many 
books and mag a zines avail able cov er ing all as pects of 
this topic. Many of the on-line ser vices have voice phone 
num bers you can call for help with your ini tial setup 
ques tions. Once you have the equip ment and are con
nected to a BBS or on-line ser vice you will find an army 
of peo ple on-line who are all too happy to as sist you. If 
you want to quickly ex pand your pro fes sional and per
sonal net work, then on-line ser vices and com puter BBSs 
pro vide op por tu ni ties to reach into the vast net work of 
par ents, pro fes sion als, in di vid u als and or ga ni za tions 
that are part of this grow ing tech nol ogy. 

What If This Isn’t For Me? 

If you choose not to par tic i pate in these ser vices, the 
tech nol ogy can still be avail able to you by us ing the ser
vices of or ga ni za tions who do use it and let ting them use 
their ex per tise to get the in for ma tion you need. 

For ex am ple, at DB-LINK, gath er ing in for ma tion (from 
the ob scure to the fa mil iar) and de liv er ing this to the 
con sumer is a daily oc cur rence. Through the use of com
put ers, mo dems, and by uti liz ing the tech ni cal ex per tise 
of var i ous staff, we have de vel oped ac cess to the global 
in for ma tion ware houses that ex ist elec tron i cally. We can 
search MEDLINE for ar ti cle ci ta tions and ab stracts that 
are in dexed from over 4000 med i cal jour nals. We can ac
cess the NORD da ta base (Na tional Or ga ni za tion for 
Rare Dis or ders) for a de scrip tion of symp toms, treat
ments, and or ga ni za tions for a spe cific syn drome. We 
can search our own Cat a logue and Re source Da ta bases 
for bib lio graphic and re fer ral re sources. These are just a 
few of the av e nues avail able that al low us to meet the 
needs of the peo ple who call. 

At 10:30 Friday evening the parents logged onto 
CompuServe and conducted a search of the NORD 
Da tabase  and  PaperChase  ( t he  MEDL INE 
database of references to biomedical literature). 
After saving the information for later reading, they 
found forums discussing issues related to people 
who are blind and people who are deaf. They were 
able to leave unanswered questions on various 
bulletin boards. When they “checked their mail” at 
7 :00 a .m.  the next  morn ing,  they had four 
responses. At the 6:00 p.m. mail check they had 
another seven responses. By 11:00 a.m. on 
Sunday, “conversations” were occurring regularly 
as people responded to their need for information. 
Not all their questions were answered. In fact, they 
learned they had even more questions, many that 
wou ld  requ i re  the  resources  o f  a  na t iona l 
organization, such as DB-LINK. But they also found 
that their familiarity with the electronic information 
ne tworks  had g iven them an advantage in 
developing their own resources. They were given 
the names of organizations to contact, books to 
read, resources in their area, and parent support 
groups.  They a lso learned about  thei r  own 
coordinator of state and multi-state projects under 
Section 307.11 and how important this person would 
become in their lives. They were able to receive 
answers to their pressing questions. They felt more 
in control, as their lives moved forward. 

To con tact DB-LINK: 

DB-LINK 
345 N. Monmouth Ave dblink@tr.wou.edu 
Monmouth, OR 97361 http://www.tr.wou.edu/ voice (800) 438-9376 
TTY: (800) 854-7013 
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For more in for ma tion on the ser vices men tioned in this 
ar ti cle con tact: 

CompuServe 
P.O. Box 20212 
Co lum bus, OH 43320 
voice: (800) 848-8199 
fax: (614) 457-8149 

Dis abil ities Elec tronic Net
work (DEN) 
Tom Bengaff, SysOp 
171 At lan tic Street 
Hackensack, NJ  07601 
voice: (201) 342-6984 
BBS dataline: (201) 342-3273 

Internet Deaf-Blind Fo rum 
Bob Moore 
Stroke Pro gram, Cen ter on 
Aging - Univ. of Ken tucky 
Lexington, Ky 40536 
voice: (606) 233-5760 
fax: (606) 258-2866 
str002@ukcc.uky.edu 

Na tional Clear ing House of 
Re ha bil i ta tion Training Ma
te rials (NCHRTM) 
voice: (800)-223-5219 
voice: (405) 624-7650 
fax: (405) 624-0695 
BBS and Ma te rials Da ta base 
(dataline): (405) 624-3156 

Prod igy 
Prod igy Ser vices Com pany 
P.O. Box 791 
White Plains, NY 10601 
(800) 776-0845 

SpecialNet 
GTE Ed u ca tion Ser vices 
5525 Mac Ar thur Blvd. 
Suite 200 
Irving, TX 75038 
(800) 927-3000 

DB-LINK (The Na tional In for ma tion Clear ing house on Children Who Are 
Deaf-Blind) is funded through Co op er a tive Agree ment No. HO25U20001 by 
the U.S. De part ment of Ed u ca tion, OSERS, Spe cial Ed u ca tion Pro grams. 
The opin ions and pol i cies ex pressed by DB-LINK do not nec es sar ily re flect 
those of the U.S. De part ment of Ed u ca tion. 

For Your Library 
Per sons Hand i capped by Ru bella 

By Jan Van Dijk (with cooperation of Ruth Carlin and Heather
Hewitt) (1992). 

This pub li ca tion dis cusses rel e vant stud ies in the lit er a ture 
re lat ing to chil dren with con gen i tal ru bella, and pro vides 
par ents and pro fes sion als with the lat est in for ma tion on 
ap pro pri ate ed u ca tion and man age ment strat e gies. 
180 pages, Cost $36.00 

To or der con tact: All other coun tries: 
USA and Can ada Swets & Zeitlinger B.V. 
Tay lor & Fran cis Inc. PO Box 825 
1900 Frost Road, Ste 101 2160 SZ Lisse the Neth er -
Bris tol, PA 19007 lands 
(800) 821-8312 ph: 31-2521-35111 

Play and Rec re ation for In di vid uals with Dis abil ities 

Susan J. Grosse and Donna Thompson (Eds.) 

Prac ti cal and de tailed sug ges tions on in volv ing in di vid u 
als with dis abil i ties in rec re ational ac tiv i ties. Sug ges tions 
for eval u at ing and adapt ing equip ment and deal ing with 

spe cific con di tions are given. Many of the chap ters con tain 
the names of or ga ni za tions and bib lio graphic ref er ences. 
139 pages, Cost: $ 23.95 (+ $2.50 ship ping and han dling) 

To or der con tact: 
Adapted Phys i cal Ac tiv ity Coun cil of the As so ci a tion for 
Re search, Ad min is tra tion, Pro fes sional Coun cils and So
ci eties. 
1900 As so ci a tion Drive 
Reston, VA 22091 
(800) 321-0789 

Di rec tory of Na tional In for ma tion Sources on Dis abil 
ities - 5th Edi tion (1992) 

National Institute on Disability and Rehabilitation Research 

This di rec tory iden ti fies and de scribes or ga ni za tions that 
sup ply dis abil ity re lated in for ma tion, re fer ral, and di rect 
ser vices on a na tion wide bases. 
555 pages, Cost: $ 10.00 (for ship ping and han dling) 

To or der con tact: 
NARIC 
8455 Colesville Rd. Ste. 935 
Sil ver Spring, MD 20910-3319 
(800) 346-2742 (voice and TTY) 

Re source Di rec tory 1993 - 1994 

HEATH Resource Center 

The HEATH Re source Di rec tory is a bi an nual se lec tion of 
re sources in the postsecondary ed u ca tion and dis abil ity 
fields. Many of the listed or ga ni za tions can re spond to 
ques tions about an in di vid ual’s own sit u a tion. Each sec
tion lists ad di tional re sources (e.g., books, di rec to ries, 
mag a zines) and/or or ga ni za tions. 
39 pages, Cost: Free 

To or der con tact: 
HEATH Re source Cen ter 
One DuPont Cir cle, Ste. 800 
Wash ing ton, D.C.  20036 
(800) 544-3284 (voice and TTY) 

Deaf-Blindness: Na tional Or ga ni za tions and Re
sources. Ref er ence cir cu lar No. 93-1 

Library of Congress; National Library Service for the Blind and
Physically Handicapped. Washington, DC: January 1993. 

The cir cu lar in cludes in for ma tion on ar eas of ser vice: re ha 
bil i ta tion, ed u ca tion, in for ma tion and re fer ral, rec re ation, 
sources for adap tive de vices and prod ucts, and a bib li og 
ra phy. It is in tended for use by peo ple who are deaf-blind, 
fam ily mem bers, pro fes sion als, and the gen eral pub lic. 
24 pages, Cost: Free 

To or der con tact: 
Na tional Li brary Ser vice for the Blind and Physically 
Hand i capped 
Li brary of Con gress 
Wash ing ton, D.C. 20542 
(202) 707-5100 
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National Family Association for

Deaf-Blind


On June 27, 1994 Na tional Par ent Net work (NPN) will 
be come Na tional Fam ily As so ci a tion for Deaf-Blind 
(NFADB). Tre men dous growth in the num bers of fam i 
lies de sir ing in for ma tion and con nec tion to each other 
caused NPN to re-evaluate its ad vi sory role and es tab 
lish a de sign team to cre ate a more for mal, struc tured, 
and op er a tional na tional or ga ni za tion. 

Par ents rep re sent ing in di vid ual fam ily mem bers and 
state or ga ni za tions around the coun try have adopted 
this new ti tle to sup port and ad vo cate for peo ple who 
are deaf-blind and the mem bers of their fam i lies.  The 
found ing mem bers of NFADB have adopted the fol low 
ing phi los o phy state ment: “In di vid uals who are 
deaf-blind are val ued mem bers of so ci ety and are en ti 
tled to the same op por tu ni ties and choices as other 
mem bers of the com mu nity.” To sup port this mis sion, 
NFADB has tar geted a wide range of ac tiv i ties in clud 
ing: 

•	 advocating for all persons who are deaf-blind 
regardless of age or ability 

•	 supporting national policies that benefit people 
who are deaf-blind 

•	 helping to facil itate the founding and 
strengthening of family organizations in each 
state 

•	 being a resource group, sharing information, and 
providing referrals 

•	 collecting data, expertise, and resources that are 
in unity with NFADB’s philosophy to assist 
families 

•	 assisting states with various issues 

•	 collaborating with professionals 

•	 serving as a public information resource 

In ad di tion to the or ga ni za tions’ of fi cers, NFADB will 
have a par ent rep re sen ta tive in each of the 10 Helen 
Keller Na tional Cen ter re gions of the coun try. 
NFADB’s of fi cers and re gional rep re sen ta tives are: 

President Joyce Ford 
Vice-President Mary O’Donnell 
Secretary Pat McCallum 
Treasurer Mary Lou Guisinger 

Region One Karen Norwell

Region Two Clara Berg

Region Three Barbara Caudill

Region Four Brenda Weaver

Region Five Peg Pedresen

Region Six Janet Stevens

Region Seven To be announced

Region Eight Alan Wahl

Region Nine Barbara Ryan

Region Ten To be announced


Par ents of chil dren who are deaf-blind share com mon 
is sues. A par ent of a 24-year-old who has con gen i tal ru
bella syn drome said, “I have been ig nored, pushed 
aside, or last in line. What a fam ily or ga ni za tion means 
to me is hope, sup port, in for ma tion, and en cour age 
ment. I am no lon ger alone. We are ev ery where!” 

For more in for ma tion con tact: 

NFADB 
111 Mid dle Neck Rd. 
Sands Point, NY 11050 

(800) 225-0411 ext 275 

AADB 1994 National Convention 
The Amer i can As so ci a tion of the Deaf-Blind is a na
tional con sumer ad vo cacy or ga ni za tion with over 600 
mem bers. AADB is or ga nized for the pur pose of ad
vanc ing the eco nomic, ed u ca tional, and so cial wel fare 
of per sons who are deaf-blind. One of the high lights for 
this or ga ni za tion is its an nual con ven tion. 

The con ven tion of fers a se ries of work shops, of ten held 
by in di vid u als who are deaf-blind, and daily tours of 
places of lo cal his tor i cal and cul tural in ter est. This 
year’s theme is “Car ing for Our selves: Fac ing the 
Changes and Chal lenges.” This is an op por tu nity for in
di vid u als to in ter act with each other on an ed u ca tional 
and so cial ba sis. 

The con ven tion is open to ev ery one, in clud ing in di vid 
u als who are deaf-blind, friends, fam i lies, and pro fes 
sion als. In ter preters will be pro vided. 

The 1994 con ven tion will be held June 11–17 at the Uni
ver sity of North Carolina, Greens boro. The dead line for 
reg is tra tion is June 1, 1994. 

For more in for ma tion con tact: 

AADB 1994 Con ven tion 
814 Thayer Ave Suite 300 
Sil ver Springs, MD 20910 

TTY: (301) 588-6545 
fax: (301) 588-7505 

We encourage you to copy and share 
information from Deaf-Blind 
Perspectives, but please provide 
appropriate citations. 
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with Deaf-Blindness?” He pro vided ex am ples of how in
di vid u als who are deaf-blind can live and work in their 
home com mu ni ties af ter grad u a tion if the tran si tion has 
been planned enough in ad vance to se cure ap pro pri ate 
sup port ser vices. He pre sented strat e gies for col lab o ra 
tion to se cure these ser vices and cited the im pli ca tions 
for “In di vid ual Tran si tion Planning” and “Per sonal Fu-

In ad di tion, Mr. Mc Car thy was asked to give the con fer 
ence wrap-up lun cheon speech. He stressed that it is im
por tant to al ways re main per son-centered, and he 
re counted ac com plish ments of in di vid u als whom he has 
known who are deaf-blind. At the end, sev eral par tic i 
pants noted that the en tire con fer ence was worth at tend 
ing be cause they heard about real peo ple who are 
deaf-blind who are suc cess fully par tic i pat ing in their 
com mu ni ties. 

For ad di tional in for ma tion con tact: 
Anita Briggs 
TRACES South Cen tral Re gional Co or di na tor 
(904) 840-7147. 

______________________ 

ILLINOIS - Establishing Local, Functional 
Assessment Teams 

On October 18 and 19, 1993, the Illinois Deaf-blind 
Project, in collaboration with Helen Keller National 
Center for Deaf-blind Youths and Adults (HKNC), and 

provide inservice education to a team of specialists who 
will then provide support to professionals who serve 
individuals who are deaf-blind within local 
communities. Specifically, the professionals will be 
taught to perform functional vision and auditory 
assessments. Flo Peck, Low Vision Education Specialist 
from the Perkins School for the Blind, and John Mascia, 
Coordinator of Audiological Services from Helen Keller 
National Center, were the featured presenters. 

On go ing data col lec tion by those who at tended the con
fer ence will be re corded and an a lyzed by the Il li nois 
Deaf-Blind Pro ject Co or di na tor in or der to eval u ate the 
ef fec tive ness of lo cal ser vice de liv ery. Data will in clude 
(a) the num ber of in for mal vi sion and/or hear ing 
screen ings; (b) the num ber of inservice train ing ses sions 
to col leagues; and (c) the num ber of newly iden ti fied 
chil dren who are deaf-blind. We con grat u late all of those 
who worked so hard to es tab lish this pro gram. 

For ad di tional in for ma tion con tact: 
Tina Dorsey, Chief Ad min is tra tor 
Philip J. Rock Cen ter 
(708) 790-2474 
or 
Margie Briley 
TRACES 
Uni ver sity of Pitts burgh 
(412) 648-1424 

______________________ 

Great Lakes Area Regional Center for Deaf-Blind 
Education 

As a result of a needs assessment survey sent to 
educators, related services providers, and families of 

Regional Reports

FLORIDA 

During the needs assessment process for Florida last 
year, it became apparent that the larger community of 
service providers (e.g. ,  vocational teachers, 
rehabilitation counselors) needed to be made aware of 
possibilities in the area of transition for individuals who 
are deaf-blind. It was decided that a statewide 
conference of the Council for Exceptional Children 
Division on Career Development would provide an 
appropriate audience. 

Mike Mc Car thy, from Mis souri, pre sented a small group 
ses sion ti tled, “Is There Life Af ter School for In di vid uals 

tures Planning.” 

Teaching Research Assistance to Children and Youth 
Experiencing Sensory Impairments (TRACES), 
co-sponsored a conference titled “Training of Trainers: 
Functional Hearing and Vision Assessment Strategies 
for Individuals with Deaf-Blindness.” The conference 
was held at the Philip J. Rock Center and School in 
Glenellyn, Illinois. The purpose of the conference was to 

children and youth with dual sensory impairments, the 
Great Lakes Area Regional Center for Deaf-Blind 
Education has initiated a goal to focus on the 
development of assessment guidelines. A set of 
guidelines is currently being developed to address the 
following age levels: early childhood, school-age, and 
transition to adult life. The authors are (respectively) 
Ellin Siegel-Causey, June Downing, and Jane Everson. 
While the manuals are in different stages of 
development, each incorporates input from colleagues, 
service providers, and families. As part of the 
development stage of the manuals, a training workshop 
is utilized to field test the assessment processes outlined 
in each manual. This activity represents a collaborative 
effort between the state and multi-state projects under 
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Section 307.11 in Ohio, Wisconsin, and Pennsylvania; the 
Helen Keller National Center Technical Assistance 
Center; and the expertise of the individual authors, 
reviewers, and workshop participants. As completion of 
the manuals approaches, a wider dissemination plan is 
being discussed. 

For ad di tional in for ma tion con tact: 
Em ily Tay lor-Snell 
Pro ject Co or di na tor 
GLARCDBE 
(614) 785-1163 

NEW YORK 

The New York State Technical Assistance Project 
(NYS/TAP) has entered its second year under the 
leadership of Project Director Mady Appell and Project 
Co-Director Carole Gothelf .  Located in the 
Developmental Disabilities Center of St. Luke’s 
Roosevelt Hospital Center in New York City, NYS/TAP 
is committed to supporting parent-professional 
partnerships, building systems that are responsive to the 
needs of the people they serve, and delivering the 
technical assistance needed to ensure appropriate 
services for children and youth who are deaf-blind. 

Dur ing the first year of the pro ject, NYS/TAP has been 
work ing to ward achiev ing full part ner ship with the 
New York Par ent Net work, Inc. (NYPN), a ded i cated 
group of par ents and rel a tives of per sons who are 
deaf-blind. These peo ple have drawn to gether to es tab 
lish a sup port ive net work through which they can share 
ex pe ri ences and knowl edge, ed u cate oth ers about the 
needs of their fam i lies, and ad vo cate for com mu nity ser
vices to meet their needs. The NYS/TAP Fam ily Spe cial 
ist and the Pres i dent of NYPN pre sented a poster ses sion 
at the 1993 TASH An nual Meet ing en ti tled “Par
ent-Professional Part ner ships in New York State.” These 
two pro jects are fully com mit ted to col lab o ra tion and co
op er at ing with fam i lies and ser vice pro vid ers in or der to 
es tab lish a sys tem in which all chil dren in New York who 
are deaf-blind and their caregiving fam i lies can have 
their needs ap pro pri ately met. The part ner ship en sures 
that ev ery group is rep re sented and that op por tu ni ties 
are pro vided for ex pres sion of ev ery view point. 

Ad di tionally, NYS/TAP and NYPN have forged re cip 
ro cal re la tion ships with the New Jer sey Tech ni cal As sis 
tance Pro ject and PRISM (New Jer sey’s state wide par ent 
or ga ni za tion that sup ports in di vid u als with vi sual and 
hear ing im pair ments and mul ti ple spe cial needs and 
their fam i lies).These four pro jects are now plan ning 
their sec ond an nual Sum mer In sti tute. This col lab o ra tive 
ef fort grows from the idea that knowl edge able par ents 
and pro fes sion als work ing in uni son will en sure ap pro 
pri ate pro grams for chil dren and youth who are 
deaf-blind and will be the most ef fec tive agents for sys
tems change. 

An other im por tant fo cus for NYS/TAP dur ing the past 
year has been to ob tain an ac cu rate child count. To 

achieve this, the NYS/TAP Pro ject Co or di na tor has 
de vel oped a com put er ized sys tem to track each el i gi ble 
in di vid u als in New York State. This sys tem cre ates a 
com pre hen sive da ta base and, pro vides the sta tis ti cal 
anal y ses nec es sary for im me di ate and long-term plan
ning. The com put er ized sys tem in cludes an au to mated 
an nual fol low-up for each in di vid ual, and a re source di
rec tory of pro grams serv ing those who are deaf-blind. 
As of No vem ber 1993, ap prox i mately 500 el i gi ble chil
dren have been iden ti fied and reg is tered; ef forts to lo cate 
el i gi ble chil dren con tinue, with the ex pected to tal likely 
to be dou ble the cur rent fig ure. 

For ad di tional in for ma tion con tact: 
Douglas Hegley Clara Berg 
Pro ject Co or di na tor Fam ily Spe cial ist 
(212) 523-6230 212) 523-6230 
or 
Cheryl Ken nedy 
TRACES Pro ject North east ern Re gional Co or di na tor 
(412) 648-7176 

ALASKA 

Usher Syndrome is a genetic disorder involving the 
loss of both sight and hearing. A sensorineural hearing 
loss generally is evident at birth or shortly thereafter, 
while progressive loss of vision due to Retinitis 
Pigmentosa (RP) begins later in life, usually before 
adolescence. 

It is es ti mated that 3% to 6 % of peo ple who have a he red 
i tary hear ing loss have Usher Syn drome. More over, 
Usher Syn drome ac counts for more than 50% of all cases 
of deaf-blindness, with 94 thou sand es ti mated to be af
fected in the United States. 

Sev eral tests are used to de ter mine if a per son has RP. 
The most de fin i tive test is electroretinography (ERG), 
with an ac cu racy of about 95%. Screening can de ter mine 
an in di vid ual’s dis po si tion to ward Usher Syn drome. 

The Alaska Ser vices for Children and Youth with Dual 
Sen sory Im pair ments Pro ject (ADSI) is de vel op ing a 
state wide screen ing pro cess for early iden ti fi ca tion of in
di vid u als who are at risk. The ini tial step of this pro cess 
has been com pleted with the de vel op ment of a bro chure 
pro vid ing com pre hen sive in for ma tion re gard ing Usher 
Syn drome, tech niques for screen ing, and avail able re
sources. The sec ond phase of the pro cess is to train ed u 
ca tional per son nel so that they may re fer in di vid u als for 
an ERG. The train ing is sched uled to oc cur this spring. 

For ad di tional in for ma tion con tact: 
Sara Gaar 
Pro gram Su per vi sor 
(907) 562-7372 

TRACES (Teaching Re search As sis tance to Children and Youth Ex pe ri 
encing Sen sory Im pair ments) is funded through Co op er a tive Agree ment No. 
HO25C30001 by the U.S. De part ment of Spe cial Ed u ca tion, OSERS, Spe cial 
Ed u ca tion Pro grams. The opin ions and pol i cies ex pressed by TRACES do not 
nec es sar ily re flect those of the U.S. De part ment of Ed u ca tion. 
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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: _____________

Com ments _______________________________________________________________________________________


Mark appropriate categories (3 max.) 
� Person o\r 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 ! Teaching Research 

Grade 2 braille Large print Division ! 345 N. Monmouth Ave. ! Monmouth, OR 97361 
! or call Randy Klumph (503) 838-8885,

Standard print ASCII TTY (503) 838-8821, fax: (503) 838-8150. 
0494 

Deaf-Blind Perspectives can be downloaded from Library 5 of the CompuServe Disabilities Forum (go disabi). 

Deaf-Blind Per spec tives is a free pub li ca tion, pub lished three times a year by the Teaching Re search Di vi sion of West ern Or e gon State Col lege. The 
po si tions ex pressed in this news let ter are those of the au thor(s) and do not nec es sar ily re flect the po si tion of the Teaching Re search Di vi sion or the 
U.S. De part ment of Ed u ca tion. 

Deaf-Blind Per spec tives 
Teaching Re search Di vi sion 
West ern Or e gon State Col lege 
345 N. Monmouth Ave. 
Monmouth, OR 97361 

For warding & Re turn Post age Guar an teed,
Ad dress Cor rec tion Re quested 

Non-Profit Or ga ni za tion 
U.S. Post age 

PAID 
Per mit No. 12 


