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Should we consider a co chlear implant for our young child who is deaf-blind? 

Is he el i gi ble? 

At what age might he re ceive an implant? 

What should our ex pec ta tions be? 

How many children with deaf-blind ness are be ing im planted? 

Is it ef fec tive for chil dren who are deaf-blind? 

These are ques tions that state deaf-blind pro jects are be ing asked by par ents as more chil dren with mul 
ti ple dis abil i ties, in clud ing deaf-blind ness, are be ing con sid ered for co chlear im plan ta tion. The op por tu 
nity for co chlear im plan ta tion now ex tends be yond chil dren who are only deaf or hard of hear ing. 
Chil dren who are deaf-blind from birth or early in life be fore de vel op ing lan guage are re ceiv ing im plants, 
but very lit tle re search has been done for this pop u la tion, and this raises impor tant is sues. How will it be 
de ter mined which chil dren are likely to ben e fit? What spe cial ized ther a pies and ed u ca tional strat e gies will 
be nec es sary fol low ing im plan ta tion? It is es sen tial that re search be per formed and prac tices de vel oped 
that ad dress these ques tions so that par ents can make in formed choices for their chil dren. 

What Is Cochlear Implantation? 

Co chlear im plants are elec tronic de vices that are sur gi cally placed un der the skin be hind the ear and 
con sist of four ba sic parts: a mi cro phone to pick up sounds from the en vi ron ment; a speech pro ces sor that se 
lects and ar ranges those sounds; a trans mit ter and re ceiver/stimulator that re ceives sig nals from the speech 
pro ces sor and con verts them into elec tri cal im pulses; and elec trodes that col lect the im pulses and send 
them to the brain. A co chlear im plant does not re store nor mal hear ing, but it may pro vide a sense of 
sound to peo ple with se vere-to-pro found hear ing loss by compen sat ing for dam aged or nonhearing parts 
of the in ner ear (NIDCD, 2002). 

Co chlear im plants were first approved by the Food and Drug Ad minis tra tion in 1985. In 1990, ap proval 
was granted for implan ta tion in chil dren age 2 and older with pro found sensorineural deaf ness (Spencer, 
2002a, p. 39). By 2000, ap proval had been ex tended for chil dren age 2 and older with se vere-to-pro found 
deaf ness and for chil dren of 12 to 23 months of age with pro found deaf ness (ASHA, 2004). Some im plant 
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Deaf-Blind Perspectives 

cen ters are work ing with in fants prior to 12 
months of age, and the risk and ben e fits are be ing 
stud ied (Nussbaum, 2003; Waltzman & Roland, 
2005). The FDA makes rec om men da tions, but they 
are not le gal re quire ments (how ever, in sur ance re 
im burse ment may be more dif fi cult if a cen ter 
does not fol low FDA-ap proved rec om men da tions) 
(Nussbaum, 2003). 

Deaf com mu ni ties through out the world have 
ex pressed strong con cerns about co chlear im 
plants for deaf chil dren (Spencer, 2002a, p. 41). In 
a po si tion state ment, the Na tional As so ci a tion of 
the Deaf chal lenges the view that deaf ness is a dis 
abil ity that needs to be “fixed” by co chlear im 
plants and calls for better un der stand ing of the 
di ver sity, her i tage, lan guage, and cul ture of the 
deaf com mu nity. It rec og nizes the right of par ents 
to make in formed choices for their chil dren and 
re spects the choice of co chlear im plants, while em
pha siz ing that parents should also un der stand op 
tions other than co chlear im plants that pro mote 
deaf chil dren’s de vel op ment, lan guage, and lit er 
acy. The NAD state ment re fers only to deaf chil 
dren, how ever, and does not ad dress the needs of 
chil dren who are deaf and also have a vi sual im 
pair ment or other dis abil i ties (NAD Co chlear Im 
plant Com mit tee, 2000). 

Criteria for Implantation 

One of the chal lenges for re search ers and for 
cen ters that per form co chlear im plan ta tion is de 
ter min ing which chil dren will ben e fit from a co 
chlear im plant. They try to iden tify 
char ac ter is tics—can di dacy cri te ria—that in di cate 
that an im plant may be suc cessful and help ful for 
a par tic u lar child. Al though there is very lit tle in 
for ma tion avail able about co chlear im plants for 
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chil dren who are deaf-blind, over time, cri te ria 
have been iden ti fied for chil dren who are only 
deaf or hard of hear ing. Some cri te ria have been 
iden ti fied as be ing more impor tant than oth ers, 
but ques tions re main about why some co chlear 
im plant us ers re ceive more ben e fit than oth ers. 
Fol low ing are three ba sic ques tions that are con 
sid ered when de ter min ing can di dacy (ASHA, 
2004): 

� Is the phys i cal im plan ta tion of the de vice 
pos si ble and ad vis able given the med i cal sta 
tus of the in di vid ual? 

� Is it likely that the in di vid ual will re ceive 
more com mu ni ca tion ben e fit from a co chlear 
im plant than from a hear ing aid? 

� Do the nec es sary fam ily, ed u ca tional, and re 
ha bil i ta tion sup ports ex ist or can they be de 
vel oped? 

Im plant cen ter teams con duct ex ten sive as sess 
ments in or der to de cide whether a child is a good 
can di date. In gen eral, cen ters will in clude chil dren 
with bi lat eral se vere-to-pro found sensorineural 
hear ing loss; who are 12 months or older; who are 
fail ing to prog ress in speech, lan guage, and au di 
tory de vel op ment; and who have a mo ti vated 
fam ily with ap pro pri ate ex pec ta tions (Nussbaum, 
2003). 

The Amer i can Speech-Lan guage-Hear ing As so 
ci a tion (ASHA) rec om mends that deaf children 
with ad di tional dis abil i ties be con sid ered as can di 
dates for im plan ta tion (ASHA, 2004). State 
deaf-blind pro jects re port that el i gi bil ity cri te ria 
vary for differ ent im plant cen ters. Some cen ters 
are hes i tant to im plant chil dren who are 
deaf-blind. 
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Outcomes of Implantation 

Re search about the ef fec tive ness of co chlear im 
plan ta tion has been based pri mar ily on chil dren 
who are con gen i tally deaf with out ad di tional dis 
abil i ties and has fo cused on spo ken com mu ni ca 
tion, par tic u larly speech per cep tion and 
pro duc tion. As Pa tri cia Spencer (2002b, p. 226) 
writes, 

Co chlear im plants pro vide many, but not all,
deaf children with ac cess to in for ma tion that can 
help them de velop un der stand ing and pro duc 
tion of spo ken lan guage. How ever, the range of
ben e fits ex pe ri enced is large and the fac tors that
in flu ence the ben e fits re ceived by an in di vid ual
child are still be ing in ves ti gated. 

Over all, re search shows that deaf chil dren who 
have co chlear im plants have sig nif i cantly greater 
rates of growth in spo ken lan guage than deaf chil 
dren who do not have im plants. Spe cific find ings 
in clude the fol low ing: 

� Chil dren im planted at youn ger ages (12–23 
months) do better on au di tory skill de vel op 
ment than those at even slightly older ages 
(24–36 months) (Rob bins, Koch, Osberger, 
Zimmerman-Phillips & Kishon-Rabin, 2004). 

� Early im plan ta tion is as so ci ated with better 
speech pro duc tion (Conner, Hieber, Arts, & 
Zwolan, 2000). 

� Speech per cep tion con sis tently im proves 
with the length of time the child has been us 
ing the de vice (Ty ler et al., 2000). 

� A child’s preverbal com mu ni ca tion, cog ni 
tive, and at tend ing skills all play a crit i cal 
role (Spencer, 2002b, p. 249), as does non ver 
bal in tel li gence (Geers, 2002). 

Increase in Implantation for


Children Who Are Deaf-Blind


A survey was con ducted in Sep tember 2005 of 
state and multistate deaf-blind pro jects to de ter 
mine (a) the number of states that col lect in for ma 
tion about chil dren with deaf-blind ness who have 
re ceived co chlear im plants, (b) the number of chil 
dren with deaf-blind ness who have re ceived im 
plants, and (c) whether there has been an the 
in crease in the num ber who have been im planted 
over the past five years. Forty-seven of the pro jects 
re sponded. 

Nine teen per cent of the state deaf-blind pro 
jects for mally col lect in for ma tion about co chlear 
im plan ta tion. Many other states do not for mally 

col lect in for ma tion but are aware of chil dren who 
have re ceived im plants. Over all, states re port that 
more than 225 chil dren with deaf-blind ness have a 
co chlear im plant. Sev enty per cent of states have 
seen an in crease in the num ber of chil dren with 
im plants, and in some, this in crease has been sig 
nif i cant. In Texas, for ex am ple, the num ber has in 
creased from 5 re ceiv ing im plants in 2002 to 32 in 
2005 (figure 1). Four teen per cent of states do not 
be lieve there are any chil dren with deaf-blind ness 
in their state who have co chlear im plants, and an 
ad di tional 14% don’t know. 

Fig ure 1. Rate of in crease of co chlear im plan ta tion in chil 
dren with deaf-blind ness in Texas. 

It is clear that the num ber of chil dren with 
deaf-blind ness who are re ceiv ing co chlear im 
plants is in creas ing, and it is likely that an in creas 
ing num ber of chil dren will be con sid ered for 
co chlear im plants in the next five years. De spite 
this, how ever, re search to de ter mine the ef fec tive 
ness of co chlear im plants for these chil dren is lim 
ited. Sev eral small stud ies of chil dren with 
mul ti ple dis abil i ties, pri mar ily CHARGE Syn 
drome, have in cluded chil dren with vi sual im pair 
ments (Bauer, Wippold, Goldin, & Lusk, 2002; 
El-Kashlan, Boerst, & Telian, 2001; MacArdle et 
al., 2002; Stjernholm, Muren, & Bredberg, 2001). 
All com bined, the stud ies in cluded ten chil dren, 
all over the age of 3, and their out comes were 
mixed. Some did not ben e fit, but most showed in 
creased de tec tion of en vi ron men tal sounds and 
im proved speech per cep tion. More re search with 
larger num bers of chil dren is clearly needed. Re 
cently, Teach ing Re search In sti tute at West ern Or 
e gon Uni ver sity was awarded a grant from the 
U.S. De partment of Ed u ca tion to study the out
comes of co chlear im plan ta tion for chil dren who 
are deaf-blind. The three-year re search pro ject will 
be car ried out in col lab o ra tion with the Uni ver sity 
of Kan sas, the Midwest Ear In sti tute/St. Luke’s 
Hos pi tal, and ap prox i mately ten state deaf-blind 
pro jects. 
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Tools used to as sess speech and lan guage in 
chil dren who are deaf may not be ap pro pri ate for 
chil dren who are deaf-blind if they rely on min ia 
ture ob jects or pic tures. Many of these types of as 
sess ments are used to de ter mine whether a deaf 
child is ben e fit ing from an im plant. As sess ments 
for chil dren who are deaf-blind may also need to 
mea sure skills such as so cial in ter ac tions, 
prelinguistic com mu ni ca tion, cog ni tive de vel op 
ment, and be hav ior. 

Special Issues for Children Who Are 

Deaf-Blind and Their Families 

The po ten tial ben e fits of co chlear im plan ta tion 
early in life for chil dren who are deaf-blind range 
from helping chil dren to better ex pe ri ence their 
phys i cal and so cial en vi ron ments to un der stand 
ing and us ing some level of speech. How much a 
child ben e fits of ten seems to de pend upon the se 
ver ity of any ad di tional dis abil i ties (ASHA, 2004). 
Con se quently, con tro versy con tin ues to ex ist 
about im plant ing chil dren who are deaf and have 
ad di tional dis abil i ties (Bauer et al., 2002, p. 1013). 
The suc cess of a co chlear im plant de pends not just 
on char ac ter is tics of a child prior to im plan ta tion 
but also on the fol low-up in ter ven tion and train
ing the child re ceives af ter wards. The fol low-up 
pe riod re quires good sup port from ser vice pro vid 
ers and a strong com mit ment by the fam ily. 

The Texas Deafblind Pro ject has found that a 
num ber of chil dren who re ceived im plants are no 
lon ger wear ing their ex ter nal head piece or sound 
pro ces sor, thus de ac ti vat ing the im plant. It is un 
clear why the fami lies elected to de ac ti vate the im 
plants, but the follow ing are some pos si ble 
rea sons (C. Miller, per sonal com mu ni ca tion, Oc to 
ber 2005): 

� The map ping (pro gram ming) for the de vice 
may not have been effective. 

� The fam i lies may have lacked ac cess to ap 
pro pri ate fol low-up in ter ven tion and ed u ca 
tion. 

� They may have been were un aware of the 
po ten tial time that it might take to ob serve 
ben e fits. 

� They may have had high expec ta tions that 
were not met. 

These pos si bil i ties em pha size two very im por 
tant points: the need for par ents to be well-in 
formed prior to im plan ta tion and the need for 
chil dren to re ceive in ten sive fol low-up in ter ven 

tion and train ing— “ha bil i ta tion”—af ter

im plan ta tion.


Information for Parents 

Ad di tional re search must be con ducted for 
larger num bers of chil dren who are deaf-blind so 
that fam i lies will have ac cess to the ac cu rate in for 
ma tion they need to make in formed de ci sions. 
Since the de gree of ben e fit can vary widely, it is 
crit i cal that par ents are coun seled to have ap pro 
priate expec ta tions (Bauer et al., 2002, p. 1017). At 
pres ent, im plant cen ters may not ap ply an tic i 
pated out comes for deaf chil dren who do not have 
vi sion im pair ments to chil dren who are 
deaf-blind. They must let par ents know that ev i 
dence about the out comes for chil dren who are 
deaf-blind are ex tremely limited over all and 
non-ex is tent for chil dren un der the age of three. It 
is also im per a tive for cen ters to in form fam i lies 
about med i cal risks and the need for in ten sive, 
long-term ha bil i ta tion fol low ing im plan ta tion. Ha 
bil i ta tion for chil dren with spe cial needs can take 
twice as long as that of chil dren who are only deaf 
(MacArdle et al., 2002, p. 347). 

Habilitation 

Ha bil i ta tion is the pro cess fol low ing im plan ta 
tion by which a child re ceives in ten sive train ing to 
learn to use the co chlear im plant and to de velop 
lis ten ing and speech skills. State deaf-blind pro 
jects re port that the amount of ha bil i ta tion chil 
dren re ceive var ies widely, rang ing from no 
au di tory train ing or ed u ca tional strat e gies to in 
ten sive au di tory and ver bal ther apy from qual i 
fied pro vid ers. 

There are a number of ma jor con sid er ations for 
pro vid ing ha bil i ta tion to chil dren with deaf-blind 
ness that dif fer from those for deaf chil dren with 
out ad di tional dis abil i ties. Many young chil dren 
with deaf-blind ness do not yet know that peo ple, 
things, and lo ca tions have names or that other 
peo ple have knowl edge of the world. It isn’t sim 
ply a mat ter of ap ply ing speech to an ex ist ing lan 
guage sys tem. Chil dren who are deaf-blind need 
an op por tu nity to learn dur ing mean ing ful so cial 
in ter ac tions in op ti mal en vi ron ments. Chil dren 
who are to tally blind may need ha bil i ta tion tech 
niques that in clude tac tile, move ment, and 
sensorimotor strat e gies. 

Ha bil i ta tion cur ric ula that have been de vel 
oped for deaf chil dren rely on good vi sual skills 
and cog ni tive skills be yond 24 months of de vel op 
ment. There is a great need for ef fec tive and ap 
pro pri ate au di tory, speech, and lan guage 
tech niques and cur ric ula to sup port ha bil i ta tion 
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for chil dren who are deaf-blind. Also crit i cal are 
par ent train ing ma te ri als and ser vice pro vid ers 
with the skills to pro vide ha bil i ta tion train ing. 

Summary 

There is tre men dous prom ise for the use of co 
chlear im plants for chil dren who are deaf-blind, 
but re search to de ter mine the long-term impact 
and to guide de ci sion-mak ing and fol low-up strat 
e gies is essen tial, as is the de vel op ment of ef fec 
tive ha bil i ta tion strat e gies and skilled per son nel to 
pro vide those strat e gies. We must make sure that 
the tech nol ogy does not out dis tance ef fec tive sup 
port and prac tices pro vided by early in ter ven tion 
pro vid ers, schools, and fam i lies. 

For more in for ma tion about co chlear im plants, 
go to “Se lected Top ics” at the DB-LINK Web site 
(http://www.dblink.org) or con tact DB-LINK 
(800-438-9376; 800-854-7013 TTY; 
dblink@tr.wou.edu). 
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Our Experiences (to Date) with 
Sam’s Cochlear Implant 

Shannon Butalla 

On No vem ber 19, 2002, my hus band and I re 
ceived dev as tat ing news, news un imag in able to 
most par ents. “I re gret to in form you, but your son 
has a rare con di tion with no good out comes. His 
con di tion causes hear ing and vi sion loss, men tal 
re tar da tion, and neuromuscular prob lems. . . . It is 
a child hood dis ease. . . . We just don’t know what 
to tell you.” 

My son, Sam, has a rare dis ease called a 
Peroxisomal Biogenesis Dis or der (Zellweger’s 
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Spec trum of Dis or ders, In fan tile Refsum’s Dis 
ease). Sam was born with vi sion and hear ing, but 
both senses de te ri o rated over the first nine months 
of life. At four months of age, he had mild loss in 
both ears. At nine months of age, his au di tory 
brainstem re sponse showed that his hear ing loss 
was se vere (be tween 70 and 90 deci bels). 

At the same time, Sam’s vi sion de te ri o rated. 
His eyes started shak ing (nys tag mus). His op tic 
nerve ap peared dusky and gray, and there seemed 
to be a waxy pal lor to his ret ina. The best med i cal 
guess was that Sam could see some where be tween 
20/200 and 20/800. 

When Sam’s au di ol o gists and speech lan guage 
pa thol o gists in di cated that Sam would likely hear 
better with a co chlear im plant than with hear ing 
aids, we de cided to pur sue it as an op tion. Sam 
had worn hear ing aids for al most two years, but 
his ac cess to speech sounds was still lim ited. He 
was ex per i ment ing with his voice, mak ing mostly 
vowel sounds. 

Af ter the MRI, CT scan, ves tib u lar tests, and 
blood work all showed that we could pro ceed, we 
met with the co chlear im plant team at Boys Town 
Na tional Re search Hos pi tal. We’d had on go ing 
con ver sa tions with this team from the time Sam 
was nine months old. Sam was not a clear-cut 
case, but all team mem bers agreed that Sam could 
re ceive greater ben e fit with a CI than with hear ing 
aids. Af ter a long dis cus sion, we de cided to go 
ahead with the sur gery. 

Sam was implanted on No vember 22, 2004. The 
sur geon and au di ol o gist came in three hours later 
to tell us that the sur gery was a suc cess. They had 
got ten re sponses from Sam’s brain on all of the 
chan nels tested. 

Sam slept most of the day, but dur ing the 
night, he was awake and bounc ing in the hos pi tal 
crib. The next day, we were dis charged. The ini tial 
com pres sion ban dage both ered him a lit tle, but he 
was perky and happy to be back in the com forts of 
home. 

The next day, the sur geon re moved his ban 
dage, and Sam was sup posed to wear a lighter 
dress ing for a cou ple of days. He was to tally an 
noyed with the dress ing, and it was off in no time. 
His head healed quickly, and we went back to 
Boys Town for ac ti va tion of the im plant on De 
cem ber 16, 2004. 

Ac ti va tion day was much like the day that Sam 
got his hear ing aids. It was ev i dent that he could 
hear through the de vice, but he seemed a bit be 
wil dered by the sounds com ing into his head. The 
map ping (program ming) was bro ken up into 
two-hour time blocks over two days, and the audi 
ol o gists were pleased with the ini tial map. The 
first month was a tran si tion phase to help Sam get 
used to the de vice. He wore the im plant on his left 
side and his hear ing aid in his right ear. Soon he 
be gan to pre fer the im plant to the hear ing aid. We 
tried to get him to wear both, but he con tin ued to 
take the hear ing aid out. Now he will only wear it 
if the im plant is off—and even then we strug gle to 
keep it in. 

Ha bil i ta tion—the pro cess of train ing a child to 
use a co chlear im plant and to learn lis ten ing and 
speech skills—has not been free from un cer tainty. 
There is no CI ha bil i ta tion pro gram or cur ric u lum 
de signed spe cif i cally for chil dren who are 
deaf-blind. Sam un der goes map ping once ev ery 
three months at Boys Town, and we see their 
speech lan guage pa thol o gist (SLP) twice a year to 
eval u ate his prog ress. The SLP is in con tact with 
our lo cal school dis trict, sharing what she ob 
serves and rec om mend ing strat e gies for speech 
un der stand ing and ac qui si tion. Sam’s teach ers use 
a to tal com mu ni ca tion ap proach. Sam just be gan 
early child hood spe cial ed u ca tion pre school this 
fall and at tends three morn ings a week. He spends 
a mini mum of 120 min utes a week with his deaf 
ness ed u ca tor, who car ries out his au di tory ver bal 
train ing. 

We are very much at the be gin ning of Sam’s

au di tory train ing. His teach ers are do ing the best
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they can with the re sources avail able, but the co 
chlear im plant ha bil i ta tion re sources they have 
were de vel oped for deaf chil dren. I know that Sam 
and his team would all ben e fit from a CI cur ric u 
lum de vel oped es pe cially for chil dren who are 
deaf-blind. 

We have seen an in crease in Sam’s re cep tive 
lan guage, and he is just be gin ning to make new 
sounds with his voice. For months af ter he was 
im planted, he was very quiet, tak ing in ev ery thing 
around him. Now he is bab bling and say ing more 
con so nants, and he is ex per i ment ing with his 
voice. His first word with his hear ing aid was 
“mama,”but af ter he re ceived the im plant, he 
would n’t say it un less the im plant was turned off. 
Now he will say “mama” with his im plant turned 
on, and he at tempts to say “more,” es pe cially 
when Coca Cola is in volved! 

Sam has made big gains phys i cally and de vel 
op men tally since his sur gery. This could be co in ci 
den tal, or it could be be cause Sam now has more 
con sis tent hear ing and has a rea son to seek out 
new things. It is dif fi cult to know what Sam’s out 
comes will be from im plan ta tion, just as it is dif fi 
cult to know how his dis ease will af fect him in the 
years ahead. Re gard less of the out come, one thing 
is cer tain—his smile is enough to let us know we 
made the right de ci sion. 

Poems 

Fifteen Today 

For Kenneth James Johnston, for fathers 

by Theresa Vincent 

He cra dles her in his arms as he of fers her 
spoon fuls of mashed banana and peaches. 

He looks out the win dow 
in be tween bites. 

The old cast iron piss-pot on the pa tio ta ble 
now filled with pale yel low vi o las. 

She opens her mouth for more. 
She turned fif teen to day. 

He looks at me and says, 
This makes me happy. 

Guardianship 

by Theresa Vincent 

We’ve been ask ing our selves,

who will be there for her?

We’ve been ask ing our selves,

who will care for her

when we are gone?


Who will live with –

and not just live with,

but with love, also –

sei zures,

spasticity,


the risk of as pi ra tion,

the strug gle for a breath

and chang ing di a pers

for a 20, 30,

40 year old?


For now, some peo ple stay,

and then – it’s too much

for backs, shoulders,

hearts – one day

her suf fer ing will be over,


one of them says

as she leaves.

There was a time

when I car ried her

ev ery where


on my hip,

over my shoul der,

across my arms.

Now, it is more

than I can do.


We’ve been ask ing our selves, who . . .
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Meet ing the needs of stu dents who are 
deaf-blind and of ten have ad di tional dis abil i ties, 
can be a daunting chal lenge for many class room 
teach ers. De sign ing an en gag ing cur ric u lum, pro 
vid ing stim u lat ing in struc tion, and as sess ing stu 
dent prog ress are dif fi cult tasks in any class room 
and may seem over whelm ing when that class 
room in cludes stu dents with com plex com mu ni ca 
tion needs. Com pound ing the prob lem are a lack 
of iden ti fied model class rooms where teach ers can 
ob serve ex em plary prac tice and scant in for ma tion 
about deaf-blind ness in teacher prep a ra tion pro 
grams (Tay lor, Kelly, & Ev ans-Luiselli, 2005). This 
is an is sue not only for teachers but also for techni 
cal as sis tance pro vid ers, teacher ed u ca tion fac ulty, 
and school dis trict per son nel. 

The Class room Ob ser va tion In stru ment for Ed u ca 
tional En vi ron ments Serv ing Stu dents with 
Deaf-Blind ness (Tay lor, Donta-Steele, & Stremel, 
2005) was de signed to iden tify char ac ter is tics of 
model class rooms for stu dents who are deaf-blind. 
Ac cord ing to a re port com pleted for the U.S. De 
part ment of Ed u ca tion, “pro spec tive teach ers’ con 
cep tions of teach ing and learn ing . . . can be 
trans formed through their ob ser va tions and anal y 
sis of what goes on in real class rooms. Ste reo typ i 
cal views can shift when stu dent teach ers work in 
class rooms that en able this to hap pen” (Wil son, 
Floden, & Ferrini-Mundy, 2001, p. ii). The iden ti fi 
ca tion of model class rooms where both stu dent 
teach ers and prac tic ing teach ers can learn through 
ob ser va tion is crit i cal. 

Development of the Instrument 

The pro cess of de vel op ing the Class room Ob ser 
va tion In stru ment took sev eral years. It be gan with 
a re view of four doc u ments: 

� CEC Knowl edge and Skill Base for All Be gin ning 
Spe cial Ed u ca tion Teach ers of Stu dents in In di 
vid u al ized Gen eral Cur ric u lums (Coun cil for 
Ex cep tional Chil dren, 2001a); 

� CEC Knowl edge and Skill Base for All Be gin ning 
Spe cial Ed u ca tion Teach ers of Stu dents in In di 
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vid u al ized In de pend ence Cur ric u lums (Coun cil 
for Ex cep tional Chil dren, 2001b); 

� Com pe ten cies for Teachers of Learn ers Who Are 
Deaf-Blind (McLetchie & Riggio, 1997); 

� Ob ser va tional Over view for Pro grams with Stu 
dents with Deaf-Blind ness (Rhode Is land Ser 
vices to Stu dents with Dual Sen sory 
Im pair ments, 2003). 

These doc u ments helped to guide the sec ond 
step in the pro cess, the for ma tion of mul ti ple fo cus 
groups con sist ing of in di vid u als who would most 
likely use and ben e fit from the in stru ment. These 
in cluded re search ers from the fields of deaf-blind 
ness and se vere and pro found dis abil i ties, teacher 
ed u ca tion fac ulty, gen eral ed u ca tion teach ers, spe 
cial ed u ca tion teach ers, fam i lies of stu dents, and 
tech ni cal as sis tance pro vid ers in the field of 
deaf-blind services. The fo cus groups worked to 
iden tify es sen tial com po nents of model class 
rooms, which were then ranked by a panel of ex 
perts. Mul ti ple field tests were per formed by 
tech ni cal as sis tance pro vid ers and other ex perts in 
the fields of deaf-blind ness and se vere dis abil i ties, 
and the in stru ment was re vised sev eral times 
based on the re sults of those tests. 

Va lid ity was as sessed by hav ing two ob serv ers 
use the fi nal ver sion of the Class room Ob ser va tion 
In stru ment in el e men tary and mid dle-school class 
rooms nom i nated as ex em plary by state pro jects 
for chil dren and youth with deaf-blind ness. Class 
rooms in five states were ob served: two in res i den 
tial fa cil i ties, two in neigh bor hood schools, and 
one in an in clu sive pri vate pri mary school. 

Description of the Instrument 

The Class room Ob ser va tion In stru ment has three 
main parts: (1) a teacher in ter view, (2) a stu dent 
folder re view, and (3) a chart de tail ing spe cific 
class room ob ser va tions. The teacher in ter view is a 
se ries of ques tions about the teacher’s goals for the 
stu dent, fam ily in volve ment in the child’s ed u ca 
tional pro gram, the stu dent’s strengths and chal 
lenges and how these are used to de sign 
ed u ca tional strat e gies, the stu dent’s in volve ment 
in the gen eral ed u ca tion cur ric u lum, and the stu 
dent’s in ter ac tions with peers. The pur pose of the 
folder re view is to ex am ine the re sults of pre vi 
ously per formed stan dard ized and func tional as 
sess ments, to con sider how the re sults are be ing 
used to plan in struc tion, to re view the stu dent’s 
IEP goals, and to look at the types of cor rec tive 
mea sures and in struc tional mod i fi ca tions cur 
rently be ing used for hear ing and vi sion. 
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The main part of the in stru ment, the ru bric of 
class room ob ser va tions, in cludes the fol low ing 
cat e go ries: cur ric u lum, data-based as sess ment, 
pres er va tion of dig nity, com mu ni ca tion, so cial in 
ter ac tions, and assistive tech nol ogy. Each cat e gory 
con tains a num ber of com po nents that are es sen 
tial fea tures of class rooms for chil dren who are 
deaf-blind. A four-point scale is used to rate the 
ex tent to which the com po nent has been met. The 
com mu ni ca tion cat e gory, for ex am ple, in cludes 
items about re cep tive and ex pres sive com mu ni ca 
tion, op por tu ni ties for com mu ni ca tion, com mu ni 
ca tion func tions, and com mu ni ca tion part ners. See 
figure 1 for an ex am ple of a scale for re cep tive 
com mu ni ca tion. 

A scor ing guide is pro vided, and a fi nal sec tion 
al lows the ob server to note spe cial cir cum stances 
or ad di tional in for ma tion. Usu ally, ad min is tra tion 
of all com po nents of the in stru ment takes ap prox i 
mately two hours. Field tests have in di cated that 
while the in stru ment’s com po nents (teacher in ter 
view, folder re view, class room ob ser va tion) can be 
con ducted sep a rately, it is ex tremely im por tant 
that they be con ducted in the sug gested or der. It is 
cru cial to have an un der standing of the class room 
be fore con duct ing the ob ser va tion. 

Findings 

Field tests of the Class room Ob ser va tion In stru 
ment found that it can be used by teach ers, teacher 
ed u ca tion fac ulty, and tech ni cal as sis tance pro vid 
ers to as sess both ar eas of strength and ar eas re 
quir ing im prove ment within a class room. In 
ad di tion, sev eral state deaf-blind pro jects have 
shared the in stru ment with pro grams serv ing stu 
dents with other complex impair ments, and feed 
back has sup ported the use of the in stru ment for 
pop u la tions be yond deaf-blind ness. 

One lim i ta tion of the Class room Ob ser va tion In 
stru ment is that it has only been val i dated in ed u 
ca tional set tings at the pri mary, in ter me di ate, and 
early-mid dle-school lev els. It has not been used in 
early child hood ed u ca tion set tings or in late-mid 
dle-school and high-school set tings. Mod i fi ca tions 
should be made for these en vi ron ments. 

Conclusion 

Tech ni cal as sis tance pro vid ers, teacher ed u ca 
tion fac ulty, and school dis trict per son nel can use 
the Class room Ob ser va tion In stru ment for Ed u ca tional 
En vi ron ments Serv ing Stu dents with Deaf-Blind ness 
to as sist in the iden ti fi ca tion of model class rooms, 
class room-based tech ni cal as sis tance, practicum 
place ments, and as a ve hi cle for guided class room 
ob ser va tions for both pre-service and in-ser vice 
teach ers. The in stru ment will be avail able on the 
NTAC Web site in Feb ru ary 2006. 
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Achieved Nearly Achieved Making Progress Non-Existent 

All receptive
communication cues are 
based upon the
expectation of student
response (e.g., type, wait
time, expectations). 

Some receptive
communication cues 
are based upon the
expectation of
student response. 

Few receptive
communication cues 
are based upon the
expectation of student 
response. 

No receptive communication
cues are based upon the
expectation of student 
response. 

Fig ure 1. Class room ob ser va tions of re cep tive com mu ni ca tion. 
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Pro ject SPAR KLE (Supporting Access to 
Resources, Knowledge, Linkages, and Education) 
was de vel oped by the SKI-HI In sti tute at Utah 
State Uni ver sity with fund ing from the U.S. De 
part ment of Ed u ca tion’s Of fice of Spe cial Ed u ca 
tion Pro grams (OSEP). It is a unique model of 
in di vid u al ized learn ing for par ents of chil dren 
and youth who are deafblind, that was de vel oped 
in re sponse to their re quests for in for ma tion and 
train ing that would be ac ces si ble in their homes 
any time, day or night, that would be di rectly ap 
pli ca ble to their chil dren, and that they could 
share with ed u ca tors, ser vice pro vid ers, and ex 
tended fam ily mem bers. Pro ject SPAR KLE com 
bines DVD tech nol ogy and the Internet to make 
deafblind-spe cific in for ma tion, train ing, ma te ri als, 
and re sources avail able to par ents in their homes 
to be used at their con ve nience. It also gives them 
the op por tu nity to net work with other fam i lies all 
over the coun try. 

The SPAR KLE model has five com po nents: 

� Train ing Pro gram. The SPAR KLE train ing 
pro gram is pro vided to par ents by means of 
DVD tech nol ogy and is sup ported by a par 
ent guide book and the SPAR KLE Web site at 
http://www.spar kle.usu.edu. 

� Child Pro file. The child pro file is a da ta base 
pro gram that sup ports the fam ily in col lect 
ing data and in for ma tion spe cific to their 
child. They can then share this pro file with 
ed u ca tional teams, ser vice pro vid ers, med i 
cal per son nel, and oth ers. 

� Fam ily Sup port and Net work ing. The 
SPAR KLE Web site has a Fam ily Room com 
po nent where par ents can ac cess an evolv ing 
col lec tion of fam ily sto ries for in spi ra tion 
and sup port. Also, the SPAR KLE Listserv 
helps par ents in ter act with each other to 
share ideas, in for ma tion, and en cour age 
ment. 

� On go ing Sup port. Each par tic i pat ing state 
has a fa cil i ta tor who is af fil i ated with the 
state deafblind pro ject and who can pro vide 
ap pro pri ate guid ance, sup port, and re 
sources to fam i lies. 

� Re sources and Ma te ri als. The SPAR KLE

Web site has a glos sary of terms and a re 
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source sec tion with links to re lated Web sites. 
It also has a unique video li brary where par 
ents can watch pre sen ta tions by pro fes sion 
als about deafblindness. 

Par ents from the states of Utah, Min ne sota, 
Texas, and Geor gia par tic i pated in the train ing 
pro gram as the SPAR KLE model was be ing de vel 
oped. The eval u a tion data col lected from those 
par ents in di cated the fol low ing: 

� Par ents in creased their knowl edge of the 
train ing top ics from an av er age pre-train ing 
score of 68% to a post-training score of 93%. 
This in di cated an over all knowl edge gain of 
25%. (More re cent data col lected from fam i 
lies shows an over all knowl edge gain of 
31%.) 

� When asked about train ing con tent, 95% of 
the par ents thought the in for ma tion was rel e 
vant, met their needs, re in forced their pres 
ent skills, and taught them new skills that 
would ben e fit their child. 

� 97% of par ents thought the DVD train ing 
pro grams were easy to use, un der stand able, 
and en joy able. 

� Par ents found the pro gram to be con ve nient 
for their sched ul ing needs, and 48% viewed 
the train ing be tween 6:00 p.m. and 2:00 a.m. 

Since the SPAR KLE model was de vel oped, it 
has been ex tended to other states through state 
deafblind pro jects.  Cur rently, there are over 200 
fam i lies in 18 states (Ar i zona, Con nect i cut, 
Florida, Geor gia, Kan sas, Maine, Mas sa chu setts, 
Mich i gan, Min ne sota, Mis sis sippi, Mis souri, Ne 
braska, New Hamp shire, Ohio, Penn syl va nia, 
Texas, Utah, and Vir ginia) par tic i pat ing in Pro ject 
SPAR KLE.  In ad di tion, there is now a net work of 
35 spe cial ists in deafblindness from across the 
coun try in volved with Pro ject SPAR KLE. 

Over all, Pro ject SPAR KLE has been shown to 
be an ef fec tive, ac ces si ble, and en joy able model of 
par ent train ing and net work ing. On go ing ef forts 
will in clude the ad di tion of train ing top ics and re 
source ma te ri als and ex pan sion of the train ing 
pro gram to new fam i lies of deafblind chil dren 
around the coun try.  Any par ents who are in ter 
ested in par tic i pat ing may con tact their state 
deafblind pro jects or the SPAR KLE Pro ject di 
rectly. For ad di tional in for ma tion, con tact Linda 
Alsop, SKI-HI In sti tute, Utah State University, 
435-797-5598, lalsop@cc.usu.edu. 
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Coming of Age: 2005

International CHARGE

Syndrome Conference


Betsy McGinnity

DB-LINK, Perkins School for the Blind


More than 500 peo ple gath ered in Mi ami last 
sum mer for the 7

th In ter na tional CHARGE Syn 
drome Con fer ence. Since the first one in St. Louis, 
Mis souri, in 1993, each CHARGE Syn drome con 
fer ence has grown in par tic i pa tion and in the 
scope of in for ma tion of fered. It is both an ex traor 
di nary pro fes sional con fer ence and an old-fash 
ioned fam ily re union. This year was no ex cep tion. 

The ma jor ity of con fer ence par tic i pants have 
tra di tion ally been fam ily members and the con fer 
ence or ga niz ers al ways make a spe cial ef fort to of 
fer over view in for ma tion for new fam i lies. This 
year, Meg Hefner, San dra Dav en port, Kim Blake, 
and Rob Last—pro fes sion als well known in the 
CHARGE com mu nity—teamed up to of fer 
“CHARGE 101: The Ba sics for New Fami lies.” 
This year’s pro gram also in cluded pre sen ta tions 
about emo tional health for par ents and chil dren 
with CHARGE and spe cial ses sions for grand par 
ents and sib lings. With the sup port of the Lee E. 
Norbury Schol ar ship, twenty fam i lies re ceived fi 
nan cial sup port to at tend their first CHARGE Syn 
drome con fer ence. 

Con fer ence pre sen ta tions cov ered a wide range 
of med i cal and ed u ca tional is sues. Sev eral ses 
sions ex plored the impact of the re cent dis cov ery 
of a gene (CHD7) for CHARGE Syn drome, in clud 
ing a pre sen ta tion by Conny van Ravenswaaij, 
who rep re sented the group from The Neth er lands 
that first iden ti fied the CHD7 gene. She talked 
about the dis cov ery and the func tion of the gene. 
Other med i cal top ics also em pha sized re cent re 
search. Jeremy Kirk spoke about the rate of 
growth in those with CHARGE Syn drome and the 
re sponse to growth hor mone. Kim Blake shared 
in for ma tion about her re search into ad o les cent 
and adult is sues. Other pre sen ta tions cov ered os 
teo po ro sis, bal ance prob lems, pu berty, and vi sion 
prob lems, in clud ing cor ti cal vi sual im pair ment. 

Sev eral ses sions dealt with be hav ioral is sues, 
in clud ing be hav ior as com mu ni ca tion, re pet i tive 
be hav ior, and the im pact of sen sory and neu ro log 
i cal im pair ments on be hav ior. Ed u ca tional top ics 
ad dressed were com mu ni ca tion, lit er acy, ori en ta 
tion and mo bil ity, gross mo tor de vel op ment, 
phys i cal ac tiv ity, and feed ing and speech prob 
lems. 
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At each con fer ence the CHARGE Syn drome 
Foun da tion pres ents the “Star in CHARGE” 
award. Re cip i ents this year were Da vid Brown 
and Tim Hartshorne. Each was ac knowl edged for 
his con tri bu tions to the lit er a ture and knowl edge 
base about the impact of CHARGE on chil dren 
and their de vel op ment. 

The con fer ence spanned two-and-a-half days 
and in cluded a meet ing of the CHARGE Syn 
drome Foun da tion. In ad di tion to keynote speak 
ers and break out ses sions, Camp Fi esta, an 
ac tiv ity-packed camp ex pe ri ence, was of fered for 
youn ger at ten dees. Plenty of time was pro vided 
for par tic i pants to gather and meet in for mally. 
Peo ple whose only pre vi ous con nec tion had been 
via the CHARGE Syn drome Listserv fi nally had a 
chance to meet face-to-face, fam i lies with youn ger 
chil dren met fam i lies of older chil dren, and young 
peo ple with CHARGE shared their ex pe ri ences 
with one an other. 

For many in at ten dance the most no tice able 
change in the pro gram was the sig nif i cant pres 
ence of young adults with CHARGE Syn drome. 
These young adult par tic i pants at tended pre sen ta 
tions, asked ques tions, and learned about the lat 
est re search. Belinda Arnell gave an in spir ing 
key note ad dress that was both in for ma tive and 
hu mor ous, and dur ing a panel pre sen ta tion, sev 
eral young adults of fered in sight into their ex pe ri 
ences grow ing up with CHARGE. While the 
ma jor ity of peo ple who have CHARGE syn drome 
are still young enough to pre fer the ac tiv i ties of 
fered at Camp Fi esta, the pres ence of teen ag ers 
and young adults was a sig nif i cant change. 

With the dis cov ery of the CHD7 gene and thus 
the es tab lish ment of CHARGE as a “syn drome” 
and the im pact of the pres ence of young adults, 
the 2005 In ter na tional CHARGE Syn drome Con 
fer ence was a “com ing of age” event. The Mi ami 
gath er ing sets the bar very high for the next con 
fer ence in 2007, which is planned for a lo ca tion in 
the west ern re gion of the U.S. 

Fur ther in for ma tion about the pre sent ers, pro 
gram, and handouts is avail able from DB-LINK 
(800-438-9376, 800-854-7013 TTY, or 
dblink@tr.wou.edu). 
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Research Update 

Persons Aging with Hearing and


Vision Loss


B. J. LeJeune, Project Director

Rehabilitation Research and Training Center


on Blindness and Low Vision

Mississippi State University


The goals of the Per sons Ag ing with Hear ing and 
Vi sion Loss Pro ject are to iden tify the number of peo 
ple over age 55 with both hear ing and vi sion loss, in 
ves ti gate is sues that af fect their in de pend ence and 
qual ity of life, iden tify and eval u ate assistive tech nol 
ogy and ser vice de liv ery pro grams for these in di vid u 
als, and ex plore psycho-so cial is sues re lated to their 
ad just ment to hear ing and vi sion loss. The pro ject is 
fo cus ing on the needs of those who had one sen sory 
loss prior to age 55 and then ac quired the ad di tional 
loss af ter age 55. This five-year re search and train ing 
pro ject is a col lab o ra tive ef fort by Mis sis sippi State 
Uni ver sity, the Helen Keller Na tional Cen ter (HKNC), 
and San Diego State Uni ver sity and is funded by the 
Na tional In sti tute of Dis abil ity Re ha bil i ta tion Re 
search (Pro ject Num ber H133A20701). 

The pro ject is cur rently in its fourth year. Dur ing 
the first three years, a na tion ally rep re sen ta tive study 
sam ple of 410 peo ple over age 55 with both hear ing 
and vi sion loss was de vel oped. The ma jor data col lec 
tion ac tiv i ties to date in clude anal y sis of na tional da ta 
bases, such as the 2000 U. S. Cen sus and the Na tional 
Health In ter view Sur vey (a re search ef fort by the Cen 
ters for Dis ease Con trol and Pre ven tion), in for mal in 
ter views, fo cus groups, and sur veys of in di vid u als in 
the study sam ple. Ad di tional sur veys will be sent to 
ser vice pro vid ers and assistive tech nol ogy ven dors. 

Data anal y sis is in the pre lim i nary stage since sur 
veys and in ter views are still in prog ress, but a wealth 
of in for ma tion has been gath ered. A few ini tial find 
ings in di cate: 

� Af fected in di vid u als need much more in for ma 
tion. As was ex pected, in di vid u als who were 
deaf first have very lit tle in for ma tion about low 
vi sion, blind ness, and assistive tech nol ogy for 
per sons who are blind. Those who were blind 
first have lim ited in for ma tion about and ac cess 
to hear ing aids and co chlear im plants. 

� Ser vice pro vid ers also need more in for ma tion. 
One sur pris ing find ing was that blind ness staff 
in in de pend ent liv ing pro grams are of ten aware 
of hear ing loss in pro gram par tic i pants but do 
very lit tle to ac com mo date for it in group set 
tings. 

� There are too few trained pro fes sion als pro vid 
ing ser vices and guid ance to se niors los ing vi 
sion and hear ing. Some par tic i pants felt that 
since they were not el i gi ble for vo ca tional re ha 
bil i ta tion ser vices, they had no other op tions. 
Oth ers felt that there are unique is sues re lated to 
ag ing and sen sory loss that pro fes sion als are not 
equipped to ad dress. 

� Use of tele com mu ni ca tions, es pe cially cell 
phones and email, is dif fi cult for many peo ple 
with dual sen sory loss, no mat ter when the on 
set. 

� Transpor ta tion is a crit i cal is sue for many peo 
ple. 

� Gen er ally peo ple in ter viewed felt that they had 
nei ther the fi nan cial re sources nor train ing that 
would al low them to ac cess avail able tech nol 
ogy. 

� There is a lack of re sources to as sist in di vid u als 
with their psy cho log i cal and so cial ad just ment 
to com bined sen sory loss. 

� There is a re lated con cern about lim ited hous ing 
op tions and loss of in de pend ence. For some per
sons, mov ing in with work ing adult chil dren is 
their only op tion, and as a re sult, they feel very 
iso lated and de pend ent. 

Based on the pro ject’s re search find ings, a num ber 
of train ing op por tu ni ties for pro fes sion als and con 
sum ers will be of fered. The pro ject will host a na tional 
con fer ence, Cre at ing Roads to In de pend ence for Per sons 
Ag ing with Hear ing and Vi sion Loss in Atlanta, Geor gia, 
Feb ru ary 8–10, 2006. For ad di tional in for ma tion about 
the con fer ence, check the Web link 
http://www.blind.msstate.edu/drrpconference2006.html, 
con tact Stacy But ler at sbutler@colled.msstate.edu or 
800-675-7782, or Roy Free man at 662-325-8693 
(videophone or TTY). 

In April, May, July, and Sep tem ber, HKNC will of
fer week-long train ing sem i nars on com mu ni ca tion 
op tions, com mu nity in te gra tion, psychosocial is sues, 
and the en hance ment of ser vices. For more in for ma 
tion, see page 15 of this issue of Deaf-Blind Per spec tives. 

B. J. LeJeune may be con tacted at RRTC on 
Blind ness and Low Vi sion, P. O. Box 6189, Mis sis 
sippi State, MS 39762; or at 662-325-2001 (Voice), 
662-325-8693 (TTY/video phone), 
bjlejeune@colled.msstate.edu, or 
http://www.blind.msstate.edu/PAHVL. 
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New Deaf-Blind Research Listserv 

NTAC and DB-LINK are spon sor ing a new Listserv 
that is open to per sons in ter ested in learn ing about or 
shar ing in for ma tion on all as pects of re search in 
deaf-blind ness. To sub scribe send a blank e-mail mes 
sage to db-re search-sub scribe-re quest@tr.wou.edu or 
con tact Randy Klumph at klumphr@wou.edu. 

New Research Articles 

Dobbelsteyn, C., Marche, D. M., Blake, K., & Rashid, M.
(2005). Early oral sen sory ex pe ri ences and feed ing de vel 
op ment in chil dren with CHARGE: A Re port of Five
Cases. Dysphagia, 20, 89-100. 

Horvath, L. S., Kampfer-Bohach, S., & Kearns, J. F. (2005).
The use of ac com mo da tions among stu dents with
deafblindness in large-scale as sess ment sys tems. Jour nal 
of Dis abil ity Pol icy Stud ies, 16(3), 177-187. 

Lim, M. et al. (2005). De vel op ment of vi sual acu ity in chil 
dren with ce re bral vi sual im pair ment. Ar chives of Oph thal 
mol ogy, 123(9), 1215-20. 

Kono, E., & Oda, K. (2005). Fa vorite activ i ties for deaf-blind 
chil dren. In ter na tional Con gress Se ries, 1282, 873-876. 

If you have in for ma tion that you would  like to in 
clude in “Re search Up date,” con tact: 

Peggy Malloy 
malloyp@wou.edu 
503-838-8598 (V/TTY) 
Teach ing Re search In sti tute 
Deaf-Blind Per spec tives 
345 N. Monmouth Ave. 
Monmouth, OR 97361 

National Task Force on

Deaf-Blind Interpreting


Susanne Morgan, MA, CI, CT

Registry of Interpreters for the Deaf,

Deaf-Blind Special Interest Group


Jamie Pope, Executive Director

American Association of the Deaf-Blind


At the Reg is try of In ter pret ers for the Deaf (RID) 
Na tional Con fer ence in San An to nio, Texas, we 
sub mitted a mo tion for the cre ation of a na tional 
task force to in crease aware ness of and im prove 
train ing in deaf-blind in ter pret ing. The mo tion 
was passed unani mously. The ra tio nale for the 
cre ation of a task force is that RID, the lead ing or 
ga ni za tion in the field of in ter pret ing ser vices, has 

yet to ad dress the ur gent com mu ni ca tion ac cess 
needs for the count less num ber of in di vid u als 
who are deaf and have a vi sion loss. This lack of 
at ten tion is in di rect con flict with RID’s phi los o 
phy “to strive for no less than ex cel lence in the 
pro vi sion of in ter pret ing/trans lit er at ing ser vices.” 
As a na tional body, RID must ad dress the lack of 
un der stand ing, train ing, skills, and qual ity of ser 
vices cur rently pro vided that di rectly af fect the 
con stit u ents for whom this or ga ni za tion was 
founded. The mission of the task force will be to 
raise the stan dard of ser vices to a level equiv a lent 
to that cur rently of fered to the deaf com mu nity. 
The Deaf-Blind SIG/Mem ber Sec tion and the 
Amer i can As so ci a tion of the Deaf-Blind Board are 
in sup port of this col lab o ra tive ef fort. 

The task force’s first step will be to com pile a 
com pre hen sive list of the is sues that con sum ers, 
in ter pret ers, and in ter preter-train ers face re gard 
ing deaf-blind in ter pret ing. Then, a plan of ac tion 
will be de vel oped that ad dresses these is sues. If 
you would like to be in volved in this ini tia tive or 
want fur ther in for ma tion, con tact Susie Mor gan at 
morgansusie@att.net. 

For Your Library 

Bruce, Su san, & Conlon, Kim. (2005). Colby’s
Daily Jour nal: A School-Home Effort to Pro mote
Com mu ni ca tion De vel op ment. TEACH ING Ex 
cep tional Chil dren Plus, 2(1). 
http://escholarship.bc.edu/ed u ca tion/
tecplus/vol2/iss1/art3 

Daily com mu ni ca tion jour nals are a pow er ful tool 
to pro mote com mu ni ca tion de vel op ment in chil 
dren with se vere dis abil i ties. This on line ar ti cle 
de scribes the com po nents of a com mu ni ca tion 
jour nal cre ated for Colby, a 4-year-old boy with 
deaf-blind ness, and in cludes a vid eo tape of him 
us ing the journal. Each page of the daily journal 
fea tures three parts: a print or braille la bel, a re 
cord ing de vice, and a tan gi ble sym bol. The re view 
of the daily jour nal in the home cre ates op por tu ni 
ties for chil dren to re call school events and to 
share those events with fam ily members. In cludes 
a list of tips for de vel op ing com mu ni ca tion books. 

13


mailto:quest@tr.wou.edu
http:klumphr@wou.edu
mailto:malloyp@wou.edu
http:morgansusie@att.net
http://escholarship.bc.edu/ed


������� 

Deaf-Blind Perspectives 

Reach ing Out: A Toolkit for Deafblind Chil 
dren’s Ser vices 

London: Sense, 30 pages 

In the United Kingdom, lo cal au thor i ties have le 
gal re spon si bil i ties to pro vide ser vices for 
deaf-blind chil dren. They are re quired to pro vide 
spe cial ist as sess ments, ap pro pri ate in for ma tion, 
and ser vices de signed to meet the needs of 
deafblind peo ple. This guide was de vel oped to 
help agen cies meet those re quire ments. Top ics 
cov ered in clude iden ti fy ing and as sess ing 
deafblind chil dren, ser vices (e.g., one-to-one sup 
port, intervenors, fam ily sup port), service co or di 
na tion, and re sources. Avail able on the web: 
http://www.sense.org.uk/pub li ca tions/pro fes sion als 

Qual ity Stan dards in Ed u ca tion and Sup port Ser 
vices for Chil dren and Young Peo ple who are
Deafblind/Multi-Sen sory-Im paired 

Boothroyd, Eileen, et al. London: Sense, 22 pages. 

These are ed u ca tional stan dards for chil dren who 
are deaf-blind in the United King dom. They are 
ar ranged by the fol low ing cat e go ries: as sess ment, 
early years, school years, tran si tion to adult hood, 
be yond school, and man age ment (prac tice, pro fes 
sional skills, mon i tor ing, and eval u a tion). Each 
sec tion sets out a se ries of rec om mended stan 
dards. Avail able on the web: 
http://www.sense.org.uk/pub li ca tions/pro fes sion als 

re Sources (news let ter) 

California Deaf-Blind Services 

This news let ter, pub lished by Cal i for nia Deaf-Blind Ser 
vices, in cludes ar ti cles that are in for ma tive to ev ery one in 
the field of deaf-blind ness as well as news spe cific to Cal i 
for nia. The theme of the most re cent is sue was the brain, 
the senses, and cog ni tion. The cur rent and back is sues are 
avail able on the Web: http://www.sfsu.edu/~cadbs. 

CVI Per spec tives (Video or DVD) 

American Printing House for the Blind (APH), 2005 

Ex plores cor ti cal vi sual im pair ment (CVI) from 
three per spec tives: med i cal, ed u ca tional, and per 
sonal. Neonatologist Dr. Alan Lantzy pres ents a 
med i cal per spec tive on the causes of CVI, APH 
CVI Pro ject Leader Dr. Christine Ro man pres ents 
an ed u ca tional per spec tive fo cus ing on char ac ter 
is tics and rec om mended ap proaches, and in the fi 
nal seg ment, seven fam i lies talk about their 
per sonal ex pe ri ences from the dif fi culty of the di 
ag no sis to find ing help and hope. Cost: $25.00. 
Avail able from APH, P.O. Box 6085, Louis ville, 
KY 40206-0085. Phone: 800-223-1839. E-mail: 
info@aph.org. Web: http://www.aph.org. 

Volume 13, Issue 2 

Adapt My World: Homemade Ad ap ta tions for
Peo ple with Dis abil i ties 

J. Rose Plaxen. Santa Ana, CA: Seven Locks Press, 2005 

This book fea tures sim ple home made ad ap ta tions 
for chil dren with dis abil i ties at home, school, and 
play. The home chap ter in cludes ad ap ta tions for 
meal time, bath time, bed time, and dress ing to 
make chil dren feel more in de pend ent at home. 
The school chap ter has ac com mo da tions to help 
chil dren study and so cial ize. The play chap ter in 
cludes ad ap ta tions for all types of play, in clud ing 
sports and fitness. Cost: $14.95. Avail able from 
Seven Locks Press. Phone: 800-354-5348. 
E-mail: sevenlocks@aol.com. 
Web: http://www.sevenlockspublishing.com. 

Conferences and Events 

Jan van Dijk Conference
July 22–24, 2006


Greensboro, North Carolina


Dr. Jan van Dijk is a world re nowned ed u ca tor 
from the Neth er lands who has pi o neered teach ing 
ap proaches for in di vid u als who are deaf-blind. 
This na tional con fer ence, spon sored by the North 
Carolina Deaf-Blind Pro ject, North Carolina De 
part ment of Pub lic In struc tion, and West ern 
Carolina Uni ver sity, will also in clude a panel of ex 
perts pre sent ing in for ma tion on in no va tive ed u ca 
tional prac tices from around the world. 

For more in for ma tion con tact Chris Jones, Co or 
di na tor, North Carolina State Deaf-Blind Pro ject. 
Phone: 919-807-3991. E-mail: cjones@dpi.state.nc.us. 

American Association of the Deaf-Blind 2006

National Conference


Call for Papers


The AADB con fer ence will be held June 17–23, 
2006 in Bal ti more. The theme is “AADB on the 
Move: No Deaf-Blind Left Be hind.” AADB is cur 
rently re quest ing sub mis sions for pre sen ta tions. 
Pos si ble topic ar eas in clude emer gency pre pared 
ness; SSP Is sues; em ploy ment; self-de ter mi na tion; 
pol i tics and ad vo cacy; up dates in laws, fed eral gov 
ern ment ser vices, and med i cal re search; tech nol ogy 
ad vances; com mu nity re sources; in ter pret ing; and 
ag ing is sues. The dead line for sub mis sions is Feb 
ru ary, 15, 2006. For more in for ma tion go to 
http://www.aadb.org or con tact Eliz a beth Spi ers at 
AADB. Phone: 301-495-4403. TTY: 301-495-4402. 
E-mail: espiers@aadb.org. 
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Deafblind International 14th World Conference 
September 25–30, 2007


Perth, Western Australia


The con fer ence will be hosted by Senses Foun 
da tion. The theme is “World wide Con nec tions: 
Break ing the Iso la tion” and its goal is to make 
prog ress to ward break ing the iso la tion that peo ple 
with deafblindness expe ri ence by break ing down 
bar ri ers and build ing world wide con nec tions and 
net works amongst coun tries and or ga ni za tions. 
For in for ma tion see http://www.senses.asn.au. 

DB-LINK Se lected Top ics 

Find in for ma tion about...


Ori en ta tion and Mo bil ity


One of the eas i est ways to lo cate 
cur rent, well-or ga nized in for ma tion on a va ri ety 
of sub jects is to hitch a ride from the Se lected 
Top ics sec tion of the DB-LINK Web site: 
http://www.dblink.org. This month we in vite you 
to look at what is cur rently or ga nized un der the 
topic of Ori en ta tion and Mo bil ity. Here you will 
find links to full text pub li ca tions and other re 
sources. 

You are wel come to copy ar ti cles from 
Deaf-Blind Per spec tives. Please pro 
vide the ap pro pri ate ci ta tions. 

Helen Keller National Center National Training Team Seminars 

2006 

Sands Point, NY 

April 3–7 Communication Options for Persons Aging with Hearing & Vision Loss 

April 24–28 Expanding the Arena: The Magic of Technology 

May 1–5 Community Integration for Persons Aging with Hearing & Vision Loss  

May 21–26 Orientation & Mobility Techniques for Deaf-Blind Travelers: Same but Different 

July 24–28 Addressing Psychosocial Issues Faced by Persons Aging with Hearing & Vision Loss 

August 7–11 Interpreting Techniques for the Deaf-Blind Population: Touching Lives 

September 11–15 Enhancing Services for Older Adults with Vision & Hearing Loss: The Best is Yet to Come 

September 25–29 Disability Rehabilitation/Research Project Persons Aging with Hearing & Vision Loss
(On-line Seminar) 

October 23–27 Person-Centered Approach to Habilitation: Transformation 

November 13-17 Technology Seminar: The Magic of Technology 

Contact HKNC: Phone: 516-944-8900, Ext. 233. TTY: 516-944-8637. E-mail: ntthknc@aol.com. Web:
http://hknc.org/FieldServicesNTTSchedule.htm 
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