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Dur ing the past quar ter cen tury there have been sig nif i cant changes in the pop u la tion of chil dren who 
are deaf-blind. At the same time there has been a steady in crease in un der stand ing and knowl edge of ef 
fec tive ed u ca tional strat e gies to help this group of chil dren. As deaf-blind ed u ca tion spe cial ists, we have 
ex pe ri enced first hand the in flu ence of these changes on our work with chil dren and their par ents, teach 
ers, and other ser vice pro vid ers. In this ar ti cle we re lay some of our own ex pe ri ences and of fer our per 
sonal per spec tive on changes that have oc curred in the field. 

Changes in Population 

In 1983, a na tional sur vey of the pop u la tion of chil dren with deaf-blind ness in the UK sug gested that 
Con gen i tal Ru bella Syn drome was de clin ing as a lead ing cause of deaf-blind ness, while the number of 
other iden ti fied eti ol o gies was steadily in creas ing, as was the pro por tion of chil dren with ad di tional se 
vere dis abil i ties. The au thor of the sur vey made the point that, “If this ap par ent change in pop u la tion is a 
long-term one then it has im pli ca tions for the pro vi sion of place ments, staff ing and the de vel op ment of ap 
pro priate teach ing tech niques and ap pro priate mea sures for as sess ment” (Best, 1983, p. 11). 

Sub se quent writers (Collins, Ma jors, & Riggio, 1991; Riggio, 1992; Brown, 1997; Chen, 1998; McInnes, 
1999; Miles & Riggio, 1999) have con firmed that the change in pop u la tion has, in deed, been long-term, and 
has gone fur ther than could have been imagined 20 years ago. This is also sup ported by data from the 
2003 Na tional Deaf-Blind Child Count, which lists more than 70 pos si ble causes of deaf-blind ness and 
iden ti fies char ac ter is tics that un der score the com plex ity of these chil dren. Of the ap prox i mately 10,000 
chil dren on the cen sus, 60% also have phys i cal im pair ments, 68% have cog ni tive im pair ments, and 40% 
have com plex health care needs (Na tional Deaf-Blind Child Count Sum mary, 2004). 

Ex pla na tion of these changes is com plex, and there are many con trib ut ing fac tors (Brown, 1997). The 
avail abil ity of a ru bella vac cine and as so ci ated pub lic health cam paigns dras ti cally de creased the in ci 
dence of Con gen i tal Ru bella Syn drome. Ad vances in med i cine have in creased sur vival rates for in fants 
with se vere dis abil i ties and for pre ma ture in fants (ap prox i mately 10% of chil dren on the na tional child 
count are deaf-blind as a re sult of com pli ca tions of prematurity). There has also been a growing aware ness 
of the prev a lence of sen sory im pair ments and sen sory pro cess ing dif fi cul ties in the pop u la tion of chil dren 
with mul ti ple and pro found dis abil i ties. Two de cades ago, many of these chil dren would prob a bly have 
been per ceived sim ply as hav ing “se vere brain dam age” or “men tal re tar da tion” with out any con sid er 
ation of their sen sory sta tus. 

In This Issue 

A Personal View of Changes in Deaf-Blind Letter to the Editor . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 8 

Population, Philosophy, and Needs . . . . . . . . . . . . . . . 1 


For Your Library . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  9 

Getting In Touch - The Perkins Museum . . . . . . . . . . . 6 


Conferences and Events . . . . . . . . . . . . . . . . . . . . . . . . . 10

Research Update . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  7 


Announcements . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 11




�������� 

Deaf-Blind Perspectives Volume 12, Issue 3 

As the needs of deaf-blind chil dren have be 
come more com plex, ed u ca tors, es pe cially those 
work ing in an ad vi sory ca pac ity with young chil 
dren, have had to fa mil iar ize them selves with an 
in creas ingly com plex ar ray of med i cal and ther a 
peu tic pro ce dures and equip ment. Of course, sig 
nif i cant lev els of com plex ity and learn ing 
dif fi culty, as well as a very wide range of abil ity, 
have been a fea ture of the pop u la tion since the 
early days of deaf-blind ed u ca tion. Then and now, 
ed u ca tors have been in tro duc ing teach ers and par 
ents to long-stand ing ed u ca tional meth ods and 
tech niques in the spe cialty of deaf-blind ness, sup 
port ing chil dren who are fol low ing ac a demic cur 
ric ula in reg u lar classes, train ing staff and fam ily 
mem bers in tech niques like tac tile sign ing and 
adapted ori en ta tion and mo bil ity, and help ing vi 
sion spe cial ists to adapt Braille in struc tion. They 
have also sup ported chil dren who are func tion ing 
at the ear li est stages of aware ness and com mu ni 
ca tive abil ity. But now, these same ed u ca tors are 
in creas ingly likely to be in volved in cases where it 
may seem that their pri mary role is to help a fam 
ily to im ple ment an early ed u ca tional pro gram en 
tirely within the con fines of over whelm ing 
med i cal, nurs ing, and ther apy rou tines that fill up 
most of the child’s day. These in clude the use of 
ven ti la tors, suctioning, gastrostomy tube feed ings, 
tech niques for mon i tor ing ox y gen sat u ra tion, hor 
mone treat ments, a grow ing range of drug ther a 
pies, sen sory in te gra tion ther apy, phys i cal 
ther apy, and tech no log i cal in no va tions like 
co chlear im plants. 

Many of the ques tions put to ed u ca tors by par
ents as pri mary con cerns these days are re lated to 
med i cal and ther apy is sues that are not (and have 
not tra di tion ally been) within the area of com pe 
tence and re spon si bil ity of teach ers. Med i cal is 
sues in flu ence not only how we teach chil dren but 
some times even what we teach. In or der to help a 
child gain an un der stand ing of his own en vi ron 
ment and ac tiv i ties, early vo cab u lary that is part 
of a com mu ni ca tion and lan guage pro gram might 
in clude ways to rep re sent such things as “ox y gen 
mask,” “suc tion tube,” and “G-tube but ton clean 
ing.” In a small number of cases, a child’s “natu ral 
en vi ron ment” might be a spe cial room built on to 
the fam ily home, com plete with ev ery thing to be 
found in a hos pi tal room in clud ing 
round-the-clock nurs ing, with peers, and even sib 
lings, ex cluded be cause of the risk of in fec tion. 

Ac cu rate pre dic tions of de vel op men tal prog 
ress are in creas ingly con founded by ep i sodes of 
re gres sion that re sult from re cur rent ill nesses and 
hos pi tal iza tions. It is of ten dif fi cult to as cer tain the 
ex act cause of signif i cant distress, loss of func tion, 
or be hav ioral prob lems in chil dren with this level 
of com plex ity. 

The in creas ing im por tance of med i cal is sues 
has also been noted in older chil dren and adults. 
As the pop u la tion iden ti fied as hav ing deaf-blind 
ness back in the 1960s and 1970s has ma tured, a 
fur ther change and chal lenge has been the dis cov 
ery of late-on set health prob lems, fluc tu a tions in 
sen sory sta tus, and re sult ing be hav ioral changes. 
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Many of these de vel op ments ap pear to be neu ro 
log i cally de ter mined, though there is still in suf fi 
cient un der stand ing of pre cise causes and 
ap pro pri ate remediation tech niques. As a con se 
quence of this on go ing pro cess, our field has 
evolved very dif fer ent, more com plex, and com 
pre hen sive pic tures of syn dromes such as Con gen 
i tal Ru bella Syn drome and CHARGE Syn drome. 

Changes in Educational Philosophy 

Dur ing the past quar ter cen tury there have also 
been sig nif i cant changes in ed u ca tional phi los o 
phy, some times imposed by changes out side our 
nar row spe cialty and some times orig i nat ing from 
our own ex pe ri ences and re search. Rodbroe and 
Souriau (1999) chron i cle a ma jor change in the em 
pha sis of deaf-blind ed u ca tion, from the tight 
“behavioristic approach” of the 1960s, when chil 
dren were taught pri mar ily by hav ing things done 
to them, to a strong fo cus be gin ning in the late 
1980s on “re cip ro cal so cial to geth er ness,” which 
en cour aged fol low ing a child’s lead and build ing 
pos i tive re la tion ships in or der to fos ter the de vel 
op ment of commu ni ca tion and other skills. In 
creas ing aware ness of the impor tance, for all 
chil dren, of de vel op ing at tach ments and form ing 
pos i tive re la tion ships has been ac com pa nied by 
grow ing ev i dence of the neg a tive im pact of stress 
on early brain de vel op ment. Jan van Dijk has been 
an out stand ing ad vo cate for the con sid er ation of 
stress as an in her ent fea ture in deaf-blind ness 
(Nel son & van Dijk, 2001) and its extremely del e 
te ri ous im pact on the de vel op ment of chil dren 
who are deaf-blind. He has also ad vo cated for the 
need to con sider these chil dren at a biobehavioral 
level if as sess ment and teach ing is to be suc cess 
ful, a view shared by other re cent writ ers (Blaha, 
1996; Brown, 2001). As a result, we now place a 
much greater em pha sis upon me tic u lous ob ser va 
tion and upon in di vid u al iza tion of as sess ment and 
teach ing ap proaches than we did 25 years ago. 

At the 13
th
 Deafblind In ter na tional World Con 

fer ence on Deafblindness in 2003, Tony Best pre 
sented a view of this his tory from a dif fer ent 
per spec tive. He de scribed how ways of de fin ing 
or think ing about deaf-blind ness as a med i cal con 
di tion have changed over the years. Ac cord ing to 
Best (2003), in the early days of deaf-blind ed u ca 
tion, col lab o ra tion be tween ed u ca tors and med i cal 
ex perts was based on a nar row med i cal model that 
fo cused pri mar ily upon the com bi na tion of vi sion 
and hear ing loss. In this con text, ed u ca tors of ten 
worked with pe di a tri cians; ear, nose, and throat 
spe cial ists; au di ol o gists; and oph thal mol o gists. 
Later, there was a move away from this view of 

deaf-blind ness as pri mar ily a med i cal con di tion 
and to ward a more so cial model—ev i dent also 
within the broader field of dis abil ity—which was 
con cerned with en vi ron men tal ad ap ta tions and 
staff train ing needs. The empha sis shifted from the 
de gree of vi sion and hear ing loss of the chil dren to 
their ac a demic abil ity lev els. 

Be cause of changes in the pop u la tion of 
deaf-blind chil dren, and ad vances in the field of 
ge net ics and neu rol ogy, Best pro posed that it was 
time, once again, to con sider the in flu ence of the 
med i cal as pects of con di tions caus ing deaf-blind 
ness on chil dren’s ed u ca tional needs. He stated 
that, “the neu ro log i cal in volve ment of the vast 
ma jor ity of deafblind peo ple un der the age of 10 
makes it a med i cal con di tion as much as a sen sory 
dis abil ity,” and he pro posed a “new med i cal 
model,” that em pha sizes col lab o ra tion be tween 
ed u ca tors and spe cial ists in ge net ics and neu rol 
ogy (Best, 2003, p. 1). 

It would be fas ci nat ing to study to what ex tent 
the evo lu tion of the var i ous ed u ca tional mod els 
de scribed by Rodbroe and Souriau and by Best, 
oc curred as a re sult of changes in the iden ti fied 
pop u la tion, and to what ex tent the ad vent of the 
new mod els them selves have al tered our per cep 
tion of who exactly con sti tutes the pop u la tion of 
“chil dren with deaf-blind ness.” Since deaf-blind 
ness is a spec trum dis abil ity, it seems in ev i ta ble 
that the field will con tinue to ex pe ri ence these pe 
ri odic sig nif i cant changes of em pha sis and fo cus, 
man i fested most clearly in the persis tent search 
for a sat is fac tory and com pre hen sive def i ni tion of 
deaf-blind ness. 

What Have These Changes in 

Population Meant for the Field? 

Al though the impact of these pop u la tion 
changes has been im mense it is im por tant to re 
mem ber that we never worked with a ho mo ge 
neous and noncomplex group of chil dren, even 
though some of us might have viewed our case 
loads in pre cisely that way a long time ago. It is 
true that the vastly expanded range of eti ol o gies 
has re moved the old cer tain ties de rived from 
teach ing a class or sup porting a case load pre dom i 
nantly of chil dren with Con gen i tal Ru bella Syn 
drome (to know a lot about Congen i tal Ru bella 
Syn drome used to be syn on y mous with know ing 
a lot about deaf-blind ness, and vice versa). How 
many of us can claim sim i lar fa cil ity and fa mil iar 
ity in work ing with chil dren with Cockayne Syn 
drome, Cogan Syn drome, Turner Syn drome, 
Klippel-Fell Se quence, Trisomy 18, or even a quar 
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ter of the other 70 or so eti ol o gies in cluded in the 
na tional cen sus? It is also now un usual to find 
teach ers with the high level of fa cil ity in adapted 
sign lan guage and fin ger-spell ing found among 
lon ger-stand ing, “pi o neer,” teach ers in this field, 
since an in creas ing pro por tion of the youn ger (but 
sur viv ing and grow ing) chil dren in the cur rent 
pop u la tion are at a pre-language or very early 
level of lan guage de vel op ment. Even with ap pro 
pri ate teach ing, this group’s sub se quent prog ress 
is of ten ex tremely slow. One need not travel far to 
hear com plaints that these more com plex and 
med i cally in volved chil dren are ex ces sively chal 
leng ing, de velop slowly and in con sis tently, and 
are using up an un fair pro por tion of the scarce re 
sources that our ser vices have avail able. 

Less fre quently dis cussed is the abun dance of 
ev i dence that work ing with the more com plex and 
pro foundly dis abled chil dren has helped ed u ca 
tors to de velop skills and in sights that also im 
prove the qual ity of their work with the whole 
pop u la tion of stu dents with deaf-blind ness and 
chil dren with other dis abil i ties. These ben e fits in 
clude in creased cre ativ ity and flex i bil ity, im 
proved ob ser va tion skills, greater em pa thy, more 
gen u inely ho lis tic and multisensory ap proaches to 
as sess ment and teach ing, a stron ger em pha sis on 
in di vid u al ized pro grams, and a more ur gent 
aware ness of the need for col lab o ra tive ap 
proaches. Above all, work ing with these most 
chal leng ing chil dren has helped to ex pand the pa 
ram e ters of what we pre vi ously thought pos si ble 
for peo ple with deaf-blind ness in all ar eas of de 
vel op ment, in clud ing adap tive skills, com pen sa 
tory abil i ties, short- and long-term mem ory, so cial 
aware ness, and dif fer en ti ated be hav iors. And just 
think, for exam ple, how much even the most ac a 
dem i cally gifted child with deaf-blind ness ben e fits 
from be ing con sid ered from a biobehavioral per 
spec tive and how much more ef fec tively we could 
have sup ported ev ery child on our case loads had 
we en joyed these many in valu able in sights de 
cades ago. 

Where Next? 

What are the im pli ca tions of all of these 
changes? What should spe cial ists in deaf-blind 
ness, par ents, and oth ers in volved in the ed u ca 
tion of deaf-blind chil dren do in the light of this 
knowl edge? Along with our col leagues in Cal i for 
nia, we have had many dis cus sions on this topic. 
Al though we would not wish to return to a time 
when deaf-blind ness was con sid ered pri mar ily a 
med i cal con di tion, in creased col lab o ra tion with 
neu rol o gists and ge net i cists, as Tony Best sug 

gests, is es sen tial. There are al ready ex cit ing ex am 
ples of this pro cess at work. For ex am ple, within 
the CHARGE Syn drome Foun da tion there is a 
long-stand ing col lab o ra tion among med i cal spe 
cial ists (with a sig nif i cant rep re sen ta tion of ge net i 
cists), fam i lies, psy chol o gists, and teach ers that 
has led to a rapid in crease in knowl edge about 
this con di tion. Ex cept where they step for ward 
though, it is prob a bly un re al is tic to ex pect much 
from most med i cal spe cial ists in terms of en gag ing 
with de vel op men tal or ed u ca tional is sues, which 
are, af ter all, our prime fo cus and con cern. An ex 
cep tion to this, how ever, may be the physi cians 
and re search ers in volved in de vel op men tal and 
be hav ioral pe di at rics, pe di at ric neu rol ogy, and 
neuropsychology, or re ha bil i ta tive med i cine. For 
ex am ple, at the 2003 Deafblind In ter na tional 
World Con fer ence, Jude Nich o las, a 
neuropsychologist in Norway, spoke about cog ni 
tive neu ro sci ence and how it “helps us to un der 
stand the com mu ni ca tion in the ner vous sys tem 
and is the sci en tific key in un der stand ing how the 
brain pro cesses in for ma tion” (Nich o las, 2003, p. 
4). His com ments on neuroplasticity (how the 
brain mod i fies it self in re sponse to sen sory de pri 
va tion), on the pos si ble role of emo tion in cog ni 
tion, and on the emo tional as pects of the 
com mu ni ca tion pro cess sug gest a tan ta liz ing new 
per spec tive that re in forces some of the more re 
cent changes in our ed u ca tional phi los o phy men 
tioned above. 

It is also ap par ent that we need to read, re 
search, doc u ment, and dis cuss far more about re 
cent dis cov er ies and de vel op ments in the fields of 
neu rol ogy and ge net ics and make our own in fer 
ences and de ci sions, while also be com ing better 
able to for mu late more ap pro pri ate ques tions to 
pose to the rel e vant med i cal spe cial ists. Ex perts 
within the field of deaf-blind ness are be gin ning to 
be come more in volved with these is sues. At the 
2004 NTAC Top i cal Work shop on Early In ter ven 
tion, the pre sen ta tions on early brain de vel op ment 
and on the im pact of the neo na tal in ten sive care 
unit (NICU) on the early sen sory de vel op ment of 
pre ma ture ba bies were well at tended and of great 
rel e vance for any one work ing with the cur rent 
pop u la tion of chil dren with deaf-blind ness aged 
birth to ten. And in creas ingly, newer lit er a ture in 
tended for teach ers in our own and in closely as so 
ci ated fields has in cluded a fo cus on neu ro log i cal 
de vel op ment, multisensory per spec tives, health is 
sues, and sen sory in te gra tion dif fi cul ties that 
would have been very un usual 15 years ago 
(Liefert, 2003; Alsop, 2002; Orelove, Sobsey, & 
Silberman, 2004). Re search into the pat terns of 
change in the an nual na tional deaf-blind cen sus 
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and a planned fo rum for dis cus sion of the find ings 
seems an ur gent ne ces sity, par tic u larly since our 
per cep tion is that the changes in the na ture of the 
pop u la tion de scribed in this pa per are most 
marked among in fants and young chil dren. Is sues 
about the changing pop u la tion of deaf-blind chil 
dren are of ten raised and de bated, but in ca sual 
ways re sult ing from spe cific lo cal events such as a 
new re fer ral, the death of a child, or an in quiry 
about a rare syn drome. The time and oppor tu nity 
to ex am ine these is sues in any kind of depth rarely 
pres ents it self. 

As a field, it is im por tant to re group and re ex 
am ine what we are do ing and with whom. As 
deaf-blind spe cial ists, we are uniquely placed to 
take a ho lis tic view of chil dren. Cre at ing op por tu 
ni ties to ex plore and dis cuss the na ture of the 
chang ing pop u la tion, the his tory of deaf-blind ed 
u ca tion, and the im pli ca tions of these on our cur 
rent work should now be a pri or ity for the field. 
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vide the ap pro pri ate ci ta tions. 
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Museum Studies Program


A new mu seum at the Perkins School for the 
Blind tells the his tory of the re mark able in sti tu 
tion, now cel e brat ing its 175th an ni ver sary. Lo 
cated in the main hall of the Howe Build ing on the 
school’s Watertown, Mas sa chu setts, cam pus, the 
mu seum il lus trates the pi o neer ing role of the 
school in blind and deafblind ed u ca tion. All the 
dis play cases have mul ti ple modes of in for ma tion, 
in clud ing printed text, Braille, in di vid ual au dio 
guides, and at least one tac tile com po nent. There 
are also com put ers avail able for ad di tional in for 
ma tion and a thought ful and well-writ ten gal lery 
guide by Cu ra tor Betsy McGinnity, Re search Li 
brar ian Jan Sey mour-Ford, and Vol un teer 
Kathleen Andries. 

The role of the Perkins School in de vel op ing 
writ ing and read ing sys tems for blind and 
deafblind stu dents is il lus trated through an ex 
traor di nary col lec tion of ma chines for pro duc ing 
raised type. These doc u ment a num ber of systems 
go ing back to the “Boston Line Type” that was de 
vel oped by the school’s first di rec tor, Sam uel 
Gridley Howe. As Braille be came the ac cepted 
stan dard, Perkins’s own Howe Press pub lished 
many books and other pub li ca tions and de vel oped 
the “Boston Braille Writer” and “Perkins Brailler” 
for per sonal use. One of the great trea sures on ex 
hibit is an 1868 edi tion of The Old Cu ri os ity Shop in 
Boston Line Type. The au thor, Charles Dick ens, 
who vis ited the Perkins School on his Amer i can 
tour, paid for the pub li ca tion of the three-vol ume 
book. 

Tac tile meth ods for teach ing mu sic, sci ence, 
math e mat ics, and ge og ra phy are all ex plored in 
the mu seum’s dis plays. Hands-on maps, carved 
from wood or stitched onto fab ric, have been part 
of the school’s cur ric u lum from its earli est days. A 
new map of the cam pus, made spe cif i cally for the 
mu seum, vies for fa vor ite sta tus among stu dents 
and alumni with a gi ant wooden globe, made in 
1837 and re cently re stored to go on ex hibit. 

Among the Perkins stu dents who rose to na 
tional prom i nence were Laura Bridgman, Anne 
Sullivan, and Helen Keller (whose par ents were 
re ferred to the school by Al ex an der Gra ham Bell 
in 1886). The ex hi bi tion in cludes a num ber of ob 
jects re lated to these three women, in clud ing ex 
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am ples of let ters writ ten by Bridgman and Keller 
us ing the “square-hand writ ing” taught at the 
Perkins School, lace made by Laura Bridgman, 
and a lovely pho to graphic re cord of the re la tion 
ship be tween Sullivan and Keller. 

The prom i nent role of the Perkins School in 
Boston phil an thropic cir cles is made clear in sev 
eral sec tions of the mu seum. Named for the China 
Trade mer chant Thomas Handasyd Perkins, who 
do nated his house to the school in 1833, the in sti 
tu tion drew the at ten tion of some of the most 
prom i nent writ ers and so cial ac tiv ists of the area. 
Julia Ward Howe, the wife of the first di rec tor, 
was one of the most in flu en tial women in Amer ica 
in the nine teenth cen tury. A ma jor fig ure in the 
ab o li tion ist move ment and in the strug gle for 
women’s rights, she was a dy namic lec turer and a 
poet, best re mem bered to day for hav ing writ ten 
the “Bat tle Hymn of the Repub lic.” Louisa May 
Alcott donated the prof its from her story “Blind 
Lark” to the school’s build ing fund, and Henry 
Da vid Thoreau ap plied to teach at the Perkins 
School in 1841. His ap pli ca tion let ter is re pro 
duced in the mu seum, along with the as ton ish ing 
re port that he was n’t hired, de spite the fact that 
Ralph Waldo Em er son was one of his ref er ences! 

This is not the first mu seum to be cre ated at the 
Perkins School. In the late nine teenth cen tury, 
when nat u ral his tory mu se ums were open ing in 
cit ies all over Amer ica and Eu rope, Perkins Di rec 
tor Mi chael Anagnos es tab lished his own ver sion. 
As the la bel text ex plains, “Stu dents who are blind 
do not have the bene fit of in ci den tally learn ing 
about the nat u ral world as sighted chil dren do. To 
give stu dents di rect ex pe ri ence of the world, Di 
rec tor Anagnos in 1880 es tab lished a tac tile mu 
seum fea tur ing ob jects re lated to nat u ral his tory 
and sci ence.” 

Pho to graphs of the early dis plays, ex am ples of 
an i mal skulls, and an extraor di nary model of a 
com plex plant, which co mes apart to re veal all of 
its com po nent parts to the touch, give the vis i tor a 
hint of that ear lier mu seum. Most of the sur viv ing 
col lec tion, in clud ing a large num ber of won der ful 
bird and an i mal mounts, are still part of the ac tive 
teach ing col lec tion of the school. 

The con trast be tween the early mu seum and 
the new mu seum il lus trates im por tant changes at 
the Perkins School in the last cen tury. While 
Anagnos con ceived his mu seum for the stu dents 
in the school, McGinnity and the Mu seum Com 
mit tee have clearly ap proached their task with a 
much wider au di ence in mind. The new mu seum 
teaches alumni, outside school groups, and the 
gen eral pub lic about the Perkins School it self. The 
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two impor tant func tions of the school are made 
very clear: ed u cat ing peo ple who are vi sion im 
paired, blind, and deafblind, lo cally and glob ally; 
and pro vid ing li brary ser vices to the larger com
mu nity by dis trib ut ing Braille and au dio books. 

De spite its cen tral place in the field, the gen eral 
pub lic in Boston to day knows less about the 
Perkins School than the pop u la tion did 175 years 
ago, when there were many fewer schools and 
non profit or ga ni za tions com pet ing for at ten tion, 
char i ta ble con tri bu tions, and gov ern ment funds. 
The mu seum is a pos i tive way of bringing greater 
at ten tion to the school and its im por tant role in 
the lo cal, re gional, and na tional com mu nity. 

The mu seum is cur rently visited by two or 
more school groups per month and a num ber of 
lo cal Brownie troops. The new Mas sa chu setts state 
el e men tary school cur ric u lum has a unit on Helen 
Keller, which will al most cer tainly en sure a grow 
ing num ber of school vis its in the fu ture. 

The mu seum is fully ac ces si ble and is open to 
the pub lic on Tues days and Thurs days from 2:00 
p.m. to 4:00 p.m. More in for ma tion is available on 
the Perkins Web site at http://www.perkins.org. 

Research Update 

“Re search Up date” is a reg u larly re cur ring fea 
ture con sist ing of an nounce ments re lated to re 
search in deaf-blind ness. Re search ers and other 
in ter ested in di vid u als or agen cies may use this col 
umn to share in for ma tion about new, on go ing, or re 
cently com pleted re search pro jects and new 
pub li ca tions. If you have infor ma tion about a re 
search topic that you would like to in clude, con tact: 

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

Research Project Update 

Functional Hearing Inventory: Project to

Identify Criterion-Related Validity and


Interrater Reliability


Submitted by Pamela Broadston

University of Arkansas at Little Rock


Back ground. Deafblindness is a mul ti fac eted 
dis abil ity that im pacts an in di vid ual in com pound 
and com plex ways. Chil dren who are deafblind 
re quire in struc tion in the use of re sid ual hear ing 
and vi sion and ap pro pri ate ac cess to the en vi ron 
ments in which they live and learn. The de vel op 
ment of goals and ob jec tives for ed u ca tional 
in ter ven tion should be based on the needs of each 
in di vid ual child as re vealed through ap pro pri ate 
as sess ment. In for ma tion about a child’s ac cess to 
the en vi ron ment is an impor tant part of the as sess 
ment pro cess (Olson, Miles, & Riggio, 1999). 

Pur pose. The Func tional Hear ing In ven tory 
(FHI) was de vel oped to ob tain in for ma tion about 
how deafblind chil dren use re sid ual hear ing 
within their nat u ral en vi ron ments. It was de 
signed to be both di ag nos tic and pre scrip tive by 
pro vid ing a pro cess to re cord a child’s pres ent 
level of func tional hear ing as well as a way to fo 
cus in ter ven tion strat e gies. The in for ma tion ob 
tained from the in ven tory can be used to plan 
ed u ca tional pro grams that op ti mize the use of 
hear ing to de velop lan guage and com mu ni ca tion 
skills, doc u ment a child’s prog ress in the de vel op 
ment and use of re sid ual hear ing, and guide en vi 
ron men tal ad ap ta tions. Ac cess to the en vi ron ment 
is cru cial for the de vel op ment of com mu ni ca tion 
and lan guage. The in for ma tion gleaned from the 
FHI can be used to help par ents and ed u ca tors 
ma nip u late en vi ron men tal back ground noise lev 
els in the class room or at home, maxi mize stu 
dents’ use of re sid ual hear ing, and pro vide a 
better lis ten ing en vi ron ment for learn ing. 

Goal. The goal of this five-year pro ject is to es 
tab lish the va lid ity and re li abil ity of the FHI as a 
tool to pro vide ac cu rate in for ma tion about the use 
of hear ing by stu dents with deafblindness. Ap 
prox i mately 180 stu dents will be as sessed, rig or 
ous field test ing of the FHI In struc tion Man ual will 
be con ducted to as sure clar ity of its in struc tions 
and pro ce dures, and a train ing CD-ROM will be 
de vel oped. Train ing ac tiv i ties on the use of the 
FHI will be held and the com pleted FHI ma te ri als 
will be dis sem i nated. 

Cur rent Sta tus. Mem bers of ob ser va tional 
teams from the three par tic i pat ing uni ver si ties 
have been trained, and interrater re li abil ity has 
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been es tab lished among team mem bers. Ap proval 
from the In sti tu tional Re view Board for the Pro 
tec tion of Hu man Sub jects at all three uni ver si ties 
was ob tained. So far, the FHI has been ad min is 
tered to stu dents in six states. Ad di tional stu dents 
are be ing re cruited. 

Pro ject Coinvestigators. Roseanna Davidson, 
Ed.D, Texas Tech Uni ver sity; Pamela Broadston, 
Ed.D, Uni ver sity of Ar kan sas at Lit tle Rock; and B. 
J. LeJeune, M.Ed., Mis sis sippi State Uni ver 
sity-RRTC. 

Reference 

Olson, K., Miles, B., & Riggio, M. (1999). En vi ron 
ments that en cour age com mu ni ca tion. In B. Miles &
M. Riggio (Eds.), Re mark able con ver sa tions: A guide to
de vel op ing mean ing ful com mu ni ca tion with chil dren and 
young adults who are deafblind (pp. 76–93).
Watertown, MA: Perkins School for the Blind. 

New Research Articles about

CHARGE Syndrome


The March is sue of the Amer i can Jour nal of Med 
i cal Ge net ics Part A (Vol. 133A, Issue 3) is de voted 
to ar ti cles about the be hav ioral aspects of 
CHARGE Syn drome. A few ad di tional ar ti cles 
about other aspects of CHARGE Syn drome are 
also in cluded. 

Web Site on Research in Young

Children with Developmental


Disabilities

The Re search and Train ing Cen ter on Early Child hood 

De vel op ment Web site 
(http://www.researchtopractice.info) in cludes in for ma tion 
about re search-based prac tices for in fants, tod dlers, and 
pre school ers with or at risk for de vel op men tal dis abil i ties. 
There are a number of products avail able includ ing 
Centerscope ar ti cles that pro vide de tailed in for ma tion 
about the his tory and na ture of ev i dence-based prac 
tice; Bridges, prac tice-based re search syn the ses of top ics 
re lated to early child hood de vel op ment; Bottomlines, 
one- to two-page summa ries of the prac tice-based re 
search syn the ses; and So lu tions Tool Kits, user-friendly 
bro chures, news let ters, video tapes, and PowerPoint 
pre sen ta tions that de scribe meth ods and strat e gies that 
can be im ple mented to achieve an ef fect sim i lar to that 
re ported in a par tic u lar re search syn the sis. 

Letter to the Editor 
To the ed i tor, 

We are writ ing to Deaf-Blind Per spec tives to 
com ment on the re cently pub lished ar ti cle “Col 
lab o ra tion Achieves Travel Suc cess (Pro ject 
CATS)” by Houghton, et al. (Win ter 2005), ex 
plain ing a pro gram that is il lus trated with an ex 
am ple attributed to Kan sas. We ap plaud the 
transdisciplinary ap proach to chil dren’s travel 
safety, and agree with the need for col lab o ra tion 
when ed u cat ing deafblind trav el ers. How ever, we 
have se ri ous con cerns about the ped a gog i cal ap 
proach and the ori en ta tion and mo bil ity tech 
niques in cor po rated in the pro gram. 

We are trou bled that peo ple will as sume that 
ar ti cles prom i nently placed in a pro fes sional 
news let ter such as Deaf-Blind Per spec tives have 
been peer-re viewed by qual i fied pro fes sion als and 
will there fore be lieve that the in for ma tion pre 
sented rep re sents “best prac tices.” Our main con 
cern is the need for a Cer ti fied Ori en ta tion and 
Mo bil ity Spe cial ist (COMS). In the model pre 
sented in the ar ti cle, a COMS is an op tional com 
po nent to the team, to be con sulted only for such 
things as check ing traf fic-re lated or other safety 
con cerns. A COMS should be in volved in the de 
vel op ment of deafblind chil dren’s ed u ca tional 
pro grams from the on set of plan ning and con tin u 
ing through out. The de vel op ment of safe and ef fi 
cient travel skills for most deafblind chil dren is 
some thing that should be part of their en tire ed u 
ca tional pro cess. 

Fur ther, the only pro fes sional with suf fi cient 
knowl edge of these skills and con cepts is an ori en 
ta tion and mo bil ity spe cial ist. We feel that the in 
clu sion of a COMS on the team should be a 
re quire ment; with out a COMS on the team, this 
sit u a tion is rife with the po ten tial for dan ger for 
deafblind trav el ers. 

Our sec ond con cern re lates to the ac tual ori en 
ta tion and mo bil ity prac tices used as ex am ples in 
the ar ti cle. Al though we re al ize the writ ers did not 
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in tend the piece to teach spe cific mo bil ity meth od 
ol ogy, the in clu sion of sev eral ir reg u lar prac tices 
causes ap pre hen sion. Per haps the most ob vi ous 
ex am ple in volved the text and pic ture re lat ing to 
the young ster cross ing the street. Flag ging mov ing 
ve hi cles and as sum ing they will all stop is not a 
safe prac tice (Sauerburger, 1998, 2003). Children 
are es pe cially vul ner a ble to the dan gers of us ing 
such strat e gies, as they are not usu ally ca pa ble of 
pro cess ing the very complex rules and risks as so 
ci ated with such tasks. 

We agree that there is a se vere short age of 
COMS, es pe cially COMS who are ex pe ri enced 
with and pre pared to serve deafblind chil dren, but 
we ad vo cate for more per son nel prep a ra tion pro 
grams, ap pro pri ately de signed ed u ca tional pro 
grams and IEPs, and a greater in volve ment of 
COMS in work ing with deafblind youth and 
adults rather than the es tab lish ment of pro grams 
that pro vide O&M ser vices with teams that don’t 
in clude COMS. It is a time for in no va tion, cre ative 
think ing, and main tain ing best prac tices in our 
pro grams, re search, and au thor ship. 

Thank you for your atten tion to our con cerns. 

Eu gene Bourquin, MA, COMS, CI&CT, CLVT 
Helen Keller Na tional Cen ter 
De part ments of Ori en ta tion & Mo bil ity and Low Vi 
sion 
New York 

Ed Gervasoni, Ed.S., COMS, CVRT 
Chil dren’s Deaf-Blind Mo bil ity Spe cial ist 
Ar i zona 

Dona Sauerburger, COMS 
Mary land 
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For Your Library 

In te grated Func tional Be hav ior As sess ment Pro 
to col (IF-BAP): Ho lis tic Be hav ioral As sess ment
of Stu dents with Deafblindness and Se vere Dis 
abil i ties 

Kevin D. Arnold & Thomas M. Stephens, Universal
Publishing, 2004, 80 pages 

The IF-BAP as sess ment strat egy is in tended to cre 
ate a com pre hen sive view of a stu dent who is 
deaf-blind or has se vere dis abil i ties in or der to in 
crease a teacher’s un der stand ing of the in ter ac tion 
among var i ous be hav ioral and sen sory sys tems. 
Once teach ers un der stand those in ter ac tions, they 
can de sign a pro gram that not only ad dresses each 
of those systems, but also the com bined ef fects of 
each sys tem’s unique con tri bu tion to the whole 
stu dent. IF-BAP re lies on a transdisciplinary ap 
proach, in which a va ri ety of spe cial ists con duct 
as sess ments, which are then in te grated by one in 
di vid ual into an over all pic ture of the stu dent. The 
ma te rial is pre sented as an in struc tional man ual to 
be used by qual i fied pro fes sion als who are com pe 
tent in psy cho log i cal as sess ment, ap plied be hav 
ioral anal y sis, and in struc tional in ter ven tions. 
Cost: $15.95. Avail able from Uni ver sal Pub lishing. 
Phone: 800-940-2270. Web: http://www.upub.net. 

Words in My Hands: A Teacher, a Deaf-Blind
Man, an Un for get ta ble Jour ney 

Diane Chambers. Ellexa Press, 2005, 263 pages 

Af ter his wife died when he was 86, Bert Reidel, a 
man with Usher Syn drome, moved to Col o rado to 
live with his son and daugh ter-in-law. Al though 
Bert was an ex pert Braille reader, he had never 
learned sign lan guage and his wife had been his 
“eyes and ears” to the world. This book tells the 
story Bert’s life and how he learned sign lan guage 
be gin ning at age 86. It il lus trates that it is never 
too late to learn as it de scribes how sign lan guage 
trans formed not only Bert’s life, but the lives of his 
fam ily, friends, and the in ter preter who was his 
sign lan guage teacher. Cost $15.95. Available from 
Ellexa Press LLC, 32262 Ste ven Way, Co ni fer, CO 
80433. Fax: 303-838-7010. E-mail: 
dlc@ellexapress.citymax.com. Web: 
http://www.ellexapress.citymax.com. 
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HomeTalk: A Fam ily As sess ment of Chil dren
who are Deafblind (Span ish Ver sion) 

Bringing It All Back Home Project, 2003 

A Span ish trans la tion of this as sess ment tool 
(HomeTalk: Una evaluación fa mil iar para niños sordos 
y ciegos) is now avail able on the Web. HomeTalk is 
de signed to help par ents and care pro vid ers of 
chil dren who are deaf-blind and have other dis
abil i ties par tic i pate in their chil dren’s ed u ca tion 
by giv ing them a way to pro vide a broad pic ture 
of a child’s skills, spe cial in ter ests, and per son al 
ity. Avail able on the DB-LINK Web site 
(http://www.dblink.org) in the Se lected Top ics 
sec tion and on the De sign to Learn Web site 
(http://www.designtolearn.com) in the Prod ucts 
sec tion. If you don’t have ac cess to the Web, call 
DB-LINK at 800-438-9376 or 800-854-7013 (TTY). 

Child-Guided Strat e gies for As sess ing Chil dren
Who Are Deafblind or Have Mul ti ple Dis abil i 
ties [CD-ROM] (Span ish Ver sion) 

Aapnootmuis Educainment 

A Span ish trans la tion (Win dows ver sion only) of 
this re source has been re cently re leased. This in 
ter ac tive CD-ROM ad dresses ap proaches of as 
sess ment and teach ing for chil dren with mul ti ple 
dis abil i ties. Strat e gies are dem on strated through 
the use of over 40 video clips. Cost: $40.00. To or
der, send a check or money or der pay able to Mr. 
Joe Franken, 4619 Spyglass Drive, Dal las, TX 
75287. For more in for ma tion contact Aapnootmuis 
Educainment. E-mail: info@aapnootmuis.com. 
Web: http://www.aapnootmuis.com. 

Strat e gies  for Teach ing Chil dren with CHARGE
Syn drome and other Mul ti ple Dis abil i ties
[DVD] 

Aapnootmuis Educainment 

In this 30 min ute DVD re cord ing of a pre sen ta tion 
given at a re cent Aus tra lian CHARGE Syn drome 
con fer ence, Dr. Jan van Dijk dem on strates and ex 
plains 5 im por tant teach ing prin ci ples based upon 
his 40 years of work with chil dren with mul ti ple 
dis abil i ties and de rived from the o ries on at tach 
ment, con tin gent learn ing, and neuro-bi ol ogy. The 
new Dutch find ings re lated to the ge net ics of 
CHARGE Syn drome are also ex plained. Cost: 
$15.00. To or der, send a check or money or der 
pay able to Mr. Joe Franken, 4619 Spyglass Drive, 
Dal las, TX 75287. For more in for ma tion contact 
Aapnootmuis Educainment. E-mail: 
info@aapnootmuis.com. Web: 
http://www.aapnootmuis.com. 

AccessWorld (on line mag a zine) 

American Foundation for the Blind 

This on line mag a zine about tech nol ogy for peo ple 
with vi sual im pair ments is avail able for free on the 
Web. It is pub lished 6 times per year and in cludes 
fea ture ar ti cles, news, and prod uct re views of com 
puter and other tech nol o gies for peo ple who are 
blind. The spe cific needs of deaf-blind peo ple are of 
ten ad dressed. Pub lished 6 times per year. Web: 
http://www.afb.org/accessworld. 

Cor ti cal Vi sual Im pair ment (CVI) Web Site 

American Printing House (APH) for the Blind 

A Web site de voted to the topic of CVI. It in cludes 
lists of ar ti cles and vid eos, sto ries of chil dren with 
CVI, ed u ca tional in for ma tion such as en vi ron men tal 
sup ports and in ter ven tion strat e gies, and in for ma 
tion about products and re sources. Web: 
http://www.aph.org/cvi. 

Na tional Early Child hood Tran si tion Cen ter
(NECTC) Web site 

NECTC’s mis sion is to ex am ine fac tors that pro mote 
suc cess ful tran si tions be tween in fant/tod dler pro 
grams, pre school pro grams, and pub lic school pro
grams for young chil dren with dis abil i ties and their 
fam i lies. Its pri mary ob jec tive is to in ves ti gate and 
val i date prac tices and strat e gies that en hance the 
early child hood tran si tion process and sup port pos i 
tive school out comes for chil dren with dis abil i ties. 
The Web site in cludes a search able da ta base of tran 
si tion re search, pol icy, and prac tice. 
Web: http://www.ihdi.uky.edu/nectc. 

Conferences and Events 

Enchanted Hills Deaf-Blind Conference and Camp
June 11–15, 2005

Napa, California


A con fer ence and camp for Deaf-Blind adults 18 
years of age and older. Reg is tra tion pri or ity will be 
given to those who ap ply from Cal i for nia, Ne vada, 
Ar i zona, and Ha waii.  Peo ple ap ply ing from other 
ar eas will be placed on a wait ing list and ad mit ted 
based on avail abil ity. For more in for ma tion con tact 
Frank Lester, Con fer ence/Camp Co or di na tor 
(frester@comcast.net) or call Sook Hee Choi, 
Deaf-Blind Em ploy ment Ac cess Spe cial ist, Rose 
Resnick Light house (415-431-4572 TTY). Web: 
http://www.light house-sf.org. 
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Colorado Summer Institute on Deafblindness 
June 27–29, 2005 

The topic this year is “Ac tive Learn ing: Move 
ment, Ex plo ra tion, and Early Lit er acy for Chil dren 
with Deafblindness.” The guest speaker is Kathee 
Scoggin, Co-Di rec tor, Deaf-Blind Services, Wash 
ing ton Sen sory Dis abil i ties Ser vices. For more in 
for ma tion con tact: Tanni An thony, Col o rado 
Ser vices for Chil dren with Com bined Vi sion and 
Hear ing Loss. Phone: 303-866-6681. 
E-mail: an thony_t@cde.state.co.us. 

Nebraska Deaf-Blind Summer Institute 
July 18–22, 2005


University of Nebraska – Lincoln


The fol low ing ses sions will be held: “What 
Con sti tutes a Suc cess ful Psy cho log i cal Eval u a 
tion,” pre sented by Pam Ryan, School Psy chol o 
gist, Deafblind Pro gram, Perkins School for the 
Blind; “Chal lenges and Pos si bil i ties: Cur ric u lum 
for Deafblind Learn ers,” pre sented by Mar tha Ma 
jors, As sis tant Su per vi sor, Deafblind Pro gram, 
Perkins School for the Blind; “Get Ready, Get Set . 
. . LET’S Move!: Learn ing About the World 
Through Move ment,” pre sented by Carolina Mar 
ti nez, Cer ti fied Ori en ta tion and Mo bil ity Spe cial 
ist, Texas School for the Blind and Vi su ally 
Im paired. For more in for ma tion con tact Teresa 
Coonts, Co or di na tor, Ne braska Deaf-Blind Pro ject. 
Phone: 402-595-1810. E-mail: tcoonts@esu3.org. 

Nebraska Family Workshop: Get Ready, Get Set
. . . LET’S Move!” 

July 23, 2005

University of Nebraska – Lincoln


This half-day train ing event will be for par ents 
and fam ily members of chil dren who have com 
bined hear ing and vi sion loss. It is de signed to in 
tro duce par ents to strat e gies to help their chil dren 
de velop move ment skills through ef fec tive ori en 
ta tion and mo bil ity tech niques. For more in for ma 
tion con tact Teresa Coonts, Co or di na tor, Ne braska 
Deaf-Blind Project. Phone: 402-595-1810. 
E-mail: tcoonts@esu3.org. 

7th International CHARGE Syndrome
Conference 

July 22–24, 2005

Miami, Florida


Speak ers will be from med i cal, ed u ca tional, 
and other re lated pro fes sions and a wide range of 
top ics will be of fered. There will also be time to 
visit with other fam i lies and share ex pe ri ences. 
Childcare is pro vided for the meet ings. For more 
in for ma tion con tact the CHARGE Syn drome 

Foun da tion. Phone: 800-442-7604. 
E-mail: marion@chargesyndrome.org. 
Web: http://www.chargesyndrome.org. 

NTAC/NFADB Annual National Parent

Conference


August 25–27, 2005

Salt Lake City, Utah


This con fer ence co-spon sored by NTAC and 
the Na tional Fam ily As so ci a tion for Deaf-Blind 
pro vides an op por tu nity for fam ily mem bers of 
chil dren who are deaf-blind to get to gether to net 
work and learn about a spe cific topic. The topic 
this year will fo cus on psychosocial is sues re lated 
to fam ily life when there is a child who is 
deaf-blind in the fam ily. For more in for ma tion 
con tact Tracy Jess.  Phone: 425-576-5527. 
E-mail: jesstracy@ya hoo.com. 

Announcements 

Deaf-Blind Per spec tives Read ers Forum 

A new listserv has been es tab lished for read 
ers of Deaf-Blind Per spec tives. The pur pose is to 
share opin ions, ideas, and re sources re lated to 
ar ti cles and in for ma tion in Deaf-Blind Per spec 
tives, fol low ing the pub li ca tion of each is sue. 
To sub scribe, send a blank email mes sage to: 
dbp-fo rum-sub scribe-re quest@tr.wou.edu or 
con tact Randy Klumph for assistance. 

Want a LISTSERV® of Your Own? 

Would you or your or ga ni za tion like to have 
your own LISTSERV? The Teach ing Re search 
In sti tute can help you set it up and will host if 
for you, free of charge. The only re quire ments 
are that it that it must be non-commercial and 
be re lated to Deaf-Blindness. For exam ples of 
cur  rent  l is ts  hosted at  TRI ,  see  
http://www.tr.wou.edu/ar chives. 

Con tact:

Randy Klumph

LISTSERV Ad min is tra tor

klumphr@wou.edu
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Deaf-Blind Perspectives 

Pa per cop ies of Deaf-Blind Per spec tives are avail able free of charge to sub scrib ers within the United States. 
E-mail sub scrip tions (pro vide no ti fi ca tion that a new is sue has been placed on line) are avail able for In ter na 
tional sub scrib ers and oth ers who pre fer the on line for mat. 

All is sues of Deaf-Blind Per spec tives are avail able on the Internet at  www.tr.wou.edu/tr/dbp 

� New sub scrip tion 

� Ad dress change 

� Please re move my name from your mail ing list. 

Name: ___________________________________Agency: _______________________________________________ 

Street: _____________________________________City: ______________________State: ____ Zip: _____________

E- mail ____________________________________  Com ments ___________________________________________


Mark appropriate categories 

� Special educator � Regular educator 
� Person who is deaf-blind � Other ___________________________________ 
� Parent or family member of person


who is deaf-blind


Mail to: Deaf-Blind Perspectives

Please send my copy in: Teaching Research Institute


� Grade 2 braille � Large print 345 N. Monmouth Ave. Monmouth, OR 97361 
or call Randy Klumph (503) 838-8885, TTY (503) 838-8821, 

� Standard print �  E-mail Fax: (503) 838-8150, E-mail: dbp@wou.edu 
0405 

Deaf-Blind Per spec tives is a free pub li ca tion, pub lished three times a year by the Teach ing Re search In sti tute of West ern Or e gon University. The po
si tions ex pressed in this news let ter are those of the au thor(s) and do not neces sarily re flect the posi tion of the Teach ing Re search In sti tute or the U.S. 
De part ment of Ed u ca tion. DB-LINK and NTAC con tribute staff and re sources for con tent, edit ing, and pub li ca tion. 
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