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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 num ber 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 pri ate teach ing tech niques and ap pro pri ate mea sures for as sess ment” (Best, 1983, p. 11).

Sub se quent writ ers (Col lins, 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 imag ined 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 grow ing 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.
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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 num ber of cases, a child’s “nat u 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 sig nif i cant dis tress, 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.

2

Deaf-Blind Perspectives Volume 12, Issue 3        

Deaf- Blind Per spec tives
Volume 12, Issue 3

Spring 2005!!!!!!!!
Ex ecu tive Edi tor Man ag ing Edi tor Pro duc tion Edi tor
John Reiman Peggy Malloy Randy Klumph
Teach ing Re search Teach ing Re search Teach ing Re search

Con sult ing Edi tors
Harry An der son, Flor ida School for the Deaf and Blind;  Vic Bald win, Teach ing Re search; Chigee Clon in ger, Uni ver sity of Ver mont;
Mike Col lins, Perkins School for the Blind; Bud Fre der icks, Edi tor Emeri tus;  Jay Gense, Ore gon De part ment of Edu ca tion; Karen Goehl,
In di ana Deaf- Blind Pro ject; Richelle Frantz, New Zea land Deafblind Services; Gail Les lie, Teach ing Re search; Betsy McGin nity, Perkins
School for the Blind; Bar bara A. B. McLetchie, Bos ton Col lege; Kathy McNulty, Helen Kel ler Na tional Cen ter; Nancy O’Don nell, Con -
sult ant; Mari anne Rig gio, Perkins School for the Blind; Art Roe hrig, Gal laudet Uni ver sity; Ro sanne Sil ber man, Hunter Col lege.!!!!!!!!
Deaf- Blind Per spec tives con sid ers all un so lic ited manu scripts and em ploys a re view pro cess to con sider whether they will be pub lished.
Some manu scripts may re ceive anony mous peer re view. Send both a printed copy and a disk copy (Win dows for mat) to:

Deaf-Blind Per spec tives
Teach ing Re search In sti tute Ph. (503) 838-8391
345 N. Monmouth Ave. TTY (503) 838-8821
Monmouth, OR 97361       www.tr.wou.edu/tr/dbp Fax (503) 838-8150



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 im posed 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 ap proach” 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 com mu ni ca tion and other skills. In -
creas ing aware ness of the im por 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 ex tremely 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 re sult, 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 13th 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 em pha 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 ex actly 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 per sis 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 im pact 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 ex panded range of eti ol o gies
has re moved the old cer tain ties de rived from
teach ing a class or sup port ing a case load pre dom i -
nantly of chil dren with Con gen i tal Ru bella Syn -
drome (to know a lot about Con gen 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-lan guage 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 us ing 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 ex am 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 re turn 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 phy si 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 Nor way, 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 chang ing 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 op por 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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