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What Is Deaf-Blindness?

It may seem that deaf-blindness re fers to a to tal in -
abil  i ty to see or  hear.  How ever,  in re  al  i ty
deaf-blindness is a con di tion in which the com bi -
na tion of hear ing and vi sual losses in chil dren
cause “such se vere com mu ni ca tion and other de -
vel op men tal and ed u ca tional needs that they can -
not be ac com mo dated in spe cial ed u ca tion
pro grams solely for chil dren with deaf ness or chil -
dren with blind ness" ( 34 CFR 300.8 ( c ) ( 2 ), 2006)
or mul ti ple dis abil i ties. Chil dren who are called
deaf-blind are sin gled out ed u ca tion ally be cause
im pair ments of sight and hear ing re quire thought -
ful and unique ed u ca tional ap proaches in or der to
en sure that chil dren with this dis abil ity have the
op por tu nity to reach their full po ten tial.

A per son who is deaf- blind has a unique ex pe ri -
ence of the world. For peo ple who can see and
hear, the world ex tends out ward as far as his or her 
eyes and ears can reach. For the young child who is
deaf- blind, the world is ini tially much nar rower. If
the child is pro foundly deaf and to tally blind, his
or her ex pe ri ence of the world ex tends only as far
as the fin ger tips can reach. Such chil dren are ef fec -
tively alone if no one is touch ing them. Their con -
cepts of the world de pend upon what or whom
they have had the op por tu nity to physi cally con -
tact.

If a child who is deaf- blind has some us able vi sion
and/or hear ing, as many do, her or his world will
be en larged. Many chil dren called deaf- blind have
enough vi sion to be able to move about in their en -
vi ron ments, rec og nize fa mil iar peo ple, see sign
lan guage at close dis tances, and per haps read large 
print. Oth ers have suf fi cient hear ing to rec og nize
fa mil iar sounds, un der stand some speech, or de -
velop speech them selves. The range of sen sory im -
pair ments in cluded in the term “deaf- blindness” is 
great.

Who Is Deaf-Blind, and What are 
the Causes of Deaf-Blindness?

As far as it has been pos si ble to count them, there
are over 10,000 chil dren (ages birth to 22 years) in
the United States who have been clas si fied as
deaf-blind (NCDB, 2008). It has been es ti mated
that the adult deaf- blind popu la tion num bers 35-
 40,000 (Wat son, 1993).  The causes of deaf-
 blindness are many. Be low is a list of many of the
pos si ble eti olo gies of deaf- blindness.

Major Causes of Deaf-Blindness

Syndromes

t Down t Tri somy 13

t Usher

Multiple Congenital Anomalies

t CHARGE As so cia tion t F e  t a l  a l  c o  h o l  s y n  -

drome

t Hy dro cephaly t Ma ter nal drug abuse

t Mi cro cephaly 

Prematurity

Congenital Prenatal Dysfunction

t AIDS t Her pes

t Ru bella t Syphi lis

t Toxo plas mo sis

Post-natal Causes

t As phyxia t En cepha li tis

t Head in jury/trauma t Men in gi tis

t Stroke

Adapted from Eti olo gies and Char ac ter is tics of Deaf-
 Blindness Heller & Ken nedy,(1994), p. viii, Ta ble 1. 
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Some peo ple are deaf- blind from birth. Oth ers may 
be born deaf or hard- of- hearing and be come blind
or visu ally im paired later in life; or the re verse may 
be the case.

Still oth ers may be adven ti tiously deaf- blind—that 
is, they are born with both sight and hear ing but
lose some or all of these senses as a re sult of ac ci -
dent or ill ness.

Deaf- blindness is of ten ac com pa nied by ad di tional 
dis abili ties. Causes such as ma ter nal ru bella can
also af fect the heart and the brain. Some ge netic
syn dromes or brain in ju ries that cause deaf-
 blindness may also cause cog ni tive  disabilities
and/or physi cal dis abili ties.

What are the Challenges Facing
a Person who is Deaf-Blind? 

A per son who is deaf- blind must some how make
sense of the world us ing the lim ited in for ma tion
avail able to him or her.  If the per son’s sen sory dis -
abili ties are great, and if peo ple in the en vi ron ment 
have not made an ef fort to or der the world for him
or her in a way that makes it eas ier to un der stand,
this chal lenge may be over whelm ing. Be hav ioral
and emo tional dif fi cul ties of ten ac com pany deaf-
 blindness and are the natu ral out comes of the
child’s or adult’s in abil ity to un der stand and com -
mu ni cate.

Peo ple who can see and hear of ten take for granted
the in for ma tion that those senses pro vide. Events
such as the ap proach of an other per son, an up com -
ing meal, the de ci sion to go out, a change in rou tine 
are all sig naled by sights and sounds that al low a
per son to pre pare for them. The child or adult who
misses these cues be cause of lim ited sight and/or
hear ing may come to ex pe ri ence the world as an
un pre dict able, and pos si bly threat en ing, place.  To
a great ex tent, per sons who are deaf- blind must de -
pend upon the good will and sen si tiv ity of those
around them to make their world safe and un der -
stand able.

The chal lenge of learn ing to communicate is per -
haps the great est one that chil dren who are deaf-
 blind face. It is also the great est op por tu nity, since
com mu ni ca tion and lan guage hold the power to
make their thoughts, needs, and de sires known.
The abil ity to use words can also open up worlds
be yond the reach of their fin ger tips through the
use of in ter pret ers, books, and an ever- increasing
ar ray of elec tronic com mu ni ca tion de vices. In or -
der to learn lan guage, chil dren who are deaf- blind
must de pend upon oth ers to make lan guage ac ces -
si ble to them. Given that ac ces si bil ity, chil dren
who are deaf- blind face the chal lenges of en gag ing
in in ter ac tions to the best of their abili ties and of
avail ing them selves of the lan guage op por tu ni ties
pro vided for them. 

A per son who is deaf- blind also faces, fur ther, the
chal lenge of learn ing to move about in the world as 
freely and in de pend ently as pos si ble. Adult in di -
vidu als also must even tu ally find adult liv ing and
work situa tions that al low them to use their tal ents
and abili ties in the best way pos si ble. Many adults
who are deaf- blind lead in de pend ent or semi-
 independent lives and have pro duc tive work and
en joy able so cial lives. The achieve ment of such
suc cess de pends in large part upon the edu ca tion
they have re ceived since child hood, and par ticu -
larly upon the com mu ni ca tion with oth ers that
they have been able to de velop.

What are the Particular
Challenges Facing the Family,
Teachers and Caregivers of a

Person who is Deaf-Blind?

Communication

The dis abil ity of deaf-blindness presents unique
chal lenges to fami lies, teach ers, and care giv ers,
who must make sure that the per son who is deaf-
 blind has ac cess to the world be yond the lim ited
reach of his or her eyes, ears, and fin ger tips.  The
peo ple in the en vi ron ment of chil dren or adults
who are  deaf-  bl ind must  seek to  in  c lude
them—moment- by- moment—in the flow of life
and in the physi cal en vi ron ments that sur round
them. If they do not, the child will be iso lated and
will not have the op por tu nity to grow and to learn.
If they do, the child will be af forded the op por tu -
nity to de velop to his or her full est po ten tial.

The most im por tant chal lenge for par ents, care giv -
ers, and teach ers is to com mu ni cate mean ing fully
with the child who is deaf- blind. Con tin ual good
com mu ni ca tion will help fos ter his or her healthy
de vel op ment. Com mu ni ca tion in volves much
more than mere lan guage. Good com mu ni ca tion
can best be thought of as con ver sa tion. Con ver sa -
tions em ploy body lan guage and ges tures, as well
as both signed and spo ken words. A con ver sa tion
with a child who is deaf- blind can be gin with a
part ner who sim ply no tices what the child is pay -
ing at ten tion to at the mo ment and finds a way to
let the child know that his or her in ter est is shared.

This shared in ter est, once es tab lished, can be come
a topic around which a con ver sa tion can be built.
Mu tual con ver sa tional top ics are typi cally es tab -
lished be tween a par ent and a sighted or hear ing
child by mak ing eye con tact and by ges tures such
as point ing or nod ding, or by ex changes of sounds
and fa cial ex pres sions. Lack ing sig nifi  cant
amounts of sight and hear ing, chil dren who are
deaf- blind will of ten need touch in or der for them
to be sure that their part ner shares their fo cus of at -
ten tion. The par ent or teacher may, for ex am ple,
touch an in ter est ing ob ject along with the child in a
non di rec tive way. Or, the mother may imi tate a
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child’s move ments, al low ing the child tac tual ac -
cess to that imi ta tion, if nec es sary. (This is the tac -
tual equiva lent of the ac tions of a mother who
in stinc tively imi tates her child’s bab bling sounds.)
Es tab lish ing a mu tual in ter est like this will open
up the pos si bil ity for con ver sa tional in ter ac tion.

Teachers, par ents, sib lings, and peers can con tinue
con ver sa tions with chil dren who are deaf-blind by
learn ing to pause af ter each turn in the in ter ac tion
to al low time for response. These chil dren fre -
quently have very slow re sponse times. Re spect ing 
the child’s own tim ing is cru cial to es tab lish ing
suc cess ful in ter ac tions. Pausing long enough to al -
low the child to take an other turn in the in ter ac -
tion, then re spond ing to that turn, paus ing again,
and so on—this back-and-forth ex change be comes
a con ver sa tion. Such con ver sa tions, re peated con -
sis tently, build re la tion ships and be come the even -
tual ba sis for lan guage learn ing.

As the child who is deaf-blind be comes com fort -
able in ter act ing nonverbally with oth ers, she or he
be comes ready to re ceive some form of sym bolic
com mu ni ca tion as part of those in ter ac tions. Of ten
it is help ful to ac com pany the in tro duc tion of
words (spo ken or signed) with the use of sim ple
ges tures and/or ob jects which serve as sym bols or
rep re sen ta tions for ac tiv i ties.  Doing so may help a
child de velop the un der stand ing that one thing can 
stand for an other, and will also en able him or her
to an tic i pate events.

Think of the many thou sands of words and sen -
tences that most chil dren hear be fore they speak
their own first words. A child who is deaf- blind
needs com pa ra ble lan guage stimu la tion, ad justed
to his or her abil ity to re ceive and make sense of it.
Par ents, care giv ers, and teach ers face the chal lenge 
of pro vid ing an en vi ron ment rich in lan guage that
is mean ing ful and ac ces si ble to the child who is
deaf- blind.  Only with such a rich lan guage en vi -
ron ment will the child have the op por tu nity to ac -
quire lan guage her self or him self.  Those around
the child can cre ate a rich lan guage en vi ron ment
by con tinu ally com ment ing on the child’s own ex -
pe ri ence us ing sign lan guage, speech, or what ever
sym bol sys tem is ac ces si ble to the child. These
com ments are best made dur ing con ver sa tional in -
ter ac tions. A teacher or a par ent may, for ex am ple,
use ges ture or sign lan guage to name the ob ject
that he or she and the child are both touch ing, or
name the move ment that they share. This nam ing
of ob jects and ac tions, done many, many times,
may be gin to give the child who is deaf- blind a
simi lar op por tu nity af forded to the hear ing
child—that of mak ing mean ing ful con nec tions be -
tween words and the things for which they stand.

Prin ci pal com mu ni ca tion sys tems for per sons who
are deaf- blind are these:

t touch cues t ges tures 

t ob ject sym bols t pic ture sym bols

t sign lan guage t fin ger spel ling

t Signed Eng lish t Pidgin Signed Eng lish

t braille writ ing and

read ing

t Ta doma method of

speech read ing

t Ameri can Sign

Lan guage

t large print writ ing

and read ing

t lip- reading speech

Along with non ver bal and ver bal con ver sa tions, a
child who is deaf- blind needs a re li able rou tine of
mean ing ful ac tivi ties, and some way or ways that
this rou tine can be com mu ni cated to her or him.
Touch cues, ges tures, and use of ob ject sym bols are 
some typi cal ways in which to let a child who is
deaf- blind know what is about to hap pen to her or
him. Each time be fore the child is picked up, for ex -
am ple, the care giver may gen tly lift his or her arms
a bit, and then pause, giv ing the child time to ready 
her self or him self for be ing han dled. Such con sis -
tency will help the child to feel se cure and to be gin
to make the world pre dict able, thus al low ing the
child to de velop ex pec ta tions. Chil dren and adults
who are deaf- blind and are able to use sym bolic
com mu ni ca tion may also be more re li ant on pre -
dict able rou tine than peo ple who are sighted and
hear ing. Pre dict able rou tine may help to ease the
anxi ety which is of ten caused by the lack of sen -
sory in for ma tion.

Orientation and Mobility

In ad di tion, the child who is deaf- blind will need
help learn ing to move about in the world. With out
vi sion, or with re duced vi sion, he or she will not
only have dif fi culty navi gat ing, but may also lack
the mo ti va tion to move out ward in the first place.
Help ing a young child who is deaf- blind learn to
move may be gin with thought ful at ten tion to the
physi cal space around him or her (crib or other
space) so that what ever move ments the child in -
stinc tively makes are re warded with in ter est ing
stimu la tion that mo ti vates fur ther move ment. Ori -
en ta tion and mo bil ity spe cial ists can help par ents
and teach ers to con struct safe and mo ti vat ing
spaces for the young child who is deaf- blind. In
many in stances chil dren who are deaf- blind may
also have ad di tional physi cal and health prob lems
that limit their abil ity to move about. Par ents and
teach ers may need to in clude physi cal and oc cu pa -
tional thera pists, vi sion teach ers, health pro fes -
sion als, and ori en ta tion and mo bil ity spe cial ists on 
the team to plan ac ces si ble and mo ti vat ing spaces
for these chil dren. Older chil dren or adults who
have lost vi sion can also use help from trained spe -
cial ists in or der to achieve as much con fi dence and
in de pend ence as pos si ble in mov ing about in their
world.

Individualized Education

Edu ca tion for a child or youth with deaf- blindness
needs to be highly in di vidu al ized; the lim ited
chan nels avail able for learn ing ne ces si tate or gan -
iz ing a pro gram for each child that will ad dress the
child’s unique ways of learn ing and his or her own
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in ter ests. As sess ment is cru cial at every step of the
way.  Sen sory defi cits can eas ily mis lead even ex -
pe ri enced edu ca tors into un der es ti mat ing (or oc -
ca sion ally over es ti mat ing) in tel li  gence and
con struct ing in ap pro pri ate pro grams.

Helen Kel ler said, “Blind ness sepa rates a per son
from things, but deaf ness sepa rates him from peo -
ple.” This po ten tial iso la tion is one im por tant rea -
son why it is nec es sary to en gage the serv ices of
per sons fa mil iar with the com bi na tion of both
blind ness and deaf ness when plan ning an edu ca -
tional pro gram for a child who is deaf- blind. Do ing 
so will help a child or youth with these dis abili ties
re ceive an edu ca tion which maxi mizes her or his
po ten tial for learn ing and for mean ing ful con tact
with her or his en vi ron ment. The ear lier these serv -
ices can be ob tained, the bet ter for the child.

Transition

When a per son who is deaf- blind nears the end of
his or her school- based edu ca tion, tran si tion and
re ha bili ta tion help will be re quired to as sist in
plan ning so that as an adult the in di vid ual can find
suit able work and liv ing situa tions.  Be cause of the
di ver sity of needs, such serv ices for a per son who
is deaf- blind can rarely be pro vided by a sin gle
per son or agency; care ful and re spect ful team work 
is re quired among spe cial ists and agen cies con -
cerned with such things as hous ing, vo ca tional and 
re ha bili ta tion needs, deaf ness, blind ness, ori en ta -
tion and mo bil ity, medi cal needs, and men tal
health.

The adult who is deaf- blind must be cen tral to the
tran si tion plan ning. The in di vidu al’s own goals,
di rec tions, in ter ests, and abili ties must guide the
plan ning at every step of the way. Skilled in ter -
pret ers, fam ily mem bers and friends who know
the per son well can help the adult who is deaf-
 blind have the most im por tant voice in plan ning
his or her own fu ture.

Inclusion in Family

Clearly, the chal lenges for par ents, teach ers and
care giv ers of chil dren who are deaf- blind are
many. Not least among them is the chal lenge of in -
clud ing the child in the flow of fam ily and com mu -
nity life.  Since such a child does not nec es sar ily
re spond to care in the ways we might ex pect, par -
ents will be par ticu larly chal lenged in their ef forts
to in clude her or him. The mother or fa ther of an in -
fant who can see is usu ally re warded with smiles
and lively eye con tact from the child. The par ent of
a child who is deaf- blind must look for more sub tle
re wards: small hand or body move ments, for in -
stance, may be the child’s way of ex press ing pleas -
ure or con nec tion. Par ents may also need to change 
their per cep tions re gard ing typi cal de vel op men tal
mile stones. They can learn, as many have, to re -
joice as fully in the abil ity of their child who is
deaf- blind to sign a new word, or to feed her self, or
to re turn a greet ing as they do over an other child’s

col lege schol ar ship or suc cess in bas ket ball or elec -
tion to class of fice.

Par ents, then, may need to shift ex pec ta tions and
per cep tions in sig nifi cant ways. They also need to
do the natu ral griev ing that ac com pa nies the birth
of a child who is dis abled. Teach ers and care giv ers
must also make these per cep tual shifts. Par ents’
groups and re sources for teach ers can pro vide
much- needed sup port for those who live and work 
with chil dren and adults who are deaf- blind. Such
sup ports will help fos ter the mu tu ally re ward ing
in clu sion of chil dren who are deaf- blind into their
fami lies and com mu ni ties. (See sec tion be low for
re sources.) 

Summary

Though deaf- blindness pres ents many unique
chal lenges to both those who have vis ual and hear -
ing im pair ments and to their care giv ers and
friends, these chal lenges are by no means in sur -
mount able.  Many per sons who are deaf- blind
have achieved a qual ity of life that is ex cel lent. The
per sons who are deaf- blind who have high qual ity
lives have sev eral things in com mon. 

First, they have each, in their own way, come to ac -
cept them selves as in di vid u als who have unique ex -
pe ri ences of the world, and valu able gifts to share.
This fun da men tal ac cep tance of self can oc cur re -
gard less of the se ver ity of the par tic u lar sen sory
losses or other chal lenges that a per son has. Sec ond,
they have had ed u ca tional ex pe ri ences which have
helped them max i mize their abil i ties to com mu ni -
cate and to func tion pro duc tively. Fi nally, these
happy, in volved per sons who are deaf-blind live in
fam i lies, com mu ni ties, or so cial groups that have an
at ti tude of wel com ing ac cep tance. They have
friends, rel a tives, and co-work ers who value their
pres ence as in di vid u als with sig nif i cant con tri bu -
tions to make to the world around them. For these
per sons with lim ited sight and hear ing, and for those 
near them, deaf-blind ness fos ters op por tu ni ties for
learn ing and mu tual en rich ment.
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American Association of the Deaf-Blind (AADB)

8630 Fenton Street, Suite 121
Sil ver Spring, MD 20910-3803
TTY (301) 495-4402, Voice (301) 495-4403
Fax (301) 588-8705
aadb-info@aadb.org
http://www.aadb.org

AADB is a na tional con sumer ad vo cacy or ga ni za -
tion that pro motes better op por tu ni ties and ser -
vices for deaf-blind peo ple.

Helen Keller National Center for Deaf-Blind
Youths and Adults (HKNC)

141 Mid dle Neck Road
Sands Point, NY 11050-1299
Phone (800) 255-0411 ext. 326, Fax (516) 944-7302
TTY (516) 944-8900 ext. 326
hkncinfo@hknc.org
http://www.hknc.org

HKNC is a na tional pro gram that pro vides eval u a -
tion, short-term com pre hen sive vo ca tional re ha -
bil i ta tion train ing, work ex pe ri ence train ing and
as sis tance to deaf-blind cli ents for job and res i den -
tial place ments.

National Consortium on Deaf-Blindness (NCDB)

Teach ing Re search In sti tute
345 N. Monmouth Ave.
Monmouth, OR 97361
Phone (800) 438-9376, Fax (503) 838-8150
TTY (800) 854-7013
info@nationaldb.org
http://www.nationaldb.org

NCDB works col labor atively with fam i lies, fed -
eral, state and lo cal agen cies to pro vide tech ni cal
as sis tance, in for ma tion and per son nel train ing.
NCDB brings to gether the re sources of three agen -
cies with long his to ries of ex per tise in the field of
deaf-blind ness and is home to DB-LINK.

National Family Association for Deaf-Blind
(NFADB)

141 Mid dle Neck Road
Sands Point, NY 11050
Phone (800) 255-0411, Fax (516) 883-9060
TTY (800) 255-0411
nfadb@aol.com
http://www.nfadb.org

NFADB is a na tional net work of fam i lies who fo -
cus on is sues sur round ing deaf-blind ness. NFADB
ad vo cates for all per sons who are deaf-blind, sup -
ports na tional pol icy to ben e fit peo ple who are
deaf-blind, and en cour ages the found ing and
strength en ing of fam ily or ga ni za tions in each
state.

Training and Educational Resources Program
Perkins School for the Blind

175 North Bea con Street
Watertown, MA 02472
Phone (617) 972-7519, Fax (617) 923-8076
betsy.mcginnity@perkins.org
http://www.perkins.org/

The Train ing and Ed u ca tional Re sources Pro gram
pro vides in for ma tion, train ing, and ed u ca tional
re sources to fam i lies and pro fes sion als through out 
the na tion. Em pha sis is on fam i lies and pro fes sion -
als in volved with chil dren and youth who are
blind, vi su ally im paired, and deafblind, in clud ing
those with ad di tional dis abil i ties.  

U.S. Department Of Education, Office of Special
Education Federal Deaf-Blind Programs (326C
Grants)

Of fice of Spe cial Ed u ca tion and Re ha bil i ta tion Ser -
vices
Re search to Prac tice Di vi sion
El e men tary and Mid dle School
550 12th Street, SW - PCP-4086
Wash ing ton, DC 20202-2600

Attn: Anne Smith, Ed.D., Pro ject Of fi cer
Phone (202) 245-7529, Fax (202) 245-7617
anne.smith@ed.gov
h t t p : / / w w w . e d . g o v / a b o u t / o f  -
fices/list/osers/osep

The Of fice of Spe cial Ed u ca tion Pro grams sup ports 
pro jects to im prove and en hance ser vices that are
pro vided by state and lo cal ed u ca tion agen cies to
chil dren and youth who are deaf-blind. This is
done through a pro gram of grant awards that ad -
dress tech ni cal as sis tance, re search, de vel op ment,
pre-ser vice and in-ser vice train ing, and pa ren tal
in volve ment ac tiv i ties.

What Help is Available for Families, Caregivers and Teachers of Children 
and Adults who are Deaf-Blind?
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NCDB
345 N. Mon mouth Ave
Mon mouth, OR 97361
Voice (800) 438- 9376
TTY: (800) 854- 7013
Fax: (503) 838- 8150
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