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A fam ily’s world of ten turns up side down on the day their child is di ag nosed with deaf-blind ness. One 
mother lik ened the ex pe ri ence to rid ing the “Scram bler” at a car ni val. Just like the phys i cal gy ra tions of the 
ride, her mind spun round and round in diz zy ing cir cles as she was emo tion ally pitched from side to side. 
When she reached a sta ble cen ter for a fleet ing mo ment, she was imme di ately flung so far in the op po site di 
rec tion that she feared she would let loose and fly off into space. The spin ning did even tu ally stop, and she re 
gained her equi lib rium. She cred its her fam ily, friends, and the state deaf-blind pro ject fam ily spe cial ist with 
help ing her to steady her self and take her first steps in this new life. 

Over the past thirty years, the sup port move ment for fam i lies of chil dren with dis abil i ties has de vel oped at a 
rapid pace. Mon u men tal ef forts by par ents have been the pri mary impe tus. In the early 1970s the first par 
ent-to-par ent groups were es tab lished, and in the mid-1970s the fed eral gov ern ment funded the first par ent 
in for ma tion cen ters (Par ent In for ma tion Cen ter, 2002). In 1994 and again in 2000 Con gress en acted the Fam i 
lies of Chil dren with Dis abil i ties Sup port Act. The first finding in the act states, “It is in the best in ter est of our 
Na tion to pre serve, strengthen, and main tain the fam ily” (Pub lic Law 106-402). 

Fam i lies are the most likely con stant pres ence in the life of a child with a dis abil ity. As a child grows older, the 
con cerns and needs of the fam ily of ten mul ti ply, cre at ing an ever-grow ing need for support of the en tire fam 
ily. When the child is an in fant, the pri mary con cerns may be re lated to med i cal or fi nan cial is sues. By the time 
the child is a young adult, the fam ily must con sider these, as well as is sues re lated to em ploy ment, liv ing ar 
range ments, ed u ca tion, tech nol ogy, self-ad vo cacy, and con ser va tor ship. An 18-year study of early in ter ven 
tion pro grams found that if we ex pect to have an im pact on the lives of chil dren, we must of fer com pre hen sive 
sup ports for fam i lies (Reynolds, Tem ple, Rob ert son, & Mann, 2001). The needs of a child are in ex tri ca bly tied 
to the needs of the family. 

In re sponse to this in creased fo cus on fam ily sup port, the United States has seen an up ward trend to ward hir 
ing par ent, fam ily, or con sumer rep re sen ta tives to as sist in de sign ing and de liv er ing sup port ser vices for spe 
cific pop u la tions of in di vid u als with dis abil i ties. In deed, many fund ing sources now re quire this 
rep re sen ta tion. There are mul ti ple ben e fits to this, a few of which are: 

� Fam i lies of ten trust one an other more than they trust a system. 

� Fam i lies are driven by personal ex pe ri ences and pas sions. 

� Fam i lies serve as a re al ity check for pro grams, en sur ing that ser vices are planned and de liv ered in a way 
that is ef fec tive for fam i lies and chil dren. 
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Deaf-Blind Perspectives 

� Fam i lies can clar ify the dif fer ence be tween 
what pro fes sion als per ceive as needs and 
what fam i lies know are real needs. Di verse 
fam i lies can bring new and differ ent per 
spec tives to the ta ble. (CEPR, 2002) 

In re cent years, par al lel ing the na tional move ment, 
there has been a growth in fam ily sup port ser vices 
among the state and multistate deaf-blind pro jects. 
This growth is ev i denced by the vast ar ray of fam ily 
ac tiv i ties pro vided by the state pro jects and the in 
creased number of pro jects that em ploy a family 
spe cial ist or con sul tant to as sist in de vel op ing and 
im ple ment ing fam ily sup port ser vices. 

Over the past seven years, NTAC (Na tional Tech ni 
cal As sis tance Con sor tium for Chil dren and Young 
Adults Who Are Deaf-Blind), in col lab o ra tion with 
the Hilton/Perkins Pro gram, has had the op por tu 
nity to sup port this move ment through a multi-year 
train ing pro gram for the fam ily spe cial ists and con 
sul tants work ing with deaf-blind pro jects. A fam ily 
spe cial ist or con sul tant is an in di vid ual who has 
con sid er able in volve ment, paid or vol un teer, in the 
plan ning, im ple men ta tion, and eval u a tion of the 
state deaf-blind pro ject’s tech ni cal as sis tance, train 
ing, and sup port to fam i lies of chil dren who are 
deaf-blind. Most of these in di vid u als are fam ily 
mem bers who un der stand and can em pa thize with 
the con cerns and needs of other fam i lies. How ever, 
they may or may not have the skills needed to de 
liver tech ni cal as sis tance and train ing. To ad dress 
this  need for  ski l ls  t rain ing,  NTAC and 
Hilton/Perkins of fered the first work shop for fam ily 
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spe cial ists in Oc to ber 1998. Fif teen of ap prox i mately 
twenty fam ily spe cial ists work ing with deaf-blind 
pro jects at tended the train ing. Since that time, four 
ad di tional work shops have been held, most re 
cently in June 2003 at the Helen Keller Na tional Cen 
ter in Sands Point, New York. Fam ily spe cial ists 
rep re sent ing 17 state pro jects at tended. Cur rently, 
26 state deaf-blind pro jects em ploy one or more 
fam ily spe cial ists or con sul tants. 

The pri mary goal of each work shop has been to 
build the con fi dence and skills of the fam ily spe cial 
ists so that they can ef fec tively pro vide sup port to 
fam i lies in their states. The work shops have cov ered 
a va ri ety of sub jects in clud ing: 

� fam ily dy nam ics and re la tion ships 

� per son al ity, self-aware ness, and the ef fect 
one may have on oth ers 

� ef fec tive com mu ni ca tion and con flict res o lu 
tion 

� learn ing styles and ef fec tive train ing strat e 
gies 

� leadership and team build ing 

� bal anc ing phys i cal and emo tional health as 
care givers 

� so cial/sex ual re la tion ships and deaf-blind 
ness 

� self-de ter mi na tion within fam ily struc tures 

� tech ni cal as sis tance strat e gies for fam i lies 
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For mal and in for mal eval u a tion of the train ing ac 
tiv i ties has con sis tently dem on strated their value. 
Dur ing the spring of 2003 a fol low-up survey was 
com pleted by fam ily spe cial ists who had par tic i 
pated in at least one of the trainings over the past 
five years. Their com ments re vealed that the train 
ing not only had a pos i tive ef fect on the par tic i pants 
per son ally, but also im proved their abil ity to work 
more ef fec tively with fam i lies, ser vice pro vid ers, 
and agen cies in their states: 

The train ing gave me the op por tu nity to look at
my self and un der stand that my re ac tions and
per son al ity set the tone of how I am go ing to
treat and work with my fam ily as well as other
fam i lies. 

Un der stand ing my own self (per son al ity, fam ily
of or i gin, learn ing style, etc.) has helped me re 
late better to my son. I am a MUCH more ef fec 
tive par ent and ad vo cate for my son. 

I have learned how to com mu ni cate with fami 
lies better. I no lon ger over whelm fam i lies with
in for ma tion and as sis tance. I have learned to 
pro vide what I am asked for when it is needed.
This has made my re la tion ship with the fami lies
in my state so much more re laxed, and in turn
they feel more com fort able ask ing me to do 
more. 

The con tact that I made dur ing these trainings
has led to col lab o ra tions re sult ing in a number
of ar ti cles for our news let ter.  . .  . Many fami lies
and pro fes sion als have re quested cop ies of
these and other ar ti cles re sult ing from con tacts
made or in for ma tion re ceived at these meet
ings. 

I now have more skills in work ing with ser vice
pro vid ers on both spe cific top ics and also [on
giv ing] them the per spec tive of the par ents, in a
way that is hon est, but in terms that they un der 
stand. It also gives cre dence to things the fam i 
lies may have told them that they pre vi ously
dis missed as be ing too emo tional. 

If I can be more ef fec tive in my per sonal re la 
tion ships with pro fes sion als we form a stron ger
al li ance and bond of mu tual trust. This does 
help improve ser vices. I have seen ser vices
change be cause if teams trust me/my team
they are much more will ing to imple ment the
sug ges tions we make. 

The pro ject that I work on now pro vides tech ni 
cal as sis tance that is di rected much more to the 
in di vid ual family and cir cum stance and less of a 
ge neric na ture. 

There are sev eral fac tors that con trib ute to the pos i 
tive re sults of this on go ing train ing pro gram. In the 
lit er a ture on family sup port, the con cepts of re la 
tion ships, con sis tency, and ad e quate, flex i ble sup 
port are men tioned re peat edly as as pects of an 

ef fec tive fam ily sup port sys tem. All of these fac tors 
are built into the fam ily spe cial ist train ing pro gram. 

A re la tion ship of re spect and trust was thought fully 
de vel oped in the first few years of train ing and has 
been fos tered in each work shop since. With the as
sis tance of two ex pe ri enced con sul tants, Marlyn 
Minkin and Ca thy Kirscher, the fam ily spe cial ists 
have par tic i pated in ac tiv i ties and dis cus sions that 
have prompted them to ex plore per sonal as pects of 
their own lives and their roles in their own fam i lies. 
The pur pose was to gain an un der standing of and 
em pa thy for the ex pe ri ences of other fam i lies. This 
ac tiv ity built a foun da tion of trust that was ob vi ous 
in each work shop as dem on strated by the fre quency 
and depth of the group dis cus sions. 

Twelve fam ily spe cial ists have at tended at least 
three of the five work shops. Sev eral more have at 
tended at least two. This con sis tency en hances the 
skills of the par tic i pants as new knowl edge and 
skills are lay ered upon pre vi ous learn ing. Many of 
the fam ily spe cial ists have be come highly compe 
tent and skilled and are tre men dous men tors for less 
ex pe ri enced fam ily spe cial ists. 

The Hilton/Perkins Pro gram, NTAC, and the state 
deaf-blind pro jects have dem on strated their com
mit ment to the fam ily spe cial ists by pro vid ing fi 
nan cial sup port for the train ing ini tia tive. Each of 
these en ti ties also pro vides on go ing in for mal sup 
port to the family spe cial ists through out the year. 
The pa ram e ters guid ing the use of the fi nan cial sup 
port have been flex i ble enough to al low the plan 
ning team to meet iden ti fied needs in the man ner 
that it feels will be most ef fec tive. This flex i bil ity has 
re sulted in work shop pro grams that are very ex cit 
ing, ex pe ri en tial, and some times non tra di tional. Al 
though a por tion of the agenda may be lec ture, the 
ma jor ity of time is spent en gaged in ac tiv i ties de 
signed to demon strate and prac tice new skills. 

Pro fes sion als can not fully un der stand the strengths, 
needs, and ed u ca tional re quire ments of a child who 
is deaf-blind with out un der stand ing the in flu ence 
of the fam ily on the child’s life. Fam ily spe cial ists are 
the key to this un der stand ing be cause they have the 
abil ity to reach a fam ily like no other pro fes sional 
can. It is nat u ral to connect more readily with some 
one who shares your life expe ri ences. How ever, in 
or der to have a sus tain ing im pact on a family and 
child, the fam ily spe cial ist may need ad di tional 
skills. On go ing train ing and sup port is es sen tial to 
im prove and main tain the ef fec tive ness of the fam 
ily sup port ac tiv i ties of state and multistate 
deaf-blind pro jects. 
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Siblings: Unusual Concerns … 
Unusual Opportunities 

Julie and Mark Martindale 

It was a Sunday morn ing, and we were fran ti cally 
round ing up our four young chil dren at church, 
when a few words from an ac quain tance stopped us 
in our tracks. It was Christ mas time, and all the chil -
dren were sup posed to sing in the school pro gram 
that eve ning. Our son, who uses a wheel chair and is 
DeafBlind, was go ing to be part of the pro gram with 
all the other chil dren. As this per son looked down at 
Aaron sit ting in his chair, she asked, “Is he go ing to 
be in the pro gram? He can’t sing.” Many emo tions 

stirred in us imme di ately—an ger and hurt at the in -
sen si tiv ity of this in di vid ual and even em bar rass -
ment and self-doubt. Maybe we should not have put 
him in the mu si cal. 

It was our son Ty ler who an swered the woman sim-
ply and el o quently as we stood there still stum bling 
for the words to say. Ty ler said with con fi dence and 
pride, “My brother can sing. He sings with his eyes.”  
If some day you meet our son Aaron, you will know 
what Ty ler is talk ing about—be cause Aaron does 
sing with his eyes and he says more with one smile 
than most of us can say with a thou sand words. 

But it was Ty ler who amazed us the most with his 
an swer. It re flected ac cep tance, in sight, and ma tu -
rity be yond his years. This was a turn ing point for 
us. We know that in all the wor ry ing we had done 
over our typ i cally de vel op ing chil dren, we had lost 
sight of the ben e fits that come from hav ing a sib ling 
with spe cial needs. It is not an easy road for sib lings, 
but along the way they learn skills and form at ti -
tudes that can help them through out life. Their ex -
pe ri ences are not re ally that dif fer ent from ours as 
par ents. They did n’t choose this road for them-
selves, and through the tough times they learn that 
life is not to be taken for granted. And with our help, 
they can emerge as stron ger, more sen si tive, and 
self-as sured hu man be ings, just like us as par ents. 

We’ve spent a lot of time wor ry ing about the ef fects 
of the ex tra at ten tion that our spe cial needs chil dren 
get. How could we pos si bly ex plain to a two year 
old why the phys i cal ther a pist was com ing to play 
with his baby sister, but not with him?  She is “spe -
cial,” but so is he. Was this go ing to make him feel in -
se cure?  Would he feel too much pres sure to be the 
one to suc ceed be cause his sib lings would n’t be able 
to do all that he was able to ac com plish?  Would he 
grow up resentful or an gry? 

In the book by Don ald J. Meyer et al., Sibshops: Work -
shops for Sib lings of Chil dren with Spe cial Needs (Paul H. 
Brookes Pub lishing Co., 1994), the au thors list some 
of the most common con cerns that are as so ci ated 
with be ing a sib ling of a child with spe cial needs and 
also some of the many pos i tive op por tu ni ties for 
growth that sib lings have. Here are some ex am ples: 

Unusual Concerns Unusual Opportunities 

overidentification maturity 

embarrassment self-concept & social competence 

guilt insight and tolerance 

isolation or loss loyalty 

resentment vocational opportunities 

increased responsibility pride 

pressure to achieve advocacy skills 
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Aaron with his broth ers and sis ters. Aaron (11) is at the 
bot tom, then clock wise are McKenna (10), Hope (8), 

Brennan (4), Ty ler (12), Jor dan (6) 
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In spite of the diffi cul ties, there are great joys. The 
sib lings see all of it, some times more than we do. We 
have a lot to learn from our typ i cal kids and we are 
learn ing to lis ten to them more and more. We have 
de cided not to worry so much (OK, we know it is 
eas ier said than done) about the neg a tive pos si bil i 
ties that can af fect our kids. We’re learn ing to worry 
less and ex pe ri ence life more. As we seek to en joy 
the lit tle things in life and to learn from the dif fi cult 
times that come our way, just maybe our atti tude 
will shape the at ti tudes of our chil dren. But most 
likely, it will be our chil dren teach ing us. 

The Martindales live in Anoka Min ne sota. 

❖❖❖❖❖❖❖ 

Guest Editorial 

Spot light on Assistive

Tech nol ogy


Jon Harding

Technical As sis tance Specialist


NTAC


In or der to suc cess fully ed u cate chil dren who are 
deafblind, ed u ca tors must use the best ed u ca tional 
prac tices avail able. Assistive tech nol ogy (AT) is one 
com po nent of an ed u ca tional pro gram that can help 
deafblind chil dren reach their full po ten tial. A num 
ber of fac tors, how ever, of ten limit the use of these 
tools, in clud ing a lack of re search data, un clear le gal 
re quire ments, and lim ited knowl edge about the 
ben e fits that AT can pro vide. Be cause of this, 
deafblind chil dren are of ten de nied the op por tu nity 
to ac cess tech nol ogy that could help them com mu 
ni cate, par tic i pate, so cial ize, and ex plore. All of 
these ob sta cles can be over come, how ever, when all 

Definitions 

IDEA de fines an assistive tech nol ogy de vice 
as “any item, piece of equip ment, or prod 
uct sys tem, whether ac quired com mer cially 
off the shelf, mod i fied, or custom ized, that 
is used to in crease, main tain, or im prove the 
func tional ca pa bil i ties of a child with a dis 
abil ity.” 

An assistive tech nol ogy ser vice “means any 
ser vice that di rectly as sists a child with a dis 
abil ity in the se lec tion, ac qui si tion, or use of 
an assistive tech nol ogy de vice.” 

peo ple in volved in the lives of chil dren who are 
deafblind are com mit ted to the ex pan sion of the use 
of assistive tech nol ogy. 

Chil dren iden ti fied as deafblind have vi sion and 
hear ing losses that impact learn ing, mo bil ity, com 
mu ni ca tion, and so cial and be hav ioral skills. In ad 
di tion, cog ni tive or phys i cal dis abil i ties and med i cal 
prob lems are of ten pres ent, cre at ing chal lenges that 
can be over whelm ing for teach ers, ther a pists, coun 
sel ors, and aides. It is un think able that these chil 
dren with the most sig nif i cant learn ing ob sta cles not 
be given close scru tiny to de ter mine if AT might be 
nec es sary to meet their ed u ca tional goals. 

The In di vid u als with Dis abil i ties Ed u ca tion Act 
(IDEA) is a fed eral law that re quires that all chil dren 
with an IEP (in di vid u al ized ed u ca tion pro gram) 
must be con sid ered for assistive tech nol ogy. The 
law rec og nizes the value of AT and is de signed to 
en sure that chil dren with spe cial needs have ac cess 
to AT if it is needed to meet their ed u ca tional goals. 
It seems log i cal to as sume that chil dren with the 
most sig nif i cant ob sta cles to learn ing, in clud ing 
deafblind chil dren, would be given thor ough con 
sid er ation. There is no lit er a ture to sug gest, how 
ever, that all (or even a ma jor ity of) deafblind 
chil dren are for tu nate enough to be con sid ered for 
AT on more than a cur sory ba sis. 

Dur ing IEP de vel op ment, teach ers are re quired to 
con sider and docu ment an ar ray of fac tors re lated to 
a stu dent’s ed u ca tional pro gram. These in clude (but 
are not lim ited to) the stu dent’s pres ent level of per 
for mance, learn ing char ac ter is tics, so cial and phys i 
cal de vel op ment,  near-term goals, de sired 
post-school out comes, spe cial and re lated ser vices, 
trans por ta tion, and ac com mo da tions. Con sid er ing 
the lit any of fac tors to con sider, it’s easy to see how 
AT might be over looked. 

It is im por tant to note a couple of points. First, the ul 
ti mate goal for ed u ca tors is not to ac quire a de vice 
for a par tic u lar child, but rather to ex plore which de 
vices and ser vices are ap pro pri ate to al low par tic i 
pa tion and to meet ed u ca tional goals. Sec ond, 
in creas ing the aware ness of AT should not lessen, 
but rather com ple ment the value of other in ter ven 
tions and ther a pies such as the use of intervenors, 
vi sion as sess ments, and per son-cen tered plan ning. 
Fi nally, AT should as sume a prom i nent place in pro 
fes sional dis cus sion about prom is ing prac tices. The 
re al ity is that when AT is over looked as a ser vice, 
the neg a tive con se quences are the great est for 
deafblind chil dren. 

Listed be low are some of the ob sta cles that in hibit 
the ac qui si tion and use of AT and sug gested ac tions 
to over come the ob sta cles. While these prob lems are 
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com pli cated and the re sponses sim plis tic, it is an at 
tempt to fur ther a di a logue about assistive tech nol 
ogy and deafblindness. 

1. There is a lack of re li able data about AT and its 
use with deafblind chil dren. 

Very little data is avail able about the use and ef fec 
tive ness of assistive tech nol ogy for stu dents who 
are deafblind. If there were data sug gest ing that, in 
gen eral, AT is not be ing used with deafblind chil 
dren, then we would need to ask why and take ac 
tion to cor rect the sit u a tion. 

Re sponse: There is an ob vi ous need to gather qual i 
ta tive and quan ti ta tive data on the con sid er ation 
pro cess for and the ac qui si tion, use, and ef fec tive 
ness of AT for deafblind stu dents so that the field 
can make de ci sions about how to best en sure that all 
of these chil dren are con sid ered con sis tently and 
fairly. As an ini tial step, state deafblind pro jects 
should be en cour aged to col lect and share data on 
the use of AT by stu dents in their cen sus. It is fea si 
ble to de ter mine how many stu dents are us ing AT, 
what kind is be ing used, and whether it is in cluded 
on the IEP. The re sult ing data could help clar ify a re 
sponse. 

2. Deafblind ad vo cacy groups have not made 
assistive tech nol ogy for deafblind stu dents a pri 
or ity. 

Assistive tech nol ogy has not re ceived the same fo 
cus of at ten tion by the deafblind com mu nity as 
other is sues have. Eti ol ogy, iden ti fi ca tion, tran si 
tion, in clu sion, and eval u a tion are of ten ex plored 
and de bated, but AT re mains an an cil lary topic. De 
spite the fact that com mu ni ca tion de vel op ment is 
strongly empha sized (and rightly so), there has not 
been enough at ten tion given to the aug men ta tion of 
com mu ni ca tion via tech nol ogy. 

Re sponse: Fam ily and pro fes sional ad vo cacy 
groups, both state and federal, should work to pro 
mote the use of assistive tech nol ogy to achieve ed u 
ca tional goals. State deafblind pro ject per son nel 
should in clude in di vid u als knowl edge able about 
assistive tech nol ogy re sources in their states and 
should en cour age schools to con sider AT for 
deafblind chil dren. 

3. Exist ing best practices in the field of AT are not 
be ing im ple mented or ef fec tively pro moted for 
deafblind chil dren. 

Ex ist ing pro fes sional stan dards and prac tice rec om 
men da tions are avail able to help im ple ment 
assistive tech nol ogy ser vices for chil dren with all 
types of dis abil i ties. There is no need for du pli cate 
forms or guide lines for chil dren with deafblindness. 

Re sponse:  The Wis con sin Assistive Tech nol ogy Ini 
tia tive (WATI), http://www.wati.org, and the Geor 
gia  Pro ject  for  Assist ive  Tech nol  ogy,  
http://www.gpat.org/, have ex cel lent AT as sess 
ment pro to cols avail able for use. These re sources, 
along with pol icy frame works such as the Qual ity 
In di ca tors for Assistive Tech nol ogy (QIAT), 
http://www.qiat.org, and the Assistive Tech nol ogy 
Pol icy Check list, http://natri.uky.edu/re sources/re 
ports/cheklst.html, need to be dis sem i nated and put 
into prac tice in schools at tended by deafblind chil 
dren. 

4. The AT pro vi sions in IDEA are not en forced. 

IDEA states that IEP teams must con sider whether a 
child re quires assistive tech nol ogy de vices and ser 
vices but does not de fine the term “con sider.” If an 
IEP team de cides that no AT is re quired for a par tic 
u lar stu dent, the de ci sion is typ i cally not jus ti fied or 
ex plained. 

Re sponse: Ad vo cacy groups should lobby fed eral 
leg is la tors to amend the AT pro vi sions within IDEA 
to de fine the phrase “must be con sid ered.” IEPs 
must ex plain how a stu dent was con sid ered for AT 
and why AT was not re quired if that was the de ter 
mi na tion. State com pli ance boards should be en 
cour aged to em pha size the impor tance of AT as a 
com po nent of the IEP. 

5. Par ents of chil dren who are deafblind have not 
made AT a pri or ity when ad vo cat ing for ser vices. 

His tor i cally, the im pe tus for mean ing ful change in 
pol icy and prac tice in the field of dis abil i ties has 
come from par ents who have or ga nized to tes tify 
and lobby on be half of their chil dren. 

Re sponse: Par ents of chil dren who are deafblind 
could con nect with other dis abil ity groups to ad vo 
cate and lobby to en sure that deafblind chil dren re 
ceive AT con sid er ation and ben e fits. Ex ist ing 
deafblind par ent sup port groups could cre ate po si 
tion pa pers, call lo cal leg is la tors, and con nect with 
lo cal par ent train ing and in for ma tion cen ters to pro 
mote AT aware ness in their commu ni ties. 

❖❖❖❖❖❖❖ 

You are wel come to copy ar ti cles from 
Deaf-Blind Per spec tives. Please pro 
vide the ap pro pri ate ci ta tions. 
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Be gin ning dur ing pre school and con tin u ing 
through out the school years, com puter ac tiv i ties 
may be used to pro mote lan guage ac qui si tion and 
com mu ni ca tion de vel op ment in chil dren who are 
deafblind. They may be used to sup port chil dren’s 
com mu ni ca tive be hav iors and in ter ac tions; to im 
prove their un der stand ing of symbols, pic tures, and 
words; and to pro mote the de vel op ment of for mal 
writ ten lan guage. 

A child’s phys i cal, sen sory, and cog ni tive abil i ties 
are im por tant con sid er ations for the de sign of com 
puter ac tiv i ties. Com puter in put and out put meth 
ods should be based on an as sess ment of a child’s 
phys i cal and sen sory abil i ties. The type and con tent 
of ac tiv i ties should gen er ally be de ter mined by a 
child’s cog ni tive abil i ties as well as by the ed u ca 
tional ob jec tives. An assistive tech nol ogy eval u a 
tion to de ter mine spe cific tech nol ogy so lu tions for 
an in di vid ual child should be per formed by some 
one who is both fa mil iar with the unique needs of 
deafblind chil dren and knowl edge able about cur 
rent tech nol ogy. 

Teach ing sug ges tions and ex am ples of suc cess ful 
com puter ac tiv i ties used with chil dren in the 
Deafblind Pro gram at Perkins School for the Blind 
will be shared here. Many other soft ware pro grams 
and hard ware so lu tions are also ap pro pri ate for 
chil dren who are deafblind, and new tech nol o gies 
are con tin u ally be ing de vel oped. A sin gle soft ware 
pro gram can ad dress mul ti ple areas of the curric u 
lum and can ben e fit chil dren of dif fer ent ages and 
abil i ties de pend ing on how it is used with an in di 
vid ual child. Some pro grams are de signed spe cif i 
cally to support one type of ac tiv ity such as cause 
and ef fect or pic ture match ing. Oth ers are lim ited 
only by the cre ativ ity of the in di vid ual de sign ing the 
ac tiv ity. 

Computer Activities 

Ef fec tive com puter ac tiv i ties de signed to sup port 
com mu ni ca tion in clude: 

� the teach ing of cause-and-ef fect re la tion 
ships 
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� early lan guage de vel op ment ac tiv i ties such 
as sym bol rec og ni tion, choice mak ing, re 
quest ing, and la bel ing 

� con tin ued lan guage de vel op ment and ex 
pan sion 

Chil dren who have some us able vi sion can ben e fit 
by par tic i pat ing in these ac tiv i ties. Those who are 
to tally deafblind can be in tro duced to the com puter 
only af ter ac quir ing enough lan guage and knowl 
edge of braille to suc cess fully op er ate a refreshable 
braille dis play for com puter ac cess. 

Teaching Cause and Effect Relationships 

Chil dren who dem on strate an abil ity to vi su ally at 
tend for short pe ri ods of time can be in tro duced to 
the com puter for ac tiv i ties that teach the con cept of 
cause and ef fect. It is impor tant that the se lected 
soft ware pro gram draws the child’s vi sual at ten tion 
im me di ately to the screen and pro vides di rect feed 
back for his or her ac tions. A mon i tor with a built-in 
touch screen makes it pos si ble for a child to es tab lish 
a di rect link be tween an ac tion and the re sult ing ac 
tiv ity that ap pears on the screen. The child should be 
seated in front of the mon i tor in an op ti mal po si tion 
for view ing the screen at eye level. An ad just able 
chair or ta ble should be used if nec es sary. Ex tra ne 
ous equip ment, such as the key board and mouse, 
should be moved out of reach. High-qual ity am pli 
fied com puter speak ers can be used to pro vide au di 
tory feed back that en hances the ex pe ri ence. 

A teacher in tro duces the ac tiv ity by first mod el ing 
the ac tion of touch ing the screen, then by pro vid ing 
hand-un der-hand as sis tance to the child if nec es 
sary. Chil dren learn that they can pro duce an ef fect 
by touch ing the screen be cause they re ceive im me 
di ate re in force ment in the form of a change in a pat 
tern, sound, or an i ma tion. Once a child has 
dem on strated an un der stand ing of the re la tion ship 
be tween cause and ef fect us ing a touch screen, an in 
di rect ac cess tool is in tro duced. This is usu ally in the 
form of a switch or mouse but ton. How ever, some 
chil dren need to take smaller steps away from di rect 
touch by first using a handheld tool such as a sty lus 
or a pointer made from ther mo plas tic ma te rial. 

Soft ware pro grams that uti lize a sin gle switch or 
mouse click and pres ent in stant feed back in the 
form of bold col ored pat terns dis played on a solid or 
un clut tered back ground and ac com pa nied by dis 
tinct sounds are pre ferred. Ide ally, pro grams 
should pres ent im ages and in for ma tion in a con sis 
tent and pre dict able lo ca tion. The pos si bil ity of a 
child’s miss ing the vi sual re ward is re duced if he or 
she can an tic i pate the ap pear ance of a par tic u lar 
graphic or an i ma tion in a spe cific lo ca tion on the 
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screen. As chil dren learn where to look for an ac tion, 
they can have more mean ing ful and suc cess ful in 
ter ac tions with the com puter. 

An ex am ple of a pro gram that can be used for 
cause-and-ef fect ac tiv i ties is SwitchIt! Suite 
(IntelliTools). This suite pro vides op tions for chang 
ing im ages, col ors, and the num ber of switch ac ti va 
tions needed be fore an an i mated re ward is 
pre sented, and it con sists of four sep a rate pro grams 
with dis play op tions rang ing from simple pat terns 
with large, bold com po nents to com plex fine-line 
draw ings. The com plex ity and num ber of graphics 
pre sented on the screen at one time can grad u ally be 
in creased as a child dem on strates un der stand ing of 
an ac tiv ity and the abil ity to vi su ally dis crim i nate 
the con tent. Other pro grams are Crea ture An tics 
(Lau re ate), which pres ents slightly more complex 
an i mated crea ture char ac ters against a solid black 
back ground, and Eensy and Friends (Don 
Johnston), which has large, col or ful graphics and 
sta ble back ground im ages, for use when a child is 
ready to pro cess an in creased num ber of vi sual vari 
ables as part of an ac tiv ity. 

Early Language Development Activities 

Suc cess ful early com puter ex pe ri ences build a foun 
da tion for more com plex in ter ac tions as ac tiv i ties 
tran si tion from ran dom cause-and-ef fect ex er cises 
to early lan guage de vel op ment ac tiv i ties such as 
sym bol rec og ni tion, match ing, choice mak ing, re 
quest ing, and la bel ing. 

Sym bol rec og ni tion. One ac tiv ity to help chil dren 
learn how to use symbols for commu ni ca tion in
volves match ing im ages of sym bols dis played on a 
com puter screen to the same sym bols dis played on a 
card. Us ing a screen-cap ture util ity, screen images 
can be du pli cated, printed on cards, and lam i nated. 
Then, as an im age ap pears on the screen, a teacher 
pres ents a card with the match ing im age to the 
child. A strip of Velcro placed on the front of the 
mon i tor al lows the symbol to be placed next to the 
screen, leav ing the teacher’s hands free for sign ing. 
Over time, as a child’s rec og ni tion of sym bols in 
creases, sev eral cards are pre sented at one time and 
the child is en cour aged to choose fa vor ite pro grams 
or pat terns. These types of in ter ac tions pro mote the 
use of lan guage as the child makes re quests or in di 
cates pref er ences and the teacher re sponds imme di 
ately with a com bi na tion of signs, sym bols, and the 
re quested com puter an i ma tions. 

La bel ing and match ing. Once a child can dem on 
strate an abil ity to dis crim i nate and rec og nize pic 
tures (pho to graphs, line draw ings, or graphi cal 
sym bols), com puter ac tiv i ties can be ex panded to 
in clude la bel ing and match ing. Many ed u ca tional 

soft ware programs used for this pur pose have ap 
pro pri ate con tent but are in ac ces si ble to chil dren 
with se vere vi sual im pair ments. How ever, some 
pro grams al low easy cus tom iz ation of les sons by 
com bin ing sounds, pic ture com mu ni ca tion sym
bols, com puter graphics, dig i tal im ages, mov ies, 
and text in a format that is ap pro priate for each 
child. Mean ing ful lan guage-based ac tiv i ties can be 
cre ated with mul ti me dia authoring pro grams found 
in many el e men tary schools such as HyperStudio 
(Sun burst) or IntelliPics Stu dio (IntelliTools). 

The pro gram Stickybear Op po sites De luxe (Op ti 
mum Re source, Inc.) uses clear bold an i mated 
graphics to il lus trate ba sic con cepts such as on/off, 
up/down, in/out, and big/small, and pro vides mul 
ti ple op por tu ni ties to sup port lan guage de vel op 
ment by talk ing or sign ing about the an i ma tion as it 
plays out on the screen. Words Around Me 
(Riverdeep/Edmark) fo cuses on de vel op ing com 
mon vo cab u lary by us ing pho to graphs and draw 
ings for lessons in la bel ing, match ing, and 
cat e go riz ing. The teacher fa cil i tates in ter ac tion with 
the pro gram by sign ing as the pic tures are iden ti fied 
and la beled and as di rec tions for match ing are given 
in dig i tized speech. 

Cus tom ized com puter ac tiv i ties for pic ture match 
ing uti lize im ages rep re sent ing the fea tures of a 
child’s daily rou tine or pho to graphs of fam ily mem 
bers and class mates. Ini tially, the child is asked to 
find two simi lar im ages on the screen and “drag” 
them to gether make a match. At a higher level, the 
child is re quired to look away from the screen and 
lo cate the match on an al ter na tive key board such as 
the  Intel l iKeys key board ( Intel l iTools) .  
OverlayMaker (IntelliTools) can be used to cre ate 
key board over lays ap pro pri ate for a child’s vi sual 
and cog ni tive abil i ties. 

Continued Language Development and

Expansion


As a child’s lan guage abil i ties de velop, com puter 
ac tiv i ties can be used for sto ry tell ing and to teach 
read ing and writ ing. Ini tially, pro grams are used 
that en cour age the child to use pic tures and pho to 
graphs for com mu ni ca tion and self-ex pres sion. 

Chil dren who rec og nize and un der stand pho to 
graphs par tic u larly en joy com puter ac tiv i ties that 
in te grate pho to graphs of them selves and their class
mates. With IntelliPics Stu dio, a teacher and child 
work to gether to cre ate ex pe ri ence sto ries about 
field trips, spe cial events, and class room ac tiv i ties. 
They il lus trate events us ing a pic ture of the child, 
class mates, and other as pects of an ex pe ri ence that 
ap pear on pal ettes as clip art choices and back 
grounds within the pro gram. The child and teacher 
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dis cuss the event through the se lec tion and place 
ment of these images. Through ma nip u la tion of his 
own im age, the child ex presses him self even when 
he does not have the spe cific vo cab u lary to do so. 
The teacher takes ad van tage of this op por tu nity to 
teach for mal lan guage by us ing signs, speech, or 
writ ten words that de scribe the child’s ac tions.  He 
or she pro vides ad di tional lan guage in struc tion by 
us ing over lays on the IntelliKeys key board. The 
child se lects keys con tain ing words or phrases on 
the over lay to la bel pic tures or cre ate sim ple sen 
tences. 

Chil dren can write sen tences with pic ture sup port 
us ing a pro gram such as Clicker 4 (Crick Soft ware), 
a word pro ces sor that in te grates the Mayer-John son 
Pic ture Com mu ni ca tion Sym bols with text. 
On-screen grids con tain ing pic tures and words 
based on a child’s par tic u lar lan guage abil i ties fa cil 
i tate sen tence for ma tion. A teacher dis cusses an 
event with the child by ask ing ques tions and en 
cour ag ing writ ten self-ex pres sion by the se lec tion of 
words and sym bols from the grids. The doc u ment is 
printed and added to a note book that serves as a 
jour nal of the child’s ex pe ri ences for later re view, 
fur ther dis cus sion, or shar ing with oth ers. 

As writ ten lan guage de vel ops, the child types 
words on a key board and the use of sym bols and 
grids is de creased. An IntelliKeys key board is used 
with a large-print al pha bet in a QWERTY lay out to 
fa cil i tate even tual tran si tion to a stan dard com puter 
key board. Ini tially, the child uses the on-screen 
grids as a model for word choices or sen tence struc 
ture and merely cop ies the text. Later, the child is 
chal lenged to re call spell ing words from mem ory or 
type them with fingerspelling help from the teacher. 
The child is mo ti vated to write ex pe ri ence sto ries, 
let ters to oth ers, and lists for shop ping or cook ing. 
The teacher en cour ages writ ing de vel op ment by 
pro vid ing as sis tance with vo cab u lary and lan 
guage. 

The in ter ac tion be tween chil dren and teach ers dur 
ing com puter time is very valu able for lan guage ac 
qui si tion and de vel op ment. There is a care ful 
bal ance be tween teach ing a child to use the com 
puter and teaching a child language us ing a com
puter. When that bal ance is achieved, the com puter 
can be a very pow er ful tool for learn ing and us ing 
lan guage. 

Hardware and Software


Modifications


The key board and mouse gen er ally pro vide the pri 
mary com puter in put. These de vices can serve as 

bar ri ers for many deafblind chil dren be cause of vi 
sual or phys i cal lim i ta tions, but sim ple ad ap ta tions 
are pos si ble. Chil dren may need to have a par tic u lar 
set of skills be fore some of these ad ap ta tions can be 
used. In some in stances, these skills can be taught as 
the ad ap ta tion is in tro duced. In other cases, a foun 
da tion must be in place be fore the skills that the ad 
ap ta tion re quires can be taught. In tro duc tion of 
com plex de vices be fore a child dem on strates un der 
stand ing of spe cific con cepts or has the re quired mo 
tor skills can re sult in un nec es sary fail ure and even 
re jec tion of the tech nol ogy. The de vel op ment of im 
por tant foun da tions sup ports a child’s readi ness for 
the use of more so phis ti cated tech nol o gies and ul ti 
mately de ter mines their ef fec tive ness. 

Sim ple mod i fi ca tions for the mouse: 

� Place the mouse on a box to bring it closer to 
the screen. 

� Place the mouse on a slanted sur face to re in 
force the con cepts of up and down. 

� Use a tac tile “re minder” such as a small dot 
of fuzzy Velcro on the mouse but ton. 

� Ad just the track ing speed in the mouse con 
trol panel. 

� Mod ify the size or color of the pointer 
through the mouse con trol panel (Win dows 
only). 

� Use a dou ble-sized mouse pad to in crease 
the “mous ing” area. 

� Use a solid-col ored mouse pad for con trast. 

� Use a one-but ton mouse (Ap ple). 

� Con trol the left and right mouse but ton func 
tions through the con trol panel (Win dows 
only). 

Spe cialized hard ware as a re place ment for the 
mouse: 

� built-in or ex ter nal touch screen 

� joy stick 

� trackball 

� trackpad 

� head mouse 

� switch in ter face with sin gle switches 

Add-on soft ware mod i fi ca tions for the mouse or 
mouse re place ment: 

� mod i fied or en larged pointer/cur sor 

� “hot spot” con trol panel 
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� soft ware as sis tance for click ing and drag 
ging 

Sim ple mod i fi ca tions for the key board: 

� Place large-print stick ers di rectly on the key
board or on a mois ture guard that is placed 
on the key board. 

� Place the key board on a slanted sur face. 

� Use a keyguard to pre vent un wanted ac ti va 
tions. 

� Cover un used keys to re duce distrac tions. 

� Turn on “sticky keys” in the key board con 
trol panel. 

� Slow the re peat rate or ig nore re peated key 
strokes in the key board con trol panel. 

Spe cialized hard ware as a re place ment for the 
stan dard key board: 

� ex panded or membrane key board 

� switch in ter face 

� “biggy” key board with en larged keys 

� refreshable braille dis play 

� braille notetaker (to be used in stead of a com
puter) 

Add-on soft ware mod i fi ca tions for the key board: 

� sim ple on-screen soft ware key board 

� software to cus tom ize overlays for an alter 
na tive key board 

� scan ning soft ware with a switch in ter face 

Vi sual out put is a ma jor compo nent of most com 
puter ac tiv i ties for chil dren. Soft ware pro grams 
con tain col or ful graphics and an i ma tion, with in te 
grated sounds, dig i tized speech, or mu sic. In abil ity 
to see graphics or hear sounds may limit but does 
not al ways have to pre vent a child’s use of a soft 
ware pro gram. 

Sim ple mod i fi ca tions for the screen: 

� Place the mon i tor di rectly on a ta ble or on a 
box to ad just the height for op ti mal view ing. 

� Re duce glare from light sources in the room 
by thought ful place ment of the com puter in 
re la tion to win dows and over head light ing. 

� Re duce glare by at tach ing a “hood” to the 
mon i tor to block light sources from the sides 
and top. 

� Ad just the size of fonts, icons, and the 
pointer through con trol pan els. 

� Re duce screen res o lu tion to in crease view ing 
size. 

� Use an ad justable chair or ta ble. 

Spe cial ized mod i fi ca tions for the screen: 

� Con sider the size of the mon i tor and the 
child’s vi sual field. A larger or smaller screen 
size may be ap pro pri ate. 

� Place the mon i tor on an ad just able arm for 
quick re po si tion ing. 

� Use screen mag ni fi ca tion soft ware. 

� Use speech out put soft ware or speech fea 
tures built into soft ware pro grams. 

� Use a refreshable braille dis play. 

Mod i fi ca tions for sound out put: 

� head phones 

� patch cord be tween the head phone jack and 
hear ing aid or FM unit 

� am pli fied ex ter nal com puter speak ers 

Information Resources 

Organizations 

Clos ing the Gap 
(In ter na tional or ga ni za tion) 
P.O. Box 68

Henderson, MN 56044

507-248-3294

info@closingthegap.com

http://www.closingthegap.com


ABLEDATA 
(Assistive tech nol ogy da ta base)

8630 Fenton Street, Suite 930

Sil ver Spring, MD 20910

800-227-0216

301-608-8912 TTY

abledata@orcmacro.com

http://www.abledata.com


Assistive Tech nol ogy In dus try As so ci a tion 
(Or ga ni za tion of man u fac tur ers and pro vid ers of 
assistive tech nol ogy de vices and ser vices) 
401 North Mich i gan Av e nue 
MC: 2200-1 
Chi cago, IL 60611-4267 
877-OUR-ATIA (877-687-2842) 
info@atia.org 
http://www.atia.org 
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Assistive Technology Companies 

Ablenet, Inc. 
(Switches, switch in ter faces) 
1081 10th Ave. S.E. 
Min ne ap o lis, MN 55414 
800-322-0956 
customerservice@ablenetinc.com 
http://www.ablenetinc.com 

Ai Squared 
(Screen mag ni fi ca tion soft ware) 
P.O. Box 669 
Man ches ter Cen ter, VT 05255 
800-859-0270 
sales@aisquared.com 
http://www.aisquared.com 

Alva Ac cess Group, Inc. 
(Braille dis plays, notetakers, and screen read ers) 
436 14th St., Suite 700 
Oak land, CA 94612 
888-318-2582 
info@aagi.com 
http://www.aagi.com 

Crick Soft ware 
(Clicker 4) 
50 116th Ave S.E., Suite 211 
Bellevue, WA 98004 
866-332-7425 
info@cricksoft.com 
http://www.cricksoft.com 

Don Johnston In cor po rated 
(Switches, switch in ter faces, Eensy & Friends, On A 
Green Bus, A Day at Play) 
26799 West Com merce Drive 
Volo, IL 60073 
800-999-4660 
info@donjohnston.com 
http://www.donjohnston.com 

Riverdeep /Edmark 
(Touch Win dow, Words Around Me, 
Bailey’s Book House, Mil lie’s Math House) 
500 Red wood Blvd. 
Novato, CA  94947 
415-763-4700 
info@riverdeep.net 
http://www.riverdeep.net/edmark 

Ed u ca tional Re sources 
(KidPix Stu dio, Stickybear Op po sites De luxe, gen 
eral ed u ca tional soft ware and hard ware) 
1550 Ex ec u tive Drive 
Elgin, IL 60123 
800-860-7004 
http://www.edresources.com 

Free dom Sci en tific 
(Braille notetakers, dis plays, and em boss ers; screen 
mag ni fi ca tion soft ware) 
11800 31st Court N. 
St. Petersburg, FL  33716-1805 
800-444-4443 
info@FreedomScientific.com 
http://www.freedomscientific.com 

IntelliTools, Inc. 
(IntelliKeys, IntelliPics Stu dio, Over lay Maker, 
SwitchIt! Suite) 
1720 Cor po rate Cir cle 
Petaluma, CA  94954 
800-899-6687 
info@intellitools.com 
http://www.intellitools.com 

Lau re ate Learn ing Sys tems, Inc. 
(Crea ture An tics, Crea ture Ca pers) 
110 East Spring Street 
Winooski, VT 05404-1898 
800-562-6801 
cus tomer-ser vice@laureatelearning.com 
http://www.laureatelearning.com 

Mayer-John son Co. 
(Mayer-John son Pic ture Com mu ni ca tion Sym bols) 
P.O. Box 1579 
Solana Beach, CA 92075 
800-588-4548 
mayerj@mayer-john son.com 
http://www.mayer-john son.com 

R. J. Coo per & As so ci ates 
(Magic Arm switch mount, cause-and-ef fect soft 
ware) 
27601 Forbes Rd., Suite 39 
Laguna Niguel, CA 92677 
800-752-6673 
info@rjcooper.com 
http://www.rjcooper.com 

SoftTouch 
(Old Mac’s Farm) 
4300 Stine Road, Suite 401 
Bak ers field, CA 93309 
877-763-8868 
softtouch@funsoftware.com 
http://www.funsoftware.com 

Sun burst Tech nol ogy 
(HyperStudio) 
1550 Ex ec u tive Drive 
Elgin, IL 60123 
800-321-7511 
http://www.sun burst.com 
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Switch In Time 
(Free switch ac ces si ble soft ware for Macintosh, 
Scan’n Read, KidBook) 
172 Har vard Road 
Little ton, MA 01460 
978-486-9433 
ad ams@switchintime.com 
http://www.switchintime.com 

Troll Touch 
(Touch screens: add-on and built-in) 
25530 Av e nue Stanford, Suite 201 
Va len cia, CA 91355-1131 
661-257-1160 
info@trolltouch.com 
http://www.trolltouch.com 

❖❖❖❖❖❖❖ 

Research Update 
Peggy Malloy


Managing Editor


Deaf-Blind Per spec tives would like to be gin a re cur 
ring “Re search Up date” sec tion con sist ing of short 
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. We are in ter ested in in for ma tion 
from both the United States and in ter na tional 
sources. Ex am ples of the types of an nounce ments 
that may be posted in clude: 

� an nounce ments by re search ers who are cur 
rently do ing re search in a par tic u lar area and 
would like to know if there are oth ers work 
ing on the same topic or just gen er ally would 
like to let peo ple know about their on go ing 
work; 

� new or re cent pub li ca tions re lated to re 
search; 

� re quests for in di vid u als to par tic i pate in a re 
search study. 

We hope that peo ple will be in ter ested in con trib ut 
ing to this col umn and that it will serve as a fo cused 
place within Deaf-Blind Per spec tives where peo ple 
can look for in for ma tion about re search. If you are 
in ter ested in con trib ut ing an an nounce ment or have 
ques tions, con tact: 

Peggy Malloy 
Man ag ing Ed i tor 
malloyp@wou.edu 

503-838-8598 (V/TTY)

Teach ing Re search

345 N. Monmouth Ave.

Monmouth, OR  97361


Request for Study Group Participants

 The Per sons Ag ing with Hear ing & Vi sion Loss Pro 
ject is look ing for in di vid u als over the age of 55 to 
par tic i pate in a three-to-five-year study ex plor ing 
ways to im prove em ploy ment and com mu nity in te 
gra tion outcomes for per sons who are deaf or blind 
and who are ex pe ri enc ing a sec ond ary on set of vi 
sion or hear ing loss as a re sult of ag ing. Al though 
the pro ject fo cuses on in di vid u als who ac quired one 
loss be fore the age of 55 and the sec ond loss af ter the 
age of 55, all per sons over 55 with both losses are el i 
gi ble to par tic i pate. Col lab o rat ing in this pro ject are 
the Mis sis sippi State Uni ver sity Re ha bil i ta tion Re 
search and Train ing Cen ter (RRTC) on Blind ness 
and Low Vi sion, the Helen Keller Na tional Cen ter, 
and the RRTC on Per sons Who Are Hard of Hear ing 
or Late Deaf ened at Na tional Uni ver sity in San 
Diego. 

For more in for ma tion or for a study group ap pli ca 
tion, con tact: 

B. J. LeJeune, Prin ci ple In ves ti ga tor 
Re ha bil i ta tion Re search and Train ing Cen ter on 
Blind ness and Low Vi sion 
Mis sis sippi State Uni ver sity 
P.O. Box 6189

Mis sis sippi State, MS  39762

800-675-7782

662-325-8693 TTY

bjlejeune@colled.msstate.edu


New Publication 

Mesch, Johanna (2001). Tac tile Sign Lan guage: Turn 
Tak ing and Ques tion in Signed Con ver sa tions of 
Deaf-Blind Peo ple. Ham burg: Signum. (In ter na tional 
Stud ies on Sign Lan guage and Com mu ni ca tion of 
the Deaf, Vol. 38). This is an Eng lish trans la tion of a 
dis ser ta tion writ ten in Swed ish in 1998. 

U.S. Department of Education Research

Projects in Deaf-Blindness


On July 28, the U.S. Depart ment of Ed u ca tion Office 
of Spe cial Ed u ca tion and Re ha bil i ta tive Ser vices 
made avail able grant ap pli ca tions for re search val i 
da tion and im ple men ta tion pro jects for chil dren 
who are deaf-blind. A max i mum of three grants will 
be awarded in amounts of up to $205,000 per year 
for pe ri ods of up to five years. The ap pli ca tion dead 
line was Au gust 27. An an nounce ment of the grant 
awards will be made in the Win ter 2003/2004 is sue 
of Deaf-Blind Per spec tives. 
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Report on the International 
CHARGE Syndrome Conference 

Betsy McGinnity

Information Specialist


DB-LINK


About 400 peo ple from 32 states and 7 foreign 
coun tries at tended the 6th In ter na tional CHARGE 
Syn drome Con fer ence this sum mer in Cleve land, 
Ohio. The ma jor ity of par tic i pants were fam ily 
mem bers of a child with CHARGE Syn drome. In ad 
di tion to a rich and var ied sched ule of pre sen ta tions 
and events, the con fer ence also in cluded a day camp 
for chil dren with CHARGE and their sib lings. 

Topical Sessions 

The agenda fea tured ses sions that fo cused on re 
search, med i cal is sues, and ed u ca tion. Pre sent ers in 
cluded ex perts from the Neth er lands, Aus tra lia, 
Can ada, France, Nor way, and the United States. 
Many of the pre sen ta tions re vis ited and up dated is 
sues that have been ad dressed at past con fer ences 
in clud ing re search into the ge netic causes of 
CHARGE, en do cri nol ogy, pu berty, toileting, sleep 
prob lems, feed ing is sues, hear ing, vi sion, and com 
mu ni ca tion. This year, ed u ca tional is sues such as 
intervenors, cur ric u lum ac cess, teach ing strat e gies, 
and tran si tion were also strongly em pha sized. A 
few ses sions fo cused on young adults with 
CHARGE and dis cussed tran si tion plan ning and in 
de pend ent liv ing. A high light of the con fer ence was 
a panel of adults with CHARGE Syn drome who 
shared their sto ries and ex pe ri ences and an swered 
ques tions from fam i lies in the au di ence. 

Behavior Symposium 

An other con fer ence high light was the Be hav ior 
Sym po sium. Through the ef forts of Tim Hartshorne 
and with fi nan cial sup port from Cen tral Mich i gan 
Uni ver sity, NTAC, and the Helen Keller Na tional 
Cen ter, a spe cific Be hav ior Sym po sium was in 
cluded for the first time at a CHARGE Syn drome 
Con fer ence. Re search ers, ed u ca tors, and fam i lies 
gath ered to dis cuss the chal leng ing be hav iors ex 
hib ited by chil dren with CHARGE Syn drome. 

� Jan van Dijk of the Neth er lands dis cussed 
how sen sory def i cits af fect be hav ior and de 
scribed strat e gies to help chil dren make 
sense of the world and commu ni cate their 
needs. He em pha sized the im por tance of es 
tab lish ing a bond with each child, us ing 

assistive lis ten ing de vices and low vi sion 
aids, adapt ing each child’s en vi ron ment, and 
es tab lish ing pre dict able rou tines. 

� George Williams from Aus tra lia talked 
about postnatal ex pe ri ence in clud ing de vel 
op men tal care and the de vel op ment of at 
tach ment and their  in f lu ence on 
self-reg u la tion and be hav ior. 

� Sev eral speak ers re ported the re sults of sur 
veys that ex am ined the re la tion ship be tween 
such fac tors as the num ber of hos pi tal iza 
tions ex pe ri enced by a child with CHARGE, 
ves tib u lar prob lems, so cial and com mu ni ca 
tion prob lems, and the in ci dence of dif fi cult 
be hav iors. 

� Jacques Souriau from France dis cussed sur 
vey re sults in di cat ing cor re la tions be tween 
be hav ior dif fi cul ties and left-hand ed ness, in 
sen si tiv ity to pain, and dif fi culty un der 
stand ing and us ing so cial rules. 

� Tim Hartshorne of Cen tral Mich i gan Uni ver 
sity dis cussed his re search ex am in ing 
whether the au tis tic-like be hav ior of chil 
dren with CHARGE is more sim i lar to that of 
chil dren who are deafblind or to that of chil 
dren who are au tis tic. 

� Laurie Denno of the Perkins School for the 
Blind Deafblind Pro gram dis cussed re pet i 
tive be hav iors. Her re search has iden ti fied a 
need to ac cu rately match treat ment strat e 
gies with the re sults of a func tional be hav ior 
anal y sis. 

� Da vid Brown of Cal i for nia Deaf-Blind Ser 
vices re ported on the im pact of an ab sent ves 
tib u lar sys tem and its re la tion ship to the 
of ten un usual be hav iors of chil dren with 
CHARGE. 

� Jude Nich o las of Nor way dis cussed the role 
of cen tral ner vous sys tem dis tur bances as a 
con trib ut ing fac tor in be hav ior prob lems. 

� Kim Blake, Can ada, and John Gra ham, 
United States, dis cussed re search that con 
cluded that typ i cal CHARGE be hav ioral fea 
tures ap pear to be due to sen sory 
im pair ments af fect ing hear ing, fa cial nerves, 
and vi sion. 

All of the pre sent ers agreed that there is a need for 
fur ther re search and col lab o ra tive work. Hope fully, 
the Be hav ior Sym po sium will be come a reg u lar fea 
ture of the CHARGE con fer ence. 
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Social Activities


There were many op por tu ni ties for fam i lies to in ter 
act with one an other. In for mal meet ings at meals, at 
the pool, and in the el e va tor of fered a chance for 
peo ple to con nect and com pare ex pe ri ences. So cial 
events in cluded a car ni val and si lent auc tion. Al 
though noth ing com pares with ac tu ally at tend ing 
the con fer ence, the ses sions were re corded and most 
pre sent ers sub mit ted hand outs. Both the vid eo 
tapes and the con fer ence pro ceed ings are avail able 
from: 

CHARGE Syn drome Foun da tion, Inc. 
2004 Parkade Bou le vard 
Co lum bia, MO 65202-3121 
800-442-7604 or 573-499-4694 
con fer ence@chargesyndrome.org 
http://www.chargesyndrome.org/ 

❖❖❖❖❖❖❖ 

For Your Library 
Liv ing With CHARGE: As sess ment, Pre ven tion, 
and In ter ven tion of Chal leng ing Be hav ior - van 
Dijk, Jan & de Kort, Arno. Aap Noot Muis Educainment, 
2003. 

This is an in ter ac tive CD-ROM on the be hav ior 
prob lems that are of ten as so ci ated with CHARGE 
Syn drome. Four chil dren rang ing in age from 15 
months to 12 years and who ex hibit ste reo typ i cal be 
hav ior, non com pli ance, ag gres sion, or self-in jury 
are dis cussed. Through the use of video clips, chal 
leng ing be hav iors and the re ac tions of ser vice pro 
vid ers are dem on strated. By means of ques tions and 
an swers, the viewer is taken through a pro cess of an 
a lyz ing be hav iors. The anal y sis leads to rec om men 
da tions for pre ven tion and in ter ven tion. The use of 
co chlear im plants to pre vent prob lem be hav iors in 
some chil dren is also ad dressed. To or der, send a 
check for $35.00 to Mr. Joe Franken, 4619 Spyglass 
Drive, Dal las, TX  75287. In di cate “CHARGE” on the 
check. 

Touching Lives: Por traits of Deaf-Blind Peo ple 
(Video, 56:30 min utes) - Gordon, Myles & Hajjar, Su 
san. 

Pro duced over a four-year pe riod, Touch ing Lives fo 
cuses on the lives, tri als, and tri umphs of peo ple 
who are deaf-blind. The goal of the video is to raise 

aware ness about deaf-blind ness and to as sist 
deaf-blind peo ple in their strug gle to im prove the 
qual ity of their lives. It is nar rated by Su san Hajjar, a 
hear ing-sighted woman with three deaf-blind sib 
lings and a noted ad vo cate for the rights of 
deaf-blind peo ple and co-founder of Boston’s 
Deaf-Blind Con tact Cen ter. To or der send a check 
for $35.00 made out to The Cen ter for In de pend ent 
Doc u men tary and mail to: Myles Gordon, c/o 
Touch ing Lives, 54 Mc Car thy Rd., New ton, MA 
02459. E-mail: touchinglivesfilm@rcn.com. 

Art Beyond Sight: A Re source Guide to Art, Cre 
ativ ity, and Vi sual Im pair ment - Axel Elis a beth 
Salzhauer & Levent, Nina Sobol (Eds.). New York: Art 
Ed u ca tion for the Blind, Inc., & AFB Press, 2003. 

Amer i can Foun da tion for the Blind and Art Ed u ca 
tion for the Blind have joined to gether to co-pub lish 
this re source book that pro vides in for ma tion on all 
as pects of ex plor ing art and cre ativ ity by peo ple 
who are blind or vi su ally im paired. This il lus trated 
man ual is the re sult of a de cade-long in ter na tional 
col lab o ra tion among re search ers, art ed u ca tors, 
teach ers of vi su ally im paired stu dents, psy chol o 
gists, mu seum pro fes sion als, and blind and sighted 
art en thu si asts. In cludes a sec tion of re pro duc ible 
pages for class room or work shop ac tiv i ties. Cost: 
$69.95.  Avail  able from AFB Press.  Phone:  
800-232-3044. E-mail: afborder@abdintl.com. 
Web: http://www.afb.org/store. 

❖❖❖❖❖❖❖ 

Conferences 

Assistive Technology Expo 2003

December


Pennsylvania


Assistive Tech nol ogy Ex pos will be held on De cem 
ber 2 (Monroeville), De cem ber 3 (State Col lege), and 
De cem ber 4 (King of Prus sia). Man u fac tur ers, In ter 
me di ate Unit Assistive Tech nol ogy staff, and Penn 
syl va nia Train ing and Tech ni cal As sis tance 
Net work staff (in clud ing deafblind pro ject staff) 
will be avail able to dem on strate equip ment, an swer 
ques tions, and as sist par tic i pants in find ing so lu 
tions to assistive tech nol ogy needs. Bro chure and 
reg is  tra  t ion in for  ma t ion may be found at  
ftp://ftp.pattan.k12.pa.us/pattan/Flyers03/Expo03. 
pdf. There is no fee. Par ents of chil dren and youth 
who are deaf-blind are en cour aged to con tact Nancy 
Lehr at 800-360-7282, ext. 3115, if in ter ested in set 
ting up a time to ex plore the Expo with a staff mem 
ber of the deafblind pro ject. 
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Getting in Touch with Literacy Conference

December 4-7, 2003


Vancouver, British Columbia


This con fer ence ad dresses is sues re lated to lit er acy 
for in di vid u als with vi sual im pair ments at all age 
and lit er acy lev els. It is an tic i pated that pre sen ta 
tions will in clude in for ma tion on read ing and writ 
ing in braille, use of assistive tech nol ogy, use of a 
va ri ety of lit er acy tools, and other rel e vant top ics. 

Con tact: 
Cay Holbrook (co-chair) 
Uni ver sity of Brit ish Co lum bia 
604-822-2235 
cay.holbrook@ubc.ca 
http://www.gettingintouchwithliteracy.org 

CSUN’s 19th Annual International Conference

on Technology and Persons with Disabilities


March 15–20, 2004

Los Angeles


Spon sored by Cen ter on Dis abil i ties, Cal i for nia 
State Uni ver sity, Northridge. 

Con tact: 
818-677-2578 (V/TTY) 
818-677-4929 
ctrdis@csun.edu 
http://www.csun.edu/cod 

20th Annual PACRIM Conference on

Disabilities


March 29–30, 2004

Honolulu, HI


The theme of the 2004 Pacific Rim Con fer ence on 
Dis abil i ties, “Prom ises to Keep, Fu tures to Seek” re 
flects on the prom ises and goals made and the op 
por tu ni ties cre ated for per sons with dis abil i ties. It is 
spon sored by the Cen ter on Dis abil ity Stud ies, Uni 
ver sity Cen ter for Ex cel lence, Uni ver sity of Ha waii 
at Manoa. 

Con tact: 
Mar tha Guinan 
808-956-9810 
cds@ha waii.edu 
http://www.pacrim.ha waii.edu/ 

❖❖❖❖❖❖❖ 

Announcements 
Sibling Support Project of the Arc of the


United States


The Sib ling Sup port Pro ject is a na tional pro ject ded 
i cated to the con cerns of  the broth ers and sis ters of 
peo ple with spe cial health, de vel op men tal, and 

Volume 11, Issue 1 

men tal health con cerns. The pro ject spe cial izes in 
pro vid ing work shops on family is sues. It also spon 
sors email dis cus sion groups for and about broth ers 
and sis ters of peo ple with spe cial health, de vel op 
men tal, and emo tional needs. Both SibKids (for 
youn ger broth ers and sis ters) and SibNet (for older 
sib lings) al low broth ers and sis ters an op por tu nity 
to con nect with their peers from around the world. 
For more in for ma tion visit the Web site at 
www.thearc.org/siblingsupport or con tact: 

Don Meyer, Di rec tor 
6512 23rd Ave NW, #213 
Se at tle, WA 98117 
206-297-6368 
donmeyer@siblingsupport.org 

United States & Canada Adopt New Braille

Terminology


The Braille Authority of North America (BANA) 
announces a change in terminology to what has 
been traditionally known as “grade 1” and “grade 
2” braille. These categories will now be referred to as 
“uncontracted” and “contracted” brai l le  
respectively. The change is being made at the 
request of many in the blindness field. People often 
confuse grades of braille with first and second 
grades in elementary school. BANA believes that 
the change to more accurately descriptive language 
will increase awareness and improve the overall 
understanding of how braille is learned, read, 
written, and transcribed. 
BANA Web site:  http://www.brailleauthority.org. 

(800) 438-9376 Voice (800) 854-7013 TTY 

dblink@tr.wou.edu 

Your Information Resource 

http://www.tr.wou.edu/dblink 

DB 
LINK 

The National Information Clearinghouse On


Children Who Are Deaf-Blind


Teaching Research Division 

Western Oregon University 

345 N. Monmouth Ave. 

Monmouth, OR 97361 

The National Information Clearinghouse On Children Who Are Deaf-Blind 

is funded by the U.S. Department of Education, Office of Special Education 

Programs, Grant Number H326U990001. 
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