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Enhancing the Deaf-Blind Technical Assistance Project Network 
D. Jay Gense, Director, NCDB 

For over two de cades, the U.S. De part ment of Ed u ca tion's Of fice of Spe cial Ed u ca tion Pro grams (OSEP) 
has pro vided fund ing for tech ni cal as sistance (TA) pro jects to build lo cal, state, and na tional ca pac ity to 
serve chil dren who are deaf-blind and their fam i lies. OSEP cur rently sup ports 52 state deaf-blind pro jects 
(50 states, Puerto Rico, and the Pa cific Ba sin), the Na tional Con sor tium on Deaf-Blind ness (NCDB), and a 
few tar geted pro fes sional de vel op ment grants to im prove teacher prep a ra tion. This net work of deaf-blind 
pro jects pro vides tech ni cal as sis tance, re sources, data/in for ma tion, and ma te ri als to states, lo cal schools, 
ed u ca tional pro fes sion als, and fam i lies with the over all ob jec tive to en hance ed u ca tional and re lated ser ­
vices for stu dents who are deaf-blind. 

Over the past cou ple of years, OSEP has brought con sid er able fo cus to the TA pro jects it funds to con ­
struct an im proved na tional deaf-blind net work. This fo cus has be come nec es sary be cause of the need to 
max i mize cost ef fi cien cies and be cause new tech nol o gies are avail able that pro vide op por tu ni ties for more 
ef fec tive col lab o ra tion and for the ex pan sion and en hance ment of the work we do. Im prov ing con nec tiv ity 
and pro duc tiv ity among the deaf-blind pro jects and nu merous part ner orga ni za tions was a cen tral theme 
for the Fall Deaf-Blind Lead er ship Meet ing, held in Wash ing ton, D.C., on No vem ber 18–19, 2010. Dr. Anne 
Smith, ed u ca tion pro gram spe cial ist with OSEP and the federal pro ject of fi cer work ing with NCDB and 
many of the state deaf-blind pro jects, opened the meet ing with re marks about the fu ture with a pre sen ta ­
tion en ti tled "The New Nor mal: Do ing More With Less." She empha sized the im por tance of rec og niz ing 
the pres ent as a time to ex plore al ter na tives to old ways of do ing things and of chal leng ing the sta tus quo. 

I re cently wrote a blog post for the NCDB website (deafblindnetworks.blogspot.com) about the changes 
that are oc cur ring in the net work, and in this ar ti cle I share my thoughts from that post with read ers of 
Deaf-Blind Per spec tives. I be lieve that, as we in the field of deaf-blind ed u ca tion pre pare for a fu ture of "new 
nor mal," we have a unique op por tu nity to re fine our net work of pro jects and strengthen ser vices and sup ­
ports for chil dren who are deaf-blind and their fam i lies. It is crit i cal that we rec og nize and capa bly re ­
spond both to cur rent cir cum stances and to fu ture needs. What ide als best ex em plify a co he sive, mu tu ally 
ben e fi cial net work for the field of deaf-blind ness? I'd like to of fer some thoughts about key sys temic fac ­
tors that, in my opin ion, would pro mote a strong network. 

First, for clar i fi ca tion, let me of fer some descriptors that I find use ful to better de fine what is meant by 
"deaf-blind net work." Ac tu ally, I see two or ga ni za tional lay ers. The first, which I'll coin as the "OSEP 
Deaf-Blind TA Pro ject Net work," con sists of the 52 OSEP-funded state deaf-blind pro jects and the na tional 
cen ter (NCDB) sup ported un der Part D of IDEA. The sec ond layer, which I'll re fer to as the "Deaf-Blind 
Com mu nity Network," in cludes all those in the first net work but ex tends to in clude par ents and fam i lies 
and the or ga ni za tions that rep re sent them, per son nel prep a ra tion pro jects, pri vate or ga ni za tions serv ing 
stu dents who are deaf-blind, deaf-blind advo cacy or ga ni za tions, and other state and lo cal agencies and or ­
ga ni za tions. It also in cludes our tech ni cal as sis tance part ner or ga ni za tions in the broader OSEP Tech ni cal 
As sis tance and Dis sem i na tion (TA&D) net work of spe cial ed u ca tion pro jects and cen ters. The thoughts 
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shared here re fer to the first layer, the Deaf-Blind 
TA Pro ject Net work. I will ad dress the broader 
Deaf-Blind Com mu nity Net work with com men ­
tary in fu ture blog posts and is sues of Deaf-Blind 
Per spec tives. 

I be lieve there are six core is sues that those of 
us in the Deaf-Blind TA Pro ject Net work must ad ­
dress in or der to (a) strengthen the net work, (b) 
make better use of our col lec tive skills and tal ents, 
(c) en cour age, ed u cate and em power each other, 
and (d) im prove the ser vices we pro vide for chil ­
dren who are deaf-blind and their families. 

1. Fun da men tally, we must have gen eral agree ment 
on the net work's common in ter ests and val ues 
be cause these serve as the cor ner stone for work ­
ing to gether to achieve our ob jec tives. While I'd 
ar gue that we al ready have this agree ment, oth ­
ers may ar gue that we need fur ther def i ni tion. 

2. We need a com pre hen sive pro cess for the net­
work to de velop and share the in for ma tion and 
ma te ri als that we pro duce. This should in volve 
col lab o rat ing with OSEP to de cide col lec tively 
how prod ucts and ma te ri als are promoted and 
shared across the net work. 

3. We need an easy-to-use sys tem for ac cess ing 
qual ity quan ti ta tive and qual i ta tive data on stu ­
dents, sys tems, and ca pac ity. This sys tem must 
pro vide a means to an a lyze and use rel e vant lo ­
cal, state, re gional, and na tional data to in form 
our think ing about our work. 

4. We need an ac tive com mu ni ca tion sys tem to (a) 
sup port and en cour age on go ing net work-wide 
dis cus sion and de bate on a va ri ety of rel e vant, 
timely is sues and (b) fa cil i tate net work-wide the 
so lic i ta tion of help from oth ers, sim ply by of fer ­
ing a place where one can seek as sis tance in iden ­
ti fy ing strat e gies to solve prob lems. 

5. We need broad agree ment on the types of tech ­
nol o gies that will be employed to ex pand and en ­
hance our reach. Such agree ment helps en sure 
col lab o ra tive shar ing while ex pand ing the base 
of support across the net work. 

6. Fi nally, we need a mu tual com mit ment to work ­
ing to gether as a team to build a qual ity net work, 
to uti lize its re sources and ac tively "give" as well 
as "take." 

There seems to be agree ment that mu tual ben e ­
fit would re sult from im proved op por tu ni ties for 
con nec tiv ity and pro duc tiv ity across the 
Deaf-Blind Pro ject Net work. In deed, many good 
ideas have al ready been iden ti fied to fa cil i tate 
change. While I be lieve it's impor tant that we 
move for ward and im ple ment these strat e gies, I 
also be lieve it's im por tant to better de fine what we 
mean when we talk about im prov ing con nec tiv ity 
and pro duc tiv ity of the net work. Tech nol ogy has 
transformed our abil ity to work to gether and suc ­
cess fully reach our in tended au di ence, in clud ing 
stu dents and fam i lies and those that serve them. It 
po si tions us for pos i tive prog ress. While some 
may be wary of change from the sta tus quo, I be ­
lieve that we have reached an im por tant mile stone 
as a field. The premise of work ing un der a "new 
nor mal" shouldn't dis cour age us. Rather, pre par ­
ing for a "new nor mal" should chal lenge us and fa ­
cil i tate prog ress. 

I en cour age us all to en gage in a net work-wide 
di a logue about the qual ity and di rec tion of our 
work, and I in vite ev ery one to share their ideas 
and par tic i pate in an in ter ac tive pro cess that in ­
volves lis ten ing, re flect ing, re spond ing, and shar ­
ing. Ac tive di a logue will stim u late our in di vid ual 
and col lec tive abil i ties to think and plan care fully 
and stra te gi cally for a fu ture that is, in fact, upon 
us. 
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Functional Vision Assessment ver sus cor ti cal vi sual im pair ment, func tional vi ­
sion as sess ment tools pri mar ily fo cus on the needs 

for Children with Cortical of those with oc u lar vi sual impair ment and do not 

Visual Impairment take into account the distinctive features of CVI 
(Newcomb, 2009). 

Sandra Newcomb, Ph.D. 
Connections Beyond Sight and Sound,


University of Maryland


Vi sual im pair ment in young chil dren can be di ­
vided into two ma jor cat e go ries: oc u lar vi sual im ­
pair ment and cor ti cal vi sual im pair ment. Oc u lar 
vi sual im pair ment oc curs when the eye struc tures 
are un der de vel oped or dam aged by in jury, dis ­
ease, or in fec tion (Teplin, 1995). With corti cal vi ­
sual im pair ment (CVI), the eye struc tures are 
healthy but the child’s brain has been in jured or 
did not de velop typ i cally. As a re sult, the child is 
un able to in ter pret the in for ma tion re ceived from 
the eyes (Good et al., 1994). Chil dren may have ei ­
ther type or both types of vi sual im pair ment 
(Hoyt, 2003). Re cent stud ies in di cate that CVI is 
now the sin gle lead ing cause of vi sual im pair ment 
in chil dren (Hatton, Schwietz, Boyer, & 
Rychwalski, 2007). 

Un der the In di vid u als with Dis abil i ties Ed u ca ­
tion Act (IDEA), chil dren who are iden ti fied with 
a vi sual impairment are re quired to have an as ­
sess ment to de ter mine how it af fects their edu ca ­
tional per for mance [34 C.F.R.§ 300.311]. Med i cal 
re ports and eye test re sults help de ter mine 
whether a child is el i gi ble for spe cial ized ed u ca ­
tional ser vices, but in or der to se lect de vel op men ­
tal and ed u ca tional mod i fi ca tions and 
ac com mo da tions that will give a child the best ac ­
cess to the cur ric u lum, ed u ca tional teams must 
also con duct as sess ments that help them to fully 
un der stand a child’s vi sual func tion ing— how a 
child uses his or her vi sion to par tic i pate in 
classroom activities and accomplish activities of 
daily living. 

For chil dren with oc u lar vi sual im pair ment, 
there are a va ri ety of as sess ment tools and a 
well-known frame work to as sess vi sual func tion, 
in clud ing re sponse to light, aware ness of vi sual 
in put, eye mus cle func tion, near sight ed ness or far ­
sight ed ness, abil ity to per ceive col ors, vi sual field, 
and vi sual per cep tion (Appleby, 2002; Langley, 
1998; Teplin, 1995). How ever, re search has con sis ­
tently shown that chil dren with CVI have vi sion 
char ac ter is tics that are dif fer ent from chil dren 
who have oc u lar visual impairments (Jan & 
Groenveld, 1993). In an ex ten sive re view of the lit ­
er a ture, I found that de spite the doc u mented dif­
fer ences in the vi sual skills of chil dren with oc u lar 

The CVI Range 

In re sponse to the need for a func tional vi sion 
as sess ment that meets the needs of chil dren with 
CVI, Chris tine Ro man-Lantzy, Ph.D., de vel oped 
an as sess ment in stru ment called the CVI Range 
(2007) that is based on her own and other re ­
search ers' work iden ti fy ing the char ac ter is tics of 
CVI (Dutton, 2003; Ja cob son, Ek, Fernell, 
Flodmark, & Broberger, 1996; Jan, Groenveld, 
Sykanda, & Hoyt, 1987; Roman, 1996). 

The CVI Range is com pleted us ing in for ma tion 
gath ered from three sources: (a) par ent or teacher 
in ter views, (b) child ob ser va tion, and (c) di rect as ­
sess ment. First, a par ent, care giver, or teacher is 
in ter viewed about the child's med i cal his tory, eye 
test re ports, and vi sual be hav iors. Next, the child 
is ob served in his or her liv ing and/or learn ing en ­
vi ron ments. Fi nally, a for mal as sess ment of vi sion 
skills is com pleted by a trained eval u a tor. Spe cific 
di rec tions for as sess ing and scor ing each item on 
the CVI Range are pro vided in the book Cor ti cal 
Vi sual Im pair ment: An Ap proach to As sess ment and 
In ter ven tion (Ro man-Lantzy, 2007). 

The CVI Range iden ti fies the unique vi sual 
char ac ter is tics of chil dren with CVI based on the 
fol low ing: 

• Color: Does the child have a prefer ence for a 
par tic u lar color or re spond better to cer tain 
col ors? 

• Move ment: Does the child need move ment to 
ini ti ate vi sual at ten tion? 

• Vi sual la tency: Is there a lag be tween pre sen ­
ta tion of ma te ri als and the child's vi sual at ­
ten tion, and is it af fected by the fa mil iar ity of 
the ma te ri als, time of day, or fa tigue? 

• Field pref er ences: Does the child re spond 
better when ma te ri als are in a spe cific vi sual 
field, such as only to the right or left? 

• Com plex ity: Does the child have trou ble look ­
ing at an ob ject that is com plex, such as when 
there are many ob jects grouped to gether or 
when there are other things hap pen ing 
nearby (e.g., other sounds, sights, or sen sa ­
tions)? 
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•	 Light-gaz ing or nonpurposeful gaz ing: Does the 
child gaze at lights or spend time not fo cus ­
ing on any thing at all? 

•	 Dis tance view ing: Does the child have trou ble 
look ing at things at a dis tance? 

•	 Vi sual re flexes: Does the child have typ i cal vi ­
sual re flexes, such as blink ing when touched 
be tween the eye brows or when some thing 
ap proaches his or her face? 

•	 Nov elty: Does the child show a vi sual pref er ­
ence for fa mil iar rather than new ob jects? 

•	 Vi sual mo tor skills: Does the child reach for 
things he or she is look ing at, or are look ing 
and reach ing per formed sep a rately? 

Research Study 

In 2008–2009, I con ducted a study to eval u ate 
the quality of the CVI Range to ac cu rately mea sure 
the pres ence and se ver ity of the vi sual char ac ter is ­
tics of CVI. One of the criti cal as pects determining 
the qual ity of an as sess ment in stru ment is its re li ­
abil ity (New comb, 2009, 2010). Re li abil ity means 
con sis tency. If the test is re peated, are the re sults 
the same both times? If two peo ple use the same 
test with the same child, do they get the same re ­
sults? An other as pect of test qual ity is its va lid ity. 
Va lid ity means that the test mea sures what it says it 
mea sures. 

Dur ing the study, the CVI Range was used to as ­
sess 104 chil dren di ag nosed with CVI. Of those 104 
chil dren, 57 were tested one time by a sin gle ex am ­
iner, 27 were tested by two trained ex am in ers to see 
if the test gave con sis tent re sults for differ ent eval u ­
a tors, and 20 were tested two times by one ex am ­
iner to see if the test gave con sis tent re sults over 
time. The chil dren ranged in age from 6 months to 
12 years. The as sess ments were done by 12 pro fes ­
sion als, in clud ing 3 spe cial ed u ca tion teach ers or 
early in ter ven tion ists, 6 teach ers of the vi su ally im ­
paired, 2 oc cu pa tional ther a pists, and 1 
neonatologist. All had been trained ex ten sively by 
Dr. Ro man-Lantzy. 

Study Findings and Implications 

The re sults of the study were very pos i tive. It 
found the CVI Range to be a highly re li able and 
valid in stru ment that con sis tently mea sured the 
char ac ter is tics and se ver ity of CVI. This in di cates 
that the CVI Range is a high qual ity in stru ment that 
can be used to as sess the func tional vi sion of chil ­
dren with CVI. Teach ers who have chil dren with 
CVI in their class rooms or on their case loads can 

use it to as sess how a child uses vi sion and iden tify 
char ac ter is tics of CVI that may be in ter fer ing with 
the child's use of his or her vi sion. This knowl edge 
can help de ter mine how vi sual ma te ri als, home and 
class room en vi ron ments, and in struc tional strat e ­
gies can be adapted to the vi sual char ac ter is tics and 
abil i ties of a child in or der to give the child the best 
pos si ble ac cess to the ed u ca tional cur ric u lum. Each 
CVI char ac ter is tic that af fects a child's vi sual func ­
tion ing should be con sid ered when de vel op ing ed ­
u ca tional strat e gies. For ex am ple, if a teacher 
dis cov ers that a child looks only at ob jects that are 
mov ing or shiny, the teacher should use shiny ma ­
te ri als in ed u ca tional ac tiv i ties. 

An other im por tant find ing of this study is that 
chil dren with CVI do not have vi sion that fluc tu ­
ates, con tra dict ing a long-held be lief in the field 
that chil dren with CVI have vi sion that changes 
from day to day or even from hour to hour. When 
the chil dren in the study were tested sev eral days 
apart by the same exam iner, in the same setting, 
and with the same ma te ri als, they had sim i lar 
scores on the CVI Range. This was true for chil dren 
with vary ing de grees of CVI, from mild to se vere. 

Al though the vi sion of chil dren in this study was 
sta ble, it is im por tant to keep in mind that vi sual func ­
tion can be in flu enced by many things. The more se ­
vere the CVI, the more sus cep ti ble a child is to a 
va ri ety of fac tors that can af fect func tional vi sion. For 
ex am ple, if a child has stopped look ing at some thing 
that he or she used to look at, it is im por tant to con ­
sider fac tors that may be in ter fer ing with the abil ity to 
view the ob ject. The child may not look at a par tic u lar 
toy at school that he looks at when at home be cause 
the com plex ity of the school en vi ron ment af fects his 
vi sual func tion ing. A child who looks at a tooth brush 
when po si tioned in an adap tive chair but not when 
stand ing at a bath room sink may have dif fi culty in the 
lat ter case be cause the chal lenge of stand ing has in ­
creased the com plex ity of the task. In both cases, the 
con clu sion could be drawn that the child looks at spe ­
cific ob jects some times but not at other times, when in 
fact, it is a char ac ter is tic of the ac tiv ity or the set ting 
rather than the child's vi sion that has changed. 

Personnel Training Needs 

Proper train ing is crit i cal for pro fes sion als who 
use the CVI Range. Train ing re sources in clude Dr. 
Ro man-Lantzy's book men tioned above (2007) as 
well as work shops of fered by Dr. Ro man-Lantzy and 
oth ers. In ad di tion, in West Vir ginia, pro fes sion als 
with ex per tise in CVI and in the use of the CVI 
Range have de vel oped a website that in cludes video 
sam ples of par ent in ter views and CVI as sess ments 
(wvde.state.wv.us/osp/vi/cvi). 
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An other train ing need that emerged from this 
study was not re lated to ad minis tra tion of the CVI 
Range, but to char ac ter is tics of the chil dren. All of 
the chil dren who par tic i pated also had dis abil i ties 
other than CVI and re ceived many differ ent ser vices, 
in clud ing early in ter ven tion, spe cial ed u ca tion, 
phys i cal ther apy, oc cu pa tional ther apy, speech ther ­
apy, vi sion ser vices, and hear ing ser vices. There fore, 
training about CVI needs to oc cur across disci plines, 
not just with vi sion or class room teach ers. Ev ery one 
on a child's team should un der stand the char ac ter is ­
tics of CVI that af fect the child's vi sion and know 
how to im ple ment ap pro pri ate mod i fi ca tions to so ­
cial and ed u ca tional ac tiv i ties through out the child's 
day. For ex am ple, the assistive tech nol ogy spe cial ist 
should un der stand how the child's vi sion can be best 
served by com mu ni ca tion sys tems. Does he or she 
at tend to pic tures on a com puter screen? How many 
pic tures can be pre sented at one time? The teacher 
needs to know how to pres ent ma te ri als in a group 
set ting. Does the wall be hind the teacher need to be 
plain? Does the child's cubby need to be out lined in 
a spe cific color so that the child can eas ily lo cate it 
and be suc cess ful in find ing his or her coat at the end 
of the day? 

Conclusion 

CVI is the main cause of visual impairment in 
young chil dren, and it is es sen tial that they re ceive 
ac cu rate, thor ough as sess ments and tar geted in ter ­
ven tions to help them make the most of their vi sual 
skills. This study showed that the CVI Range is a 
high qual ity in stru ment and, as such, it can be used 
to de ter mine a child's cur rent vi sion needs, de sign 
ap pro pri ate in ter ven tions, and mea sure prog ress. 
The next ob jec tive in the field should be to de velop 
and con duct re search to iden tify ev i dence-based in ­
ter ven tions that im prove func tional vi sion in chil ­
dren with CVI. These chil dren can and of ten do 
show im prove ment in func tional vi sion over time. 
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Deaf-Blind Perspectives 

Bookshare: What It Offers

People Who Are Deaf-Blind


Liz Halperin, M.Ed., M.A.

Deaf-Blind Contact, Bookshare


Kristina King Cohen

Education Program Manager, Bookshare


Bookshare (BKS) is the world’s larg est fully ac ­
ces si ble dig i tal li brary for in di vid u als with print 
dis abil i ties. Print dis abil i ties in clude vi sual im ­
pair ments like blind ness or low vi sion; phys i cal 
dis abil i ties that af fect a per son’s abil ity to read 
print, such as an inabil ity to hold a book or turn 
pages; and se vere learn ing dis abil i ties like dys ­
lexia. Any one who can not man age a typ i cal print 
book might be con sid ered print dis abled and qual ­
ify for access to print in special for mats. Us ing 
BKS, in di vid u als with print dis abil i ties can ac cess 
books elec tron i cally and use a va ri ety of read ing 
de vices and other types of tech nol ogy to read us ­
ing for mats that are best for them (e.g., au dio, 
braille, en larged print). 

His tor i cally, the best-known sources of books 
for in di vid u als with print dis abil i ties have been 
the Na tional Li brary Ser vice for the Blind and 
Phys i cally Hand i capped (NLS) and Re cord ings for 
the Blind and Dys lexic (RFB&D). NLS pro vides a 
wealth of books in braille and dig i tal au dio for ­
mats. The au dio for mat re quires use of spe cial ized 
dig i tal book play ers. RFB&D pro vides a large col ­
lec tion of au dio books with hu man narra tion. The 
main dif fer ence be tween these ser vices and 
Bookshare is that with Bookshare read ers can ac ­
cess an ever-grow ing col lec tion of books in clud ing 
ref er ence ma te ri als and text books in dig i tal text, 
dig i tal braille, and au dio for mats, de pend ing on 
their par tic u lar needs. These for mats and ac ces si ­
bil ity op tions are avail able through a vari ety of 
types of soft ware and de vices (see be low). 

Since it be gan in 2002, Bookshare has be come 
widely known and has more than 135,000 mem ­
bers world wide. It cur rently pro vides over 100,000 
books in ac ces si ble for mats, and the num ber is 
grow ing fast. Through an award from the U.S. De ­
part ment of Ed u ca tion’s Of fice of Spe cial Ed u ca ­
tion Pro grams, BKS pro vides free mem ber ship to 
stu dents with print dis abil i ties in the U.S.A. and 
its ter ri to ries. Stu dents in clude those in pre school 
through postsecondary and adult edu ca tion pro ­
grams, re gard less of age. Teach ers have ac cess to 
K–12 text books through the Na tional In struc tional 
Ma te ri als Ac cess Cen ter (NIMAC), and teach ers 
and stu dents in K–12, postsecondary, and adult 

Volume 18, Issue 2 

ed u ca tion en vi ron ments are en cour aged to send 
book re quests. Deaf-Blind stu dents are ac cess ing 
BKS more and more as out reach ef forts ex pand. 
Schools can sign up on be half of qual i fied stu dents 
who are Deaf-Blind, or their par ents can sign up 
for them. 

Stu dents are find ing the books they need for 
their classes at Bookshare. For ex am ple, Angela is 
a Deaf-Blind col lege stu dent. She needed a po etry 
an thol ogy that her col lege had avail able ready for 
con ver sion to braille, but when she got it, she 
found the book had not been for mat ted for po etry. 
She down loaded the BKS copy in stead, and found 
the po etry for mat ted with ends of lines, blank 
lines be tween stan zas, punc tu a tion, and ac cents in 
place, as well as other fea tures that are nor mally 
pres ent in a print copy. She was very re lieved. 

Qual i fied adults who are not stu dents must 
join as in di vid ual pay ing mem bers. Most 
Deaf-Blind (DB) peo ple who have used BKS in 
school or col lege choose to con vert to an in di vid ­
ual pay ing mem ber ship. In di vid ual mem ber ships 
cost $75 the first year: a $25 one-time set-up fee 
plus $50 annual mem ber ship. An other use of BKS 
is for DB adults to ac cess books that they can read 
to their chil dren. The BKS out reach team is cur ­
rently making a con certed ef fort to reach the 
Deaf-Blind pop u la tion. There are many books, 
mag a zines, and news pa pers—some thing of in ter ­
est to any one re gard less of Eng lish abil ity or eti ol ­
ogy of deaf-blind ness. 

Many stu dents who use BKS dis cover the joy of 
read ing and re quest books that are not yet in the 
BKS li brary. BKS tries to fill those re quests as 
quickly as pos si ble, know ing that chil dren’s in ter ­
ests can be fleet ing. From the time BKS ac quires a 
new book, con ver sion may take 2 weeks or more 
de pend ing on the dif fi culty of the book. The chil ­
dren and teens col lec tions are very large in all 
gen res. 

The com bined Deaf and Deaf-Blind (DB) col lec ­
tion is grow ing. Teen and tran si tion-aged 
Deaf-Blind stu dents are learn ing about their cul ­
ture and history through Bookshare. Many books 
about deaf-blind ness that are cur rently out of 
print are in the Bookshare col lec tion. The eas i est 
way to see the com bined Deaf and Deaf-Blind col ­
lec tion is to go to the home page, 
www.bookshare.org, tab over to “Ad vanced 
Search,” then en ter the word “deaf” in the “syn op ­
sis” field. You don’t have to be a mem ber to use 
the search func tions or to down load pub lic do ­
main books from Bookshare. 
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How Bookshare Works 

Ev ery sin gle BKS book is avail able in Dig i tal 
Ac ces si ble In for ma tion Sys tem (DAISY) for mat 
and Braille Ready For mat (BRF). DAISY is the 
global dig i tal talk ing book stan dard that is sup ­
ported by many lead ing li brar ies and by assistive 
tech nol ogy soft ware and hard ware man u fac tur ers 
world wide who cre ate prod ucts for in di vid u als 
with dis abil i ties. It pro vides the ca pa bil ity to dis ­
trib ute books dig i tally and uses pow er ful in dex ing 
and bookmarking fea tures that make it pos si ble to 
move eas ily and quickly from one part of a book 
to an other. As a for mat, DAISY sup ports de liv ery 
of books that in clude both dig i tal text and re ­
corded hu man speech. It makes pos si ble the ad ap ­
ta tion of print books in mul ti ple ways. Read ers 
can lis ten to books, en large print, and read with 
braille notetakers and other assistive tech nol ogy 
de vices. The me dia for mats and tech nol ogy used 
to read BKS books vary. Some read ers choose just 
one for mat, such as braille. Oth ers com bine a va ri ­
ety of for mats such as sound (through speak ers, 
head phones, or FM- or co chlear-im plant patch 
cords) and large print or sound and braille. Some 
very cre ative com bi na tions are be ing used. 

BKS of fers two free DAISY read ers for down ­
load from the BKS website: Vic tor Reader Soft, 
(Bookshare edi tion) and Don Johnston 
Read:OutLoud. A va ri ety of mo bile de vices can 
also be used, such as the Vic tor Reader Stream, the 
PLEXTALK Pocket, BookCourier, and Book Port. 
Bookshare books can also be con verted to MP3 
for mat and lis tened to on MP3 play ers. Read ing 
soft ware such as that on the free read ers from 
BKS, as well as that on other de vices like Kurzweil 
1000, Kurzweil 3000, and OpenBook al lows read ­
ers to ma nip u late font size and col ors. It high lights 
words as they are be ing read and pro vides other 
types of read ing as sis tance. 

Text files can be pro cessed through braille con ­
ver sion pro grams, but BKS has also al ready made 
the files avail able as a sep a rately down load able 
Braille Ready File (BRF). These files can be down ­
loaded to a com puter with a braille dis play and 
read there or trans ferred to any cur rent braille 
notetaker. (Note: the BrailleNote mPower used in 
HumanWare’s Deaf-Blind Com mu ni ca tor (DBC), 
can be used if its back suite of pro grams is un ­
locked). 

An other Bookshare ac ces si bil ity fea ture is the 
new ap pli ca tion called Read2Go, which can be 
used on Ap ple’s iPhone, iPod Touch, and iPad. 
Us ing Bluetooth tech nol ogy, all of these de vices 
can also be linked to a com pat i ble braille dis play. 

A cau tion ary note at this time is that not all dis ­
plays will work with the Ap ple prod ucts. A ma jor 
ad van tage of the new Read2Go app is that large 
print read ers can use an iPad to set pre ferred fonts 
and screen col ors. The app of fers larger font sizes 
than those avail able with the ba sic iPad. Fi nally, 
large-print read ers have a por ta ble so lu tion! And 
don’t for get, you can in cor po rate sound via ear ­
phones or hear ing aid or co chlear im plant sys ­
tems. 

Conclusion 

Bookshare of fers in di vid u als with print dis abil ­
i ties the abil ity to ac cess read ing ma te ri als in for ­
mats that they can use in de pend ently for life long 
suc cess. The Bookshare col lec tion con tin ues to 
grow, and in creas ingly pub lish ers are giv ing 
Bookshare the right to make their books avail able 
in ter na tion ally as well as in the U.S.A. Mem bers in 
Can ada, South Africa, Eng land, Aus tra lia, and In ­
dia (just to name a few) may down load ti tles. In 
ad di tion, BKS of fers many books in Span ish. 

To learn more about Bookshare, es pe cially 
about what it of fers adults, please visit the website 
at www.bookshare.org. The out reach group has 
special ists who fo cus on par ents, K–12 pro grams, 
uni ver si ties, and gen eral adult mem bers. And as 
noted above, Bookshare is cur rently work ing hard 
to reach the Deaf-Blind pop u la tion. If you at tend 
the 2011 AADB Sym po sium in June, please stop 
by the Bookshare ex hibit ta ble! 

Author contact information: Liz Halperin can be reached at 
liz.h@bookshare.org and Kristina King Cohen at
kristinac@benetech.org. 

Conferences and Training Events 

For a list of upcoming conferences and
trainings, go to nationaldb.org or call

DB-LINK Information Services at NCDB. 
Phone: 800-438-9376. TTY: 800-854-7013. 

E-mail: info@nationaldb.org. 
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Reflections from the Field 

"Re flec tions from the Field" is a col umn in which 
we ask ex perts in the field of deaf-blind ness to share 
their thoughts on impor tant is sues. This col umn fea ­
tures Sam Morgan, pro ject di rec tor for the New 
York Deaf-Blind Col lab o ra tive, New York's state 
deaf-blind pro ject. We asked Sam to tell us a lit tle 
about his back ground in deaf-blind ness and then re ­
spond to the fol low ing ques tions: 

What is your perspective on the availability and quality 
of services for children who are deaf-blind and their 
families? How do you think things have changed, for 
better or worse, over the past ten years, and what, if 
anything, do you think needs to be done to improve 
services in the future? 

Sam Morgan 

I can not re mem ber a time 
when the pace of change in 
the field of deaf-blind ness 
seemed as rapid and re lent ­
less as it does now. I orig i ­
nally trained as a teacher of 
the vi su ally im paired in a 
pro gram for chil dren with 

sen sory im pair ments and mul ti ple dis abil i ties at 
Teach ers Col lege, Co lum bia Uni ver sity, and as an 
ori en ta tion and mo bil ity in struc tor at the Uni ver ­
sity of North ern Col o rado. I sub se quently be came 
an itin er ant teacher and ori en ta tion and mo bil ity 
in struc tor serv ing a wide range of chil dren with 
vi sion im pair ments and soon grav i tated to wards 
work ing with chil dren who were deaf-blind or 
had mul ti ple dis abil i ties. From where I sit now, 20 
years later, as the pro ject di rec tor of the New York 
Deaf-Blind Col lab o ra tive, the chal lenges we face 
to pro vide high-qual ity ed u ca tion for chil dren 
who are deaf-blind are real and daunt ing. Here 
are some of the forces I see op er at ing be hind many 
of the daily strug gles and suc cesses in pro vid ing 
tech ni cal as sis tance for chil dren and youth who 
are deaf-blind: 

•	 the im pend ing re tire ment of a gen er a tion of 
pro fes sional and fam ily lead ers; 

•	 a con tin u ing need to cre ate and sus tain spe ­
cial ized in struc tional prac tices for chil dren 
who are deaf-blind in the face of an in creas ­
ingly ge neric ed u ca tional ser vice sys tem; 

•	 a push for deeper and more mean ing ful col ­
lab o ra tion be tween or ga ni za tions; and 

• an in creas ingly rapid and tech no log i cally fo ­
cused world that does not make room for 
those who need hands-on hu man re la tion ­
ships. 

Pro fes sion als and par ents from the gen er a tion 
of in di vid u als who, in many ways, cre ated the 
field of deaf-blind ness as it ex ists to day are start ­
ing to re tire, and this is af fect ing our field in ways 
that will make it more dif fi cult to sus tain what we 
have. This gen er a tion worked hard to keep us on 
the minds of legis la tors and the U.S. De part ment 
of Ed u ca tion's Of fice of Spe cial Ed u ca tion Pro ­
grams (OSEP) by show ing them why tech ni cal as ­
sis tance to chil dren, fam i lies, and pro fes sion als 
mat ters. The deaf-blind tech ni cal as sis tance pro ­
gram that many of us are part of, and for which 
we work hard to dem on strate ef fec tive ness, is the 
re sult of their ef fort and ded i ca tion. In ad di tion, 
the orig i nal group of fam ily members that started 
and grew the Na tional Fam ily As so ci a tion for 
Deaf-Blind (NFADB) and many state par ent or ga ­
ni za tions is mov ing out of po si tions of lead er ship 
that they have held for many years. While there 
are many forces that af fect the sur vival and suc ­
cess of the OSEP-funded deaf-blind pro grams, the 
in flu ence of gen er a tional change is a quiet but per ­
sis tent one. This shift en dan gers the con ti nu ity of 
our field, and we need to ad dress it di rectly. 

A hope ful trend is that our field rec og nizes this 
and is mak ing ef forts to train new pro fes sion als 
and fam ily members to as sume lead er ship roles. 
Ex am ples in clude par ent lead er ship train ing, the 
Helen Keller Fel lows Pro ject, the Na tional Lead er ­
ship Con sor tium in Sen sory Dis abil i ties, and the 
in ter vener move ment. The beauty of these ef forts, 
if you look at them as a whole, is that they are 
train ing peo ple at mul ti ple lev els—paraprofess­
ionals, teach ers, higher ed u ca tion and tech ni cal as ­
sis tance pro vid ers, and fam i lies. I am not aware of 
any other field that has made as de lib er ate an ef ­
fort to train peo ple to as sume such a va ri ety of 
roles. These ef forts ac com plish the ob vi ous goals 
of bring ing new peo ple into the field and train ing 
them in the spe cial ized skill sets they will need, 
but just as sig nif i cantly they send a mes sage to the 
dis ci plines of spe cial ed u ca tion and ed u ca tion at 
large that we, as a field, are com mit ted to our fu ­
ture. The chal lenge for us now is to con tinue those 
ef forts and cre ate op por tu ni ties within ex ist ing or ­
ga ni za tions for newly trained in di vid u als so they 
see a fu ture in our field as well. Just as we support 
teach ers to im ple ment in the class room what we 
teach them through train ing, we will need to men ­
tor this new gener a tion or risk los ing them to 
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other fields that would surely ap pre ci ate their 
skills. 

While spe cial ed u ca tion ser vices have, to some 
ex tent, moved pos i tively to wards more in clu sive 
mod els of ed u ca tion, they have also be come more 
ge neric, with fewer pro grams con cen trat ing on 
spe cific dis abil i ties such as deaf-blind ness. While 
this may make sense for most stu dents, it makes it 
very dif fi cult to de velop and sus tain the spe cial ­
ized prac tices nec es sary for ed u cat ing chil dren 
who are deaf-blind. In creas ingly, I see teach ers 
trained to work with chil dren with mild to mod er ­
ate dis abil i ties who have very lim ited knowl edge 
of sen sory im pair ments or se vere and mul ti ple 
dis abil i ties. While the ser vices of teach ers of the 
vi su ally im paired and of the deaf and hard of 
hear ing may be avail able and do help sup ple ment 
the work of class room teach ers, the ser vices they 
pro vide are in creas ingly be ing viewed and de liv ­
ered as re lated ser vices or ther a pies rather than as 
pri mary and es sen tial ed u ca tional ser vices. In 
New York, I fre quently hear teach ers of the vi su ­
ally im paired re ferred to as vi sion ther a pists in the 
same breath as oc cu pa tional ther a pists, phys i cal 
ther a pists, and speech-lan guage pa thol o gists. This 
trend is likely to have a sig nif i cant im pact on how 
our ed u ca tional sys tem views chil dren who are 
deaf-blind. It may pro mote the be lief that com ­
bined sen sory im pair ment is some thing that can 
be treated through ther apy rather than as a se ri ous 
con di tion re quir ing pro gram-wide im ple men ta ­
tion of sig nif i cantly dif fer ent in struc tional 
methodologies. 

OSEP speaks to us about "The New Normal" 
and the im por tance of in creas ing col lab o ra tion 
within the Tech ni cal As sis tance and Dis sem i na ­
tion Net work (TA&D). There are many good rea ­
sons for us to do this—in creas ing ef fi ciency and 
less du pli ca tion of ser vices, better use of ex ist ing 
re sources and knowl edge, in creased aware ness of 
what the field of deaf-blind ness has to of fer oth ­
ers, and the cre ation of syn er gis tic think ing as the 
net work moves for ward. While in creas ing col lab o ­
ra tion is our new re al ity in the TA&D Net work, I 
think it is also true in our work with pro fes sion als 
out side of our net work. In or der for us to be ef fec ­
tive in the cur rent ed u ca tional en vi ron ment— 
where we ask peo ple to do more than they have 
prob a bly ever needed to with any other child, in 
ways that are new and for eign to them—we need 
to make our selves vis i ble and ever pres ent. The 
use of tech nol ogy to fos ter col lab o ra tive re la tion ­
ships in the larger spe cial ed u ca tion field is crit i cal 
in de vel op ing and main tain ing ef fec tive pro grams. 
We need to make our small num bers seem big ger 
and in crease our col lab o ra tive re la tion ships with 

those in the ge neric spe cial ed u ca tion sys tem who 
serve chil dren who are deaf-blind. This can oc cur 
through so cial net work ing and in for ma tion dis ­
sem i na tion, as well as through syn chro nous and 
asyn chron ous train ing op por tu ni ties. These ex am ­
ples al low our small num bers to be vis i ble on a 
larger scale. They allow us to span a wider area, 
reach a greater num ber of peo ple, and help us to 
be pres ent in their minds when we are not phys i ­
cally pres ent. For me, the shift in knowl edge and 
ef fort that this re quires is some thing I am only be ­
gin ning to un der stand. 

There are many chal lenges to chang ing how we 
use tech nol ogy to pro vide ser vice. One of these is 
how we sup port pro fes sion als and 
paraprofessionals to im ple ment in struc tional prac ­
tices for chil dren who are deaf-blind in class rooms 
and programs. As many of us know, the provi sion 
of in for ma tion and train ing by themselves rarely, 
if ever, re sults in change in class room or pro gram ­
matic prac tice. Addi tional steps to sup port im ple ­
men ta tion are crit i cal (e.g., mod el ing, coach ing, 
re flec tion, and data col lec tion). New ways to use 
tech nol ogy to sup port im ple men ta tion are emerg ­
ing, and how we merge cur rent prac tices and new 
tech nol ogy to make our selves vis i ble and ef fec tive 
in a world of ge neric ser vices will be crit i cal. The 
num ber of chil dren who are deaf-blind is too 
small to be self sus tain ing in a ge neric sys tem 
serv ing lit er ally mil lions of chil dren (ap prox i ­
mately 6.9 mil lion chil dren served un der IDEA in 
2008, com pared to ap prox i mately 10,000 iden ti fied 
as deaf-blind). How ever, tech nol ogy pres ents op ­
por tu ni ties for us to make those chil dren and the 
work that we do around them more visi ble and 
pres ent when we can not ac tu ally be there. When I 
look at spe cial ed u ca tion, I think the field of 
deaf-blind ness has made a con tri bu tion much 
larger than meet ing the needs of 10,000 chil dren, 
but we need to get better at shar ing that. 

In our rap idly chang ing world in which the 
pace of in for ma tion ex change is ac cel er at ing, the 
ways peo ple in ter act are chang ing, and there is a 
grow ing ten dency to mea sure and value peo ple by 
their achieve ments or how much they con trib ute, I 
fear that chil dren who are deaf-blind will not fare 
well. The re al ity is that these chil dren need ev ery ­
thing and ev ery one to be slower-paced, de lib er ate, 
hu man, and mean ing ful in a real and rich en vi ron ­
ment. I fo cus much of my tech ni cal as sis tance ef ­
forts on com mu ni ca tion and in ter ac tion, as I am 
sure many other pro fes sion als in the field do, and 
I be lieve that the big gest changes for chil dren 
come about when the peo ple who in ter act with 
them slow down, be de lib er ate, and be emo tion ­
ally open to a child and what he or she is at tempt ­
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ing to ex press or do. This takes time and sin gu lar 
fo cus, some thing the pace of mod ern life rarely al ­
lows. Is it pos si ble to teach this through tech nol ­
ogy? I think it may be, but I am not yet sure how. I 
do find it odd that we ex pect peo ple to use tech ­
nol ogy to ac cess large amounts of in for ma tion in 
an ef fi cient man ner to learn from us, but then ex ­
pect them to do some thing very differ ent with that 
in for ma tion with chil dren who are deaf-blind. I 
know I feel the chal lenge to pre serve a view of 
chil dren who are deaf-blind as need ing some thing 
dif fer ent and that, re gard less of tech nol ogy or 
changes in the system, chil dren who are 
deaf-blind will al ways need some thing dif fer ent. 

❖❖❖❖❖❖❖ 

Using the Online

Communication Matrix to


Assess Early Communicators

Who Are Deafblind


Charity Rowland, Ph.D.

Oregon Health and Science University


Be fore chil dren learn to speak they use a va ri ety 
of move ments and be hav iors to com mu ni cate 
what they feel and want. Speech and other forms 
of lan guage, such as sign lan guage, do not sud ­
denly ap pear be tween the ages of 12 and 24 
months. They are the re sult of the de vel op ment of 

a se ries of in creas ingly com plex skills that be gin 
with early in fant-care giver re la tion ships. Chil dren 
who have dis abil i ties, such as deafblindness, that 
af fect how com mu ni ca tion de vel ops usu ally need 
in ten sive in struc tion to help them learn the early 
prelinguistic (prior-to-lan guage) com mu ni ca tion 
skills that typ i cally de vel op ing chil dren pick up 
nat u rally as they watch, listen, and in ter act with 
oth ers. 

To be gin pro mot ing early com mu ni ca tion skills 
in a child who is deafblind, one first needs to de ­
ter mine which com mu ni ca tion mode or sys tem 
will best cap i tal ize on the child's strengths, pro ­
vide an im me di ate means of com mu ni ca tion, and 
lay a foun da tion for fu ture growth. The online 
Com mu ni ca tion Ma trix (Rowland, 2009) was de vel ­
oped as a free web-based tool to make this as sess ­
ment task eas ier for par ents and pro fes sion als. It 
pro vides a com pre hen sive pic ture of a child's cur ­
rent com mu ni ca tion skills by iden ti fy ing what a 
child can do, rather than fo cus ing on what he or 
she can not do (Rowland, 2005). Al though this ar ti ­
cle re fers pri mar ily to chil dren, the Ma trix can be 
used by par ents and pro fes sion als to as sess some ­
one of any age who is deafblind and op er at ing at 
the ear li est stages of com mu ni ca tion. 

Com mu ni ca tion ma trix home page 

www.commmunciationmatrix.org 
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Deaf-Blind Perspectives 

History of the Communication


Matrix


The Com mu ni ca tion Ma trix is de signed to pin point 
ex actly how an in di vid ual cur rently com mu ni cates, 
with or with out speech, and to pro vide a frame work 
for de ter min ing log i cal com mu ni ca tion goals. It was 
first pub lished in 1990 and re vised in 1996 and 2004. 
The orig i nal ver sion (Rowland, 2004a) was de signed 
pri mar ily for use by speech-lan guage pa thol o gists 
and ed u ca tors to doc u ment the ex pres sive com mu ­
ni ca tion skills of chil dren who have se vere or mul ti ­
ple dis abil i ties, in clud ing sen sory, mo tor, and 
cog ni tive im pair ments. Its for mat is con cise and de ­
signed for rapid ad min is tra tion by per sons fa mil iar 
with the in stru ment. A sec ond, more user-friendly 
ver sion was de vel oped es pe cially for par ents in Eng ­
lish (Rowland, 2004b) and in Span ish (Rowland, 
2006). The free web-based ver sion dis cussed in this 
ar ti cle is also avail able in both lan guages (Rowland, 
2009). It was devel oped to make the Ma trix even eas ­
ier to use, to make it widely and freely avail able to 
po ten tial us ers, to en cour age col lab o ra tion be tween 
pro fession als and par ents, and to cre ate a da ta base 
of in for ma tion to ad vance sci en tific knowl edge 
about com mu ni ca tion de vel op ment in spe cific pop u ­
la tions of in di vid u als who have com plex com mu ni ­
ca tion needs. 

Organization of the Communication 

Matrix 

The Ma trix is struc tured around seven lev els of 
com mu ni ca tion (see ta ble). Six are lev els that typ i ­
cally de vel op ing chil dren achieve be tween birth and 
24 months, and one, "con crete symbols," is an ad di ­
tional stage that is crit i cal for some in di vid u als who 
are deafblind. The lev els range from "pre-in ten tional 
be hav ior" (the very ear li est be hav ior that is not un ­
der a child's vol un tary con trol) to "lan guage" (the 
abil ity to com bine two or three words, or any type of 
sym bol, into phrases). "Con crete symbols," the stage 
that is spe cific to some in di vid u als who are 
deafblind, is Level V. In con trast to "ab stract sym ­
bols" (spo ken words or man ual signs), con crete sym­
bols look like, feel like, move like, or sound like the 
ob jects or con cepts they rep re sent. They include pic ­
tures, ob jects (such as a shoe lace to rep re sent "shoe"), 
meaning ful ges tures (such as pat ting a chair to say 
"sit down"), and mean ing ful vo cal iza tions (such as 
making a buzz ing sound to mean "bee"). For some 
chil dren, con crete symbols may be the only type of 
sym bol that will ever make sense to them. For oth ­
ers, con crete symbols serve as a bridge to the use of 
ab stract sym bols such as spo ken words and man ual 
signs. 

Volume 18, Issue 2 

The par ent or other per son com plet ing the Ma ­
trix for a spe cific child re sponds on line to 24 ques ­
tions about the mes sages ex pressed by the child at 
each of the seven lev els of com mu ni ca tion. For ex ­
am ple, Ques tion C3 (Re quests At ten tion) asks, "Does 
your child in ten tion ally try to at tract your atten ­
tion?" The ques tions are an swered by in di cat ing 
which, if any, of a va ri ety of com mu ni ca tion be hav ­
iors the child uses to ex press a message. Behaviors 
are clas si fied into nine cat e go ries: body move ments, 
early sounds, fa cial ex pres sions, vi sual be hav ior, 
sim ple ges tures, con ven tional ges tures/vo cal iza tions, 
con crete symbols, ab stract symbols, and lan guage. 
For exam ple, under Question C2 (Re quests More of 
an Ac tion), the body move ments cat e gory in cludes 
the fol low ing be hav iors: whole body move ments, 
arm/hand move ments, and leg move ments. Three 
dem on stra tion vid eos that ex plain how to use the 
Ma trix and in ter pret its re sults are in cluded on the 
website. A 26-page hand book may be down loaded 
at no cost. 

Seven Levels of Communication 

I. Pre-in ten tional be hav ior—not un der an 
in di vid ual's con trol, but re flects a gen eral 
state (e.g., com fort able, un com fort able, 
hun gry, or sleepy). 

II. In ten tional be hav ior—un der an in di vid ­
ual's con trol, but not used to commu ni ­
cate in ten tion ally (e.g., fa cial ex pres sions, 
eye gaze). 

III. Un con ven tional com mu ni ca tion— 
pre-sym bolic be hav iors (do not in volve 
any type of symbol) that are used to com­
mu ni cate in ten tion ally (e.g., a sim ple ges ­
ture, such as tugging on a person). 
Con sid ered un con ven tional be cause they 
are not so cially ac ceptable as we grow 
older. 

IV. Con ven tional com mu ni ca tion—used in ­
ten tion ally to com mu ni cate, but still not 
sym bolic (e.g., nod ding, point ing). 

V. Con crete sym bols—sym bols that re sem ­
ble what they rep re sent (e.g., a shoe lace 
to rep re sent a shoe). 

VI. Ab stract sym bols—speech, man ual signs, 
brailled or printed words. 

VII. Lan guage-combin ing at least two sym ­
bols of any type according to gram mat i ­
cal rules. 
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Results Generated by the 

Communication Matrix 

The as sess ment re sults are gen er ated on line 
once the 24 ques tions have been com pleted. They 
are dis played in a one-page pro file that re veals the 
in di vid ual's cur rent level of com mu ni ca tion func ­
tion at a glance. The pro file is or ga nized by com ­
mu ni ca tion level and by the four ma jor rea sons 
that peo ple com mu ni cate (to re fuse things we 
don't want, to ob tain things we do want, to en gage 
in so cial in ter ac tion, and to pro vide or seek in for ­
ma tion). The pro file shows all of the com bi na tions 
of mes sages that are pos si ble for the seven lev els 
of com mu ni ca tion. Color codes in di cate whether 
the skills for each level have been mas tered or sur ­
passed, are emerging, or are not used by the child 
being assessed. 

The re port also in cludes a com pre hen sive com ­
mu ni ca tion skills list and an in-depth "mas tery" 
view that quan ti fies the in di vid ual's range of com ­
mu ni ca tion skills us ing graphic dis plays. The mas ­
tery view is use ful for re view ing the as sess ment 
re sults on line with a team. A link to the as sess ­
ment re sults may be e-mailed to oth ers, thus en ­
cour ag ing the sharing of re sults among 
professionals and family members. 

The Com mu ni ca tion Ma trix can be up dated on­
line pe ri od i cally to doc u ment the com mu ni ca tion 
de vel op ment of a sin gle child over time. The as ­
sess ment re sults and de mo graphic char ac ter is tics 
of chil dren and adults who are as sessed us ing the 
Ma trix are col lected and stored in a re search da ta ­
base. Strict se cu rity mea sures en sure that the data 
can not be linked to us ers. 

New Report Capability 

We have re cently de vel oped a fea ture that gen ­
er ates de tailed in di vid u al ized re ports that in clude 
ed u ca tional goals and sug ges tions for in ter ven ­
tion. Us ers may spec ify which com po nents to in ­
clude in the re port and may choose from sam ple 
goals and rec om men da tions or gen er ate their own 
ideas. This fea ture is in a beta-test mode and is 
free (al though we hope that it may even tu ally gen ­
er ate funds to sup port the website). We are very 
in ter ested in us ers' impres sions of this new fea ture 
and will in cor po rate feed back from us ers into the 
fi nal ver sion. At this junc ture, we are not able to 
provide the reports feature in non-English 
languages. 

Widespread Use by the Deafblind


Community


The on line Com mu ni ca tion Ma trix is be com ing 
widely used by the deafblind com mu nity and oth ­
ers. As of Oc to ber 2010, over 15,400 Ma trix pro files 
have been com pleted on more than 11,000 in di vid ­
u als, many of whom have been as sessed mul ti ple 
times. Cur rently, almost 300 new sets of data are 
en tered per week. De mo graphic in for ma tion col ­
lected through the on line ver sion shows that 11% 
of us ers are fam ily members; 43% are speech-lan ­
guage pa thol o gists; 41% are teach ers, other ed u ca ­
tors, or ther a pists; and 6% are "other." The 
rel a tively large num ber of fam ily members us ing 
the ser vice sug gests that it is en cour ag ing par ents 
to par tic i pate in the as sess ment pro cess, as we had 
hoped it would. Al though in di vid u als of all ages 
are rep re sented in the da ta base, most of those who 
have been as sessed are young chil dren (32% be ­
tween the ages of 0 and 5 years, 35% be tween 6 
and 10 years, 17% be tween 11 and 15 years, and 
16% above 15 years). Us ers come from 104 dif fer­
ent coun tries, with 72% of them from the United 
States. 

One of the ex pec ta tions in de vel op ing the on ­
line ver sion was that com pre hen sive data about 
the com mu ni ca tion skills of chil dren with low-in ­
ci dence dis abil i ties would be col lected on a fairly 
large num ber of chil dren. Typ i cally, these groups 
of chil dren are dif fi cult to study be cause their 
num bers are small and they are widely dispersed 
geo graph i cally. This ex pec ta tion is be ing re al ized. 
In di vid u als as sessed us ing the on line Ma trix rep ­
re sent many dif fer ent eti ol o gies, di ag no ses, and 
health con di tions. Eleven per cent have a pri mary 
di ag no sis of deafblindness. As we know, 
deafblindness has many dif fer ent causes. As of 
this writing, the da ta base in cludes data on 835 in ­
di vid u als aged 0 to 21 years with a pri mary di ag ­
no sis of deafblindness as so ci ated with 32 spe cific 
eti ol o gies. This is ap prox i mately 9% of the 9,131 
chil dren of ages 0 to 21 in the United States iden ti ­
fied by the 2009 Na tional Child Count of Chil dren 
and Youth Who Are Deaf-Blind (NCDB, 2010). 
The value of the Ma trix for spe cif i cally as sess ing 
in di vid u als with deafblindness lies in the fact that 
it ac com mo dates all pos si ble com mu ni ca tion be ­
hav iors and breaks com mu ni ca tion de vel op ment 
skills into smaller steps than other as sess ment in ­
stru ments do. The in for ma tion con tained in the 
da ta base will pro vide new in sight into the de vel ­
op ment of com mu ni ca tion skills in in di vid u als 
who are deafblind. We plan to pub lish a se ries of 
sci en tific ar ti cles based on these data. 
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Future Directions Research Update

Grants from the U.S. Department of Ed u ca tion 

have sup ported sweep ing im prove ments to the on ­
line Ma trix. The website is now avail able in Eng lish 
and Span ish and will soon be trans lated into the fol ­
low ing lan guages: Chi nese, Viet nam ese, Ko rean, 
and Rus sian (the lan guages spo ken by the largest 
num bers of U.S. cit i zens who have lim ited Eng ­
lish-lan guage skills). The new lan guage ver sions will 
en cour age more par ents to use the ser vice. Al though 
grant funds are tem po rarily available to sup port the 
website, this fund ing will end soon. Main tain ing and 
up dat ing the bur geon ing website is not with out cost. 
We are ex plor ing mech a nisms to sup port the ser vice 
in the fu ture, with the goal of con tin u ing to of fer the 
ba sic as sess ment as a free service. Any sug ges tions 
in this re gard are ap pre ci ated. In the mean time, 
please use the ser vice and feel free to of fer your sug ­
ges tions for im prove ment. It is only with the in put of 
us ers that we will be able to con tinue to im prove this 
col lab o ra tive website. 
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Vision and Eye Disorders in


Children with Hearing Loss


Peggy Malloy

National Consortium on Deaf-Blindness


This edi tion of "Re search Up date" high lights re ­
search on the prev a lence of oph thal mic (vi sion or 
eye) dis or ders in chil dren with hear ing loss. Over 
the years, a num ber of stud ies have de ter mined 
that vi sion prob lems are quite com mon in this 
pop u la tion of chil dren, and in a 2007 pol icy state ­
ment, the Joint Commit tee on In fant Hear ing 
(JCIH) rec om mended that ev ery in fant with a con ­
firmed hear ing loss be eval u ated by an oph thal ­
mol o gist to docu ment vi sual acu ity and rule out 
vi sion dis or ders (2007, p. 908). A sur vey of pri­
mary care phy si cians, how ever, found that only 
1% re ported hav ing re ferred chil dren with hear ing 
loss to ophthalmologists (Moeller, White, & 
Shisler, 2006). 

In 2006, a number of re searchers in Eu rope 
pub lished the re sults of a thor ough re view of ar ti ­
cles pub lished since 1965 on oph thal mic dis or ders 
in chil dren with hear ing loss (Nikolopoulos, 
Lioumi, Stamataki, & O'Donoghue, 2006). Among 
the ar ti cles they iden ti fied were 19 stud ies that in ­
ves ti gated the prev a lence of these con di tions. 
Over all, they found that the pres ence of eye or vi ­
sion dis or ders in chil dren with hear ing loss 
ranged from 40 to 60%. The dis or ders in cluded 
those that are cor rect able (e.g., near sight ed ness) or 
treatable (e.g., cat a racts) as well as those that are 
not cor rect able or treat able (e.g., retinitis 
pigmentosa). There was a great deal of vari a tion in 
the qual ity of the stud ies and the ways they were 
con ducted. For ex am ple, stud ies used var i ous 
types of di ag nos tic tests and defined ophthalmic 
disorders in different ways. 

Two more re cent stud ies found lower, but still 
sub stan tial, rates of eye and vi sion prob lems. Both 
ex am ined the med i cal re cords of chil dren with 
sensorineural hear ing loss (SNHL) who were seen 
at two chil dren's hos pi tals over spe cific pe ri ods of 
time. The first, which eval u ated the re cords of 226 
chil dren seen at Chil dren's Hos pi tal of Pitts burgh 
be tween 2000 and 2007, found that 49 (21.7%) had 
some type of eye or vi sion ab nor mal ity (Sharma, 
Ruscetta, & Chi, 2009). The sec ond looked at the 
re cords of 77 chil dren seen at the De part ment of 
Oto lar yn gol ogy at the DuPont Hos pi tal for Chil ­
dren in Del a ware be tween 2001 and 2006 
(Johnston et al., 2010). In or der to make the re sults 
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as rig or ous as pos si ble, the re search ers only con ­
sid ered the re cords of chil dren who had had a 
com pre hen sive eye exam con ducted by a pe di at ric 
oph thal mol o gist as well as a com pre hen sive ge ­
netic exam. Oph thal mic dis or ders were iden ti fied 
in 25 of 77 pa tients (32%) over all. When chil dren 
with ge netic dis or ders known to be related to 
vision loss were excluded, the percent fell to 23%. 

The find ings of these stud ies pro vide sup port 
for the JCIH rec om men da tion that all chil dren 
with hear ing loss be eval u ated by an oph thal mol o ­
gist. Also, each of the ar ti cles dis cuss the dam ag ­
ing ef fect that un iden ti fied vi sion loss can have on 
the de vel op ment of chil dren with hear ing loss and 
high light the impor tance of tak ing ac tion to re ­
store or im prove vi sion prob lems that can be cor ­
rected and to pro vide ad ap ta tions, ser vices, and 
supports for visually impaired children. 
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Join NCDB on Facebook! 

Search National Consortium  On


Deaf-Blindness


For Your Library 

Articles and Books 

Prac tice Per spec tives: Col lege Stu dents Who Are
Deaf-Blind 

National Consortium on Deaf-Blindness, 2011. 
This pub li ca tion, authored by Ka trina Arndt, 
Ph.D., sum ma rizes re search she con ducted on the 
ex pe ri ences of 11 col lege stu dents who are 
deaf-blind and pro vides sug ges tions for ways to 
sup port these stu dents. This and pre vi ous is sues 
are avail able on the web (stan dard print, large 
print, and Span ish). For free print and braille cop ­
ies con tact NCDB at 800-438-9376 (Voice), 
800-854-7013 (TTY), or info@nationaldb.org. 
Web: 
nationaldb.org/NCDBProducts.php?prodID=111 

Ac knowl edg ing and Man ag ing Stress 

reSources, California Deaf-Blind Services, Winter 2011. 
The ef fects of stress on chil dren who are 
deaf-blind is an in creas ingly pop u lar topic in the 
field. This news let ter in cludes ar ti cles about how 
stress af fects chil dren who are deaf-blind, the 
stress expe ri enced by fam i lies of chil dren who are 
deaf-blind, in fant mas sage, and a new re search 
pro ject. 
Web: cadbs.org/news let ter/re sources-win ter-2011 

A Re source Guide for Early Hear ing De tec tion
and In ter ven tion 

National Center for Hearing Assessment and

Management, Utah State University, 2011.

This free eBook in cludes chap ters on early hear ing 
de tec tion and in ter ven tion (EHDI) pro grams, as ­
sess ment of hear ing im pair ment, the causes of 
hear ing im pair ment, assistive de vices, and much 
more. 
Web: infanthearing.org/ehdi-ebook 

Com mu ni ca tion and Con gen i tal Deafblindness 

Inger Rodbroe and Marleen Janssen, The Danish 
Resource Centre on Congenital Deafblindness 
(VCDBF), Denmark and Viataal, The Netherlands, 
2006-2009. 
This is a set of four books (each ap proxi mately 150 
pages) based on the work of Deafblind In ter na ­
tional's Com mu ni ca tion Net work. A com pan ion 
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DVD is in cluded with each book to il lus trate the 
con cepts de scribed. Avail able from Perkins School 
for the Blind (www.perkins.org or 617-972-7308). 
The set of 4 books costs $50. Indi vid ual books are 
$15.00. 

Media 

Chang ing Vi sion, Chang ing Hear ing: Is It Usher
Syn drome? [Video Clips] 

Washington Sensory Disability Services, 2011. 
wsdsonline.org/deafblind/usher/in dex.html 
This webpage in cludes de light ful video clips of in ­
ter views with a 12-year-old and 24-year old who 
have Usher Syn drome. They talk about their ex pe ­
ri ences and the types of ac com mo da tions they re ­
quire for school and work. 

Tan gi ble Sym bols [Webcast] 

Perkins School for the Blind, 2011. 
perkins.org/re sources/webcasts 
In this new webcast, Eliz a beth Torrey talks about 
the use of "tan gi ble sym bols," to sup port the de ­
vel op ment of com mu ni ca tion in chil dren who ex ­
pe ri ence a va ri ety of se vere com mu ni ca tion 
dis or ders and are unable to use ab stract sym bols. 
This and other webcasts on a va ri ety of top ics are 
avail able for free at the Perkins website. 

Dr. Jan van Dijk Website 

drjanvandijk.org 
This is the website of Dr. Jan van Dijk, who has 
been a teacher, re searcher, and ad vo cate in the 
field of deaf-blind ness for 50 years. The site in ­
cludes in for ma tion about deaf-blind ness and his 
work. It in cludes a fo rum where profession als, 
fam ily members, and oth ers can dis cuss im por tant 
is sues and share in for ma tion. 

ASLdeafined [On line ASL In struction] 

asldeafined.com 
This on line pro gram uses guided les sons and 
video dem on stra tions that in di vid u als can use to 
learn sign lan guage at their own pace.  The cost 
var ies de pend ing on the sub scrip tion plan cho sen.  
A 3-day trial pe riod is avail able. 

A Message from the National 

Family Association for Deaf-Blind 

The Na tional Fam ily As so ci a tion for Deaf-
Blind (NFADB) has been sup port ing in di vid u ­
als who are deaf-blind and their fam i lies for 
over six teen years and we would like to in vite 
you to be come a mem ber of this in cred i ble or ­
ga ni za tion. NFADB of fers sup port in a va ri ety 
of ways. 

• A toll-free num ber (an swered by a real 
per son) that con nects fam i lies and oth ers 
to re sources and one-to-one sup port. 

• Cur rent in for ma tion and na tional up ­
dates de liv ered through a bi-an nual 
news let ter. 

• On line re sources and sup port through 
our website (nfadb.org) and Facebook. 

• A member LISTSERV that con nects you 
by e-mail to hun dreds of other mem bers. 

We of fer three mem ber ship op tions for fam i ­

lies and pro fes sion als.


One yr: $15  Three yrs: $35  Life time: $100 

For ques tions, please call Lori at 800-255-0411

or e-mail NFADB@aol.com.


Do you have questions about anything you have read in Deaf-Blind


Perspectives or need other information about deaf-blindness?


Con tact DB-LINK Info Ser vices at the Na tional Con sor tium on Deaf-Blind ness 

Call us! 

800-438-9376 

800-854-7013 TTY 

E-mail us! 

info@nationaldb.org 

Visit our web site! 

www.nationaldb.org 

Together We Make The Connections 
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Deaf-Blind Per spec tives Non profit Or gani za tion 
Na tional Con sor tium on Deaf-Blind ness U.S. Post age 
West ern Or e gon Uni ver sity PAID 
345 N. Monmouth Ave. Per mit No. 751 
Monmouth, OR 97361 Sa lem, OR 

Ad dress Serv ice Re quested 
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