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Interveners: One Key to Success 
Sally and Mike Prouty 

Our son Andy was born 28 years ago with CHARGE Syn drome. At that time we were liv ing in the 
moun tains of Wash ing ton State and plan ning a ca reer move with the U.S. For est Ser vice to Alaska. Hav ing 
an in fant di ag nosed with deafblindness changed ev ery thing. A ca reer in the west ern for ests sud denly 
looked a bit ten u ous. We needed a new plan. 

Af ter the tears dried, re solve set in. We had heard the story of Helen Keller and Anne Sullivan and 
knew that Helen Keller was suc cess ful largely be cause Anne Sullivan brought the world and 
communication to her. We wanted to do the same for Andy, but there were n’t enough hours in the day for 
us to ex pose him to all of the con cepts his older brother learned so eas ily. We wanted Andy to be as in de ­
pend ent as pos si ble, and we knew the early years were vi tal for ed u cat ing our son. We were de ter mined 
to find Andy’s own Anne. At that time we had not heard the term in ter vener, but as it turned out, a key to 
Andy’s suc cess was the pres ence of in ter ven ers early on. Here is our story. 

An Approach Comes into Focus 

Our un der stand ing of in ter ven ers be came a bit sharper af ter we read the book Deaf-Blind In fants and 
Chil dren: A De vel op men tal Guide (1982), by John and Jacque McInnes of the W. Ross Mac Don ald School near 
To ronto, Can ada. The McInneses were early advo cates for an ed u ca tion and sup port model based on 
intervenors (the Ca na dian spell ing for the term), and they stated un equiv o cally that intervenors dra mat i ­
cally im prove the lives of chil dren with deafblindness. We cor re sponded reg u larly with John and Jacque 
and met them two years later when, at our sug ges tion, they at tended a deafblind fam ily week end event in 
Or e gon where we had moved when Andy was one and a half. We had moved from the for ests of cen tral 
Wash ing ton to south ern Or e gon be cause our re search re vealed that there was an ex cel lent pre school there 
with a teacher trained in deafblindness. 

We real ized that Andy lived in a bub ble. He could only ac cess in for ma tion as far as he could hear and 
see. Be cause he is pro foundly deaf and has vi sion in only one eye, his bub ble is quite small. We did n’t 
want Andy to grow up iso lated from peo ple and the world. We wanted him to be in de pend ent. If he was 
to be in de pend ent, then he needed to learn, and if he was to learn, he needed ac cess to in for ma tion and 
com mu ni ca tion. It was over whelm ing for us to pro vide all that Andy needed on our own. The only way as 
with the help of a trained per son who could com pen sate for his hear ing and vi sion losses. An INTER VENER! 

(con tin ued, page 2) 
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Deaf-Blind Perspectives 

When Necessary, Grow Your Own 

Our con ver sa tions with the McInneses, as well 
as our own read ing and ob ser va tions, re in forced 
our be lief that Andy would ben e fit from an in ter ­
vener. At that time, there were no for mal in ter ­
vener train ing pro grams avail able, so we adopted 
a “grow your own” approach. We discov ered two 
col lege stu dents home for the sum mer who knew 
sign lan guage and we trained them as best we 
could. We re ceived a small grant from the Lady 

Andy at age 2 with his first in ter vener, Donna 

Lions Club in our com mu nity to pay these in ter ­
ven ers to fill in the many hours of the day when 
we were un able to teach Andy our selves. These 
young women, who were short on train ing but 
long on com mit ment and en ergy, worked on sign 
lan guage vo cab u lary and con cept de vel op ment 
and sup ported the goals on Andy’s in di vid u al ized 
ed u ca tion pro gram (IEP). 
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Work ing closely with the school dis trict, we 
were also able to ob tain the ser vice of an in ter ­
vener at Andy’s pre school. She was an amaz ing 
woman who de vel oped a trust ing re la tion ship 
with Andy, and this led to his mak ing great 
strides in lan guage, con cept de vel op ment, and in ­
de pend ent mo bil ity. This was a good start, but we 
were driven to pro vide more for our son. While he 
was still in pre school, we were think ing 20 years 
ahead. We re al ized that any thing we did to help 
him ac a dem i cally as a young child would pay 
huge div i dends in help ing him to achieve in de ­
pend ence later in life. 

A New Chapter 

We kept in touch with the McInneses, who told 
us about a grant-funded pro ject at the SKI-HI In ­
sti tute at Utah State Uni ver sity to hire com mu nity 
in ter ven ers for chil dren with deafblindness. So 
when Andy was 3 years old we moved to Ogden, 
Utah, but we stayed there for only 3 years. In an 
ef fort to bal ance Andy’s needs, a ca reer in the For ­
est Ser vice, and our fam ily’s qual ity of life, we 
made the de ci sion to move again in 1987. Our 
search took us briefly to Wash ing ton D.C., and 
then fi nally to St. Paul, Min ne sota, where we still 
live to day. 

When we came to Min ne sota 21 years ago, we 
were in trigued by a non profit agency now called 
DeafBlind Ser vices Min ne sota (DBSM). At that 
time, DBSM pro vided sup ports only to adults with 
deafblindness. We asked if they would con sider 
serv ing chil dren and sug gested they con tact the 
McInneses in Can ada. As a re sult, DBSM re ­
quested fund ing from the Min ne sota De part ment 
of Hu man Ser vices, Deaf/Hard of Hear ing and 
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DeafBlind Ser vices Di vi sion and re ceived a grant 
to fund com mu nity in ter ven ers for chil dren. 

Thanks to this grant, Andy bene fited from in ­
ter ven ers un til he was 21. These com mu nity in ter ­
ven ers sup ported his IEP goals but did it in our 
home and com mu nity. Andy spent hun dreds of 
hours over the years with his in ter ven ers prac tic ­
ing shop ping, han dling money, cook ing, learn ing 
the lay outs of stores and mu se ums, par tic i pat ing 
in a group for teens with deafblindness, com mu ni ­
cat ing with the pub lic, and hav ing fun in the pro ­
cess. Sev eral of his in ter ven ers were mem bers of 
the deaf com mu nity, so his use of Amer i can Sign 
Lan guage also blos somed in the pro cess. Be cause 
the role of in ter ven ers was not rec og nized in ed u ­
ca tional set tings at that time, we re quested the 
term interpreter/intervener when his IEP was writ ­
ten. 

Andy was the first child in Min ne sota to have 
an in ter vener, but cur rently at least 30 Min ne sota 
chil dren have in ter ven ers at home and/or in 
school. In 2003, the Min ne sota State wide 
DeafBlind Spe cial ist at the Min ne sota De part ment 
of Ed u ca tion es tab lished in ter vener train ing with 
a grant from that agency. Train ing con sists of 72 
hours of train ing over six weekends. Both com mu ­
nity and school in ter ven ers re ceive train ing 
through this pro gram. To date, over 100 com mu ­
nity and school in ter ven ers have been trained in 
Min ne sota. [Ed i tor's note: This is a cor rec tion to an ear lier ver ­

sion of this is sue of Deaf-Blind Per spec tives which stated that 30 com ­

mu nity and school in ter ven ers have been trained in Min ne sota.] 

A Developing Field 

Our fam ily has n’t been alone in rec og niz ing a 
need for in ter ven ers for chil dren who are 
deafblind. The use of in ter ven ers has been a de vel ­
op ing prac tice over the past 20 years through out 
the United States. We and many other par ents and 
pro fes sion als are con vinced that school and com ­
mu nity in ter ven ers cre ate an ex cel lent foun da tion 
for learn ing by pro vid ing: 

• ac cess to in for ma tion and com mu ni ca tion, 

• con sis tency and rep e ti tion to sup port skill

de vel op ment,


•	 ex pe ri en tial learn ing in nat u ral en vi ron ­

ments, and


•	 op por tu ni ties for chil dren to solve prob lems 
and make de ci sions. 

Over the years we have heard many ar gu ments 
from teach ers and ad min is tra tors why the use of 
in ter ven ers for chil dren who are deafblind is not a 

good ap proach. Here are some of those ar gu ments 
and our re plies. 

If your son gets an in ter vener, all par ents of spe ­
cial needs stu dents will want in ter ven ers. Their 
chil dren could ben e fit from one-on-one learn ing 
too! This is true, but Andy is deaf and blind and 
does not have the same ac cess to in for ma tion and 
com mu ni ca tion as hear ing-sighted peers. An in ter ­
vener pro vides ac cess to things and peo ple he can ­
not hear or see. Chil dren who are deafblind need a 
way to ac cess in for ma tion, com mu ni ca tion, and 
the world. In ter ven ers pro vide this. 

Your son will be come too de pend ent on an in ter ­
vener. If in ter ven ers are trained prop erly, chil dren 
should be come more in de pend ent. Ini tially, Andy 
did be come de pend ent on new in ter ven ers as part 
of the pro cess of de vel op ing trust and build ing a 
pos i tive re la tion ship, but once he felt se cure and 
com fort able, he be came in creas ingly in de pend ent. 

An in ter vener will iso late your son from oth ers. 
Just the op po site is true. Over the years, Andy’s 
in ter ven ers pro vided in for ma tion to him that en ­
abled him to better in ter act with oth ers in and out 
of the class room. In ter ven ers must know when to 
step back to en cour age in de pend ence and com mu ­
ni ca tion among peers. In the 1995 Teach ing Re ­
search video se ries, You and Me, in which the 
in ter vener is called an in ter preter-tu tor, this per ­
son is de scribed as an “Am bas sa dor for Friend ­
ships.” We love that de scrip tion! An in ter vener is 
a bridge to oth ers, not a bar rier. 

An in ter vener does not have the proper licensure 
to teach your child. That is true, but the in ter vener 
works un der the di rec tion of li censed teach ing 
staff. Fre quent plan ning meet ings with the ed u ca ­
tion team keep ev ery one abreast of cur rent goals, 
and the in ter vener is the team mem ber who can 
pro vide much needed con sis tency for the child. 

Andrew’s Perspective 

Re cently when Andy was asked how in ter ven ­
ers helped him, he said, “My in ter vener helped 
me, for ex am ple, in school when the teacher 
would write on the black board. My in ter vener/in ­
ter preter would write or show me what was writ ­
ten on the black board. My in ter vener would also 
in ter pret what other kids said (signed). Well, if the 
kids were close, that was fine, but I could n’t see 
them far ther away and she would in ter pret that 
for me. If I did n’t have an in ter vener in my school, 
my teacher would n’t be able to pay at ten tion to 
the other stu dents. The teacher would have to be 
close to me and sign and could n’t fo cus on the 
other stu dents.” 
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Deaf-Blind Perspectives 

Andy con tin ued, “I think an in ter vener helped 
me when I was grow ing up be cause I am more in ­
de pend ent now. I live in my own apart ment, I pay 
my own bills, I do my own shop ping, and I travel 
in de pend ently to work. I think it is im por tant for 
deafblind chil dren to have in ter ven ers for a va ri ­
ety of rea sons—so they have ac cess to the world 
and com mu ni ca tion, fewer be hav ior prob lems, 
and in de pend ence. I think it’s im por tant to pay for 
that.” We agree. It is a small in vest ment in a long 

Andy at age 28 at work 

fu ture. 

Conclusion 

Look ing back over the past three de cades, we 
see how im por tant the in flu ence of in ter ven ers on 
Andy and our selves has been. We met amaz ing in ­
di vid u als who were com mit ted, tal ented, and lov ­
ing. We ex pe ri enced life turns that we never 
an tic i pated, which opened up a new and ex cit ing, 
al beit un or tho dox, world to us. We were all united 
in our de sire to make the best pos si ble world for 
Andy. Our dream was re al ized when Andy 
moved into an apart ment a few years ago. We see 
him fre quently, but on his own terms. He is in de ­
pend ent. 
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Transition Time at NCDB 
John Killoran


Director, Teaching Research Institute


On July 11, 2009, af ter 11 years at the helm, Kat 
Stremel Thomas stepped down from the di rec tor ­
ship of the Na tional Con sor tium on Deaf-Blind­
ness (NCDB). Dur ing Kat’s ten ure as di rec tor of 
NCDB, and of its pre de ces sor NTAC (Na tional 
Tech ni cal As sis tance Con sor tium on Chil dren and 
Young Adults Who Are Deaf-Blind), she guided 
the pro ject with a never-end ing blend of pas sion 
and en ergy, while main tain ing her, and the pro ­
ject’s, fo cus on in creas ing the qual ity of services 
and sup ports for chil dren with deaf-blind ness and 
their fam i lies. As a re sult, not only did she af fect 
the lives of the chil dren and ser vice pro vid ers 
with whom she worked, but also of each of us 
who worked so closely with her. 

Among the many ex cit ing things re cently oc ­
cur ring in her life, Kat has re ceived fund ing from 
the U.S. De partment of Ed u ca tion for a pro posal 
through which she con tin ues her re search and 
pas sion for work ing with young chil dren who are 
deaf-blind who have re ceived co chlear im plants. 
We look for ward to the re sults of her new re search 
and the con tri bu tions it will make to what we all 
do. Al though no lon ger serv ing as its di rec tor, Kat 
will re main in volved with NCDB and will as sist 
with a va ri ety of tech ni cal as sis tance and lead er ­
ship ac tiv i ties. 

I am also pleased to an nounce that Jay Gense is 
now serv ing as the di rec tor of NCDB. Jay has 
nearly thirty years of ex pe ri ence in the field of 
deaf-blind ness as a teacher, con sul tant, and pro ­
ject di rec tor, as well as ex ten sive ex pe ri ence in 
state and re gional agency ad min is tra tion. Hav ing 
had pre vi ous ex pe ri ence as a state deaf-blind pro ­
ject di rec tor, he is fa mil iar with the work ings and 
ac tiv i ties of the fed eral tech ni cal as sis tance and 
dis sem i na tion net work and with the role of 
NCDB. Jay has not only “hit the ground run ning,” 
but he brings new ideas, ad di tional in sight, and 
ex per tise to the pro ject. 

Please join me in con grat u lat ing both Kat and 
Jay as they embark on their new ad ven tures! 

❖❖❖❖❖❖❖ 
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New NCDB Director 
Jay Gense 

As the new di rec tor of the Na tional Con sor tium 
on Deaf-Blind ness (NCDB), I am pleased to take 
this op por tu nity to in tro duce my self and ex press 
my heart felt en thu si asm for the work ahead. Most 
read ers of Deaf-Blind Per spec tives know that NCDB 
is a na tional pro ject funded by the U.S. De part ­
ment of Ed u ca tion, spe cif i cally by the fed eral Of ­
fice of Spe cial Ed u ca tion Pro grams (OSEP). NCDB 
works col labor atively with fam i lies, state 
deaf-blind pro jects, and fed eral, state, and lo cal 
agen cies to pro vide tech ni cal as sis tance, in for ma ­
tion, and per son nel train ing. NCDB brings to ­
gether the re sources of three agen cies with long 
his to ries of ex per tise in the field of deaf-blind ness, 
the Teach ing Re search In sti tute (TRI) at West ern 
Or e gon Uni ver sity, the Helen Keller Na tional Cen ­
ter (HKNC), and the Hilton/Perkins Pro gram at 
the Perkins School for the Blind. 

I’m very proud of and cher ish my “roots” in 
work ing and teach ing in the field of deaf-blind ­
ness. Upon re flec tion, I find it amaz ing that these 
roots now ex tend back over 30 years. The ad age 
“time flies when you’re hav ing fun” cer tainly 
holds true! Al though I’ve spent the last 12 plus 
years work ing as an ad min is tra tor at the Or e gon 
De part ment of Ed u ca tion, serv ing as di rec tor of 
low in ci dence pro grams and di rec tor of spe cial 
schools, I still con sider my self first and fore most 
to be a teacher. 

I be gan my jour ney in the field work ing in a 
deaf-blind pro gram and class room dur ing the 
summer of 1977. This classroom was lit er ally 
tucked away in a very large in sti tu tional en vi ron ­
ment, serv ing 13 stu dents who were deaf-blind 
ranging from 3 years old to 22. After a sin gle day 
of work ing in this pro gram I re call be ing 
“hooked,” com pletely in trigued, and mesmer ized 
by the com plex i ties of deaf-blind ness and driven 
by a new found cu ri os ity and sub se quent pas sion 
for try ing to un der stand its unique ness. This ex pe ­
ri ence served as the foun da tion for my jour ney in 

seek ing a better un der stand ing of the impact of 
deaf-blind ness on learn ing and de vel op ment. My 
pro fes sional goal, from that point for ward, was to 
un der stand how to teach in a way that al lowed 
chil dren who are deaf-blind to pro cess, man age, 
and use in for ma tion in di vid u ally, based on each 
child’s abil i ties to use sen sory in for ma tion. I’ve 
been seek ing to en hance that un der stand ing ever 
since. 

My pro fes sional jour ney has al lowed mul ti ple 
op por tu ni ties to teach in nu mer ous states in a va ­
ri ety of pro grams. I’ve taught in class rooms in res-
i den tial and other spe cial ized schools, in 
spe cial ized class rooms, in lo cal school-dis trict 
class rooms, and I’ve served as an itin er ant con sul ­
tant in a va ri ety of ur ban and ru ral set tings. 

Since mov ing into ed u ca tional ad min is tra tion, 
I’ve con tin ued to serve pro grams in these var ied 
en vi ron ments. While at the Or e gon De part ment of 
Ed u ca tion, I also served as di rec tor of the Ore gon 
Deafblind Pro ject. This ex pe ri ence, as well as di ­
rect and in di rect work with scores of other state 
deaf-blind pro jects, has left me with great re spect 
and ad mi ra tion for the work of the state pro jects 
and of the many partner ships each has es tab ­
lished. 

So, why did I ac cept the ap point ment as di rec ­
tor of NCDB? First, I be lieve that the cur rent state 
of our field of deaf-blind ness and our re newed na ­
tional fo cus on the pro vi sion of qual ity ed u ca tion 
pro grams for all stu dents pro vide a unique set of 
op por tu ni ties to serve chil dren and fam i lies well. 
Sec ond, I have great ad mi ra tion and re spect for 
the state deaf-blind pro jects, and I trea sure the op ­
por tu nity to part ner with them through NCDB. 
Third, I be lieve that OSEP has estab lished a qual­
ity in fra struc ture for na tional sup ports and ser ­
vices through their Tech ni cal As sis tance and 
Dis sem i na tion (TA&D) net work. I look for ward to 
work ing within this net work, through the col lec ­
tive tal ents and wis dom of NCDB staff, with the 
state deaf-blind pro jects and with part ner agen cies 
through out the coun try to im prove the in fra struc ­
tures for de liv ery of qual ity ser vices to some of the 
most com plex chil dren in our schools to day. Fi ­
nally, and most impor tantly, I have great re spect 
and ap pre ci a tion for the in fants, chil dren, and 
youth who are deaf-blind and for their fam i lies. It 
is an honor to accept a po si tion in which I will 
have the op por tu nity to work on their be half. I’m 
com mit ted to bring ing my past ex pe ri ences and 
per spec tives to the ta ble and ex cited about be ing 
open to new ex pe ri ences and per spec tives, as we 
work to gether to improve and en hance qual ity 
pro grams. 
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I ap pre ci ate this op por tu nity to join NCDB and 
its many col lab o ra tive part ners as we move for ­
ward in these op por tune times. In fu ture 
Deaf-Blind Per spec tives is sues, I plan to share some 
per sonal thoughts about ser vices and sys tems, and 
per haps to chal lenge present per spec tives. I will 
al ways wel come in put and feedback about NCDB 
ser vices and sup ports, com ments of praise and 
con struc tive crit i cisms, and spe cific ideas and sug ­
ges tions for improve ment. It is clear that the field 
of deaf-blind ness ben e fits from care fully planned 
sys temic col lab o ra tions and part ner ships. The 
needs of the chil dren and fam i lies we serve are far 
too com plex to as sume that any sin gle approach to 
ser vice and sup port will suf fice. How ever, it’s also 
clear that work ing to gether, our col lec tive pas sions 
for qual ity will help us all to meet our ul ti mate 
goal of qual ity ser vices for children. 

❖❖❖❖❖❖❖ 

An Experience of a Lifetime 
Crystal Morales 

For one week in June 2009, six other young 
adults with deafblindness and I par tic i pated in an 
ad vo cacy train ing pro gram called Deaf-Blind 
Youth in Ac tion. The one-week course was held at 

Gallaudet Uni ver sity, a uni ver sity for the deaf in 
Wash ing ton D.C. Instruc tors Amy Parker from 
Texas Tech Uni ver sity and Su zanne Ressa from 
the Helen Keller Na tional Cen ter had shared a 
dream to one day gather a group of young adults 
to learn to ad vo cate and speak not only for them­
selves, but for deafblind in di vid u als who may not 
have the abil ity to do so. We learned how to pres­
ent in for ma tion to sen a tors, con gres sio nal rep re ­
sen ta tives, and their staffs. While the pro gram was 
in tense at times, we all en joyed our stay at 
Gallaudet and the work we did there. In ter pret ers, 
aides, staff mem bers, and vol un teers helped co or ­
di nate the ac tiv i ties so that we could all learn to ­
gether. This was the first time many of us met 
other deafblind peo ple our age, and then to top it 
off, we met Presi dent Obama and brought aware ­
ness of deafblindness to the White House and to 
states all around the coun try. We have a plan of 
ac tion that we are con tin u ing to work on to day. 

As a part of our won der ful jour ney to Wash ­
ing ton, D.C., we had the op por tu nity to meet 
many im por tant de ci sion-mak ing per sons from 
the U.S. House of Rep re sen ta tives and the Sen ate. 
Be ing in those build ings and com mu ni cat ing with 
those peo ple were pow er ful ex pe ri ences that 
changed my mind about how our gov ern ment and 
its rep re sen ta tives work to gether to cre ate change 
for all of us. 

Pres i dent Obama meets with Deaf-Blind Youth in Ac tion stu dents. Of fi cial White House Photo by Pete Souza. 
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An other part of our jour ney was a tour of the 
White House. Walk ing with my fel low class mates 
and our in ter pret ers and teach ers up to the White 
House was very mov ing for me, espe cially know ­
ing that the last per son with deafblindness to meet 
a United States pres i dent was Helen Keller. We 
walked through the East Re cep tion Room where 
most peo ple wait to meet the first lady. A se cret 
ser vice agent ex plained to us that for mer first la ­
dies’ pic tures were on the wall. She then de scribed 
each room we toured and some of the con tri bu ­
tions made by those who have lived in the White 
House. We were al lowed to touch items in each 
room very care fully. We saw the Green Room, the 
Red Room, the Blue Room, and the State Din ing 
Room in all of their gran deur. We tried to get de ­
scrip tions that were as de tailed as pos si ble from 
our in ter pret ers and teach ers. 

We trav eled through the Ver meil, China, and 
Dip lo matic rooms be fore reach ing the East Room. 
When we ar rived there, I looked to my left and 
saw what looked like a harp si chord, which I dis ­
cov ered was ac tu ally the White House pi ano. I 
looked at my in ter preter and we both smiled be ­
cause I am a composer and mu si cian. The agent 
told me that I could play a note if I wanted. I told 
her I could n’t be cause I was so ner vous. She of ­
fered again, and I just could not re sist. I walked 
calmly over to the pi ano, touched the top of it and 
then the highly pol ished keys, and played my fa ­
vor ite jazz chord with a small mel ody above it. I 
just let the chords hang on and lis tened to how it 
sounded in the big room. I stood in shock as the 
agent told me, “Stevie Won der played that pi ano.” 
I just could not be lieve what I was told! I was in 
shock all day. Not many mu si cians have a chance 
to play the White House pi ano! What an honor for 
me. The agent told me that it was a one-of-a-kind 
Steinway made for the White House. It is sup ­
ported by three golden ea gles and has beau ti ful 
red felt in side. 

Af ter that won der ful ex pe ri ence, we re treated 
to a lo cal res tau rant while we waited to re turn to 
the White House to meet Pres i dent Obama. While 
wait ing, we were so wor ried that some thing 
would come up and cause our visit to be can celed. 
But it was n’t, and we were all thank ful. We ap ­
proached the East Gate and went through se cu ­
rity, got our passes, and pro ceeded to walk up the 
drive way and into the re cep tion of fice to wait our 
turn to meet Pres i dent Obama in the Oval Of fice. 
We vis ited as a group, with our in ter pret ers, staff, 
and teach ers all try ing to imag ine what it would 
be like. We were called by the agent to walk in a 
line down the hall way and to wards the Oval Of ­
fice where Pres i dent Obama was wait ing for us. In 

the small hall way, an en try way was vis i ble where 
one-by-one we walked into the Oval Of fice to 
meet him per son ally. 

My in ter preter in tro duced her self, and then 
Pres i dent Obama asked me my name, where I 
lived, where I went to school, and how I liked 
Aus tin. He said that he liked Aus tin and liked to 
visit there. He then asked me, “Who is your 
buddy with you?,” mean ing my guide dog, 
Umbro. I told him Umbro’s name and that he is al ­
most 6 years old. He then reached down and pet ­
ted Umbro and said, “Umbro is a good boy!” He 
also vis ited with the other dogs in the room, Jerry 
and Spencer. Pres i dent Obama said “I wish my 
dog be haved as well as your dogs; he is still a 
baby.” 

It was then time to gather as a group for a pro ­
fes sional photo with the pres i dent. Pres i dent 
Obama then let ev ery one know that he is proud of 
our efforts in D.C. and that he supports what the 
Helen Keller Na tional Cen ter is do ing for the 
deafblind com mu nity. We then stood for a group 
photo, and shortly af ter, I be gan to make my way 
out since the agent told us to start head ing out of 
the of fice. I did n’t re al ize that the pres i dent was 
still vis it ing and say ing good-bye to the other stu ­
dents. My in ter preter and I started to turn away, 
and Pres i dent Obama called my name, “Crys tal!” 
He made an ef fort to call me back into the room to 
say good-bye and wish me well in the fu ture. I just 
wish I was able to hear him speak. We shook 
hands for the last time, and I said, “Thank you 
very much,” and pro ceeded to walk out of the 
Oval Of fice into the hall way where we were all in 
shock af ter meet ing the pres i dent and get ting to 
visit with him. 

What an amaz ing ex pe ri ence for us all, a 
once-in-a-life time event. We are all so proud to be 
the first deafblind group since Helen Keller to 
meet the pres i dent and to be the first dis abil ity 
group to meet our new pres i dent of the United 
States of Amer ica. We are all so hon ored. 

Crys tal Mo rales is from Aus tin, Texas. She is a re cent 
grad u ate of East Cen tral Uni ver sity in Oklahoma and 
has a B.A. in Hu man Re sources with an em pha sis in 
vo ca tional re ha bil i ta tion. She is an ac com plished mu si ­
cian and com poser and an ex pe ri enced pre senter on the 
topic of deafblindness. 

❖❖❖❖❖❖❖ 
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Internet Social Networking

Sites: Building Community One


Friend at a Time

Mike Fagbemi


National Consortium on Deaf-Blindness


Internet so cial net work ing sites have be come a 
part of our cul ture. They pro vide oppor tu ni ties for 
in ter per sonal con nec tion that tran scend race, re li ­
gion, and creed, and in many ways, dis abil i ties. 
Two of the most pop u lar sites, MySpace and 
Facebook, have more than one hun dred mil lion 
sub scrib ers world wide. The pop u lar ity of these 
sites has in flu enced how Amer i cans share in for ­
ma tion and ex press their so cial, po lit i cal, and eco­
nomic in ter ests. Dur ing the 2008 pres i den tial 
elec tion, the Obama cam paign adeptly used these 
sites to cul ti vate the in ter est and en ergy of youth 
who had pre vi ously been pas sive ob serv ers of the 
dem o cratic pro cess. 

So cial net work ing sites have also cre ated a 
more level play ing field for peo ple with dis abil i ­
ties. This in cludes peo ple with deaf-blind ness who 
of ten lack op por tu ni ties to forge mean ing ful re la ­
tion ships be cause of the chal lenges that com bined 
hear ing and vi sion loss cre ate for con nect ing with 
other peo ple and ac cess ing in for ma tion. This ar ti ­
cle ex plores the impact, chal lenges, and use ful ness 
of so cial net work ing sites for deaf-blind youth. 
Many of the young adults who were in ter viewed 
are avid Facebook us ers who are ei ther pur su ing 
ac a demic de grees, look ing for em ploy ment, or de ­
vel op ing life skills. 

Facebook was origi nally cre ated as a free-ac ­
cess so cial net work ing website to con nect friends 
within col lege com mu ni ties. It al lows sub scrib ers 
to share per sonal in for ma tion and pho to graphs 
about their life styles, in ter ests, friends, and com ­
mu ni ties. Sub scrib ers can in vite friends to their 
Facebook page, join or ga ni za tions, be come found ­
ers of orga ni za tions, sup port causes, and en gage 
in on line con ver sa tions. 

The grow ing pop u lar ity of sites like Facebook 
have made it pos si ble for deaf-blind youth to ex ­
pand their so cial net works, cul ti vate friend ships 
with a broad range of peo ple, and join na tional or ­
ga ni za tions that sup port so cial causes they care 
about. Howard, a grad u ate of the Na tional Techni ­
cal In sti tute for the Deaf (NTID) has been a 
long-time sub scriber to Facebook and likes the 
per sonal touch it gives him that he feels is missing 
when e-mail ing. “Facebook is ap peal ing to me,” 
he says, “be cause I choose who I want to share my 

life with, and these friends within my net work can 
learn more about me in a more nat u ral way. When 
I show pho to graphs of me laugh ing at my cousin’s 
wed ding, it tells more about me than an e-mail de ­
scrib ing the same wed ding.” He also likes hav ing 
the abil ity to con trol the stream of in for ma tion he 
shares with friends and ac quain tances. He says, “I 
like that for a point in time we are play ing on the 
same field as peo ple with out dis abil i ties and we 
are not seen as dis abled, as we are offline, and that 
is re fresh ing for me.” 

Howard uses the pro gram ZoomText to mag ­
nify the font size on his com puter screen and finds 
that it works well with Facebook. Kat—a for mer 
stu dent at the Helen Keller Na tional Cen ter—uses 
Jaws 10, a voice output pro gram and likes how it 
in ter faces with Facebook as well. “I can check my 
mail,” she says, “and con nect with friends from 
my child hood. Other than the ex ces sive ad ver tise ­
ments and the in com pat i bil ity of var i ous ap pli ca ­
tions cre ated by pri vate us ers, I find Facebook to 
be easy to nav i gate.” 

Facebook en cour ages users to be a part of a so ­
cial commu nity and to expand that commu nity to 
be friend oth ers whom one would oth er wise not 
have met. The usual places where teens gather af ­
ter school are typ i cally not eas ily ac ces si ble to 
youth with unique needs and lim ited re sources. 
So cial sites like Facebook ap peal to many youth 
with deaf-blind ness be cause, his tor i cally, they 
have not had the op por tu nity to forge friend ships 
and of ten find them selves in the po si tion of be ing 
mostly in the com pany of paid per son nel (Petroff, 
1999, p. 103). Ja son, a re cent col lege gradu ate, 
would like to see these so cial net work ing sites 
used to im prove the life styles of and percep tions 
about youth with sen sory im pair ments. Ja son 
says, “I use Facebook to gather in for ma tion about 
events and to share ex pe ri ences with my peers 
and adults who may not know that we are ca pa ble 
of do ing great things too. Par ents are the hard 
peo ple to con vince that we can be in de pend ent 
and still make mis takes just like other peo ple.” He 
likes to think of Facebook as a re source for youth 
who might feel more com fort able ask ing friends 
within this com mu nity for help with is sues that 
they are not com fort able dis cuss ing with par ents 
or school per son nel. 

While in high school, Greg had a pas sion for art 
and skill as an art ist but of ten complained about 
his vi sion. He thought that buy ing a good pair of 
glasses would rem edy his sit u a tion. He was not 
aware that he had Usher Syn drome un til he grad ­
u ated and be gan to con sider em ploy ment op tions. 
He was em bar rassed to speak with his fam ily and 
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was over whelmed by the pros pect of hav ing to re ­
search and ed u cate him self about the topic. He 
learned about an Usher group (Usher Life) on 
Facebook where he could ask other peo ple about 
their ex pe ri ences. This helped re duce some of his 
anx i ety. Greg says, “There are a num ber of dif fer ­
ent or ga ni za tions and fo rums cre ated by peo ple 
with dis abil i ties that I feel I can be com fort able 
join ing, and I don’t feel alone as much.” 

Many or ga ni za tions rep re sent ing peo ple with 
dis abil i ties have rec og nized the im por tance and 
pop u lar ity of sites like Facebook. The sites al low 
or ga ni za tions to pub li cize events, re quest do na ­
tions, main tain a na tional pres ence, and ex pand 
their member ship base. Ja son started his own 
deaf-blind group and was ex cited to learn that 80 
mem bers con sist ing of con sum ers, pro fes sion als, 
and fam ily mem bers joined within the first week. 
He also learned that there were deaf-blind com ­
mu ni ties in other coun tries that were excited to 
con nect with like com mu ni ties of peo ple in the 
United States. Ja son’s on line com mu nity now in ­
cludes peo ple from Ja pan, Ire land, Aus tra lia, and 
the UK. 

Ja son rec og nizes the value and op por tu nity of 
forg ing re la tion ships with a va ri ety of peo ple. “I 
de cided that I should en cour age adults in the 
Amer i can As so ci a tion of the Deaf-Blind (AADB) 
to join Facebook.” He says, “I shared my mem bers 
with them so now we are a larger commu nity, 
which is good for peo ple who want to con nect 
with a big orga ni za tion and not just me.” He con ­
tin ues to en cour age peo ple he meets at youth 
work shops to join these or ga ni za tions and use 
them as re sources for is sues they con sider to be 
im por tant.

 Deaf-blind ness is a dis abil ity of ac cess. This 
can be lit er ally in ter preted as lack of ac cess to en ­
vi ron men tal fea tures such as ramps, el e va tors, and 
ac ces si ble trans por ta tion, but also as lack of ac cess 
to in for ma tion and to peo ple. It ad versely impacts 
so cial, ed u ca tional, and per sonal de vel op ment. 
The use of so cial net work ing sites bridges some of 
these gaps, but young adults are of ten vul ner a ble 
and may find the nu ances of on line so cial sites dif ­
fi cult to un der stand. There are com mu ni ca tion 
bar ri ers, mis un der stood so cial over tures, and the 
dan ger of be friend ing a per son who may not have 
one’s best in ter ests at heart. Laura, a high school 
stu dent who likes to search for friends she meets 
at camp, warns oth ers to be cau tious when mak ing 
new ac quain tances on line. "I made friends with a 
man who did n’t care that my Eng lish was not that 
good,” she says. “He did n’t care that I was deaf ei ­
ther. I liked him, but he started to ask me for 

money, and when I told him I was broke he 
stopped chat ting with me.” 

Art Roehrig, the pres i dent of AADB, is sued a 
warn ing in one of the or ga ni za tion’s news let ters 
about scammers who at tempt to il le gally use the 
or ga ni za tion’s name to so licit money through the 
in stant messaging ser vices of pop u lar Internet ser­
vice pro vid ers. Both of these ex am ples high light 
the in her ent risk that exists when us ing the 
Internet. Youth who are in ex pe ri enced may per ­
ceive these so cial sites as safe places and should be 
taught to ex er cise cau tion. 

As they in crease in pop u lar ity and con tinue to 
at tract new users both young and old, so cial net ­
work ing sites may change how peo ple pro cess in ­
for ma tion. Pres i dent Obama’s in au gu ral ad dress 
was re portedly at tended by 120,000 Facebook us­
ers who were logged on to post and share com ­
ments. This in cluded mem bers of the dis abil ity 
com mu nity in ter ested in em ploy ment, health care, 
hous ing, and the stimu lus and re cov ery pack age. 
CNN part nered with Facebook to con duct opin ion 
polls on the hous ing cri sis and the fu ture pros ­
pects of the econ omy dur ing their live cov er age. 
One of the young adults, who was not able to 
watch the ad dress but had been fol low ing the up ­
dated post ings on her Facebook page, wrote on 
her page the next day, “I missed the speech last 
night but I voted for him. It was the first time I 
ever voted and now he is pres i dent. How cool is 
that?” 

Reference 

Petroff, J.G. (1999). A na tional tran si tion fol low-up study
of youth indentified as deafblind: “Par ent per spec tives.”
(Doc toral dis ser ta tion, Tem ple Uni ver sity). 

❖❖❖❖❖❖❖ 

CHARGE Syndrome Conference 
Pamela Ryan


Perkins School for the Blind


This year’s CHARGE Syn drome Con fer ence 
started on July 23 with a preconference, the first 
ever CHARGE Syn drome Con fer ence for Pro fes ­
sion als. His tor i cally, we have in te grated “Pro fes ­
sional Day” into the first day of the con fer ence. At 
pre vi ous con fer ences, this gath er ing of pro fes sion ­
als (med i cal/sci en tific, ed u ca tion, and spe cial ed u ­
ca tion), col lege and uni ver sity train ing pro gram 
fac ulty, and parents, has been an in for mal oppor ­
tu nity to dis cuss in ter ests and re search and pro ­
vide a fo rum for pos ing ques tions and pro vid ing 
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an swers. Be cause of the in creas ing num ber of pro ­
fes sion als join ing the con fer ence and want ing 
more in for ma tion, this year Pro fes sional Day be ­
came a big ger, more for mal event. Twelve pro fes ­
sional pa pers and 16 poster ses sions were 
pre sented. It was very well at tended, and we are 
hop ing that new in ter est in CHARGE Syn drome 
will be sparked as a re sult of the attendees’sharing 
knowl edge that will ben e fit chil dren and adults 
with CHARGE Syn drome in their own states and 
coun tries. 

The of fi cial start of the 9th In ter na tional 
CHARGE Syn drome Con fer ence was July 24, with 
the larg est ever num ber of par tic i pants. Over 757 
peo ple con verged on Bloomingdale, Il li nois, from 
most cor ners of the world. Par tic i pants came from 
sev eral coun tries in clud ing Can ada, Aus tra lia, Is ­
rael, and Chile, and from most of the United 
States. Fam i lies, pro fes sion als, and young adults 
and adults with CHARGE Syn drome came to hear 
pro fes sion als in the fields of ed u ca tion, gene re ­
search, hear ing loss, and re lated fields, dis cuss a 
wide va ri ety of top ics that in cluded co chlear im ­
plants and bone-an chored im plants, the impact of 
CHARGE Syn drome on vi sion, and parenting is ­
sues (e.g., the neo na tal in ten sive care unit ex pe ri ­
ence, stress, and plan ning for fu ture needs). We 
also had two ses sions spe cif i cally for those in di ­
vid u als over 18 years of age with CHARGE Syn­
drome who are get ting ready for work and/or 
plan ning for col lege. 

In ad di tion to the ac a demic por tion of our con ­
fer ence, we also of fered en ter tain ing events: the 
first ever “Con fer ence Idol” tal ent ex trav a ganza, a 
visit and show by Ra chel Coleman from Sign ing 
Times (a very popu lar video se ries fo cused on 
teach ing young chil dren sign lan guage), a si lent 
auc tion, and the ever-pop u lar car ni val, com plete 
with a DJ and danc ing. It is safe to say that a fun 
time was had by all dur ing the 3 days of the con ­
fer ence. 

As a mem ber of the board of di rec tors of the 
CHARGE Syn drome Foun da tion, I would like to 
in vite you to visit our website at 
www.chargesyndrome.org to learn more about 
who we are, who we serve, and what our mis sion 
is. You will also see sev eral in for ma tional pack ets 
re lated to CHARGE Syn drome that are down load ­
able for free. You may also want to visit 
www.perkins.org for a new webcast re lated to 
CHARGE Syn drome. Per haps we will see some of 
you at our next con fer ence in 2011 in Or lando, 
Florida! 

Volume 17, Issue 1 

Described and

Captioned Media


Program

Kelly Gorski


Communications Editor,

DCMP


The De scribed and Cap tioned Me dia Pro gram 
(DCMP) is funded by the U.S. De part ment of Ed u ­
ca tion to pro vide me dia ser vices and ad vo cacy to 
sup port and im prove the ac a demic achieve ment of 
K–12 stu dents who are blind, vi su ally im paired, 
deaf, hard of hear ing, or deaf-blind. 

The DCMP’s pri mary and most pop u lar ser vice 
is our li brary of free-loan cap tioned and described 
ed u ca tional vid eos, which can be ac cessed at 
www.dcmp.org. Par ents, teach ers, and other 
adults work ing with at least one qual i fy ing stu ­
dent (as de scribed above) can reg is ter to bor row 
thou sands of qual ity ed u ca tional ti tles from a 
wide range of sub ject ar eas, with post age-free de ­
liv ery in DVD for mat or via in stant stream ing 
from the DCMP website. You may view these vid ­
eos at home or in class. 

All reg is tra tion, brows ing, or der ing, and other 
ac count-re lated ac tiv i ties are han dled on line. 
There is no need to wait for a cat a log in the mail, 
to pick up a tele phone, or to leave your home or 
class room in or der to en joy this unique ser vice. If 
you would like sug gestions about videos in our 
col lec tion, go to www.dcmp.org/rec om mend. We 
are con stantly add ing new ti tles and look ing for 
ideas from our cli ents and the pub lic. 

For the pub lic, the DCMP pro vides a “level 
one” reg is tra tion that does not have el i gi bil ity re ­
quire ments. This is use ful for in di vid u als who are 
in ter ested only in cus tom iz ing their DCMP 
website ex pe ri ence, re ceiv ing a semi monthly 
e-mail news let ter, or be ing kept up to date with 
news about the program. Though our me dia loan 
ser vice is only avail able to qual i fied reg is trants, 
our clear ing house of in for ma tional ar ti cles and re ­
sources re lated to ac ces si ble ed u ca tional me dia 
and our gate way to re sources available from part­
ners and col lab o ra tors in the fields of ed u ca tion 
and ac ces si bil ity are avail able to ev ery one. 

Give your stu dents equal ac cess with DCMP 
ac ces si ble ed u ca tional me dia. Browse our ar ti cles, 
use our gateway, and regis ter to day! 

❖❖❖❖❖❖❖
❖❖❖❖❖❖❖ 
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What Is Maddie Going to Be

When She Grows Up?


Debra Garvue 

When you learn that your child is deafblind, 
you be come con sumed by many con cerns. Once I 
ac cepted and un der stood my daugh ter’s di ag no ­
sis, I still had many ques tions: not just ques tions 
about her cur rent needs like “What can she see?,” 
“Who is a good ther a pist?,” or “When will her IEP 
meeting be?,” but also questions about her fu ture. 
The most ba sic and gut wrench ing ques tion I had 
was this: “What is my child go ing to be when she 
grows up?” 

I found this ques tion 
hard. I had watched my 
older daugh ter flour ish. 
When she was lit tle and 
played with a doc tor’s 
set, I dreamed of her be ­
com ing a doc tor. When 

she tried to ar gue her way out of pun ish ments, I 
thought to my self, “Wow, she would make a great 
law yer!” But the ba sic parenting rules I knew did ­
n’t seem to ap ply to Maddie. I could n’t find her 
case in any par ent book. Dr. Spock had no ad vice 
for me. 

Maddie was born with Leber’s Con gen i tal 
Amaurosis. Gen er ally this ge netic dis or der af fects 
eye sight only. How ever, in ad di tion to her vi sion 
loss, Maddie was born with bi lat eral pro found 
sensorineural hear ing loss, se vere hypotonic 
(floppy) mus cles, a sei zure dis or der, and sleep 
apnea. She only has light percep tion and can see 
some hand move ments if they are made within 
one or two inches of her eyes. She is in a wheel ­
chair and, be cause of her weak mus cles, has a 
feed ing tube and re quires ox y gen at night. At 9 
months of age, Maddie re ceived a co chlear im ­
plant and loves hear ing with it. 

Given all of Maddie’s dis abil i ties, I still can’t 
help ask ing my self, “What will she be when she 
grows up?” It is like a nag ging ball of worry in the 
pit of my stom ach. The ques tion haunts me! Will 
my child grow up to be some thing, or will she be 
an eter nal com pan ion whom I care for and who 
never leaves her mark on so ci ety? 

Re cently dur ing a very dif fi cult time, I had an 
epiph any, one of those rare mo ments when a light 
shone down and I knew the an swer to that ques ­
tion. Maddie had re cently been hos pi tal ized for 
about ten weeks. She was on a ven ti la tor for eight 
of those weeks, and for awhile it was touch and 

go. I watched her strug gle to sur vive. When she 
was about a week into her strug gle, I de vel oped a 
website to let friends and fam ily members keep 
track of her con di tion, and I was blown away by 
how many hits it re ceived. It seemed as if ev ery ­
one was reach ing out to Maddie and my fam ily. 
Friends and fam ily mem bers shared Maddie’s site 
with peo ple they knew, and soon we were re ceiv ­
ing hugs and cards from peo ple I had never met. It 
was in spir ing to know how many peo ple were 
touched by her fight to live. 

This led me to won der, to con tem plate deeply, 
how many lives has Maddie touched? Ther a pists? 
Teach ers? Doc tors? Nurses? Friends? Fam ily? The 
list is end less. And I re al ized that I al ready know 
what my child will be when she grows up, be ­
cause she is al ready it. She has cho sen her pro fes ­
sion and is prac tic ing it now, and I know that she 
is al ready mak ing a mark on so ci ety. She is chang ­
ing the way peo ple think and func tion in their 
daily lives. She has in spired me to leave my job as 
an ed u ca tor and en ter the field of deafblindness 
with the hope that I can make a dif fer ence. What is 
she? Why, she went into the fam ily busi ness. She 
is a teacher. 

To read Maddie’s jour nal, go to 
www.caringbridge.org/visit/maddiegarvue. 

❖❖❖❖❖❖❖ 

Honorary Degree for David

Brown


Da vid Mi chael Brown re ceived an hon or ary Doc tor of 
Sci ence de gree from Cen tral Mich i gan Uni ver sity in 
May. Brown, an ed u ca tion spe cial ist with Cal i for nia 
Deaf-Blind Services, has given var i ous lec tures and 
train ing pro grams around the world. His pub lished 
work has been trans lated into sev eral lan guages. He 
serves on sev eral ad vi sory boards in clud ing the 
CHARGE Syn drome Foun da tion and been awarded 
many pro fes sional hon ors for his vol un teer work. 

Photo by Rob ert Barclay, CMU Com mu ni ca tions 
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Research Update


Research Participation Opportunity 

for Adolescents and Adults with 

CHARGE Syndrome 

If you are 13 years or older and have CHARGE 
Syn drome, you and/or your par ent or guardian 
are in vited to par tic i pate in a re search study. Little 
is known about the prob lems peo ple have as they 
are grow ing up with CHARGE Syn drome. To 
learn more, this study is ask ing ad o les cents and 
adults with CHARGE Syn drome to com plete a 
ques tion naire. The ques tion naire in cludes ques ­
tions about the past and pres ent life ex pe ri ences of 
peo ple who have CHARGE Syn drome and takes 
ap prox i mately 30 to 45 minutes to fill out. Some of 
the ques tions are about things that are good in life 
and some are about things that are not so good. 
This is de scribed as “qual ity of life.” 

This re search study is be ing con ducted by a med i ­
cal doc tor, Dr. Kim Blake, and a psychologist, Dr. 
Nancy Sa lem-Hartshorne, who has an ad o les cent 
son with CHARGE Syn drome. If you vol un teer to 
par tic i pate, a packet will be sent to you with 
consent forms and the ques tion naire. Please con ­
tact the re search ers via email or tele phone if you 
would like to be part of this im por tant re search. 

•	 Dr. Nancy Hartshorne: harts1ns@cmich.edu 
or 989-774-6469 (East ern Time Zone) 

• Dr. Kim Blake: kblake@dal.ca or 902-470-6499 
(At lan tic Stan dard Time) 

New Dissertations 

Durando, J. A. (2008). Home lit er acy ex pe ri ences of chil ­
dren with vi sual im pair ments and mul ti ple dis abil i ties. 
Uni ver sity of North ern Col o rado. Avail able through 
ProQuest Dis ser ta tion Ex press
(www.umi.com/en-US/products/dissertations/disex
press.shtml). Cost: $36.00 for web download ($43.00
for un bound pa per copy). 

New comb, S. (2009). Re li abil ity of the CVI range: A func ­
tional vi sion as sess ment for chil dren with cor ti cal vi sual 
im pair ment. Uni ver sity of Mary land, Col lege Park.
Avail able free-of-charge on the web:
www.lib.umd.edu/drum/han dle/1903/9123. 

Parker, A. T. (2009). Mea sur ing an adapted form of pic ­
ture ex change com mu ni ca tion sys tems (PECS) for young
chil dren with vi sual im pair ments and de vel op men tal dis ­
abil i ties. Texas Tech Uni ver sity. Avail able
free-of-charge on the web:
etd.lib.ttu.edu/theses/available/etd-06032009-203503. 

New Articles 

Brady, N. C., & Bashinski, S. M. (2008). Increasing
com mu ni ca tion in chil dren with con cur rent vi sion 
and hearing loss. Re search and Prac tice for Per sons 
with Se vere Dis abil i ties, 33(1–2), 59–70. 

Chen, D., Grif fin, M. E., & Mackevicius, S. (2009).
Home visit prac tices: Serv ing fam i lies and their
young chil dren with vi sion im pair ments and mul ti ­
ple dis abil i ties. Jour nal of the South Pa cific Ed u ca tors 
in Vi sion Im pair ment, 4(1), 8–14. 

Dalby, D. M., et al. (2009). Devel op ment and
psychometric prop er ties of a stan dard ized as sess ­
ment for adults who are deaf-blind. Jour nal of Vi sual 
Im pair ment and Blind ness, 103(1), 7–16. 

Dalby, D. M., et al. (2009).  Char ac ter is tics of in di vid ­
u als with con gen i tal and ac quired deafblindness. 
Jour nal of Vi sual Im pair ment and Blind ness, 103(2), 93 ­
–102. 

Dammeyer, J. (2009). Congen i tally deafblind chil dren
and co chlear im plants : Ef fects on com mu ni ca tion.
Jour nal of Deaf Stud ies and Deaf Ed u ca tion, 14(2),
278–288. 

Hoevenaars-van den Boom, M. A. A., Antonissen, A. 
C. F. M., Knoors, H., & Vervloed, M. P. J. (2009). Dif ­
fer en ti at ing char ac ter is tics of deafblindness and au ­
tism in peo ple with con gen i tal deafblindness and
pro found in tel lec tual dis abil ity. Jour nal of In tel lec tual 
Dis abil ity Re search, 53(6), 548–558. 

John son, C., Kran, B. S., Deng, L., & Mayer, D. L.
(2009). Teller II and Car diff Acu ity Test ing in a
school-age deafblind Pop u la tion. Op tom e try and Vi ­
sion Sci ence, 86(3), 188–195. 

Sharma, A., Ruscetta, M. N., & Chi, D. H. (2009).
Ophthalmologic find ings in chil dren with
sensorineural hear ing loss. Ar chives of Oto lar yn gol ­
ogy Head Neck Sur gery, 135(2) 119–123. 

Trief, E., Bruce, S. M., Cascella, P. W., & Ivy, S. (2009).
The de vel op ment of a uni ver sal tan gi ble sym bol 
sys tem. Jour nal of Vi sual Im pair ment and Blind ness, 
103(7), 425-430. 

❖❖❖❖❖❖❖ 
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For Your Library 

Publications 

I Wish I Had . . .  Wis dom from Par ents of Chil ­
dren Who Are Deaf-Blind 

National Consortium on Deaf-Blindness, 2009, 8 pages. 
In this pub li ca tion, 26 par ents of chil dren who are 
deaf-blind re spond to the phrase, “I wish I had...” 
Their brief re sponses, ac com pa nied by color pho ­
tos, high light knowl edge that they have gained 
about the ed u ca tional and so cial needs of their 
chil dren and pro vide in sight into the im pact of a 
child with deafblindness on fam ily life. Avail able 
on the web: 
www.nationaldb.org/documents/Family/Iwish.pdf 
For print copies, contact NCDB at 800-438-9376 
(Voice), 800-854-7013 (TTY), or 
info@nationaldb.org. 

Prac tice Per spec tives: Teach ing Prelinguistic
Com mu ni ca tion 

National Consortium on Deaf-Blindness, 2009, 4 pages. 
This pub li ca tion de scribes the find ings of a study 
on the use of prelinguistic mi lieu teach ing (PMT) 
for chil dren who are deaf-blind. In PMT, an in ­
struc tor, work ing one-on-one with a child, uses a 
va ri ety of strat e gies to teach and en cour age chil ­
dren to use ges tures and vo cal iza tions to commu ­
ni cate in ten tion ally. This is the fifth in se ries of 
pub li ca tions called "Prac tice Per spec tives," de ­
signed to in crease the use of cur rent in for ma tion 
re sources through the de vel op ment of eas ily un ­
der stand able prod ucts in ac ces si ble for mats. 
Avail able on the web: www.nationaldb.org/NCDB 
Prod ucts.php?prodID=111. For print copies, con ­
tact NCDB at 800-438-9376 (Voice), 800-854-7013 
(TTY), or info@nationaldb.org. 

AIM: As sess ment In ter ven tion Ma trix 

Enid G. Wolf-Schein & Jerome D. Schein. Three Bridge 
Publishers, 2009. 
The As sess ment In ter ven tion Ma trix (AIM) is a cur­
ric u lum for teach ing in di vid u als with sig nif i cant 
com mu ni ca tion or sen sory im pair ments (in clud ing 
those with se vere au di tory and vi sual prob lems or 
au tism) how to de velop com mu ni ca tion and 

daily-liv ing skills in re al is tic, mean ing ful con texts, 
at school and at home. It is de signed to bridge the 
gap be tween as sess ment and in ter ven tion through 
a pro cess of con tin u ous as sess ment, struc tured in ­
ten sive in ter ven tion, and re as sess ment and can be 
tai lored to the needs of pu pils with a wide va ri ety 
of abil i ties and chal lenges. AIM is di vided into 
two parts to ad dress seven skill ar eas. Part I cov ­
ers drink ing, eat ing, dress ing, and toileting. Part 2 
cov ers per sonal care, house keep ing, and food 
prep a ra tion. This CD-ROM con tains an up dated 
ver sion of AIM (pre vi ously re leased in 1995 and 
2002). It in cludes sep a rate PDF files of the AIM 
sec tions and their as so ci ated as sess ment and cur ­
ric u lum forms. The cost of $34.95 in cludes pri or ity 
mail ing. Avail able from Three Bridge Pub lish ers, 
1703 Andros Isle, Suite J-2, Co co nut Creek, FL 
33066. Phone: 954-978-1368. Fax: 954-968-3970. 
E-mail: scheinej@aol.com. 

Early Iden ti fi ca tion of In fants Who Are
Deaf-Blind 

National Consortium on Deaf-Blindness, 2009, 20 
pages. 
This re port sum ma rizes the fol low ing ac tiv i ties of 
NCDB’s Early Iden ti fi ca tion Work Group to 
gather in for ma tion about early iden ti fi ca tion and 
in ter ven tion ef forts for in fants and young chil dren 
with deaf-blind ness in the U.S.: (a) a sur vey of 
state deaf-blind pro ject di rec tors; (b) fo cus group 
in ter views with state deaf-blind pro ject per son nel 
in eight states; and (c) an ex ten sive lit er a ture re ­
view. Fu ture di rec tions for NCDB, as it forms 
part ner ships to de velop and eval u ate ini tia tives to 
im prove early iden ti fi ca tion of chil dren who are 
deaf-blind, are out lined. Avail able on the web: 
www.nationaldb.org/documents/products/EI-deaf 
-blind-infants.pdf. 

Health, Well-Be ing and Con gen i tal Ru bella Syn ­
drome: A Sense and Sense Scot land Prac tice 
Shar ing Event 

Sense, 2009, 62 pages. 
This is a re port of a con fer ence on Con gen i tal Ru ­
bella Syn drome (CRS) that took place in Crewe, 
Eng land, March 6–7, 2009. The sem i nar was at ­
tended by 50 del e gates who dis cussed the topic of 
ag ing with Con gen i tal Ru bella Syn drome and 
what prac ti tio ners can do to better sup port peo ple 
with CRS. Avail able on the web: 
www.sense.org.uk/what_is_deafblindness/rubella 
_mmr/rubella_conference.htm. 
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Guide to De sign ing Tac tile Il lus tra tions for Chil ­
dren’s Books 

American Printing House for the Blind, 2008, 35 pages. 
This man ual pro vides the fol low ing in for ma tion 
about tac tile il lus tra tions: chal lenges and lim i ta ­
tions, prin ci ples of good tac tile de sign, types of 
tac tile il lus tra tions (e.g., ob jects, parts of ob jects, 
raised lines, and shapes), and a list of tools and 
ma te ri als needed to cre ate tac tile il lus tra tions. 
Avail able on the web: 
www.aph.org/edresearch/il lus tra tion.htm. 

Online Audio, Video, 

and Image Resources 

Video Top ics (about in structional prac tices in
deaf-blind ness) 

Washington Sensory Disabilities Services. 
This website has video clip ex am ples of in struc ­
tional prac tices used with chil dren who are 
deaf-blind. Cur rent top ics in clude hand under 
hand in ter ac tions, use of a res o nance board, us ing 
a child’s likes/dis likes to pro mote learn ing, and 
rou tines. In ad di tion to the video clips each topic 
in cludes back ground in for ma tion and ad di tional 
re sources. Ad di tional top ics will be added 
through out the year. Web: 
www.wsdsonline.org/deafblind/videotopics.html. 

Pre-Sym bolic Com mu ni ca tion Fact Sheets 

Robin Greenfield. Idaho Training Clearinghouse. 
This on line re source con tains four fact sheets that 
par ents and care givers can use to help young chil ­
dren with sig nif i cant dis abil i ties, in clud ing 
deaf-blind ness, to learn the use of pre-symbolic 
be hav iors (e.g., eye gaze, body move ment, vo cal ­
iza tions) to com mu ni cate. The fact sheets in clude 
links to video clips il lus trat ing key con cepts. The 
top ics of the fact sheets are as sess ing com mu ni ca ­
tion skills, ask ing for “more,” mak ing choices, and 
get ting at ten tion. Web: 
http://itcnew.idahotc.com/dnn/IdahoTrainingInitia 
tives/VideoFactSheetIntro/tabid/919/de fault.aspx. 

Com mu ni ca tion Ma trix for Par ents and Pro fes ­
sion als 

Charity Rowland, Design to Learn Projects, Oregon 
Health & Science University. 
This re cently up dated on line ver sion of the Com ­
mu ni ca tion Ma trix is free and avail able to anyone. 
The Com mu ni ca tion Ma trix (first pub lished in 
print in 1990), is an as sess ment tool de signed to 
pin point ex actly how an in di vid ual is com mu ni ­

cat ing and to pro vide a frame work for de ter min ­
ing log i cal com mu ni ca tion goals. Web: 
www.communicationmatrix.org. 

CHARGE Syn drome: An Over view 

Perkins School for the Blind. 
In this webcast, School Psy chol o gist Pamela Ryan 
of fers an over view of the char ac ter is tic fea tures of 
CHARGE Syn drome and dis cusses the very di ­
verse ways they may man i fest themselves in chil ­
dren. This site con tains ad di tional webcasts on a 
va ri ety of top ics. Web: 
www.perkins.org/webcasts. 

Tactile Graphic Image Li brary 

American Printing House for the Blind. 
APH has launched an im age library da ta base that 
is ac ces si ble from their website. The free images in 
the da ta base are tem plates that can be used to cre ­
ate custom tac tile graphics. Web: 
www.aph.org/tgil. 

Family Con nect: For Par ents of Chil dren with Vi ­
sual Im pair ments 

American Foundation for the Blind. 
This site has in for ma tion on a va ri ety of top ics in ­
clud ing au dio pre sen ta tions by ex perts in 
deaf-blind ness on sub jects such as com mu ni ca ­
tion, sen sory ef fi ciency skills, and self-de ter mi na ­
tion. The eas i est way to find in for ma tion about 
deaf-blind ness on the site is to en ter “deaf-blind” 
in the search box. Web: 
www.familyconnect.org/parentsitehome.asp. 

Se nior Site: Hear ing and Vi sion Loss Vid eos 

American Foundation for the Blind. 
This site con tains vid eos of assistive tech nol ogy 
de vices used by in di vid u als with com bined vi sion 
and hear ing loss (e.g., alert ing de vices, assistive 
lis ten ing de vices). Web: 
www.afb.org/seniorsite.asp?SectionID=63&TopicID=388 

&SubTopicID=154. 

❖❖❖❖❖❖❖ 
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Conferences and Events 

HKNC National Training Team Seminars 

Sands Point, New York 

The Helen Keller Na tional Cen ter Train ing Team 
has the fol low ing two up com ing sem i nars sched ­
uled: 

•	 The Magic of Tech nol ogy: Adap tive Tech nol ­
ogy Train ing for Teaching Deaf-Blind In di ­
vid u als, No vem ber 16–20, 2009. 

• Touch ing Lives: In ter pret ing Tech niques for 
the Deaf-Blind Pop u la tion, Jan u ary 11–15, 
2010. 

For more in for ma tion go to 
www.hknc.org/FieldServicesNTTSchedule.htm or 
con tact Do ris Markham (516-944-8900, ext. 
233/239; do ris.markham@hknc.org). 

Australian National Deafblind Conference 

April 28–30, 2010

Mel bourne


The theme of the con fer ence is “Deafblindness in 
Aus tra lia: New Ideas, Di rec tions, and So lu tions.” 
Pre sen ta tions will cover news, re search, and de ­
vel op ments re lat ing to deaf-blind ness, from Aus ­
tra lia and over seas sources. For more in for ma tion 
go to www.ableaustralia.org.au or con tact 
Pa tri cia Karagiorgos 
(pa tri cia.karagiorgos@ableaustralia.org.au). 

8th Conference of the Acquired Deafblindness 
Network 

29 Sep tem ber–3 Oc to ber 2010
Aalborg, Den mark 

Us ing the theme of "Build ing Bridges," the con fer ­
ence will ex plore the de vel op ment of re la tion ships 
be tween deafblind peo ple, fam i lies, friends, and 
pro fes sion als. The con fer ence co or di nat ing com ­
mit tee is in vit ing peo ple in ter ested in giv ing a pre ­
sen ta tion at the con fer ence to sub mit ab stracts for 
con sid er ation (dead line Feb ru ary 26, 2010). For 
more information visit www.adbn.org. 

See the NCDB web site for in for ma tion

about other up com ing events.


nationaldb.org

(click on “Con fer ences & Trainings”)


Announcement 
NFB promotes Braille literacy 

There is a Braille lit er acy cri sis fac ing the 
blind in the United States, ac cord ing to the 
Na tional Fed er a tion of the Blind (NFB). 
Braille is vi tal to all blind in di vid u als, yet to ­
day in Amer ica only 10 per cent of blind chil ­
dren are learn ing to read Braille in school. 
This con tin ues de spite the fact that stud ies 
have shown that 85 per cent of all em ployed 
blind peo ple read and write Braille flu ently. 
These stud ies re in force what the NFB has 
been ad vo cat ing for years: Braille lit er acy is 
the key to em ploy ment and full par tic i pa tion 
in so ci ety. 

NFB seeks to raise aware ness of this issue and 
sup port for action through a Braille lit er acy 
cam paign and through the sale of a commem­
o ra tive 2009 Louis Braille Bi cen ten nial Sil ver 
Dol lar. To learn more, visit www.braille.org. 

Do you need information about 

deaf-blindness or to help a child or 

youth who is deaf-blind? 

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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