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The Helen Keller International Art Show

An Annual Event


Gail Leslie

DB-LINK


Art shows are full of surprises. Beauty is cap tured in a combi na tion of col ors, im ages, tex tures, and ob jects. 
The 2001 Helen Keller In ter na tional Art Show of fered many such mar vels. Bulging yel low eyes and black han 
dles ex tend ing from a sculpted head. A large textured blue tree that dom i nates the se ren ity of a col lage of 
grandpa’s farm. Kan ga roos stand ing under a large sun in a black and white draw ing of the Aus tra lian out 
back. A pho to graph that capturs the dis tor tion of im ages lay ered in a mir rored re flec tion. One of the show’s 
more sur pris ing el e ments, how ever, was not ob vi ous. The art ists were chil dren who are vi su ally im paired, 
blind, or deaf-blind. 

The Helen Keller In ter na tional Art Show is a yearly event spon sored by the Coun cil for Ex cep tional Children’s 
Di vi sion on Vi sual Im pair ments (DVI). Un der the guid ance of Dr. Mary Jean Sanspree, a pro fes sor at the Uni 
ver sity of Al a bama Vi sion Sci ence Re search Cen ter and di rec tor of the Al a bama Deafblind Pro ject, the show 
has moved from an an nual event in Al a bama to an in ter na tional cel e bra tion of chil dren’s art that trav els to gal 
ler ies and con fer ences through out the coun try. 

The show be gan in 1984 as a pro ject of the Al a bama state chap ter of DVI. In 1996, Dr. Roseanna Davidson, a 
pro fes sor at Texas Tech Uni ver sity Col lege of Ed u ca tion, be came pres i dent of the na tional chap ter of DVI. She 
had seen the show a num ber of times in Al a bama and sug gested that the di vi sion de velop the show as a na 
tional pro ject. Since 1996, the in vi ta tion to par tic i pate has been open to chil dren from all cor ners of the world 
who are under 22 years of age and are vi su ally im paired, blind, or deaf-blind. More than 150 pieces of artwork 
were sub mit ted for the 2001 show. Thirty pieces are se lected each year. 

The show in cludes all types of vi sual art, such as sculpture, col lage, and pho tog ra phy. Through out the year, 
art fans (fam i lies, teach ers, pro fes sion als, and even mem bers of Con gress) have the op por tu nity to place bids 
for in di vid ual pieces of art that they would like to pur chase. Dur ing the seven years that the show has trav 
eled, nearly ev ery piece has sold. Dol lars gen er ated from those sales go into the bud get for the fol low ing year’s 
ex hi bi tion. 

Fam ilies and pro fes sion als know about the mar vel ous ac com plish ments of chil dren who are blind or 
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deaf-blind. The art show gives the rest of the world an 
op por tu nity to ex pe ri ence their tal ents and ex pres sive 
abil i ties. Stu dents are able to dem on strate their for mi da 
ble tal ents so that oth ers can share in their unique percep 
tions of the world. 

Many peo ple as sume that chil dren who have vi sion loss 
can only use art forms that are tac tual, such as sculp ture. 
In re al ity, these chil dren can use a va ri ety of me dia to ex 
press their per cep tions and ex pe ri ences through art. One 
child takes apart toy trucks to feel the shapes of wheels 
and fend ers and re pro duces these shapes in a col lage. 
An other stu dent, who is in a wheel chair with head sup 
ports, man ages to po si tion him self to cre ate de tailed ar 
tis tic strokes that re sult in a mag nif i cent ti ger por trait. “I 
have seen a child be one inch from the pa per and draw 
the most perfect Ninja tur tle,” says Roseanna Davidson. 



 

“You just don’t know what they can do un til they do 
it.” 

Jeff Pruett, a 17-year-old stu dent from Texas, is one 
of the 30 art ists whose work was cho sen for the 2001 
show. His lu mi nes cent por trait of a ti ger is en ti tled 
Eyes in the Night. “Over the years,” says Dr. 
Davidson, “it is hard to imag ine all of the things the 
show has done for fam i lies and stu dents. It gives 
them a chance to par tic i pate in a dif fer ent realm, to 
par tic i pate in art.”  Dr. Sanspree agrees. “I have 
known en tire fam i lies who have flown across the 
coun try to see their child’s art dis played in the Na 
tional Ca the dral,” she says. “This is a group of kids 
who of ten don’t get rec og nized or get the re wards.” 
But with par tic i pa tion in the show, they are of ten 
fea tured in their lo cal news and get rec og ni tion 
from their state sen a tors. 

The phi los o phy of the show is that each child is a 
win ner. Each art ist who sub mits a work of art for the 
show re ceives a cer tif i cate of par tic i pa tion. Those 
whose work is se lected to tour re ceive art ist cer tif i 
cates and a show cat a log. To en sure that most of the 
stu dents get rec og nized on a lo cal level, U.S. Sen a 
tors are no ti fied that chil dren in their states have 
been se lected for the show and lo cal news pa pers re 
ceive press re leases. 

Dr.Sanspree is the first to ex press sur prise at the 
show’s suc cess and the ex tent to which it has taken 
on a life of its own. Gen eral en thu si asm for the show 
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Craig Axelrod, Texas School for the Blind and Vi sually Im 

paired (L) and Jeff Pruett (R) 

and a will ing ness to im pro vise landed the or ga niz 
ers a grand open ing for the first na tional show at the 
Na tional Ca the dral in Wash ing ton, DC. Co in ci 
dentally, the ashes of both Helen Keller and Anne 
Sullivan were placed in the Na tional Ca the dral. 
With very short no tice, the group built pack ing 
crates, or ga nized ship ping, and set up the show. 
Keller John son, an Al a bama res i dent and niece of 
Helen Keller, went along as a vol un teer. An other 
vol un teer printed post cards of the art work to sell to 
raise money for ship ping costs. Sud denly, an event 
was born. Six years later, the cost of fram ing and 
shipping the show is be tween $5,000 and $10,000 an-
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nu ally. This cov ers the regu lar events that are sched 
uled each year. Other agen cies that would like to 
have the show dis played at their own lo ca tions are 
asked to cover ship ping costs. 

Each year the show de buts at the an nual Coun cil for 
Ex cep tional Children con fer ence. The next six 
months, from April to Sep tem ber, are typ i cally re 
served for tour ing op por tu ni ties. The show has been 
to gal ler ies at Florida State Uni ver sity, Co lum bia 
Uni ver sity, and Texas Tech Uni ver sity. It has been 
dis played at the Na tional Eye In sti tute, BellSouth’s 
Cor po rate Tower in At lanta, Duke Uni ver sity, and 
ev ery two years, at the Na tional Ca the dral. Each fall 
it trav els to Wash ing ton, DC, and is dis played at 
United States sen ate and con gres sio nal of fices un til 
the fol low ing July. Usually, the art work goes to the 
of fice hous ing the sen a tor or rep re sen ta tive from the 
art ist’s home state. “It’s really fun,” Dr. Sanspree 
says of the con gres sio nal show. “They are used to 
hav ing our art work and they love it. We don’t use it 
as lob by ing, we just use it for the kids to have a 
prom i nent place to show their work.” 

Be sides the en ergy and com mit ment of the DVI 
com mit tee, the show has ben e fit ted from many ded 
i cated vol un teers. Chris Tant runs the Framin’ 
Shoppe in Hoo ver, Al a bama. For a number of years, 
Dr. Sanspree and oth ers who worked with the Helen 
Keller An nual Fes ti val were her reg u lar cus tom ers. 
To day, Chris sup ports their work by sup ply ing ma 
te ri als and ex per tise. Dur ing the year that pre cedes 
the show, Chris puts aside miscut or mismeasured 
frames and mats and saves frames that cus tom ers 
have left be hind when reframing their artwork. Af 
ter she re ceives the 30 pieces of work for the show, 
she chooses and cuts the mats and frames for each 
piece. Then, early one morn ing, in Feb ru ary, she 
opens her shop to Dr. Sanspree and a group of vol 
un teers, who mat the work and as sem ble the frames. 
By the end of the day the art work is ready for dis 
play. Tant lik ens this an nual event to a mini Santa’s 
workshop but also de scribes it as some thing that re 
news and re stores her af ter the con sumer frenzy of 
the hol i days. “It is just some thing I need ev ery Feb 
ru ary,” she says. “For me, the show is a truly in spira 
tional thing.” 

Peo ple who are in volved with chil dren with sen sory 
losses of ten for get that most peo ple have lit tle ex pe 
ri ence or un der stand ing of peo ple who have dis abil 
i ties. The Helen Keller In ter na tional Art Show 
cre ates an op por tu nity for un der stand ing and shar 
ing the ac com plish ments of chil dren that one might 
oth er wise never have the op por tu nity to know. It is 
an in vi ta tion to the un known. “You can’t write off a 
group of kids be cause they have sen sory def i cits,” 
says Roseanna Davidson. “They have to have op 

por tu ni ties and what they pro duce can re ally 
sur prise us.” 

For in for ma tion about the 2002 Helen Keller In ter 
na tional Art Show con tact: 

UAB  Vision Sci ence Re search Cen ter 
Phone: (866) 975-0624 
Fax:  (205) 934-6722 
E-mail: Msanspree@icare.opt.uab.edu 

❖❖❖❖❖❖❖ 

It’s Never Too Early

Collaborating With State Early


Childhood Programs

Kathleen Stremel 

Diane Haynes
John Killoran 

Tremaine was born pre ma turely and weighed just 
21ounces at birth. He spent two months in the hos pi 
tal. At the time he left the hos pi tal, hear ing and vi 
sion loss as well as ad di tional med i cal prob lems had 
been iden ti fied and he was re ferred to his state’s 
early in ter ven tion pro gram for in fants and tod dlers. 
For tu nately, early in ter ven tion pro gram staff 
worked with the state’s deaf-blind pro ject and to 
gether they were able to de velop a pro gram to meet 
his com plex needs. 

Early in ter ven tion ser vices dur ing in fancy and early 
child hood pro vide a tre men dous op por tu nity to in 
flu ence the de vel op ment of chil dren with dis abil i 
ties, in clud ing those who are deaf-blind like 
Tremaine. Re search over the past 25 years has found 
that in fants have a great ca pac ity to learn at a very 
young age and that so cial and en vi ron men tal fac 
tors dur ing the early years play a sig nif i cant role in 
child de vel op ment (Sameroff, 1993). In 1986, as part 
of the Ed u ca tion of the Hand i capped Act Amend 
ments (Pub lic Law 99-457), Con gress added Part H, 
a com pre hen sive pro gram for in fants and tod dlers, 
to the Ed u ca tion of All Hand i capped Children Act. 
The act was reauthorized in 1991 as the In di vid uals 
with Dis abil ities Ed u ca tion Act (IDEA). The goal of 
Part H was to de velop and ex pand state early in ter 
ven tion ser vices for in fants and tod dlers with dis 
abil i ties (birth through age two) and their fam i lies. 
In the IDEA Amend ments of 1997, Part H was re 
named Part C and as of to day all states par tic i pate in 
Part C. 

Un der Part C, each state has a des ig nated lead 
agency whose pur pose is to es tab lish and co or di 
nate a state wide sys tem of early in ter ven tion. These 
agen cies are re quired to pro vide early in ter ven tion 
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ser vices to all el i gi ble in fants and tod dlers.  It is cru 
cial for state deaf-blind pro jects, fam i lies, and other 
ad vo cates for chil dren and youth who are 
deaf-blind to be knowl edge able about the spe cific 
early in ter ven tion sys tems in their states in or der to 
both ben e fit from and in flu ence avail able ser vices. 
This ar ti cle de scribes many of the im por tant fea 
tures of early in ter ven tion ser vices and makes sug 
ges tions for ex pand ing and im prov ing these 
ser vices for in fants and tod dlers who are deaf-blind. 

Resources for Early Intervention 

Al though all states have sys tems in place to pro vide 
early in ter ven tion for chil dren with dis abil i ties, the 
par tic i pa tion in these sys tems of peo ple with ex per 
tise in deaf-blindness is es sen tial to en sure that in 
fants and tod dlers who are deaf-blind re ceive 
ser vices that meet their unique needs and learn ing 
styles. Their needs are com plex. In ad di tion to hear 
ing and vi sion loss, many also have ad di tional phys 
i cal, med i cal, and cog ni tive dis abil i ties. Many 
pro fes sion als who work in early in ter ven tion pro 
grams do not have the knowl edge and skills nec es 
sary to ad dress the needs of these chil dren in such 
ar eas as mo bil ity, learn ing, com mu ni ca tion, so cial
iza tion, and de vel op ment. Fam ilies, state deaf-blind 
pro jects, and other ser vice pro vid ers work ing in the 
field of deaf-blindness can pro vide the as sis tance 
that early in ter ven tion pro grams in their states need 
to en sure that these young chil dren have: 

•	 the mul ti ple and di verse ser vices they re quire; 

•	 ser vices that are well co or di nated; 

•	 ap pro pri ate ad ap ta tions to help them ac cess their 
en vi ron ments; 

•	 early com mu ni ca tion sys tems; and 

•	 in ter ven tion that is in cluded as a part of 
caregiving rou tines and fam ily ac tiv i ties. 

Many state agen cies re spon si ble for early in ter ven 
tion ser vices and train ing may not be aware of all of 
the help ful re sources avail able to them through 
agen cies such as the state deaf-blind pro jects, the 
Na tional Tech ni cal As sis tance Con sor tium for 
Children and Young Adults Who Are Deaf-Blind 
(NTAC), and DB-LINK, The Na tional In for ma tion 
Clear ing house on Children Who Are Deaf-Blind. 

Characteristics of Early Intervention 

Services 

The Of fice of Spe cial Ed u ca tion Pro grams (OSEP), 
U.S. De part ment of Ed u ca tion, has funded nu mer 
ous grants throughout the past 20 years to de ter 

mine the ef fec tive ness of early in ter ven tion ser vices. 
Guralnick (1997), an a lyzed these ser vices and found 
that, in gen eral, suc cess ful early in ter ven tion pro 
grams: 

•	 cen ter on fam ily needs; 

•	 are based in the lo cal com mu nity; 

•	 in te grate mul ti ple dis ci plines; and 

•	 plan and co or di nate sup ports and ser vices from 
nu mer ous agen cies. 

Al though, the sys tems that pro vide early child hood 
ser vices vary from state to state, there are fed er ally 
es tab lished, min i mum com po nents that are re 
quired un der IDEA. These are as fol lows: 

1. 	 Def i ni tion of de vel op men tal de lay; 
2.	 Time ta ble for en sur ing ap pro pri ate ser vices to 

all el i gi ble chil dren; 
3.	 Timely and com pre hen sive multidisciplinary 

eval u a tion of needs of chil dren and fam 
ily-directed iden ti fi ca tion of the needs of each 
fam ily; 

4.	 In di vid u al ized fam ily ser vice plan and ser vice 
co or di na tion; 

5.	 Com pre hen sive child find and re fer ral sys tem; 
6.	 Pub lic aware ness pro gram; 
7.	 Cen tral di rec tory of ser vices, re sources, and re 

search and dem on stra tion pro jects; 
8.	 Com pre hen sive sys tem of per son nel de vel op 

ment; 
9.	 Pol icies and pro ce dures for per son nel stan dards; 
10. Sin gle line of au thor ity in a lead agency des ig 

nated or es tab lished by the gov er nor; 
11. Pol icy per tain ing to con tract ing or oth er wise ar 

rang ing for services; 
12. Pro ce dure for se cur ing timely re im burse ment of 

funds; 
13. Pro ce dural safe guards; 
14. Sys tem for com pil ing data on the early in ter ven 

tion sys tem; 
15. State in ter agency co or di nat ing coun cil; 
16. Pol icies and pro ce dures to en sure that to the 

max i mum ex tent ap pro pri ate, early in ter ven tion 
ser vices are pro vided in nat u ral en vi ron ments. 

(NECTAS) 

State deaf-blind pro jects and other ad vo cates can 
im prove ser vices for in fants and tod dlers who are 
deaf-blind, by col lab o rat ing with state lead agen cies 
on a num ber of these com po nents.  Be cause ser vice 
char ac ter is tics are not uni form for all states, it is im 
por tant to be knowl edgeable about your own indi 
vid ual state sys tem. Some key fea tures of ef fec tive 
early in ter ven tion ser vices are de scribed be low. 
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Early iden ti fi ca tion and re fer ral.  It is crit i cal that 
in fants with com bined vi sion and hear ing loss be 
iden ti fied and re ferred for ser vices as early as pos si 
ble. If in fants are not iden ti fied, they can not be 
served. If they are not served, their risk for de vel op 
men tal de lay is in creased. Many are born very pre 
ma turely or have syn dromes as so ci ated with 
se ri ous med i cal is sues. Health care pro fes sion als of 
ten con cen trate on the med i cal is sues rather than on 
the im pact of sen sory loss on de vel op ment. 

Cen sus data col lected on in fants and tod dlers who 
have com bined vi sion and hear ing loss in di cate that 
few in fants are iden ti fied and re ferred for early in 
ter ven tion ser vices prior to one year of age.  It is im 
por tant that in fants who are at risk for vi sion and 
hear ing loss, such as very low-birth-weight in fants, 
re ceive vi sion and hear ing screen ings be fore leav 
ing the hos pi tal. 

All states are re quired to have com pre hen sive child 
find ser vices in place to iden tify, lo cate, and eval u ate 
chil dren with dis abil i ties. State deaf-blind pro jects 
should be knowl edge able about how child find sys 
tems oper ate in their states and they should es tab lish 
link ages with in volved agen cies to as sist in the early 
iden ti fi ca tion of in fants who are deaf-blind. 

Nat u ral en vi ron ments.  IDEA re quires that “to the 
max i mum ex tent ap pro pri ate to the needs of the child, 
early in ter ven tion ser vices must be pro vided in nat u 
ral en vi ron ments, in clud ing the home and com mu 
nity set tings in which chil dren with out dis abil i ties 
par tic i pate” (Code of Fed eral Reg u la tions, 1999, 
§303.12(b)). A jus ti fi ca tion must be made for the “ex
tent, if any, to which the ser vices will not be pro vided 
in a natu ral envi ron ment” (§303.344(d)(ii)).  Pro vi sion 
of ser vices in the nat u ral en vi ron ment alone, how ever, 
is not enough. The tech niques used must be effec tive 
ones. These in clude mak ing use of typ i cal events, ac 
tiv i ties, and rou tines in a va ri ety of set tings to teach a 
range of skills; pro vid ing in ter ac tions that fo cus on the 
child’s en gage ment and in ter ests; and us ing strat e gies 
that are nonintrusive and are ap pro pri ate for each 
child’s de vel op men tal stage and unique abil i ties 
(Warger, 1999). 

In di vid u al ized fam ily ser vice plans. The in di vid u al 
ized fam ily ser vice plan (IFSP) is the process by which 
a family and an IFSP team de ter mine the out comes 
that they would like to see for the child and the family. 
The IFSP must ad dress ser vice co or di na tion, nat u ral 
en vi ron ments, and tran si tion to pre school.  IDEA reg-
u la tions out line 16 dif fer ent ser vices (e.g., assistive 
tech nol ogy, phys i cal ther apy, au di ol ogy, vi sion ser 
vices) that may be in cluded un der early in ter ven tion 
ser vices, but these ser vices are not ex haus tive (Code of 
Fed eral Reg u la tions, 1999, §303.12). Each child and 
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fam ily el i gi ble for ser vices must be pro vided with a 
ser vice co or di na tor. 

Cen tral di rec tory.  Each state must have a cen tral di 
rec tory of in for ma tion about state early in ter ven tion 
re sources and ser vices, that is ac ces si ble to fam i lies 
and ser vice pro vid ers.  State deaf-blind pro jects and 
other agen cies pro vid ing ser vices to chil dren who are 
deaf-blind should make sure that they are listed as re 
sources in this di rec tory.  They should also make sure 
that they have ac cess to the cen tral di rec tory and use it 
as a re source. 

State early child hood tech ni cal as sis tance sys tems. 
Many states have de vel oped early child hood tech ni 
cal as sis tance pro grams to pro vide train ing and sup 
port to early child hood pro vid ers (NECTAS). 
Tech ni cal as sis tance is es sen tial be cause 
teacher-training pro grams in col leges and uni ver si ties 
do not ad e quately pre pare teach ers to pro vide ef fec 
tive early in ter ven tion ser vices (Kilgo and Bruder, 
1997). 

Suggestions for Participating in 

Statewide Early Intervention Systems 

There are many ways that state deaf-blind pro jects 
and other ad vo cates can par tic i pate in state wide early 
in ter ven tion sys tems and work to im prove out comes 
for in fants and chil dren who are deaf-blind. 

•	 Be come a part of your state lead agency’s pub lic 
aware ness pro gram. These pro grams fo cus on rais 
ing aware ness about the im por tance of early iden ti 
fi ca tion of in fants and tod dlers with dis abil i ties and 
the avail abil ity of early in ter ven tion ser vices. 

•	 At tend In ter agency Co or di nating Coun cil (ICC) 
meet ings. State ICCs are com prised of a va ri ety of 
in di vid u als and agen cies ap pointed by the gov er 
nor, in clud ing par ents and ser vice pro vid ers. Their 
pur pose is to ad vise and as sist lead agen cies re 
gard ing as pects of early in ter ven tion ser vices. 

•	 In vite a mem ber of your state’s lead agency to be a 
mem ber of your ad vi sory com mit tee. 

•	 Share ma te ri als about deaf-blindness with your 
state’s lead agency and par ent train ing and in for 
ma tion cen ter. 

•	 Be aware of the knowl edge and skills that are most 
needed by di rect ser vice pro vid ers and par ents and 
in form them about the needs of chil dren who are 
deaf-blind. 

•	 Be aware of your state’s Compre hen sive Sys tem of 
Per son nel De vel op ment (CSPD) plan and serve as 
a re source to state early in ter ven tion train ing pro 
grams. 



•	 Net work with fam i lies. State deaf-blind pro ject

fam ily spe cial ists can pro vide in for ma tion and sup 

port or serve as men tors to fam i lies.


Summary 

There is strong sup port for a con nec tion be tween early 
in ter ven tion and learn ing ex pe ri ences and later school 
and work per for mance (Sandall, McLean, and Smith, 
2000). Iden tifying chil dren who are deaf-blind and 
start ing ser vices as early in life as pos si ble are cru cial 
in or der to give each child the best pos si ble op por tu 
nity to learn and de velop. State deaf-blind pro jects 
and oth ers in volved in the lives of chil dren who are 
deaf-blind can play an im por tant role by as sist ing 
state early in ter ven tion sys tems to meet the unique 
needs of in fants and tod dlers who are deaf-blind. 
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Technical Assistance to Early

Childhood Providers in Kentucky


The fol low ing are ex am ples of tech ni cal as sis 
tance ac tiv i ties used by Ken tucky Ser vices for 
Children and Young Adults Who Are Deafblind: 

•	 Var i ous lo cal, state, and re gional training op
por tu ni ties (top ics de ter mined based on eval 
u a tion of par tic i pants’ needs). 

•	 Printed in for ma tion (top i cal pa pers, bro 
chures, news let ter) to up date fam i lies and ser 
vice pro vid ers about re sources, up com ing 
events, and best prac tices. 

•	 Reg u lar, on go ing con tact with fam i lies by 
tele phone to find out how they are do ing and 
de ter mine whether they have a par tic u lar 
need that might be ad dressed by the pro ject. 

•	 Reach for the Stars, a spe cific train ing ini tia 
tive de signed to help fam i lies and ser vice pro 
vid ers use a per son-centered approach to plan 
a young child’s tran si tion from early in ter ven 
tion to pre school and from pre school to pri 
mary school. 

•	 Close col lab o ra tion with the state’s lead 
agency and other ma jor ser vice pro vid ers in 
the state to im prove early iden ti fi ca tion of 
chil dren who are deaf-blind (this has re sulted 
in a sig nif i cant rise in the num ber of re fer rals 
of chil dren, from birth to age two, who have 
been re ferred to the pro ject). 

•	 Training of ser vice pro vid ers to teach re cep 
tive and ex pres sive com mu ni ca tion skills to 
per sons who have se vere and/or mul ti ple dis 
abil i ties in clud ing deaf-blindness (the pro ject 
re ceived Com pre hen sive Sys tem of Per son nel 
De vel op ment (CSPD) funds to de velop and 
pro vide this train ing). 

•	 De vel op ment and co or di na tion of a uni ver 
sity course, Se vere Hand i caps In te grated Pre 
school Pro gramming, funded by a grant to the 
pro ject from CSPD and Part B 619 funds (in di 
vid u als serv ing chil dren on the state 
deaf-blind pro ject cen sus are given first pri or 
ity to at tend the course). 

•	 De vel op ment and teach ing of other uni ver sity 
and dis tance-learning courses as part of Ken 
tucky’s State Im prove ment Grant ac tiv i ties on 
the topic of nat u ral en vi ron ments. 

•	 The use of pro ject staff as train ers on four 
state wide early child hood train ing teams, giv 
ing them an op por tu nity to share valu able in 
for ma tion about deaf-blindness and to 
con duct child find ac tiv i ties. 

http://www.nectas.unc.edu/idea/303regs.asp
http://www.nectas.unc.edu
http://www.nectas.unc.edu/partc/partc.asp
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Update on the IDEA

Reauthorization Process


Joe McNulty

Director, Helen Keller National Center


Co-Chair, National Coalition on Deaf-Blindness


Over the past few months, the U.S. De part ment of 
Ed u ca tion, along with in ter ested par ties within the 
dis abil ity and gen eral ed u ca tion com mu ni ties, has 
be gun to plan for the reauthorization of the In di vid 
uals with Dis abil ities Ed u ca tion Act (IDEA). Ac tive 
in volve ment in the pro cess by peo ple in the field of 
deaf-blindness will be im por tant in or der to en sure 
that ser vices ad dress ing the needs of deaf-blind 
chil dren are in cluded in the new law. This ar ti cle 
dis cusses provi sions spe cific to deaf-blindness cur 
rently in cluded in IDEA as well as some of the is sues 
that will be im por tant for the reauthorization. 

IDEA 1997 

Ed u ca tional ser vices for deaf-blind chil dren have 
been part of the De part ment of Ed u ca tion’s spe cial 
ed u ca tion pro grams for more than 20 years. Prior to 
the reauthorization of IDEA in 1997, a deaf-blind 
pro gram was one of four teen dis cre tion ary pro 
grams found in the Act. The pro gram re ceived 
$12.86 million per year to sup port deaf-blind pro 
jects in clud ing NTAC, DB-LINK, and sev eral dem 
on s tra  t ion pro jects .  Dur  ing the  1997 
reauthorization, how ever, those four teen dis cre 
tion ary pro grams were col lapsed into five broad 
cat e go ries and placed in Part D, Na tional Ac tiv ities 
to Im prove Ed u ca tion of Children with Dis abil ities, 
of the new Act. The five cat e go ries are co or di nated 
re search, per son nel prep a ra tion, tech ni cal as sis 
tance, sup port, and dis sem i na tion of in for ma tion. 

Al though ser vices pre vi ously pro vided un der the 
deaf-blind pro gram could eas ily fit into the tech ni 
cal as sis tance cat e gory found in Part D, there was no 
guar  an tee  that  the  ex  is t  ing pro jects  in  
deaf-blindness would con tinue to be funded, nor 
was there a pro vi sion to en sure that money would 
be made avail able for deaf-blind spe cific pro grams. 
For  tu  nately,  the  Na t ional  Co al i  t ion on 
Deaf-Blindness was able to se cure lan guage in sev 
eral sec tions of the Act to pro tect both the struc ture 
of the deaf-blind pro gram and its fund ing. Of great 
est sig nif i cance was Sec. 661, Ad min is tra tive Pro vi 
sions, which in cludes a min i mum fund ing 
re quirement to ensure that at least $12,832,000 be 
pro vided to “ad dress the ed u ca tional, re lated ser 

vices, tran si tional, and early in ter ven tion needs of 
chil dren with deaf-blindness.” 

While the min i mum fund ing lan guage man dated 
that the De part ment of Ed u ca tion spend $12.8 mil 
lion on deaf-blind chil dren, how they spent the 
money re mained a ma jor con cern. Here again, spe 
cific ref er ences to deaf-blindness within the Act 
helped shape the ser vices. The def i ni tion of a “low 
in ci dence dis abil ity” found in Sec. 673, Per son nel 
Prep a ra tion, in cludes “a vi sual or hear ing im pair 
ment or si mul ta neous vi sual and hear ing im pair
ments.” Sec. 685, Co or di nated Tech ni cal As sis tance 
and Dis sem i na tion, lists exam ples of the types of ac 
tiv i ties that may be car ried out un der na tional in for 
ma tion dis sem i na tion, in clud ing “ser vices for 
pop u la tions of chil dren with low-incidence dis abil i 
ties, in clud ing deaf-blind chil dren, and tar geted age 
group ings.”  In the same sec tion, un der Spe cial ized 
Tech ni cal As sis tance, au tho rized ac tiv i ties in clude 
those that “fo cus on needs and is sues that are spe 
cific to a pop u la tion of chil dren with dis abil i ties, 
such as the pro vi sion of sin gle State and multi-State 
tech ni cal as sis tance and in-service train ing . . . to 
schools and agen cies serv ing deaf-blind children 
and their fam i lies.” 

In July of 1998, ap proxi mately one year af ter IDEA 
‘97 was signed into law, sev eral dozen rep re sen ta 
tives from na tional, state, multi-state, and uni ver 
sity or demon stra tion pro jects in the field of 
deaf-blindness, as well as con sum ers, par ents, and 
state ed u ca tion agency staff, met in Al ex an dria, Vir 
ginia. The goals of the group were to iden tify key is 
sues in the ed u ca tion of chil dren and youth who are 
deaf-blind and to pro vide the De part ment of Ed u ca 
tion’s Of fice of Spe cial Ed u ca tion Pro grams (OSEP) 
with in put from the field on di rec tions for fed eral 
sup port. Taking into con sid er ation the rec om men 
da tions from the fo cus group and fol low ing the lan 
guage found in IDEA ‘97, the OSEP staff kept the 
struc ture of the old deaf-blind pro gram and has 
since held com pe ti tions and awarded grants to pro 
vide na tional tech ni cal as sis tance, state and 
multi-state tech ni cal as sis tance, and per son nel 
prep a ra tion. 

IDEA 2002 

The De part ment of Ed u ca tion re cently com pleted a 
se ries of seven public fo rums to so licit com ments on 
the up com ing reauthorization to be con sid ered dur 
ing the ad min is tra tion’s draft ing of the new bill. Al 
though the Na tional Co ali tion on Deaf-Blindness 
(NCDB) has not de vel oped a for mal po si tion state 
ment at this time, tes ti mony pro vided by par ents, 
pro fes sion als, and stu dents on be half of the 
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deaf-blind pro grams fo cused on sev eral key is sues 
in clud ing the fol low ing: 

Main tain the min i mum fund ing lan guage in Sec. 
661. In my opin ion, this is the linch pin of the en tire 
net work. With out this re quire ment, I do not be lieve 
the De part ment of Ed u ca tion would con tinue to 
place the same fi nan cial re sources into the ed u ca 
tion of deaf-blind chil dren and, con se quently, ser 
vices at the state and lo cal level would be 
dra mat i cally re duced, if not elim i nated en tirely. 

A sec ond, but very im por tant, part of this par tic u lar 
is sue is to get the min i mum-funding amount in 
creased sig nif i cantly. In 1976, there were 4,600 chil 
dren with deaf-blindness who bene fited from the 
ser vices pro vided by ten re gional cen ters. At that 
time chil dren were ed u cated pri mar ily at state 
schools for the blind or an other type of resi den tial 
pro gram. The fund ing level was $16 mil lion. Over 
10,000 young sters are cur rently be ing served, pri 
mar ily by lo cal ed u ca tion agen cies (LEAs). The need 
for the tech ni cal as sis tance pro vided by the 
deaf-blind pro jects has never been greater but the 
fund ing has remained at $12.8 mil lion for the last ten 
years. 

Main tain the thir teen ex ist ing dis abil ity cat e go ries, 
in clud ing deaf-blindness.  Dur ing the 1997 
reauthorization pro cess, there was some dis cus sion 
about elim i nat ing the cat e go ries. Those in the field 
of sen sory im pair ment felt, and con tinue to feel, that 
the iden ti fi ca tion of the dis abil ity (deaf-blindness, 
deaf ness, hear ing im pair ment, vi sual im pair ment 
in clud ing blind ness) was, and is, an im por tant fac 
tor in se cur ing proper ed u ca tional ser vices for chil 
dren. 

Im prove the def  i  ni  t ion of  a  child with 
deaf-blindness. As it’s cur rently writ ten, the def i ni 
tion is ex tremely limit ing and ex cludes nearly 85% 
of chil dren be ing served by the state pro jects. 

Full fund ing for all parts of IDEA. In an at tempt to 
ful fill its pledge to pay for 40% of the cost of spe cial 
ed u ca tion, the fed eral gov ern ment has ap proved 
large in creases in the fund ing of IDEA over the past 
few years. Un for tu nately, none of the ad di tional 
money has gone into Part D. While it’s imper a tive 
that the LEAs re ceive ad e quate fi nan cial sup port 
from Wash ing ton, the ad di tional money will do the 
chil dren lit tle good with out the co or di nated re 
search, per son nel prep a ra tion, tech ni cal as sis tance, 
sup port, and dis sem i na tion of in for ma tion pro 
vided by the pro jects funded through Part D. This 
rec om men da tion is tied di rectly to the re quest to in 
crease the min i mum fund ing level found in Sec. 661. 

It is ex pected that Con gress will pass a one year ex 
ten sion of IDEA, which means that it will come up 

for reauthorization in the fall of 2003. Dur ing the 
next 18 months, the Na tional Co ali tion on 
Deaf-Blindness will con tinue to be ac tively in volved 
with a num ber of other groups, in clud ing the Con 
sor tium for Cit i zens with Dis abil ities, as it ad vo 
cates for im prove ments in ed u ca tional ser vices for 
all chil dren with dis abil i ties. 

❖❖❖❖❖❖❖ 

Strategies for Postsecondary

Educational and Support Service 


Personnel Serving College

Students With Usher Syndrome


Patricia Lago-Avery 

Usher Syn drome is a ge netic dis or der char ac ter 
ized by con gen i tal hear ing loss and grad u ally de vel 
op ing retinitis pigmentosa that leads to loss of 
vi sion. It is es ti mated that the syn drome oc curs in 
4.4 of ev ery 100,000 peo ple in the United States 
(Boughman, Vernon, & Shaver, 1983). The two most 
com mon types of Usher Syn drome are type I and 
type II. Type I Usher Syn drome is char ac ter ized by 
con gen i tal deaf ness, vi sion prob lems be gin ning in 
early child hood, and bal ance prob lems. Type II is 
char ac ter ized by mod er ate-to-severe hear ing loss 
and night blind ness that typ i cally be gins dur ing 
child hood. His torically, most stu dents with Usher 
Syn drome type I at tended res i den tial schools and 
col leges for the deaf, while those with type II at 
tended reg u lar pub lic schools and uni ver si ties. 
With the mainstreaming of deaf and hard of hear ing 
stu dents brought about by Pub lic Law 94-142, the 
Amer i cans with Dis abil ities Act, and Sec tion 504 of 
the Re ha bil i ta tion Act, stu dents with Usher Syn 
drome now at tend school in all types of ed u ca tional 
set tings. It is crit i cal for sup port ser vice per son nel 
and coun sel ors in col lege and uni ver sity en vi ron 
ments, who pro vide ca reer, per sonal, and men tal 
health coun sel ing to stu dents with Usher Syn 
drome, to have a good un der stand ing of spe cial is 
sues that arise for these stu dents and to be aware of 
strat e gies that will be of ben e fit when work ing with 
this pop u la tion. 

Col lege age stu dents who have Usher Syn drome 
face the same de vel op men tal is sues en coun tered by 
most ad o les cents and young adults. How ever, they 
also have ed u ca tional, per sonal, and so cial con cerns 
that are not en coun tered by stu dents who have nor 
mal hear ing and vi sion or even by their deaf and 
hard of hear ing peers with nor mal vi sion. Ori en ta 
tion and mo bil ity skills to ne go ti ate travel around 
cam pus, com mu ni ca tion in the class room and with 
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peers, ca reer con sid er ations, and the on go ing pro 
cess of ad just ment to changes in hear ing and vi sion 
loss are some of the Usher-specific chal lenges faced 
by these stu dents. 

The first pri or ity in a postsecondary ed u ca tional en 
vi ron ment should be to con duct an in ter view to 
com plete an ed u ca tional needs as sess ment. Do not 
as sume that the stu dent is al ready knowl edge able 
about Usher Syn drome. As sess his or her knowl 
edge about the med i cal as pects of Usher Syn drome 
as well as about ser vices avail able to peo ple who 
have Usher Syn drome. Ques tions you may wish to 
ask in clude: 

•	 Do you have trou ble find ing your way around in 
new places? Can you hear or see the fire alarm in 
your dorm room? Can you see in dimly lit places? 

•	 Do you have trou ble read ing the blackboard? Is it 
eas ier for you to read whiteboards with black 
mark ers? 

•	 Do you have a prob lem with glare from over head 
pro jec tors or in the class room? 

•	 Do you have dif fi culty read ing reg u lar printed 
ma te ri als?  Does it help to have a larger font size 
such as 18- or 24-point? (Show the stu dent ex am 
ples of differ ent font sizes.) 

•	 Are you able to vi su ally fol low your in ter preter 
in the class room?  Is his or her use of space out 
side of your vi sion range? 

•	 Are you hav ing dif fi culty hear ing in the class 
room or in sit u a tions where there is a lot of back 
ground noise? 

•	 Can you fol low group discus sions? 

•	 Do you have any con cerns about your cho sen ca 
reer and your fu ture? 

Once you have com pleted the needs as sess ment, 
you can be gin to help the stu dent ad dress is sues re 
lated to op ti miz ing the ed u ca tional en vi ron ment. 
You are also es tab lishing a foun da tion on which 
sub se quent per sonal and so cial is sues can be con 
sid ered. 

Educational Issues 

Ori en ta tion and mo bil ity. Some stu dents may need 
ori en ta tion and mo bil ity train ing. Many, for ex am 
ple, will have a dif fi cult time find ing their way 
around cam pus or the sur round ing com mu nity at 
night be cause of night blind ness. Lo cate ori en ta tion 
and mo bil ity ser vices in your com mu nity by con 
tact ing your state commis sion for the blind. If there 
are no ser vices avail able in your com mu nity, find 
out if they are avail able in the stu dent’s home town. 

Class room vi sual ad ap ta tions. A va ri ety of tech
niques can be used to make it eas ier for stu dents 
with Usher Syn drome to see vi sual in for ma tion pre 
sented in the class room. It is impor tant to find out 
which adap ta tions work best for a par tic u lar stu 
dent. Ad ap ta tions in clude the fol low ing: 

•	 Good light ing that does not pro duce glare. 

•	 If black boards and whiteboards are used, find 
out which works best for a par tic u lar stu dent. 
Some may need a notetaker to take notes for 
them. 

•	 When us ing over head pro jec tors, use an 18- or 
24-point font on trans par en cies and dis tinct color 
com bi na tions for good con trast (e.g., black on 
white, black on yel low, or white on dark blue). 
Yel low trans par en cies may help to re duce glare. 
Pro vide the stu dent with pa per cop ies of trans 
par en cies. 

•	 Tech nol ogy has greatly en hanced learn ing op 
por tu ni ties for in di vid u als who are blind or vi su 
ally im paired. In ves ti gate the pos si bil ity of 
pro vid ing a CCTV (closed cir cuit tele vi sion) for 
read ing books and hand outs from the in struc tor. 
Com puters that take ad van tage of adaptive tech 
nol ogy for blind and vi su ally im paired in di vid u 
als are also of great ben e fit. If the stu dent needs 
this type of equip ment for suc cess in the class 
room, he or she will need it for suc cess in life as 
well. Work with the stu dent’s spon sor ing agency 
to se cure nec es sary funds. 

Com mu ni ca tion in the class room.  The use of an in 
ter preter is very im por tant for stu dents who use 
sign lan guage. If the stu dent is at tend ing a col lege 
where the fac ulty and stu dents all use sign lan 
guage, use of a copy in ter preter (some one who sits 
within the vi sual range of the stu dent and re peats 
what has been signed or spo ken) may be ben e fi cial. 
If the stu dent is in a set ting where sign lan guage is 
not com monly used, an in ter preter notetaker and 
may be nec es sary.  If the stu dent does not use sign 
lan guage and de pends on lipreading and re sid ual 
hear ing, use of a notetaker is crit i cal. These stu dents 
may also re quire an oral in ter preter. 

Career Issues 

Ca reer choice is an im por tant con cern for deaf-blind 
stu dents. The im pact of vi sion loss may be a con sid 
er ation for some types of ca reers, but it is hard to 
pre dict how each per son’s vi sion might change as he 
or she ages. Ed u cate your self about the types of ca 
reers that deaf-blind peo ple have and en cour age the 
stu dent to re search ca reer op tions as well. Cur 
rently, one can find peo ple with Usher Syn drome 
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work ing in the fol low ing pro fes sions: re searcher, 
pro fes sor/au thor, chef/owner of res tau rant, law yer, 
cer ti fied pub lic ac coun tant, in for ma tion tech nol ogy 
spe cial ist, com puter pro gram mer, pub lic health 
man ager, coun selor/pro fes sor, min is ter, li brar ian, 
vet er i nar ian, health plan ner, clerk, med i cal 
transcriptionist, men tal health coun selor, high 
school teacher. 

Stu dents with Usher Syn drome study a wide va ri ety 
of sub jects in col lege. In 1995, research was con 
ducted at the Na tional Tech ni cal In sti tute for the 
Deaf an a lyz ing data com piled by Dr. Don John son 
(then di rec tor of the NTID Eye and Ear Clinic) re 
gard ing the num ber of stu dents with Usher Syn 
drome who had at tended Roch es ter In sti tute of 
Tech nol ogy/Na tional Tech ni cal In sti tute for the 
Deaf. RIT was founded in 1829 and is a privately en 
dowed coeducational uni ver sity that in cludes seven 
col leges. One of these col leges is the Na tional Tech 
ni cal In sti tute for the Deaf. Be tween the ac a demic 
years of 1984 and 1995, 62 stu dents with Usher Syn 
drome en tered the col leges. At the end of this pe riod 
of time, 21 stu dents were cur rently en rolled, 20 had 
al ready grad u ated, and 21 had ei ther with drawn or 
taken a leave of ab sence.  At first glance the num ber 
of stu dents who with drew or took a leave of ab sence 
might seem high, but the per cent age is ac tu ally 
much lower than the na tional at tri tion rate of fifty 
per cent (Braw er, 1996). In com par i son, two-thirds 
of the stu dents with Usher Syn drome who were en 
rolled at RIT/NTID dur ing the period 1984 to 1995 
stayed in col lege or had al ready grad u ated. These 
num bers speak very highly of the mo ti va tion and 
skill level of stu dents who have Usher Syn drome. 
More over, they sug gest that stu dents’ ed u ca tional 
sup port and ser vice needs were pos i tively con sid 
ered. 

Personal and Social Issues 

Ad just ment to Usher Syn drome.  The pro cess of ad 
just ment to Usher Syn drome is on go ing. For stu 
dents who are strug gling ac a dem i cally and/or 
emo tion ally, it is im por tant to gently try to help the 
stu dent un der stand that changes in vi sion and hear 
ing may be im pact ing his or her abil ity to func tion in 
the class room or with peers. If a stu dent is un will ing 
to talk about these is sues or is de pressed, an gry, and 
afraid, he or she may need more in-depth men tal 
health coun sel ing. If you feel you are not qual i fied to 
work with stu dents who have these types of prob 
lems, lo cate a quali fied thera pist to whom you can 
re fer the stu dent. If a stu dent is re sis tant to your as 
sis tance or to as sis tance from oth ers, it is im por tant 
to un der stand that this type of stu dent might fail. 
Pro fes sionals are trained to try to pre vent fail ure, 

but some times fail ure is needed be fore a stu dent is 
will ing to make changes in his or her life. 

Com mu ni ca tion with peers.  If a stu dent is hav ing 
prob lems com mu ni cat ing in group set tings or dark 
places, en cour age the stu dent to be more open about 
hav ing Usher Syn drome, to talk about com mu ni ca 
tion needs with close friends, and to learn al ter na 
tive com mu ni ca tion strat e gies. 

Role mod els.  If pos si ble, try to find a per son who 
has Usher Syn drome who can func tion as a role 
model and men tor for the stu dent. En cour age stu 
dents to meet other peo ple who have Usher Syn 
drome, es pe cially adults who have learned how to 
adapt and make mod i fi ca tions in their lives that en 
able them to func tion well and in de pend ently. 
There are also e-mail dis cus sion groups avail able 
where peo ple with Usher Syn drome can share their 
ex pe ri ences (see re source list). 

Working with Students Who Are

Unaware They Have Usher


Syndrome

Al though pro fes sion als who work in the field of 
deaf edu ca tion are be com ing more aware of Usher 
Syn drome, there are still a num ber of stu dents who 
ar rive at the doors of col leges and uni ver si ties un 
aware that they have Usher Syn drome.  Some stu 
dents have al ready lost a sig nif i cant amount of 
vi sion while oth ers have not yet ex pe ri enced 
enough vi sion loss to war rant their at ten tion. You 
may no tice that a stu dent misses some of your signs, 
does n’t seem to un der stand what you are say ing, or 
may not re spond when you try to catch his or her at 
ten tion. If you sus pect a stu dent might have Usher 
Syn drome, tread with cau tion.  How you han dle this 
sit u a tion could ei ther en hance your re la tion ship 
with the stu dent or cause harm. If you are not com 
fort able deal ing with this type of sit u a tion, then con 
sult with other pro fes sion als and bring in some one 
to as sist you. The follow ing sug gestions are based 
on my pro fes sional ex pe ri ence work ing with sev 
eral stu dents who did not know they had Usher Syn 
drome when ar riv ing as fresh men in col lege. 

Ask if the stu dent has a vi sion prob lem. If the re 
sponse is yes, ask what he or she knows about the vi 
sion prob lem. It might be a great deal. If the 
re sponse is no, then you might share your ob ser va 
tions. For ex am ple, “I no ticed that you do not al 
ways see me when I am try ing to get your at ten tion,” 
or “When I am sign ing, I no tice that you miss some 
of my signs.”  Some times a stu dent does not know 
that he or she is miss ing things in the en vi ron ment 
or the classroom.  That is why your ob ser va tions are 
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im por tant. If the stu dent seems un sure of your ex 
am ples you might want to ask if he or she has trou 
ble see ing in the dark or in dimly lit places or 
bump ing into ob jects.  If the re sponse is yes to any of 
these ques tions, then it is impor tant to strongly rec 
om mend an eval u a tion by an oph thal mol o gist who 
spe cial izes in ret i nal dis eases. Do not tell the stu dent 
that you think he or she has Usher Syn drome.  That 
is not your role. The stu dent might not even have a 
vi sion prob lem or might have a dif fer ent type of vi 
sion loss. Your role is to help fa cil i tate the pro cess 
and to en cour age the stu dent to have a thor ough vi 
sion eval u a tion. 

If the stu dent agrees to have a vi sion eval u a tion, 
your next step is to work with the stu dent and per 
haps with his or her par ents (with the stu dent’s per 
mis sion) to find an oph thal mol o gist knowl edge able 
about ret i nal dis eases. If the stu dent is fully in de 
pend ent and pre fers to han dle the sit u a tion in de 
pend ently, then just work with the stu dent.  If you 
do not know where to find a spe cial ist, you can call 
the Foun da tion Fighting Blind ness (see re source 
list). Another op tion is for you to sug gest that the 
stu dent or par ents re quest a re fer ral from the fam ily 
doc tor. The most impor tant role you can play in this 
type of sit u a tion is that of fa cil i ta tor. 

How do you in volve the parents?  You should not 
tell the par ents that you sus pect that their child has 
Usher Syndrome. But you can say, “In my work 
with your daugh ter/son I have no ticed sev eral 
things that lead me to be lieve that he/she may not 
have op ti mal vi sion use. It seems that your 
son/daugh ter might be ex pe ri enc ing some dif fi cul 
ties see ing in the dark or might have some vi sual 
field gaps.” With this said, then you could strongly 
en cour age the par ents to make ar range ments for 
their child to be seen by a ret i nal spe cial ist. 

How do you help the parents/doc tor/stu dent once 
the di ag no sis is con firmed?  Again, your most im
por tant role is as a fa cil i ta tor.  It is crit i cal to help 
them find peo ple who can clearly ex plain what is 
meant by Usher Syn drome, what the im pli ca tions 
are, what the fu ture holds, and how the fam ily and 
stu dent can get as sis tance.  Doc tors can give a di ag 
no sis but more often than not, that is where their 
help stops. The stu dent and par ents need much 
more than a di ag no sis. They will have many ques 
tions, they may be in shock, they might ig nore the 
di ag no sis, or they might seek out sec ond, third, or 
fourth opin ions, which is their right. 

Conclusion 

Working with col lege age stu dents who have Usher

Syn drome pres ents chal lenges for postsecondary


ed u ca tors and sup port per son nel. It’s pos si ble to 
feel over whelmed, but it’s impor tant to keep things 
in per spec tive and re mem ber that stu dents with 
Usher Syn drome are more like their peers than they 
are dif fer ent. They have the same ed u ca tional, so 
cial, and psy cho log i cal needs as other ad o les cents. It 
is es sen tial to fo cus on an in di vid ual stu dent’s 
unique needs in or der to help him or her be come 
suc cess ful in life. I em pha size the word “in di vid 
ual” be cause we are all dif fer ent in our needs and 
our per spec tives on life. We owe stu dents with 
Usher Syn drome re spect for their in di vid u al ism 
and need to keep this in mind when pro vid ing ser 
vices. 

Resources 

For more in for ma tion about Usher Syn drome, con 
tact DB-LINK. Ad di tionally, in for ma tion about 
Usher Syn drome and links to other websites can be 
found at the DB-LINK Website. 

DB-LINK 
The Na tional In for ma tion Clear ing house on 
Children Who are Deaf-Blind 
Teaching Re search Di vi sion 
West ern Or e gon Uni ver sity 
345 N. Monmouth Av e nue 
Monmouth, OR  97361 
Phone: 800-438-9376  
TTY: 800-854-7013 
FAX: 503-838-8150 
Email: dblink@tr.wou.edu 
Web: http://www.tr.wou.edu/dblink 

Other Organizations and Agencies 

Amer i can As so ci a tion of the Deaf-Blind 
814 Thayer Av e nue Ste 302 
Sil ver Spring, MD 20910 
TTY: 301-588-6545 
FAX: 301-588-8705 
E-mail: aadb@erols.com 

Foun da tion Fighting Blind ness 
11435 Cronhill Drive 
Owings Mills, MD 21117-2220 
Phone: 888-394-3937 
TTY: 800-683-5551 
Email: info@blind ness.org 
Web: http://www.blind ness.org 

Helen Keller Na tional Cen ter for Deaf-Blind Youths and 
Adults (HKNC) 
111 Mid dle Neck Road 
Sands Point, NY 11050-1299 
Phone: 516-944-8900 
TTY: 516-944-8637 

11


mailto:dblink@tr.wou.edu
http://www.tr.wou.edu/dblink
mailto:aadb@erols.com
http://www.blind


Winter 2001/2002 

E-mail: hknctrng@aol.com 
Web: http://www.helenkeller.org/na tional 

Usher Syn drome Pro ject 
Boys Town Na tional Re search Hos pi tal 
555 North 30th Street 
Omaha, NE  68131-9909 
Phone & TTY: 800-835-1468 
E-mail: ge net ics@boystown.org 

E-mail discussion groups 

DBTeens 
An e-mail Internet fo rum for teens and young adults 
who have Usher Syn drome or who are deaf-blind, to 
share in for ma tion, ideas, and opin ions. This is a pri 
vate list for teens and young adults. To sub scribe, 
con tact Randy Klumph at klumphr@wou.edu. Send 
the mes sage “sub scribe DBTeen.” 

Usher Syn drome List 
An Internet fo rum for peo ple with Usher Syn drome, 
their par ents, friends, spouses, and ser vice pro vid 
ers. To join this list send a blank email to: 
Ushers-subscribe-request@tr.wou.edu, or con tact 
Randy Pope, ush ers-request@tr.wou.edu 
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Au thor In for ma tion 

Pa tri cia Lago-Avery is a re tired coun selor and pro 
fes sor from the Na tional Tech ni cal In sti tute for the 
Deaf/Roch es ter In sti tute of Tech nol ogy. She has 
worked with deaf and hard of hear ing stu dents for 
over 26 years, 23 of those at NTID. The in for ma tion 
in the above ar ti cle is based on her many years of ex 
pe ri ence work ing with col lege stu dents who have 
Usher Syn drome as well as her own per sonal ex pe ri 
ence with Usher Syn drome type II. She can be con 
tacted at pllnbu@rit.edu or via her Web site, LA 
Con sul tants at http://www.rit.edu/~pllnbu 

Note: Ms. Lago-Avery wrote a lon ger ver sion of this 
ar ti cle that will be pub lished on the PEN In ter na 
tional Web site (www.pen.ntid.rit.edu ) at a fu ture 
date. PEN-International is a pro gram funded by 
The Nip pon Foun da tion of Ja pan at the Na tional 
Tech ni cal In sti tute for the Deaf, Roch es ter In sti tute 
of Tech nol ogy . 

❖❖❖❖❖❖❖ 

It Sounds Nice, But Is Inclusion 
Really Worth It? 
Nancy Hartshorne, Ed.S.


Parent and School Psychologist


At a Na tional Tech ni cal As sis tance Con sor tium 
for Children and Youth Who Are Deaf-Blind 
(NTAC) work shop about in clu sive prac tices held 
last year in San Diego for the state deaf-blind pro 
jects, many peo ple ap proached me and asked for my 
“par ent” per spec tive about how in clu sive ed u ca 
tion works for my son. Ja cob is 12 years old and is in 
sixth grade. He has CHARGE syn drome and is 
deaf-blind. What are the ad van tages of his in clu sive 
place ment?  Is it re ally worth the time and ef fort? 
What have been the out comes? Here is my an swer to  
these ques tions. 

Ja cob has a la bel of Se vere Mul ti ple Im pair ments 
(SXI). With out our in ter ven tion, he would have re 
mained in the lo cal SXI class room. In this class room, 
from age three to age five, Ja cob was com pletely seg 
re gated from peers with out dis abil i ties. All sup 
ports and ser vices were pro vided right in the 
class room. The stu dents even had lunch there al 
though the classroom is housed within a lo cal el e 
men tary school. Ac tiv ities were in di vid u al ized, but 
taught to him sep a rately from other chil dren so so 
cial iza tion did not take place even be tween the stu 
dents in the class room. Most were not able to move 
in de pend ently. Ja cob’s only mean ing ful con tact at 
school was with adult ser vice pro vid ers. Skills were 
taught in ar ti fi cial rather than nat u ral con texts. For 
ex am ple, phys i cal ther apy con sisted of ex er cises 
prac ticed by rote in the classroom. Ja cob used a 
walker to walk five feet across the class room floor 
and then was in structed to turn around and walk 
back. Lan guage was taught in thirty-minute pull out 
ses sions two times per week. 

Ja cob’s cur rent pro gram takes place in his neigh bor 
hood el e men tary school. He has at tended this 
school with his same-age peers since kin der gar ten. 
His ed u ca tion is in di vid u al ized and takes place in 
nat u ral con texts. Phys i cal ther apy takes place dur 
ing P.E., re cess, track meets, and Field Day prac tices. 
The oc cu pa tional ther a pist’s oral mo tor ob jec tives 
are car ried out dur ing lunch in the caf e te ria. Lan 
guage is taught and prac ticed through out all activ i 
ties of his day. With his class mates, he at tends his 
sixth grade class room, art, mu sic, P.E., li brary, re 
cess, and lunch, with the help of a one-on-one in ter 
vener. He has par tic i pated in school plays and 
mu sic con certs, au di tioned for and per formed in the 
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tal ent show with his friends, and was a cub scout. 
He has a strong, ac tive cir cle of friends. At age 
seven, he walked in de pend ently for the first time. 
He got up from his desk, walked out of his class 
room, down the hall, out the school door, and to his 
bus to go home. Stu dents clapped and cheered. 
Many of the teach ing staff had tears in their eyes. Ev 
ery one cel e brated Ja cob’s achieve ment with him. 

If Ja cob had spent the past seven years in the SXI 
class room, I be lieve his out comes would have been 
vastly dif fer ent: 

•	 He would not be walk ing in de pend ently. He 
would have no where to go. 

•	 He would not be us ing his five man ual signs. He 
would have no one to talk to. 

•	 He would not be lo cat ing places and us ing mo bil 
ity routes in de pend ently, based on ob ject-picture 
cues. He would have no routes to use or lo ca tions 
to find. 

•	 He would not have met nearly ev ery sin gle IEP 
ob jec tive each year. He would have had lit tle mo 
ti va tion to do so. 

•	 He would not be in vited to birth day par ties. He 
would have no friends. 

•	 He would not have his an nual “Birth day 
Swimming Bash.”  He would have no one to in 
vite. 

•	 He would not have earned The Ar row of Light, 
the high est honor that a cub scout can earn. He 
would not have at tended campouts. He would 
not have won two sec ond-place tro phies for 
speed and one first-place tro phy for de sign in the 
pine wood derby be cause he would not even have 
made a car. 

•	 He would not have in de pend ently car ried out the 
role of The Star of Beth le hem in the church 
Christ mas pag eant for the past two years. No one 
would have ex pected that he could play a part, 
and no one would have asked him to. 

•	 He would not have par tic i pated in the school tal 
ent show with his circle of friends. No one would 
have rec og nized that he had any tal ent. 

•	 He would not have the con stant sup port of 18 
friends with out dis abil i ties in the sixth grade, his 
Cir cle of Friends. He would have no friends. He 
would have no one to ad vo cate for him in ways 
such as these: 

Sa rah, age 10, who ex plained the im por tance of 
in clu sion and cir cles of friends on camera: 

Sa rah:“Our cir cle is impor tant be cause we
help Ja cob par tic i pate in ev ery thing the
other kids do.” 

Winter 2001/2002 

In ter viewer: “And why do you see this as 
im por tant?” 

Sa rah: “’Cause if he did n’t par tici pate with
his friends, he’d just come to school and be
with teach ers all day. No one wants to be
with teach ers all day—that’s no fun.” 

Justin, age 10, who was nom i nated for and re 
ceived a district-wide Mar tin Lu ther King peace 
maker award for as sist ing Ja cob dur ing a mu sic 
con cert at school. He re fused to at tend the cer e 
mony or to accept the award, say ing, “I was just 
be ing his friend—I should n’t get an award for 
that!” 

Cre ativ ity, high en ergy, col lab o ra tion, and think ing 
“out of the box” have been key char ac ter is tics of Ja 
cob’s team members. Even so, Ja cob’s in clu sive pro 
gram is far from per fect. His team strug gles with 
mak ing the sixth grade text book cur ric u lum mean 
ing ful for him. He still spends sig nif i cant time away 
from his peers as he works to ward in de pend ence in 
the bath room, re ceives tube feed ings, and is pulled 
out for some au di tory train ing and spe cific lan 
guage ther apy. How ever, this pro gram has been 
well worth the ef fort and ad vo cacy on our part. Ja 
cob con tin ues to be happy and mo ti vated to learn, to 
gain skills, to re ceive and give so cial sup port, and to 
sur prise ev ery one on a daily ba sis. And the ben e fits 
to his friends with out dis abil i ties have been too nu 
merous to count. 

The al ter na tive—a seg re gated, lonely, and hope less 
ed u ca tional track—is un think able. 

Ja cob be longs, and he knows it. He has a com mu 
nity, and he knows it. That is qual ity of life. 

❖❖❖❖❖❖❖ 

Registry of Interpreters for the Deaf 
Deaf-Blind Special Interest Group 

Susanne Morgan, M.A., C.I., C.T. 

Ex cit ing events are hap pen ing within the Regis try 
of In ter preters for the Deaf (RID). A Deaf-Blind Spe 
cial In ter est Group (DB SIG) that fo cuses on the in ter 
ests of in ter pret ers who work in the field of 
deaf-blindness has been in ex is tence for sev eral years 
and is now work ing to ex pand its member ship and 
ac tiv i ties. Susanne Mor gan (NTAC Tech ni cal As sis 
tance Spe cial ist) and Angela Lampiris (HKNC Co or 
di na tor of In ter preting Ser vices) were cho sen as the 
new chair per sons of the group at a re cent RID con fer 
ence. Car o lyn Jolley has been the sec re tary and will 
con tinue in this role. Planning for the up com ing year 
is cur rently un der way. Goals in clude the fol low ing: 
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Mem ber ship net work ing and ex pan sion. In crease 
the num ber of mem bers, en cour age de mo graph i 
cally di verse rep re sen ta tion, and ex pand lead er ship. 

RID Views Col umn. Post up dates and share in for ma tion 
in Views (RID’s monthly mag a zine). 

DeafWayII. This is an in ter na tional event for the 
Deaf that will be held at Gallaudet Uni ver sity in July 
2002. Work with the DeafWayII Deaf-Blind In ter 
preter Co or di na tor Team to ad ver tise the event to 
deaf-blind in di vid u als and to re cruit in ter pret ers and 
sup port ser vice pro vid ers (SSPs). 

Deaf-blind stan dard prac tice pa per (SPP). Work 
with the Amer i can As so ci a tion of the Deaf-Blind (AADB) 
to complete this docu ment, which has been in de vel op ment 
for sev eral years and is nearly ready for dis tri bu tion. The 
pa per shares some best prac tices in the field of deaf-blind 
in ter pret ing and has been re vised over the past sev eral 
years based on in put from rep re sen ta tives of the deaf-blind 
in ter pret ing com mu nity and AADB. When fin ished, it will 
be avail able on the RID Web site (www.rid.org). 

DB SIG Web page & e-mail dis cus sion group. Cre ate 
a DB SIG Web page that can be ac cessed via the RID Web 
site. In ves ti gate the level of in ter est in and pos si bil ity of 
de vel op ing an e-mail dis cus sion group for DB SIG mem
bers to share in for ma tion and net work. 

In for ma tion shar ing about in ter preter train ing 
work shops. De velop a way for in ter pret ers and in ter 
preter train ers to share in for ma tion about work shops they 
are do ing re lated to deaf-blind in ter pret ing. 

Pre-conference at RID na tional con fer ence in Chi 
cago, 2003. Host a pre-conference ses sion at the next na 
tional RID con fer ence to in crease aware ness of 
deaf-blindness and the number of skilled deaf-blind in ter 
pret ers. 

Mentorship pro posal. Re view a pro posal by Leslie 
Foxman (a for mer DB SIG chair per son) to pro vide 
mentorship op por tu ni ties for in ter pret ers in ter ested the 
field of deaf-blind in ter pret ing. This pilot pro gram will be 
gin at the 2003 Amer i can Asso ci a tion of the Deaf-Blind 
(AADB) Na tional Con fer ence in Cal i for nia. It will pro vide 
an op por tu nity for stu dents currently en rolled in in ter 
preter-training pro grams to work di rectly with men tor in 
ter pret ers and deaf-blind peo ple. 

Na tional In ter preter Ed u ca tion Pro ject. Pro mote dis 
cus sion about the use of a new cur ric u lum de signed to train 
in ter pret ers to work with deaf-blind peo ple, which was re 
cently de vel oped by the Na tional In ter preter Ed u ca tion 
Pro ject at North west ern Con nect i cut Com mu nity Col lege. 

As time goes by, in ter est, rec og ni tion, and sup port by 
na tional or ga ni za tions for the needs of in di vid u als 
who are deaf-blind, their sup port per sons, and in ter 
pret ers in creases. As a com mu nity we can achieve 

much more, and the Deaf-Blind Spe cial In ter est 
Group wants to be a part of this. Contact us if you 
have ques tions or would like ad di tional in for ma tion. 

Susanne Mor gan, M.A., C.I., C.T. 
NTAC Tech ni cal As sis tance Spe cial ist 
Helen Keller Na tional Cen ter 
111 Mid dle Neck Road 
Sands Point, NY 11050-1299 
516-944-8900, Ext. 202 
102070.3544@compuserve.com 

Angela Lampiris, B.A., C.I., C.T. 
HKNC In ter preter Co or di na tor 
Helen Keller Na tional Cen ter 
111 Mid dle Neck Road 
Sands Point, NY 11050-1299 
516-944-8900, Ext. 338 

Usher Syn drome Re search Pro ject 

This study is try ing to find the genes re spon si ble 
for Usher syn drome in Ash ke nazi Jews. In di vid 
uals (or their fam ily mem bers) of Ashenazic her i 
tage who have Usher syn drome, or both hear ing 
and vi sion loss that has no other known cause, 
may be el i gi ble to par tic i pate. 

For more in for ma tion con tact: 
Dr. Seth Ness 
De part ment of Hu man Ge net ics 
Box 1497 
Mount Si nai School of Med i cine 
One Gustave L. Levy Place 
New York, NY 10029 
Phone: 212-241-6947 
E-mail: nesss01@doc.mssm.edu 

hkncterp@aol.com 

❖❖❖❖❖❖❖ 

For Your Library 

American As so ci a tion of the Deaf-Blind 2001-2002 
Deaf-Blind Con tact Di rec tory 
This di rec tory con tains list ings for AADB mem bers, 
sup port ser vice pro vid ers, state and lo cal as so ci a tions 
for deaf-blind peo ple, ser vices, and dis trib u tors, and 
man u fac tur ers of assistive tech nol ogy and prod ucts. 
Avail able from Amer i can As so ci a tion of the Deaf-Blind, 
814 Thayer Av e nue, Suite 302, Sil ver Spring, MD 
20910-4500, 301-588-6545 (TTY), 301-588-8705 (Fax), 
aadb@erols.com. 
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Cre ative Ex pres sion: Op por tu nities for Per sons who 
are Deafblind (Video & Book let) Terre Haute, IN: In di 
ana Deafblind Ser vices Pro ject & Mad i son, WI: Bailey Video 
De sign, 2001. 
This video, pro duced by DB-LINK, The Blumberg Cen 
ter, and VSA Arts of In di ana and a book let, pro duced by 
In di ana Deafblind Ser vices, pres ent ways to in volve 
deaf-blind peo ple in cre ative arts in clud ing mu sic, paint 
ing, pot tery, weav ing, and writ ing. The video is avail 
able for loan from DB-LINK, 800-438-9376, 800-854-7013 
(TTY), dblink@tr.wou.edu. The video and book let are 
avail able for pur chase from the In di ana Deafblind Ser 
vices Pro ject, Blumberg Cen ter, In di ana State Uni ver sity, 
School of Ed u ca tion, Rm 502, Terre Haute, IN  47809, 
800-622-3035 or 812-237-7887, 812-237-3022 (TTY). The 
cost is $25.00 for the video, $10.00 for the booklet, or 
$30.00 for both. 

Usher Syn drome: Iden ti fi ca tion and Un der stand ing 
Poff, Lisa E. & Goehl, Ka ren S., Terre Haute, IN: In di ana 
Deafblind Ser vices Pro ject, 2000. 
This set of ma te ri als con tains a book let, sam ple screen ing 
forms, and 2 vid eos. It pro vides ba sic in for ma tion about 
Usher Syn drome, how to rec og nize the syn drome, and 
tests to help de ter mine whether a person should be re 
ferred for med i cal test ing. Avail able from the In di ana 
Deafblind Ser vices Pro ject, Blumberg Cen ter, In di ana 
State Uni ver sity, School of Ed u ca tion, Rm 502, Terre 
Haute, IN  47809, 800-622-3035 or 812-237-7887, 
812-237-3022 (TTY). The cost is $10.00 for the book let or 
$60.00 for the set. 

❖❖❖❖❖❖❖ 

Conferences 
Helen Keller National Center National Training


Team

Professional Training Seminars 2002


Sands Point, New York


Feb ru ary 25 - March 1 De veloping Strat egies for Per
son-Centered Planning 

April 8-12 Pro fes sional De vel op ment for Em ploy ment 
Training Spe cial ists 

May 29 - 31 Family Sup ports 

Sep tem ber 9-13 De veloping Strat egies for Per 
son-Centered Planning 

Oc to ber 21-25 Sen sory Loss for the El derly Pop u la tion: 
Con fi dent Liv ing Pro gram 

No vem ber 18-22 Ori en ta tion and Mo bil ity Tech niques 
for Per sons Who Are Deaf-Blind 

Con tact: 
Do ris Plansker 
Phone: 516-944-8900 Ext. 233 
TTY: 516-944-8637 

E-mail: ntthknc@aol.com 
Web: http://www.helenkeller.org/na tional 

Deaf Way II

July 8-13, 2002


Gallaudet University

Washington, DC


Deaf Way II is an in ter na tional con fer ence and fes ti val of 
the Deaf. Deaf, hard of hear ing, and hear ing par tic i pants 
from around the world gather to pres ent and dis cuss is 
sues of lan guage, history, cul ture, art, tech nol ogy, and 
hu man rights. 

Con tact: 
Gallaudet Uni ver sity Kellogg Con fer ence Cen ter 
Phone: 202-651-6064 
TTY: 202-651-6112 
E-mail: info@deafway.org or db.team@deafway.org 
Web: http://www.deafway.org 

In ter preters and sup port ser vice pro vid ers are needed to 
pro vide ser vices for peo ple who are deaf-blind at Deaf 
Way II. If in ter ested, con tact db.team@deafway.org. 

6th National Australian Deafblind Conference:

Touching the World


July 12-15, 2002 

Sydney, New South Wales, Australia


Con tact: 
Deafblind As so ci a tion (NSW), Inc. 
PO Box 1295 
Strath field 
NSW 2135 
Phone: (02) 4957 2741 
TTY: (02) 9334 3260 
E-mail: DBConference@gpo.com.au 
http://www.dbansw.au.com 

SALUTE Announcement 

Please join Deborah Chen, June Downing, and 
oth ers at  http://www.projectsalute.net for stim
u lat ing dis cus sions on Suc cess ful Ad ap ta tions 
for Learning to Use Touch Ef fec tively! 
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________________________________________________________________________________________________ 

________________________________________________________________________________________________ 

� I en joyed this is sue of Deaf- Blind Per spec tives but I am not on your mail ing list. Please send fu ture is 
sues to the ad dress be low. 

� I’ve moved! Please send fu ture is sues of Deaf- Blind Per spec tives to my cur rent ad dress. 

� I’m bur ied in inter est ing pub li ca tions! Please re move my name from your mail ing list. 

Name: ___________________________________Agency: _______________________________________________ 

Street: _____________________________________City: ______________________State: ____ Zip: _____________ 

E- mail ____________________________________  Com ments ___________________________________________ 

Mark appropriate categories (3 max.) 

� Person or parent of person who is disabled � Regular education (non Spec.-Ed.) 
� Special education (e.g., teacher, aide) � Therapist (e.g., OT/PT/speech) 
� Administration (e.g., Dept. of Ed., project director) � Teacher trainer 
� Service provider (e.g., social worker, group home) � Government personnel 
� Technical assistance provider � Medical professional 
� Higher education teacher/researcher � Other ____________________________ 

Please send my copy in: 
Mail to: Deaf-Blind Perspectives 

� Grade 2 braille � Large print Teaching Research Division 
345 N. Monmouth Ave. Monmouth, OR 97361 

� Standard print � ASCII (__ Disk __ E-mail) or call Randy Klumph (503) 838-8885, TTY (503) 838-8821, 
Fax: (503) 838-8150, E-mail: dbp@wou.edu 

All issues of Deaf-Blind Perspectives are available on the Internet at  www.tr.wou.edu/tr/dbp 1201 

Deaf- Blind Per spec tives is a free pub li ca tion, pub lished three times a year by the Teach ing Re search Di vi sion of West ern Ore gon Uni ver sity. The po 
si tions ex pressed in this news let ter are those of the author(s) and do not nec es sarily re flect the posi tion of the Teach ing Re search Di vi sion or the 
U.S. De part ment of Edu ca tion. DB- LINK and NTAC con tribute staff and re sources for con tent, ed it ing, and pub li ca tion. 

Deaf- Blind Per spec tives 
Teach ing Re search Di vi sion 
West ern Ore gon Uni ver sity 
345 N. Mon mouth Ave. 
Mon mouth, OR 97361 

Ad dress Serv ice Re quested 

Non profit Or gani za tion 
U.S. Post age 

PAID 
Per mit No. 344


Sa lem, OR
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