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Em ily is go ing on a cruise to Mex ico with money she earned her self. When she was 19 years old, she 
used the pro cess of cus tom ized em ploy ment to find a job. She had transitioned out of high school at age 18 
and ini tially spent her days as sem bling flash lights in a pro duc tion line at a lo cal de vel op men tal dis abil ity 
agency. Her fam ily wanted to help Em ily find employ ment that al lowed her to use more of her skills and 
was lo cated in an in clu sive set ting in the com mu nity. 

The con cept of cus tom ized em ploy ment was in tro duced in 2001 by the US De part ment of La bor’s Of ­
fice of Dis abil ity Em ploy ment Pol icy.  The strat egy was de signed to as sist peo ple with dis abil i ties and 
other in di vid u als who have po ten tial bar ri ers to em ploy ment, such as se nior cit i zens, vet er ans, and peo ple 
with com plex health-re lated con di tions. Cus tom ized em ploy ment is de fined as, 

. . . a means of in di vid u al iz ing the em ploy ment re la tion ship be tween em ploy ees and em ­
ploy ers in ways that meet the needs of both. It is based on an in di vid u al ized de ter mi na ­
tion of the strengths, needs, and in ter ests of the person with the dis abil ity, and is also 
de signed to meet the spe cific needs of the employer. It may in clude em ploy ment de vel ­
oped through job carv ing, self-em ploy ment, or en tre pre neur ial ini tia tives, or other job 
de vel op ment or re struc tur ing strat e gies that re sult in job re spon si bil i ties be ing cus tom ­
ized and in di vid u ally ne go ti ated to fit the needs of the in di vid u als with a dis abil ity. Cus ­
tom ized em ploy ment as sumes the pro vi sion of rea son able ac com mo da tions and 
sup ports nec es sary for the in di vid ual to per form the func tions of a job that is in di vid u ally 
ne go ti ated and de vel oped (U.S. De partment of La bor, 2002, p. 43156). 

For in di vid u als with sig nif i cant dis abil i ties, the cre ation of a cus tom ized job in creases “the op por tu ni ­
ties for their par tic i pa tion and max i mizes their compe tent per for mance” (Callahan, 2002). The prin ci ples 
and char ac ter is tics of cus tom ized em ploy ment are re lated to the con cept of sup ported em ploy ment but are 
dif fer ent in sig nif i cant ways. A cus tom ized ap proach is ini tially guided by a job seeker’s pro file. Get ting to 
know the job seeker at the be gin ning of the pro cess is the key to de vel op ing a job that meets the needs of 
both the in di vid ual and the employer. In con trast, the typ i cal supported employment ap proach is pri mar ­
ily driven by the jobs that are avail able in a com mu nity. Ad di tion ally, cus tom ized em ploy ment does not 
in clude group place ments or subminimum wage po si tions as is of ten the case with sup ported em ploy ment 
(Inge, 2006). A cus tom ized em ploy ment ap proach leads to the de vel op ment of a job based on the needs of 
the fo cus per son rather than the la bor mar ket at large. 
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The Customized Employment

Process


The pro cess of cus tom iz ing a job starts with the 
de vel op ment of an em ploy ment plan for a job 
seeker based on his or her strengths, in ter ests, and 
com plex i ties. In for ma tion gath ered dur ing this 
phase is more de tailed than that ob tained from a 
typ i cal vo ca tional as sess ment. One method of cap ­
tur ing the nec es sary de tail is a pro cess re ferred to 
as dis cov ery (Callahan & Con don, 2007). Dis cov ery 
seeks to an swer the ques tion “Who is this per ­
son?” by ob serv ing and talk ing to the in di vid ual 
in a va ri ety of fa mil iar and un fa mil iar set tings and 
by in ter view ing fam ily members, friends, and ser ­
vice pro vid ers to get their per spec tives on the 
strengths, con tri bu tions, per for mance, and needs 
of the job seeker. 

The goal of the pro cess is an un der stand ing of 
the job seeker as an in di vid ual and the con di tions 
that are nec es sary for the per son to be suc cess ful 
in an em ploy ment set ting. This in cludes not only 
the iden ti fi ca tion of an in di vid ual’s pref er ences, 
in ter ests, and con tri bu tions, but an un der stand ing 
of “the com plex is sues that might emerge to com ­
pro mise em ploy ment ef forts” (Callahan and Con ­
don, 2007, p. 23). Fac tors such as an in di vid ual’s 
mo ti va tion to work and ways of learn ing a task 
are crit i cal pieces of in for ma tion in the dis cov ery 
pro cess. Con duct ing this kind of in ten sive in ves ti ­
ga tion takes time but is well worth the effort to 
achieve ef fec tive em ploy ment out comes. 

Once the in for ma tion is col lected, it is writ ten 
into a vo ca tional pro file that is used to de velop an 
em ploy ment plan. The plan also in cludes a pri or i ­
tized list of tar geted em ploy ers, gen er ated by the 

job seeker’s team and based on the in for ma tion 
col lected in dis cov ery. 

The in for ma tion in the pro file can sub se quently 
be used to de velop a port fo lio that pres ents the job 
seeker to po ten tial em ploy ers. This stra te gic mar ­
ket ing tool uses pho to graphs and text to de scribe 
the skills and con tri bu tions of the in di vid ual. It 
can be pre sented to an em ployer by the job seeker, 
by a job de vel oper, or by an other em ploy ment 
pro fes sional who has been in volved with the in di ­
vid ual dur ing the dis cov ery pro cess. For in di vid u ­
als who are in ter ested in self-em ploy ment, the 
pro file can be used to de velop a busi ness plan that 
out lines the skills the in di vid ual will bring to a 
busi ness and de scribes his or her re quired re ­
sources and sup ports. 

The dis cov ery pro cess can also be used in 
school-based set tings to guide tran si tion plan ning, 
ca reer ex plo ra tion, and vo ca tional prep a ra tion for 
mid dle- and high-school stu dents. Us ing the tools 
of dis cov ery, team mem bers can pre pare stu dents 
with sig nif i cant dis abil i ties for tran si tion by ex ­
plor ing their pref er ences and in ter ests and the 
con di tions that al low the stu dents to per form at 
their best. The pro cess can en able stu dents to 
make more in formed choices and to ad vo cate for 
them selves at IEP and tran si tion meet ings. Be gin ­
ning the dis cov ery pro cess while stu dents are still 
in school gives teams the time to re ally get to 
know them. The in for ma tion they col lect helps 
stu dents build needed skills for the fu ture. School 
is an oppor tu nity for stu dents to ac quire work ex­
pe ri ences in school-based jobs, par tic i pate in vol ­
un teer work in the commu nity, or ex plore 
self-em ploy ment op tions. 

Deaf- Blind Per spec tives 

Volume 15, Issue 2


Spring 2008


❖❖❖❖❖❖❖❖ 

Ex ecu tive Edi tor Man ag ing Edi tor Pro duc tion Edi tor 

John Reiman Peggy Malloy Randy Klumph 

Deaf-Blind Per spec tives con sid ers all un so lic ited manu scripts and em ploys a pro cess of in ter nal re view and in some cases re view by ex ­
ter nal con tent special ists to as sist with ed it ing or deter mi na tion of ac cept abil ity for publi ca tion. Sub mis sions may be sent by mail to the 
ad dress be low, or by e-mail to Peggy Malloy (malloyp@wou.edu). 

❖❖❖❖❖❖❖❖ 
Deaf-Blind Per spec tives 
Teach ing Re search In sti tute Ph. (503) 838-8391 
345 N. Monmouth Ave. TTY (503) 838-8821 
Monmouth, OR 97361 http://www.tr.wou.edu/tr/dbp Fax (503) 838-8150 

2


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


Deaf-Blind Perspectives Volume 15, Issue 2 

Customizing a Job for Emily 

Idaho Deaf-Blind Pro ject staff, to gether with a 
con sul tant from the Uni ver sity of Montana’s Ru ral 
In sti tute on Dis abil i ties and NCDB, fa cil i tated an 
ini tial meet ing to dis cuss cus tom ized em ploy ment 
with Em ily’s fam ily and ser vice pro vid ers. They 
ex plained the dis cov ery pro cess and how the in ­
for ma tion gen er ated for the vo ca tional pro file 
would be used to find a job for Em ily. The par tic i ­
pants in the meet ing in cluded Em ily, members of 
her fam ily, staff from the de vel op men tal dis abil i ­
ties agency (DDA), her ser vice co or di na tor, and a 
rep re sen ta tive from the lo cal vo ca tional re ha bil i ta ­
tion (VR) of fice. At the con clu sion of the meet ing, 
sev eral mem bers of the team vol un teered to con ­
duct in ter views and ob serve Em ily in a va ri ety of 
set tings. 

The team mem bers be gan col lect ing in for ma ­
tion by spend ing time with Em ily in her home and 
in the com mu nity. They watched her make her fa ­
vor ite Mex i can chicken soup and then ate din ner 
with the fam ily later in the day. They ob served her 
on the com puter as she looked up the bal ance in 
her check ing ac count. They went with her to an 
arts and crafts sup ply store and ob served how she 
ma neu vered through the aisles and the types of 
sup port she needed to find items and pay for 
them. They in ter viewed her par ents, sis ters, and 
other fam ily members about chores she did on a 
daily ba sis and how she acted in un fa mil iar set ­
tings. They asked if she ever ini ti ated tasks on her 
own and dis cov ered that she would auto mat i cally 
hang up peo ple’s coats when they came for a visit 
and sit down to play with their chil dren with out 
be ing prompted. They visited Em ily at a DDA 
work shop and talked to the staff. They ob served 
her at a bowl ing al ley where she bowled on a 
weekly ba sis. They also talked to Em ily and for ­
mer teach ers to find out how she learned new 
skills and how she had per formed on vo ca tional 
tasks in high school. 

Af ter con duct ing in-depth in ter views and ob ­
ser va tions, the team com piled in for ma tion and 
wrote it into a vo ca tional pro file. They in cluded 
not only in for ma tion learned from ob ser va tions 
and in ter views, but also de tails such as her fam ily 
struc ture and so cial net works, trans por ta tion op ­
tions in the com mu nity, her per for mance on for ­
mal and in for mal work done at home and at 
school, her fa vor ite ac tiv i ties, her in volve ment in 
struc tured com mu nity ac tiv i ties, her pre ferred 
hol i days and fam ily tra di tions, her rec re ational 
likes and dis likes, her sen sory chal lenges, and her 
ac a demic, com mu ni ca tion, and so cial skills. 

Through this pro cess the team be gan to un der ­
stand who Em ily was and the kinds of jobs that 
she might like and do well in. They learned that 
she per formed best when there was a struc tured, 
pre dict able rou tine. She liked to use check lists and 
writ ten in struc tions. She learned from mod el ing, 
ver bal in struc tions, rep e ti tion, and re peated prac ­
tice. She was de scribed by her teach ers as “thor ­
ough” and as someone who “likes to com plete a 
task.” She liked to be busy and to be around peo ­
ple, al though the teach ers did not think that it was 
nec es sary for them to con tin u ally en gage her. She 
liked to do things with her hands (e.g., multipiece 
puz zles, pen drawings, cook ing, crafts) and loved 
to buy cookbooks. 

The team also learned more about the sup ports 
Em ily might need in a work set ting. They found 
out that she was un com fortable in loud, echo ing 
en vi ron ments and would leave a set ting if the 
sound was both er ing her. They dis cov ered that 
Em ily had hear ing aids but had cho sen not to 
wear them, that she did not see out of her left eye, 
and that she had is sues with depth percep tion. It 
was im por tant to en sure that a worksite did not 
re quire her to go down steps on a reg u lar ba sis, 
climb a lad der, or nav i gate over un even ter rain 
without as sistance. When us ing a com puter 
screen, she needed con trast ing print with lim ited 
glare. She could read 12-point type, but it was eas­
ier and much less tax ing on her vi sion if the print 
was larger. The team also dis cov ered that Em ily 
learned best when she ini tially had a one-to-one 
sup port per son who pro vided sys tem atic in struc­
tion and re peated prac tice on a task. Once she was 
fa mil iar with an en vi ron ment and knew the par tic ­
u lars of a task, she could do it on her own with in ­
ter mit tent sup port. 

All of the in for ma tion in the vo ca tional pro file 
was used to de velop Em ily’s em ploy ment plan. It 
de scribed her ideal work ing con di tions and the 
terms for ne go ti a tion with an em ployer. The con ­
di tions in cluded: (a) a steady pace of work that 
would keep her busy; (b) rou tine steps for a job 
(sev eral tasks within a job would be all right); (c) 
clear rules and ex pec ta tions; (d) a work sched ule 
of 3 to 4 days a week of up to 8 hours a day; (e) 
avoid ance of an ex tremely loud en vi ron ment. The 
plan also listed Em ily’s spe cific job skills and a list 
of em ploy ers whose busi nesses might have a need 
for the tasks she could per form and match her 
con di tions for em ploy ment. 

At the con clu sion of the meet ing, the team de ­
cided that it would be bene fi cial for Em ily to de ­
velop a port fo lio for mar ket ing her self to 
em ploy ers. She then de signed one as a pic to rial 
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and writ ten rep re sen ta tion of her con tri bu tions 
and ca pa bil i ties. It in cluded a va ri ety of pho to ­
graphs of her play ing the pi ano, mak ing soup, us ­
ing the com puter, fil ing pa pers, work ing at a 
gro cery store, and us ing pub lic trans por ta tion. It 
also listed her ar eas of in ter est, the char ac ter is tics 
of her strong work ethic, and job tasks she could 
per form (e.g., de liv er ing items, stock ing, tak ing in ­
ven tory, mak ing snacks, sort ing mail). The last 
slide of the port fo lio asked the ques tion “Could 
your busi ness ben e fit from hav ing any of these 
tasks per formed?” 

Em ily ob tained a job at a lo cal fab ric store. The 
man ager was look ing for a per son who could 
work sev eral hours a week and per form var i ous 
tasks. She wanted some one who was re li able, had 
a strong work ethic, and a pos i tive at ti tude. Em ily, 
with the sup port of a job de vel oper from the DDA, 
used her port fo lio to pres ent in for ma tion about 
her skills and in ter ests to the man ager. She was 
sub se quently hired to work four days a week for 
two hours a day, folding cloth on bolsters and 
mak ing sure that the bol sters were in the proper 
or der. Even though Em ily had a num ber of mar ­
ket able skills, she still re quired sup port to help her 
learn the steps of the job and com plete the tasks in 
a timely man ner. The fund ing for a job coach for 
Em ily came from VR dol lars and was co or di nated 
with staff from that agency. 

Em ily is now 24 years old and is still work ing 
in her com mu nity. She no lon ger works at the fab ­
ric store, but she has used her portfo lio to se cure 
jobs at other places, in clud ing a daycare cen ter 
and a tele vi sion sta tion. She now works at Ken ­
tucky Fried Chicken do ing “lobby work.” She 
“loves it” and was, in fact, the “VR Cli ent for the 
Year” for her re gion of the state. She works 12:00 
to 2:00 p.m., Mon day through Fri day, and re ceives 
in ter mittent sup port from a job coach. The job 
coach was funded by a schol ar ship un til re cently 
but is now be ing paid with Medicaid funds. 

Many cus tom ized em ploy ment ser vices are 
sup ported by a blend of mul ti ple fund ing sources. 
The So cial Se cu rity Ad min is tra tion’s work in cen ­
tive pro grams, such as PASS (Plan for Achiev ing 
Self-Sup port) have been one way to fund tran si ­
tion plan ning and ca reer de vel op ment ac tiv i ties 
for high school stu dents. PASS plans have funded 
a va ri ety of sup ports in clud ing as sess ments, job 
coach ing, job de vel op ment, trans por ta tion, and 
equip ment for peo ple who are el i gi ble. Other 
sources of fund ing in clude Medicaid waiv ers, de ­
vel op men tal dis abil ity coun cil funds, state VR ini ­
tia tives, and Medicaid in fra struc ture grants. 

Cus tom ized em ploy ment is a strat egy that 
strives to high light an in di vid ual’s qual i fi ca tions 
and in ter ests in an ef fort to ne go ti ate a job that sat ­
is fies both the employer and the job seeker. Al ­
though ser vice pro vid ers and fam i lies who use the 
cus tom ized ap proach will likely en coun ter many 
of the same chal lenges that oc cur with the use of 
more tra di tional job de vel op ment meth ods, those 
who de cide to use it will dis cover a more in no va ­
tive, per son-cen tered as sess ment and plan ning 
pro cess. They will dis cover that cus tom ized em ­
ploy ment helps them to “think out side the box” as 
they work to de velop a job for a spe cific per son in 
the com mu nity or gen er ally to ex pand in clu sive 
em ploy ment op por tu ni ties. 
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Seattle’s Deaf-Blind Service

Center: A New Vision


Jelica Nuccio

Executive Director


Deaf-Blind Ser vice Cen ter


The Deaf-Blind Ser vice Cen ter (DBSC) is a com ­
mu nity-based agency in Se at tle com mit ted to as ­
sist ing Deaf-Blind peo ple to reach and main tain 
their high est pos si ble qual ity of life and de gree of 
per sonal au ton omy. The fo cus and vi sion of DBSC 
have evolved over its 20 years of ex is tence, and to ­
day we are closer than ever to the com mu nity we 
serve. 
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The DBSC Board has al ways re quired a min i ­
mum deaf-blind rep re sen ta tion of 50%, but I am 
the first Deaf-Blind ex ec u tive di rec tor. This is a 
sig nif i cant step for ward. It pro vides a con crete 
model of deaf-blind lead er ship; it is not just an 
ideal or goal. It has be come re al ity, and it means 
that the di rec tor ex pe ri ences the same bar ri ers and 
is sues fac ing all deaf-blind peo ple. The deaf-blind 
mem bers of the staff, the cli ents who come to the 
agency, and mem bers of the DB commu nity can 
look to the di rec tor as a peer. 

In this ar ti cle I de scribe our ser vices and the 
new vi sion of our agency—the DB Friendly Zone 
at DBSC and in the com mu nity. The agency’s ser ­
vices and ac tiv i ties are a re sponse to cur rent bar ri ­
ers and re flect our vi sion of the fu ture. 

Barriers 

Most peo ple use vi sion and hear ing to know 
about the world, to gather infor ma tion and com ­
mu ni cate, and to travel from place to place. DB 
peo ple do not have the same sen sory means to 
achieve these goals, and they en coun ter bar ri ers to 
a high qual ity of life, in clud ing: 

•	 lack of ac cess to com mu ni ca tion and ef fi cient 
trans por ta tion, 

•	 ste reo typ ing (stig ma tiz ing) of deaf-blind 
peo ple, re sult ing in in ap pro pri ately low ex ­
pec ta tions and rigid think ing, and 

• the ef fects of years of ne glect and iso la tion. 

The bar ri ers vary by con text. For exam ple, ru ­
ral ar eas and cit ies pres ent dif fer ent com bi na tions 
of bar ri ers and re sources re lated to trans por ta tion 
and com mu ni ca tion. DB peo ple need mod i fi ca ­
tions in or der to ac cess their en vi ron ment. When 
DB peo ple gather for con fer ences, camps, or par ­
ties, ev ery thing is ready for them. The phys i cal en ­
vi ron ment and the com mu ni ca tion or so cial 
en vi ron ments have been mod i fied, car traf fic has 
been elim i nated, paths or trails are marked, the 
light ing is good, print ma te ri als are on buff pa per 
in large print and in Braille, and ev ery one can 
com mu ni cate ef fec tively. We have adopted this as 
our stan dard at DBSC, and we call it the DB 
Friendly Zone. 

The sec ond, and of ten the big gest, bar rier that 
DB peo ple face is the ste reo type that many peo ple 
have about what it means to be deaf-blind. There 
is a stigma to be ing DB. Peo ple of ten do not un ­
der stand how to part ner with us, be our al lies, and 
share in for ma tion with us. In stead, they try to 
“help” by tell ing us what to do and how to fit into 
the hear ing-sighted world. We have adopted the 

motto “DB to DB.” We want to part ner with 
sighted and hear ing al lies, but first we look to 
each other for ad vice about how to live as DB per ­
sons. We want to raise ex pec ta tions, and we want 
so lu tions to come from us and our commu nity. 
Low ex pec ta tions be come a self-ful fill ing proph ­
ecy. 

The re sult of years of op pres sion is the third 
ma jor bar rier. When DB peo ple are iso lated or 
marginalized for years, the ef fects add up and can 
be huge. A DB adult who has been cut off for 
years will find it very dif fi cult to catch up and 
may be gin to doubt his or her abil i ties. We need to 
work to change the at ti tudes and sys tems that 
cause these prob lems. By ob serv ing DB se nior cit i ­
zens at gath er ings held at DBSC ev ery month, I 
have come to un der stand the dam age that this op ­
pres sion has done. Many of these adults had in ad ­
e quate ed u ca tion as chil dren and lim ited choices 
as young adults. For most of their lives they 
worked in shel tered jobs that pro vided a lim ited 
in come. Their en ergy, time, and cre ativ ity were 
spent in the strug gle to sur vive. Once re tired, 
many be came iso lated and un aware of re sources 
or po ten tial hob bies that they might en joy. Some 
have been aban doned by their chil dren or grand ­
chil dren or have ex pe ri enced the loss of a spouse. 

The DB com mu nity is our foun da tion. DB peo ­
ple want and need ac cess to in for ma tion, to com ­
mu ni ca tion, and to trans por ta tion sys tems so that 
we can man age our own lives. DB adults do not 
want some one to do the shop ping for them; they 
want to have ac cess to in for ma tion and trans por ta ­
tion to do their own shop ping. DB adults do not 
want some one to plan their em ploy ment; they 
want the ed u ca tion, in for ma tion, and trans por ta ­
tion to get their own job and to have the choice to 
make ca reer changes as they go through life. DB 
peo ple do not just want to talk about them selves 
and have some one solve their prob lems; they 
want to hear about you, your life, and your prob ­
lems and suc cesses too. 

Creating Change 

The change must be gin with our selves and our 
own sense of who we are and who we can be. 
DBSC can pro mote this change by in creas ing op ­
por tu ni ties for DB peo ple through: 

• set ting a clear ex am ple of a “can do” at ti tude 
as a model for pro fes sion als, ed u ca tors, fam i ­
lies, and DB in di vid u als; 

• set ting a high stan dard for work ing to gether 
and shar ing life ex pe ri ences and in for ma tion 
with which to make choices and de ci sions; 
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•	 de vel op ing DB lead ers through ed u ca tion

and train ing;


• pro vid ing role mod els for DB youth; 

• ed u cat ing the pub lic; 

•	 pro vid ing tools, sys tems, and strat e gies for 
ac cess to in for ma tion; 

• es tab lish ing a DB Friendly Zone at DBSC. 

In our new model, DBSC is con tin u ing to of fer 
case man age ment and sup port ser vice pro vid ers, 
with an em pha sis on in formed choices. It is our 
hope that pro fes sion als, fam ily members, and DB 
peo ple will be in spired by this per spec tive and 
will fol low our lead. 

So ci ety is not yet ac ces si ble. The case man ­
ager/ad vo cate at DBSC helps DB in di vid u als to 
solve prob lems by pro vid ing them with in for ma ­
tion about their le gal rights and avail able re ­
sources and teach ing them tech niques and 
strat e gies for com mu ni cat ing with mem bers of the 
pub lic such as land lords, hos pi tal per son nel, or 
So cial Se cu rity rep re sen ta tives. This staff per son 
also works with those same land lords, hos pi tal 
per son nel, and So cial Se cu rity rep re sen ta tives to 
teach them about le gal man dates, avail able re ­
sources, and tech niques and strat e gies for commu ­
ni cat ing with DB peo ple. 

An im por tant and even more pop u lar DBSC 
ser vice is the SSP (sup port ser vice provider) pro­
gram. An SSP is a com mu ni ca tion fa cil i ta tor and 
guide. With an SSP, a DB per son can go shop ping 
for food, clothes, gifts, and house hold items with ­
out re ly ing on friends or fam ily. SSPs re lay visual 
in for ma tion about what they see—what is new 
and chang ing in the city, what build ings are go ing 
up or com ing down, what new prod ucts are be ing 
of fered, and what is on sale. SSPs do not in ter pret, 
but they re lay in for ma tion. They pro vide 
incidental and informal information. 

DBSC also pro vides a com mu ni ca tion fa cil i ta ­
tor (CF) ser vice. Deaf peo ple have used video 
phones to make calls, and now DB peo ple can take 
ad van tage of this op por tu nity. Com mu ni ca tion fa ­
cil i ta tors are flu ent in sign lan guage, and they 
copy for a DB per son the signs made by a Deaf 
per son or in ter preter at the other end of the video 
phone call. The Of fice of Deaf and Hard of Hear ­
ing (ODHH) has con tracted with us to pro vide 
this ser vice. It is one more way DB peo ple can ac ­
cess in for ma tion and be a part of the world. 

Sharing Information in the DB Friendly Zone 

Just like ev ery one else, DB peo ple want to learn 
about things like the grow ing in ter est in or ganic 
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food and the rea sons be hind it, what is in the 
news, and where peo ple are go ing on their va ca ­
tions and why. These things are not learned by 
tak ing a class. This is the in ci den tal learn ing that 
hap pens day-to-day while chat ting with oth ers. 
When DB peo ple have ac cess to these con ver sa ­
tions, they come to un der stand the so ci ety in 
which they live. By learn ing about oth ers’ ex pe ri ­
ences, they are able to seek out new experiences 
for themselves. 

Here at DBSC we start with touch and tac tile 
com mu ni ca tion. This is the foun da tion upon 
which our com mu nity is built whether an in di vid ­
ual’s first or pri mary lan guage is Eng lish or ASL. 
Our doors have pads on the floor so that when 
some one walks through the door and steps on the 
pad, a sig nal is sent to our vibrat ing pag ers. Our 
com put ers are ready with ZoomText® or Braille 
print ers, and ev ery one who works in the of fice is 
flu ent in tac tile sign lan guage. It is a comfortable 
place to be. The ar range ment of the fur ni ture, the 
type of equip ment, and the color of the walls are 
all DB friendly. At DBSC, the DB way is the norm 
so that each DB per son can feel re spected and in ­
cluded. 

We em brace our deaf-blind iden tity and look to 
each other for healthy role mod els. We look to 
sighted-hear ing peo ple to be our al lies, not to pro ­
vide ad vice on how to succeed as a DB per son. 
The fol low ing are ex am ples of how we ap ply this 
ap proach at DBSC. 

DB to DB. We no ticed that many DB peo ple had 
started to rely on in ter pret ers to com mu ni cate 
with other DB peo ple. We adopted the mot tos 
“Deaf-Blind to Deaf-Blind” and “Pro-Tac tile” to 
em pha size that we can de velop the skills to com ­
mu ni cate ef fec tively with one an other for con ver ­
sa tions or small meet ings with out the help of a 
sighted person. They also un der score the fact that 
we know best how to be deaf-blind. 

Tac tile Sign Class. We of fered a tac tile sign lan ­
guage class (taught by a DB staff per son) that was 
open to all DB peo ple re gard less of their first or 
pri mary lan guage. Hav ing a deaf-blind teacher 
em pha sizes our own ex per tise. Use of the tac tile 
mode min i mizes dif fer ences and em pha sizes sim i ­
lar i ties. The com bi na tion of small class size (four 
stu dents) and peer-teach ing cre ated a safe place to 
learn and build con fi dence. Stu dents shared expe ­
ri ences and ex plored dif fer ent meth ods of sign ing 
tactilely. Each stu dent could ex plore and cre ate his 
or her own method rather than con form to one 
method in tended for all. 
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Work ing to gether. DBSC deaf-blind staff and cli - kids sign ing, so they can have a com mu ni ca tion 
ents en cour age each other to use a white cane, tac - method. It’s in cred i ble what they do.” 
tile sign, and other tools and ap proaches that give 
us the most in for ma tion. We help each other find 
cre ative so lu tions to prob lems. In this sense, we 
(agency and cli ents) are a team, working to gether 
to wards a com mon goal. 

In the DB Friendly Zone we are able to take a 
deep breath, gather in for ma tion, and cre ate so lu ­
tions. Hav ing good com mu ni ca tion skills, ac cess 
to vi sual and en vi ron men tal in for ma tion, knowl ­
edge of re sources, and the skills to use differ ent 
tools en ables us to figure out to gether how to live. 
We are de vel op ing our own ex per tise and learn ing 
to trust our own per spec tives. We are pre par ing 
for the fu ture by in volv ing DB youth in this pro ­
cess. Our goal is noth ing less than uni ver sal ac ­
cess—ac cess to in for ma tion, trans por ta tion, and 
com mu ni ca tion. 

For more in for ma tion about DBSC, go to 
http://www.seattledbsc.org. 

❖❖❖❖❖❖❖ 

Reaching out to the World 
Michele Scheib


National Clear ing house on Dis abil ity and

Ex change/Mo bil ity In ter na tional USA


Far from home, JennyLynn Dietrich ex pe ri ences 
a fa mil iar feel ing when a cry ing child re minds her 
of her own frus trated childhood at tempts to ex ­
press herself and com pre hend what oth ers were 
com mu ni cat ing. Cross-cul tural and lan guage dif ­
fer ences be tween the United States, where 
JennyLynn is from, and Gua te mala, where she is 
now, drop away. She un der stands this child. 
JennyLynn and other Amer i can so cial work stu ­
dents from Gallaudet Uni ver sity have vis ited 
FUNDAL (Fundación Guatemalteca para Niños 
con Sordoceguera), an ed u ca tion cen ter in Gua te ­
mala City for chil dren who are deaf-blind or dis ­
abled. FUNDAL col lab o rates with the 
Hilton/Perkins In ter na tional Pro gram and other 
in ter na tional or ga ni za tions. 

Dur ing her visit, JennyLynn, who is deaf-blind, 
learned that the tear ful child had sup port from pa ­
tient teach ers to help her break through com mu ni ­
ca tion bar ri ers. “I am over whelmed by how nice 
the cen ter is and how well the chil dren are 
treated,” she says. “FUNDAL builds aware ness in 
par ents, show ing how they can do more for their 
chil dren. They have a group of peo ple who teach 

JennyLynn vis ited FUNDAL as part of a 
2-week-study-abroad grad u ate course 
(http://ac a demic.gallaudet.edu/courses/spa/CREPBerw.nsf). 
The visit to Gua te mala was her first trip out side 
the United States. “I wanted to ex pe ri ence go ing 
be yond the bor ders of my self . . . be ing able to do 
more than I felt I could do,” she says. “[At 
FUNDAL] they are in trigued be cause I am 
deaf-blind, vis it ing their school from Amer ica and 
get ting a mas ter’s de gree. They are impressed, and 
now they know that these kids can do it too.” 

Over the course of his tory, deaf-blind lead ers, 
such as Helen Keller and Fa ther Cyril Axelrod, 
have reached out to deaf-blind com mu ni ties in 
other coun tries, formed in ter na tional or ga ni za ­
tions, and trav eled abroad. Fu ture lead ers of to ­
day’s deaf-blind com mu nity are ven tur ing 
over seas for sim i lar rea sons, and at youn ger ages. 

“I stayed in Paris for an en tire month min gling 
with kids my age from 11 other coun tries and vis ­
it ing the Musée du Lou vre, Eif fel Tower, Av e nue
des Champs-Élysées and more,” says Chris tine 
Roschaert, who trav eled to France as a 12-year-old 
to par tic i pate in the Chil dren’s In ter na tional Sum ­
mer Vil lage (http://www.cisv.org). “That ex pe ri ­
ence pro foundly changed me for life; from there 
on I knew I wanted to ex plore more of the vast 
world.” 

Now 29, she has done just that. “I found so lace 
in dis cov er ing the world,” says Roschaert, who 
studied for a year at a school for stu dents who are 
deaf and hard of hear ing in Oldenburg, Ger many, 
on a Ro tary In ter na tional high-school schol ar ship 
(http://www.ro tary.org/pro grams/youth_ex). “Af ­
ter my stay in Ger many, I be came quite flu ent in 
Ger man and went to the top of my class when it 
came to speak ing, read ing, and writ ing Ger man,” 
she says. 

In ter na tional ex pe ri ence ex poses trav el ers to 
cul tural and class dif fer ences and pro motes 
aware ness of global com mu ni ties. Chris tine de ­
scribes the ways she has been changed by her in ­
ter na tional ex changes as “more com plex than the 
uni verse.” “I know that I have be come a better 
per son, more em pa thetic, and I have un der stood 
what it means to be priv i leged and un der priv i ­
leged,” she says. 

Many of these changes hap pened dur ing an in ­
tern ship to the Phil ip pines, when she was a stu ­
dent at Gallaudet Uni ver sity 
(http://cge.gallaudet.edu/). In the town of Jagna, 
Bohol, she taught at a pri mary school with 900 stu ­
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dents, 200 of whom were deaf or deaf-blind. Re ­
flect ing on this ex pe ri ence, she says, “I 
en coun tered many deaf and deaf-blind chil dren 
[who] were de nied proper ed u ca tion. I felt a surge 
of pas sion and I just knew that I was des tined to 
do some thing on an in ter na tional level.”  Chris tine 
has dreams of working in other coun tries and 
even tu ally at the World Fed er a tion of the 
DeafBlind in Eu rope. “[I want to] change how oth ­
ers per ceive DeafBlind peo ple and em power oth ­
ers for in de pend ence,” she says. 

Practical Traveling Issues 

The practicalities of trav el ing over seas with a 
spe cific pur pose re quire ex ten sive plan ning. 
JennyLynn ar ranged for close-vi sion in ter pret ers 
and SSPs to travel with her on her cur rent 
study-abroad pro gram to Gua te mala. “I was very 
con cerned about the pos si bil ity that I could get 
lost or trapped in cer tain ar eas where I could n’t 
get help from the U.S. Em bassy or my pro fes sors,” 
says JennyLynn. As it turned out, the only dif fi cul ­
ties that she en coun tered were nar row, cob bled 
roads and cars that would n’t stop. 

Drew Hunthausen, a stu dent at Golden West 
Col lege, Cal i for nia, trav eled abroad with out his 
par ents for the first time with spon sor ship by the 
Westminister Lu theran Church to vol un teer at a 
boys’ shel ter in Ja maica. “When I first got there I 
was ner vous be cause I am blind and also have a 
hear ing im pair ment; I was n’t sure what I was able 
to do or how I was go ing to fit in. But be ing there, 
just hang ing out and spend ing time with the boys 
was all they re ally wanted,” he says. “They had 
quite a few ques tions about my disabil ity. It was 
cool that af ter the first day the boys got to know 
me and they all wanted to lead me places.” The 
rocky ter rain cre ated a chal lenge in get ting 
around, so Hunthausen brought his long cane 
and, de pend ing on cir cum stances, asked other 
church vol un teers to be his sighted guides. 

Ste ven Frank, an avid trav eler who is 
deaf-blind sug gests pre par ing for a lack of acces si ­
bil ity when sight-see ing at his toric ru ins. “You 
may need two SSPs, one on each side, to tackle un ­
even or slip pery steps,” he says. Ste ven also has 
sug ges tions for air travel. When he trav els alone, 
he has an SSP go with him to check bag gage and 
guide him to the air port gate. He informs the air ­
line to put in struc tions in their com puter system 
for an em ployee to meet him at the gate at the end 
of a flight and guide him to the bag gage claim. He 
brings a photo of his lug gage so that it can be 
iden ti fied. 

Trav el ing with out an as sis tant is per mit ted as 
long as the in di vid ual can “es tab lish some means 
of com mu ni ca tion with car rier per son nel, ad e ­
quate to per mit trans mis sion of the safety brief ­
ing,” as stated in the Air Car rier’s Ac cess Act 
(ACAA). A 1997 law suit, which ruled against a 
U.S. air line in fa vor of a deaf-blind trav eler, con ­
cluded that air lines can not re quire per sonal as sis ­
tants by sub sti tut ing their own judgments about 
“safety” in place of the re quire ments imposed by 
the reg u la tions. A later 2005 con sent or der ruled 
that in ter na tional car ri ers must also com ply with 
the ACAA when fly ing to and from the United 
States. 

Ste ven sug gests pre par ing in ad vance some 
com mu ni ca tion notes on in dex cards. For ex am ­
ple, an tic i pat ing the fol low ing sit u a tions, he might 
write cards say ing: 

• “To com mu ni cate, please trace block let ters 
on palm of my hand.” 

• “Please lead me to the clos est exit.” 

• “For a drink I would like cran berry juice, sec ­
ond choice is ap ple juice or cola.” 

• “Please call a flight at ten dant.” 

• “Please lead me to the restroom.” 

• “Please lead me to the bag gage claim area

where my friend (or fam ily) is wait ing.”


He in cludes the same message in Braille on the 
cards so that he can iden tify them. 

Ste ven also stresses the im por tance of be com ­
ing fa mil iar with com mon safety pre cau tions for 
trav el ing abroad, such as wear ing a pass port and 
money holder un der one’s clothes or find ing other 
spots to keep valu ables safe. He al ways rests his 
foot against his lug gage when wait ing, to be able 
to feel if it has been re moved, and keeps cop ies of 
his pass port in a place sep a rate from his ac tual 
pass port. 

With these prep a ra tions in place, the world be ­
comes less in tim i dat ing. “I climbed to the top of 
the Ma yan pyr a mids in Tikal [Gua te mala], which 
was very cool al though ex haust ing,” says 
JennyLynn. “The stairs were very steep, and I was 
crawl ing on hands and feet, but it was worth it.” 
Bor ders no lon ger limit JennyLynn. She knows 
that as she reaches across them, oth ers like Chris ­
tine, Drew, Ste ven, and the peo ple she has met 
abroad will join hands with her, giv ing strength 
and lead ing the way. 
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Resources for Learning about Personal Perspectives: 
International Opportunities Angelyne Thorning 

The Na tional Clear ing house on Dis abil ity and Peggy Malloy 
Ex change (NCDE) is spon sored by the U.S. De ­
part ment of State and ad min is tered by Mo bil ity 
In ter na tional USA. The NCDE is a com pre hen sive 
re source that pro vides free in for ma tion, tips, and 
re fer rals to peo ple with dis abil i ties about trav el ing 
over seas for the pur pose of in ter na tional study, in ­
tern ships, and vol un teer ing. For in for ma tion 
about learn ing a for eign lan guage, read its 
tipsheet, “For eign Lan guages and Stu dents with 
Learn ing, Hear ing or Vi sion Dis abil i ties,” at 
http://www.miusa.org/ncde/tipsheets/foreignlang 

National Clearinghouse on Disability and
Exchange Mobility International USA 
132 E. Broadway, Suite 343 
Eugene, Oregon 97401 USA 
Tel/TTY: (541) 343-1284 
Fax: (541) 343-6812 
E-mail: clearinghouse@miusa.org 
Web: http://www.miusa.org/ncde 

Ex plor ers, Inc., is an in ter na tional or ga ni za tion 
ded i cated to pro vid ing travel and tour ism ex pe ri ­
ences for peo ple who are deaf-blind all over the 
world. It pro vides the unique ex pe ri ence of ex ­
plor ing des ti na tions that may oth er wise not be 
avail able to in di vid u als who are deaf-blind. SSPs 
and in ter pret ers ac com pany all trips. Ex plor ers, 
Inc., strives to raise aware ness of the needs of trav ­
el ers, to re move bar ri ers to ac cess, and to ex pand 
travel op por tu ni ties ev ery where in the world. 

Explorers, Inc. 
P.O. Box 32015 
Cincinnati, OH 45232 
Tel: (513) 242-4147 
Fax: (513) 242-4287 
E-mail: DeafBlindTravel@aol.com 
Web: http://www.deafblindexplorers.org 

Michele Scheib can be reached at 
mscheib@miusa.org. 

❖❖❖❖❖❖❖ 

The time for leav ing high school and mov ing on 
to adult hood is an ex cit ing stage of life for ev ery ­
one, and this is cer tainly true for 19-year-old 
Angelyne Thorning. Angelyne lives in Florida 
where she is a se nior in high school and cur rently 
mak ing plans and gain ing ex pe ri ences that will 
help her make the impor tant tran si tion to adult 
life. In ad di tion to the typ i cal chal lenges faced by 
all teen ag ers, Angelyne has CHARGE Syn drome, 
which can cause hear ing and vi sion loss as well as 
a num ber of med i cal prob lems. Angelyne has se ­
vere hear ing loss, is blind in her left eye, and has 
low vi sion in her right eye. 

When Angelyne was born, very lit tle was 
known about CHARGE Syn drome. Her mother, 
Ruby, de scribes a time of trial and er ror as the 
fam ily worked to get for Angelyne the med i cal 
and ed u ca tional ser vices that she needed. In ad di ­
tion to vi sion and hear ing loss, Angelyne was born 
with a num ber of the med i cal prob lems as so ci ated 
with CHARGE. She spent the first 4 months of her 
life in a hos pi tal and was in and out of the hos pi tal 
fre quently un til age 6. As a teen ager, she has had 
kid ney prob lems that have re quired sev eral op er a ­
tions. Ruby says that, “A lot of CHARGE chil dren 
don’t know any thing but pain. Be cause of ev ery ­
thing Angelyne has been through, it was hard for 
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her to make friends when she was grow ing up. 
She is very con fi dent, but in some ways she had 
better re la tion ships with adults than with kids her 
own age. She grew up fast, but slow at the same 
time.” 

Angelyne uses oral speech, wears hear ing aids, 
and uses an FM sys tem at school. She has her own 
com puter and e-mail ac count. In 2006, she had a 
poem pub lished in The In ter na tional Who’s Who in 
Po etry. Out side of school, her in ter ests in clude 
NASCAR and coun try mu sic. Ruby be lieves that 
part of the rea son that Angelyne has done so well 
is the in flu ence of her sis ter Am ber, who is 4 years 
older than Angelyne. When Angelyne was an in ­
fant, Am ber watched Angelyne’s ther a pists work 
with her and later did the same types of ac tiv i ties 
with Angelyne on her own. Angelyne had lots of 
prac tice and many op por tu ni ties to learn! 

At 19, Angelyne is think ing about her fu ture. 
Last year she at tended a meet ing for teen ag ers in 
Florida and Geor gia who are deaf-blind. It was the 
first time that she met other teens with deaf-blind ­
ness. She even met an other teen with CHARGE 
Syn drome. Angelyne has also been gain ing work 
ex pe ri ence. When she was a ju nior in high school, 
she worked in the mail room and caf e te ria of a lo ­
cal hospi tal for 3 hours a day, 4 days a week, and 
while at tend ing a sum mer tran si tion pro gram for 
teens at the Light house of Cen tral Florida, she 
worked 2 days per week in the com mu nity. She 
learned how to use pub lic trans por ta tion and ac ­
quired in de pend ent liv ing skills such as cook ing, 
clean ing, and wash ing clothes. The pro gram also 
pro vided an op por tu nity to be with other teens 
who face sim i lar chal lenges. 

Last fall Angelyne par tic i pated in a 2-week vo ­
ca tional and in de pend ent-liv ing skills eval u a tion 
at the Florida Lions Conklin Cen ter for the Blind, 
where she learned that she has many qual i ties that 
will help her in the work ing world. She is fo cused, 
or ga nized, a hard worker, and fun to be around. 
Angelyne says that her goals are to live in de pend ­
ently, have mean ing ful work, and earn money. 
She is very in ter ested in me te o rol ogy and is now 
try ing to dis cover what type of ed u ca tion and 
train ing she will need to work in this field. Af ter 
she grad u ates from high school, she plans to re ­
turn to the Conklin Cen ter for more assessment 
and training. 

❖❖❖❖❖❖❖ 

Worldwide Connections 
Nancy O’Donnell


Helen Keller Na tional Center


When I first told my col leagues about my plans 
to travel to Aus tra lia last Sep tem ber to at tend the 
Deafblind In ter na tional World Con fer ence, sev eral 
of them ques tioned whether the trip would be 
worth the cost, time away from fam ily and work, 
and the phys i cal toll of a trip half way around the 
world. Af ter all, with e-mail and the Internet, 
aren’t world wide con nec tions just as con ve nient 
from one’s of fice as they are in per son? The an ­
swer is yes . . . and no. 

Com pared to the no-tech early days in the field 
of deaf-blind ness, we all ac com plish an in cred i ble 
amount of quality work via e-mail, listservs, 
search en gines like Google, and more re cently, 
Internet-based video phone calls. And yet, there 
re ally is noth ing like face-to-face com mu ni ca tion 
and the en ergy gen er ated in a room full of peo ple 
who share a com mon in ter est. Per haps that’s what 
those who cre ated the theme for this con fer ence, 
“World wide Con nec tions—Break ing the Iso la ­
tion,” had in mind. It’s not just those who are 
deaf-blind who are iso lated. Par ents and pro fes ­
sion als work ing in this tiny mi cro cosm of a field 
feel the iso la tion too. A week of full-blown small-
and large-group inter ac tions was a great an ti dote 
for this. 

My main pur pose for at tend ing this con fer ence 
was to launch the newly formed Ru bella Net work. 
Al though I later learned that net work meet ings 
would not play a ma jor role in the agenda, we 
were able to squeeze this one in as a con cur rent 
ses sion. Those par tic i pants who had only met 
through on line listservs fi nally had a chance to 
meet in person. Adults with Con gen i tal Ru bella 
Syn drome, par ents of chil dren with CRS, and the 
pro fes sion als who serve them all packed into a 
small meet ing room for an en thu si as tic and en ­
cour ag ing half hour. If there was one theme that 
emerged from that meeting, it was “Don’t let ru ­
bella be for got ten.” Al though ru bella has been 
elim i nated in many parts of the world be cause of 
better im mu ni za tion pol i cies, it con tin ues to 
wreak havoc in de vel op ing coun tries. Also, adults 
who are deaf-blind from CRS con tinue to be re ­
ported world wide as hav ing ad di tional health 
con cerns in later years. Ques tions about a link be ­
tween ru bella and men tal health have sur faced, 
not only in those who are deaf-blind from CRS but 
in the deaf pop u la tion as well. De gen er a tive pro ­
cesses lead ing to early death con tinue to be re ­
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ported. Fall out from the pow er ful and emo tional 
MMR vac cine/au tism de bate con tin ues. And a 
new study on ma ter nal health is be ing pi loted. 
There is plenty of work to keep us busy! 

Pre sen ta tions at the con fer ence were quite di ­
verse and filled with hope. In one, the in cred i ble 
fu tur ist Ray Kurzweil (pro jected on a “larger than 
life” screen via the Internet) ex plained how tech ­
no log i cal growth oc curs ex po nen tially rather than 
lin early. He pre dicted that in cred i ble strides in 
tech nol ogy will oc cur much more quickly than 
ever be fore. In an other pre sen ta tion, it was shown 
that de vel op ing coun tries are proudly cre at ing 
some amaz ing new ser vices through de ter mi na ­
tion and in ge nu ity borne of ne ces sity. 

For one short week, those of us lucky enough 
to at tend this con fer ence were im mersed in in spi ­
ra tion and af fir ma tion. If Ray Kurzweil is right, 
we can only ex pect these pos i tive ex pe ri ences to 
grow exponentially. 

❖❖❖❖❖❖❖ 

Report from the 14th Deafblind 
International World Conference 

Katrina Arndt

 St. John Fisher College


Rochester, New York


I was for tu nate to at tend the Deafblind In ter na ­
tional World Con fer ence in Perth, Aus tra lia, in 
Sep tem ber 2007. What a won der ful week! I knew 
it would be easy to feel over whelmed by all the of ­
fer ings, so I picked a fo cus area—tran si tion from 
child hood to adult hood—to help me de cide which 
ses sions to at tend. But the con fer ence was so dy ­
namic and the pre sen ta tions so won der ful that, in ­
stead of stay ing with this theme, I at tended a wide 
range of pre sen ta tions and thought about how 
each re lated to tran si tion is sues. I came away with 
great re spect for all of the pre sent ers and a deep 
ap pre ci a tion for the in ter na tional com mu nity. In 
this ar ti cle I re view six sessions on a va ri ety of 
top ics. 

Inclusion in Puerto Rico 

Juanita Ro dri guez of the Uni ver sity of Puerto 
Rico and her col leagues pre sented in for ma tion 
about a sys tematic pro cess used in Puerto Rico to 
in clude stu dents who are deafblind in reg u lar 
class rooms. To sup port the pro cess, the Na tional 
Tech ni cal As sis tance Con sor tium on Chil dren and 
Young Adults Who Are Deaf-Blind (NTAC) had 

pro vided train ing in 2003 on deafblindness, 
au then tic as sess ment, and best prac tices for in clu ­
sion. 

To re view how in clu sive prac tices can and do 
oc cur, Ro dri guez and her col leagues pre sented the 
case study of a young girl, J, and de scribed how a 
sys tem atic tech ni cal as sis tance model was used to 
suc cessfully sup port her tran si tion from a self-con ­
tained classroom to reg u lar school for the first 
grade. The model used a per son-cen tered pro cess 
to ex plore J’s in ter ests and com mu ni ca tion, so cial, 
and ac a demic skills and to re vise her In di vid u al ­
ized Edu ca tion Pro gram. Her peers were taught 
sign lan guage, and co op er a tive learn ing was used 
to fos ter so cial in ter ac tion. J used ac com mo da tions 
in the class room but un der went the same eval u a ­
tion pro cess as her peers. She par tic i pated in phys ­
i cal ed u ca tion and ex tra cur ric u lar ac tiv i ties and 
made friends with class mates. 

This pre sen ta tion high lighted the re al ity that 
for ev ery child in a segre gated set ting there is a 
child some where with iden ti cal needs who is fully 
in cluded. This “de vel op men tal twin” idea can be 
pow er ful in coun ter ing at ti tu di nal bar ri ers to in ­
clu sion in schools and in com mu ni ties. It dem on ­
strates that with sup ports and ser vices, there need 
be no bar ri ers to fully in clu sive lives for peo ple 
who are deafblind. 

Accessing the Community in the UK 

Jenny Fletcher of Sense UK dis cussed the back ­
ground for leg is la tion sup port ing ac cess to com mu ­
nity re sources and ac tiv i ties by chil dren who are 
deafblind. The leg is la tion, which re sulted in guid ance 
for lo cal au thor i ties called “So cial Care for Deafblind 
Chil dren and Adults,” was due in part to lob by ing ef ­
forts by older adults with deafblindness to Par lia ment 
and the House of Lords for rights to ac cess their com­
mu ni ties’ re sources. The guid ance in cludes pro cesses 
for iden ti fy ing peo ple who are deafblind, fol lowed by 
as sess ments to de ter mine their needs and the pro vi ­
sion of ap pro pri ate ser vices. It also em pha sizes the 
need for agen cies to as sign a member of se nior man ­
age ment to be re spon si ble for deafblind ser vices and 
to pro vide in for ma tion about ser vices and ac tiv i ties in 
ac ces si ble for mats. 

The se niors’ lob by ing ef forts had a pow er ful ef fect 
on the lives of young peo ple who are deafblind. Jenny 
pre sented four cases of chil dren, rang ing in age from 
2 to 13, who par tic i pate in com mu nity ac tiv i ties such 
as swim ming and play ing in a park. This pre sen ta tion 
was in spir ing be cause it showed the di rect, pos i tive 
ef fect of ad vo cacy ef forts on the daily lives of young 
peo ple. 
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Music and Movement Therapy in 

Sweden 

Mea Nordenfelt from Stock holm, Swe den, dis ­
cussed mu sic ther apy that she has used with two 
adults who are con gen i tally deafblind. She be gan 
by as sert ing some stan dard rules to en sure that 
“per sons with dis abil i ties are in te grated into and 
can par tic i pate in cul tural ac tiv i ties on an equal 
ba sis.” She showed video clips to demon strate 
how she en gaged with her clients through the use 
of songs, body move ment, and props such as 
scarves and pil lows, and she talked about the im ­
por tance of body aware ness and the in ter play of 
touch, body move ments, and emo tions. 

One of the in di vid u als with deafblindness, T, 
had dif fi culty with bal ance, so the ther apy took 
place on a floor cov ered wall-to-wall with thick 
mats. Mea worked with T by sing ing and mov ing 
in rhythm to a fa mil iar tune. They sat back-to-back 
and swayed from side to side while Mea led T 
through a move ment se quence. It was clear that he 
an tic i pated the move ments and en joyed mov ing 
through the se quence. 

Mea stressed the impor tance of play and en joy ­
ment in ther apy, and she clearly prac tices what 
she preaches. It was ab so lutely clear that her cli ­
ents bene fited in signif i cant ways from this ther ­
apy. I left the ses sion with a strong sense of her 
pas sion for us ing move ment and play not only as 
tools for commu ni ca tion, but for enjoy ing life! It 
re newed my com mit ment to un der stand ing phys i ­
cal ac tiv ity and body aware ness as es sen tial parts 
of any ser vice plan and in spired me to think about 
in clud ing phys i cal ac tiv ity and move ment as part 
of tran si tion plan ning. 

Young Adults in India 

Dipti Karnad from Chennai, In dia, re viewed 
the cases of three young peo ple pre par ing for tran ­
si tion to adult hood at the Clarke School for the 
Deaf, un der the guid ance of a vo ca tional model 
de signed to sup port the de vel op ment of com mu ­
ni ca tion, mo bil ity, ac a demic, and so cial skills dur ­
ing par tic i pa tion in ev ery day ac tiv i ties. Karnad 
em pha sized the im por tant con cept of par tial par ­
tic i pa tion, in which skill de vel op ment and ac tiv i ­
ties are in di vid u al ized to meet each stu dent’s 
needs. A fo cus on in di vid ual needs and in ter ests is 
an es sen tial com po nent of all tran si tion plan ning. 
Once in ter est ar eas have been de ter mined, skill as ­
sess ments guide tran si tion teams in the de vel op ­
ment of sup ports and ser vices. 

Making Connections for People with 

Usher Syndrome in the UK 

Mar i lyn Kilsby of Sense UK spoke about so cial 
con nec tions for peo ple with Usher Syn drome. She 
de scribed two groups in Eng land, a so cial group 
and an Internet-based e-group, and re viewed the 
chal lenges and char ac ter is tics of each. Chal lenges 
for so cial groups in clude ar rang ing trans por ta tion, 
find ing and pay ing com mu ni ca tor-guides and in ­
ter pret ers, lo cat ing suit able ven ues, and pro cur ing 
tech ni cal sup port equip ment. Hear ing and Sight 
Im paired UK (HSI UK) has 337 peo ple on its mail­
ing list, 148 of whom live in Lon don and South ­
east Eng land. The group found a well-lit venue 
that was eas ily ac ces si ble by pub lic trans por ta tion 
and con tacted SENSE (a lo cal or ga ni za tion for 
peo ple who are deafblind), which or ga nized vol ­
un teer com mu ni ca tor-guides and help ers. 

Be ing part of a so cial group has bene fited most 
of the par tic i pants. Many have be come more con fi ­
dent, have de vel oped lead er ship skills, or have 
lent their ex per tise to the group. Hav ing a place 
where no ex pla na tions are needed is a wel come 
re spite from the chal lenges of daily life, and one 
that most peo ple en joy. 

The sec ond type of group is an e-group, which 
takes place en tirely in cyberspace. One such 
group, the Usher Life E-group, has 72 mem bers 
from around the world. It grew out of the HIS UK 
so cial group and uses writ ten Eng lish to share in ­
for ma tion and fa cil i tate dis cus sions about mat ters 
af fect ing those with Usher Syn drome. 

Mar i lyn con cluded her pre sen ta tion by re mind ­
ing us that while there are chal lenges to or ga niz ­
ing a so cial group, the ben e fits are well worth the 
ef fort. She en cour aged us to con sider start ing a so ­
cial group in our own coun tries. 

Person-Centered Planning in the US 

Clara Berg and Arnie Mejia from the United 
States spoke about a won der ful way to think 
about per son-cen tered plan ning: as a res tau rant 
menu. First co mes the ap pe tizer, a pro cess of find ­
ing out who a per son is and what his or her likes, 
char ac ter, abil i ties, and pref er ences are. The ap pe ­
tizer in gre di ents ap pear through out the meal and 
set the stage for the rest of the meet ing. The sec ­
ond course is the entrée, which adds to the com po ­
nents of the ap pe tizer a cir cle of sup port, 
op por tu ni ties, con tact peo ple, nat u ral and paid 
sup ports, fi nan cial pos si bil i ties, and com mu nity 
set tings. This part of the meal can not be rushed. It 
takes time to make a good meal and a good per­
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sonal plan for the fu ture. For des sert, the plan is 
set in mo tion with re spon si bil i ties and due dates, 
charts to stay on track, and an open chart for new 
ideas. This way of think ing about plan ning re ­
minds us that we can de sign the menu we want 
based on our in di vid ual needs. The same ap pe tiz ­
ers may not lead to the same entrée or des sert 
choices, and choice is what per son-cen tered plan ­
ning is all about. 

Conclusion 

This was an in cred i ble con fer ence, and it was 
great to be ex posed to in no va tive ideas from 
around the world. Af ter at tend ing the con fer ence, 
I was ex cited about what I had learned and de ter ­
mined to work to in crease op por tu ni ties for peo ­
ple who are deafblind. 

❖❖❖❖❖❖❖ 

Research Update 

Hear ing loss due to au di tory neu rop a thy is re ceiv ­
ing in creas ing at ten tion and re search. The fol low ing 
list of ma te ri als pro vides in for ma tion about this im ­
por tant topic. The first two items are over views of 
the con di tion. The re main ing items are re search ar ti ­
cles on the use of co chlear im plants for au di tory neu ­
rop a thy. 

Berlin, C. I., et al. (2007). Au di tory neu rop a thy/ 
dys-syn chrony (AN/AD). In S. Schwartz (Ed.), 
Choices in deaf ness: A par ent’s guide to com mu ni ca tion

op tions (3rd ed.), pp. 49-77. Bethesda, MD: Wood bine

House.


Thierry M. Dif fer en tial di ag no sis of au di tory neu rop a ­
thy/dys-syn chrony and (cen tral) au di tory pro cess ing dis ­
or ders. In sights in Prac tice, June 2007. 
www.otometrics.com/in sights_june_2007_print.pdf 

Jeong, S. W.  (2007). Co chlear im plan ta tion in chil dren 
with au di tory neu rop a thy: Out comes and ra tio nale. 
Acta Oto-Laryngologica Sup ple ment, 558, 36-43 

Miyamoto, R. T., et al. (1999). Co chlear im plan ta tion
in au di tory neu rop a thy. La ryn go scope, 109, 181-185. 

Shal lop, J. K., et al. (2001). Cochlear im plants in five
cases of au di tory neu rop a thy: Post op er a tive find­
ings and prog ress. La ryn go scope 111, 555-562. 

Trautwein, P. G., Sininger, Y. S., & Nel son, R. (2000). 
Co chlear im plan ta tion of au di tory neu rop a thy. 
Jour nal of the Amer i can Acad emy of Au di ol ogy, 11, 
309-315. 

❖❖❖❖❖❖❖ 
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For Your Library 

Prac tice Per spec tives: Chil dren Who Are
Deaf-Blind. 

National Consortium on Deaf-Blindness, November
2007. 

This pub li ca tion pro vides de tails about the pop u ­
la tion of chil dren who are iden ti fied as deaf-blind, 
in clud ing the clas si fi ca tion of vi sion and hear ing 
loss, the types of ad di tional dis abil i ties that may 
be pres ent, and the causes of deafblindness. Vi ­
gnettes and pho tos of four chil dren who are 
deaf-blind il lus trate the di ver sity of this unique 
group of chil dren. Avail able on the web: 
http://nationaldb.org/doc u ments/prod ucts/ 
pop u la tion.pdf. Print cop ies are avail able free of 
charge from NCDB (800-438-9376, 800-854-7013 
TTY, or info@nationaldb.org). 

Early In ter ac tions: Par ent-Pro fes sional Per spec­
tives in Early Inter ven tion. 

Deborah Chen & Diane M. Klein. Paul H. Brookes 
Publishing Co., 2007. 

This 45-min ute-long DVD is de signed to pre pare 
cur rent and fu ture pro fes sion als to work effec ­
tively with young chil dren with dis abil i ties.  It in ­
cludes foot age of two young chil dren—Ryan an 
in fant with vi sual im pair ment and ce re bral palsy, 
and Mi chael, a tod dler with vi sual im pair ment 
and hearing loss. Cost: $89.95.  Avail able from 
Paul H. Brookes, Pub lishing Co. 
(www.brookespublishing.co). 

New articles 

• Bruce, S. M., Mann, A., Jones, C., & Gavin, 
M. (2007). Ges tures ex pressed by chil dren 
who are con gen i tally deaf-blind: To pog ra ­
phy, rate, and func tion. Jour nal of Vi sual Im ­
pair ment and Blind ness, 101(10), 637-652. 

• Bruce, S. M., & Vargas, C. (2007). In ten tional 
com mu ni ca tion acts ex pressed by chil dren 
with se vere dis abil i ties in high-rate con texts. 
Augmentative and Al ter na tive Com mu ni ca tion, 
23(4), 300-311. 

• Janssen, M. J., Riksen-Walraven, J. M., Van 
Dijk, J.  P. M., Ruijssenaars, W. A. J. J. M., & 
Vlaskamp, C. (2007). Team in ter ac tion coach ­

http://nationaldb.org/doc
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ing with ed u ca tors of ad o les cents who are 
deaf-blind: Ap ply ing the di ag nos tic in ter ven ­
tion model. Jour nal of Vi sual Im pair ment and 
Blind ness, 101(11), 677-689. 

• McKenzie, A. R., & Davidson, R. (2007). The 
emer gent lit er acy of pre school stu dents who 
are deaf-blind: A case study. Jour nal of Vi sual 
Im pair ment and Blind ness, 101(11), 720-725. 

• Parker, A.T., Davidson, R., & Banda, D. R. 
(2007). Emerg ing ev i dence from sin gle-sub ­
ject re search in the field of deaf-blind ness. 
Jour nal of Vi sual Im pair ment and Blind ness, 
101(11), 690-700. 

• McKenzie, A. R. (2007). The use of learn ing 
me dia as sess ments with stu dents who are 
deaf-blind. Jour nal of Vi sual Im pair ment and 
Blind ness, 101(10), 587-600. 

❖❖❖❖❖❖❖ 

Announcements 

New Per son nel Prep a ra tion Pro ject at Utah State 
Uni ver sity 

A new per son nel prep a ra tion pro gram at Utah 
State Uni ver sity is re cruit ing stu dents for fall 2008.  
SEIM, the Sen sory Im paired Early In ter ven tion 
Mas ters Pro gram, has open ings for in di vid u als 
who wish to work with in fants and young chil ­
dren with sen sory loss.  Stu dent sti pends are 
avail able that cover tu i tion and other ex penses. 
Out-of-state stu dents will re ceive in-state tu i tion 
rates. All stu dents ac cepted into the pro gram are 
el i gi ble for fi nan cial sup port. For fur ther in for ma ­
tion, con tact Linda Alsop, SKI-HI In sti tute, Utah 
State Uni ver sity. Phone: 435-797-5598. E-mail: 
linda.alsop@usu.edu. 

Paraprofessional/In ter vener On line Train ing

Pro gram


A preservice on line train ing pro gram in 
deafblindness is now avail able through Utah State 
Uni ver sity.  Based on the Na tional In ter vener 
Com pe ten cies, the courses are de signed to pre pare 
paraprofessionals to work as in ter ven ers with chil ­
dren and youth who are deafblind. It can also be 
use ful to teach ers, par ents, ad min is tra tors, and 
adult ser vice pro vid ers. For fur ther in for ma tion, 
con tact Linda Alsop, SKI-HI In sti tute, Utah State 
Uni ver sity. Phone: 435-797-5598. E-mail: 
linda.alsop@usu.edu. 
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SFSU and CDBS Teacher Train ing Pro gram in

Deaf-Blind ness


San Fran cisco State Uni ver sity has been awarded a 
four-year per son nel prep a ra tion grant from the 
U.S. De part ment of Ed u ca tion, Of fice of Spe cial 
Ed u ca tion Pro grams. The new pro gram—a part­
ner ship be tween SFSU’s Mod er ate/ Se vere Dis abil ­
i ties Cre den tial Pro gram and Cal i for nia Deaf-
Blind Ser vices—will pre pare teach ers to meet the 
needs of stu dents who are deaf-blind and de velop 
the next gen er a tion of lead ers in the field of 
deaf-blind ness. Stu dents will be el i gi ble to re ceive 
sub stan tial sti pends of ap prox i mately $15,000. For 
more in for ma tion, contact Dr. Pam Hunt, Pro fes ­
sor and Co or di na tor of the Mod er ate/Se vere Dis ­
abil i ties Cre den tial Pro gram, De part ment of 
Spe cial Ed u ca tion, San Fran cisco State Uni ver sity. 
Phone: 415-338-7848. E-mail: hunt@sfsu.edu. 

Na tional Cen ter on Se vere & Sen sory

Dis abil i ties


The Na tional Cen ter for Low-In ci dence Dis abil i ­
ties has changed its name to the Na tional Cen ter 
on Se vere & Sen sory Dis abil i ties (NCSSD). The 
new name em pha sizes the needs of chil dren with 
se vere and/or sen sory dis abil i ties and the strat e ­
gies to ad dress those needs. NCSSD em braces the 
mis sion of im prov ing the na tion’s ca pac ity to 
teach chil dren with se vere and sen sory dis abil i ties 
so that these chil dren can re al ize pro duc tive and 
ful fill ing adult lives. Visit NCSSD’s newly de ­
signed website or read the Mak ing Waves News let ­
ter (www.unco.edu/ncssd/news/news.shtml) to 
learn more. NCSSD’s 2008 Re search in the Rock ies 
Sum mit is sched uled for the fall in Den ver. 

AADB To day: A New Elec tronic News let ter 

AADB Today is a monthly news let ter from the 
Amer i can As so ci a tion for the Deaf-Blind. Each is ­
sue up dates read ers about AADB, high lights hot 
top ics, and spot lights peo ple in the deaf-blind 
com mu nity.  Sign up for this free news let ter at the 
AADB web site: www.aadb.org. 

❖❖❖❖❖❖❖ 
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Conferences and Events 

The fol low ing list in cludes only a small num ber 
of events that will oc cur over the next six months.  
For a com plete list, visit the Na tional Con sor tium 
on Deaf-Blind ness web site (www.nationaldb.org) 
or call 800-438-9376. 

Secondary Transition State Planning Institute:

Building for the Future


May 7–8, 2008

Charlotte, North Carolina


The fo cus of this in sti tute will be on needs iden ti ­
fied through anal y sis of SPP/APR data, targeting 
tran si tion-re lated in di ca tors 1, 2, 13, and 14. It will 
ad dress states’ re quests for tech ni cal as sis tance 
from the Na tional Drop out Pre ven tion Cen ter for 
Stu dents with Dis abil i ties (NDPC-SD), the Na ­
tional Post-School Out comes Cen ter (NPSO), and 
the Na tional Sec ond ary Tran si tion Tech ni cal As ­
sis tance Cen ter (NSTTAC). Web: www.nsttac.org. 

CHARGE Syndrome/Deaf-Blind Weekend

July 11–13, 2008


Kingsport, Ten nes see


This con fer ence is spon sored by the Ten nes see and 
South Carolina Deafblind Pro jects, and pre sented 
by Da vid Brown, an in ter na tion ally rec og nized ex ­
pert on CHARGE syn drome and deaf-blind ness. 
Da vid will fo cus on sen sory sys tems, obses ­
sive-com pul sive be hav ior, self-stim u la tion, and in ­
ter ven tion strat e gies, and he will be avail able to 
an swer ques tions from par ents and pro fes sion als. 
For in for ma tion con tact Jennifer Miller at 
615-322-7194 or Jennifer.L.Miller@vanderbilt.edu. 

Combined Summer Institute in Special

Education


July 14–17, 2008

Yakima, Wash ing ton


This con fer ence, spon sored in part by Wash ing ton 
Sen sory Dis abil ity Ser vices, fo cuses on fam i lies 
and pro fes sion als work ing with chil dren who are 
au tis tic, blind/vi su ally im paired, deaf/hard of 
hear ing, deaf-blind, or mul ti ply dis abled. The 
theme this year is Com mu ni ca tion and Lan guage: 
Bridge to Suc cess. For more in for ma tion con tact 
Jackie Messer at 509-665-2630 or 
jackiem@ncesd.org.  Web: 
www.ncesd.org/csi/default2008.htm. 

Volume 15, Issue 2 

Pathways to Possibilities

August 13–15, 2008


Virginia Beach, Virginia


This com bined con fer ence is for fam i lies and pro ­
fes sion als who work with stu dents who are deaf, 
hard-of-hear ing, blind, low vi sion, deaf-blind, or 
multi-dis abled.  It is spon sored in part by the Vir ­
ginia Pro ject for Chil dren and Youth with Dual 
Sen sory Im pair ments/Deaf-Blind ness. For more 
in for ma tion, visit http://www.vcu.edu/ 
part ner ship/path ways. 

2008 Helen Keller National Center National

Training Team Seminars

Sands Point, New York


The Helen Keller Na tional Cen ter Na tional Train ­
ing Team was estab lished to in crease knowl edge 
and sup port the de vel op ment of skills spe cific to 
deaf-blind ness. 2008 sem i nars in clude: 

• May 19–23, En hanc ing Ser vices for Older

Adults with Vi sion and Hear ing Loss


• June 16–20, Pro fes sional De vel op ment for 
Em ploy ment Train ing Spe cial ists 

• July 21–25, In ter pret ing Tech niques for the 
Deaf-Blind Pop u la tion 

• Sep tem ber 22–26, Per son-Cen tered Ap proach 
to Ha bil i ta tion 

• No vem ber 17–21, Adap tive Tech nol ogy

Train ing 


For more in for ma tion contact the HKNC Na tional 
Train ing Team. Phone: 516-944-8900, ext. 233/239. 
TTY: 516-944-8637. E-mail: ntthknc@aol.com. 
www.hknc.org/FieldServicesNTTSchedule.htm 

You are wel come to copy ar ti cles from 
Deaf-Blind Per spec tives. Please pro ­
vide the ap pro pri ate ci ta tions. 
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