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Re struc turing, re or ga niz ing, resizing—all are cur rent buzz words of busi ness and in dus try. The in
creas ingly com pet i tive en vi ron ment of our emerg ing global econ omy drives many or ga ni za tions to ward 
or ga ni za tional change. This mo men tum be hind change in pri vate busi ness and in dus try is be gin ning to 
spread to pub lic en ti ties, as ex em pli fied by move ments such as Re-Inventing Gov ern ment, Amer ica 2000, 
and Health Care Re form. 

There are, how ever, dif fer ences that sur face when com par ing change in the pri vate and pub lic sec tors. 
Busi ness and in dus try can af fect the sup ply and de mand of a prod uct or ser vice by ma nip u lat ing the mi
cro econ o mies as so ci ated with that prod uct or ser vice. Ed u ca tion and other hu man ser vice or ga ni za tions, 
on the other hand, strive to meet the mul ti fac eted needs of their con stit u ents, but have little con trol over 
the vari ables that in flu ence the avail abil ity and qual ity of re sources. For ex am ple, the num ber of con stit u 
ents el i gi ble for ser vices and the re spon si bil i ties of many pub lic agen cies have steadily in creased, but in
creases in fund ing have not kept pace. 

The Ser vices for Children with Deaf-Blindness Pro gram, which cur rently funds 46 sin gle state and 3 
multistate deaf-blind pro jects, is not im mune to this di lemma. The num ber of chil dren, birth to age 21, 
iden ti fied as be ing deaf-blind has grown from less than 2500 at the pro gram’s in cep tion in 1975, to over 
8400 chil dren re ported in the most re cent cen sus (Baldwin, 1994). We have also seen more chil dren with 
com plex eti ol o gies and/or se vere med i cal needs be ing iden ti fied, due in part to mod ern tech nol ogy’s 
role in the sur vival of med i cally frag ile new borns. 
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Be cause of the im ple men ta tion of Part H Pro grams (for 
chil dren birth through 2) across an in creas ing num ber of 
states, greater num bers of chil dren with dis abil i ties, in
clud ing those who are deaf-blind, are be com ing el i gi ble 
for state-mandated ser vices. Within states that have im
ple mented a Part H pro gram, Fed eral Reg u la tions 
307.11(a) and (b) clearly state that the state or multistate 
deaf-blind pro ject is not per mit ted to pro vide these di
rect ser vices. How ever, ac cord ing to Fed eral Reg u la tion 
307.11(c), the pro ject must take an ac tive role in co or di 
nat ing ser vices for these chil dren with other state agen
cies. This of ten re quires the state or multistate deaf-blind 
pro ject to pro vide tech ni cal as sis tance ser vices to a large 
num ber of agen cies so they may pro vide di rect ser vices 
to these chil dren. 

The chal lenges be come even more sig nif i cant when 
viewed in light of the fund ing of the Ser vices for 
Children with Deaf-Blindness Pro gram. There have 
been no in creases in fund ing in the past sev eral years, 
even though all the vari ables dis cussed above have 
greatly af fected the quan tity and qual ity of ex pected ser
vices. The pro jects are be ing asked to do more for a 
greater num ber of chil dren with no ad di tional fund ing. 
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Monmouth, OR 97361 
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TTY (503) 838-8821 
fax (503) 838-8150 

Com bine this with the stag ger ing cost of in fla tion over the last 20 years, and 
the re sult is an ur gent need to do things dif fer ently. 

Clearly, if the ex pec ta tions for state or multistate pro jects have changed, then 
the strat e gies to meet these ex pec ta tions must also change. This ar ti cle will 
de fine col lab o ra tion as a strat egy to meet changed needs and will pro vide ex
am ples of how sev eral state and multistate deaf-blind pro jects have used col-
lab o ra tion with other agen cies for the de vel op ment, en hance ment, and the 
de liv ery of ser vices. These ef forts have in volved mul ti ple agen cies within a 
sin gle state, con sor tiums con sist ing of other state or multistate deaf-blind 
pro jects, and other com bi na tions of tech ni cal as sis tance pro vid ers. 

Understanding Collaboration 
Suc cess ful col lab o ra tion re quires mu tual un der stand ing and re spect for each 
col lab o ra tor’s work and is driven by the com mon needs and goals of the col-
lab o ra tors. Agencies within a state who pro vide ser vices for chil dren who are 
deaf-blind and their fam i lies and ser vice pro vid ers (e.g., state and lo cal ed u 
ca tion agen cies, the Ser vices for Children who are Deaf-Blind Pro ject, 
HeadStart, De part ment of Health, Co or di nated Sys tem for Per son nel De vel 
op ment) have sev eral in her ent com mon al i ties:  con stit u ency; state leg is la 
tion, ad min is tra tive pro ce dures, and bud gets; and par tic i pa tion in a com mon 
sys tem (or lack of sys tem) for co or di nated ser vice de liv ery. Such com mon al i 
ties pro vide a fo rum for mu tual un der stand ing among in tra state col lab o ra 
tors. 

The state or multistate deaf-blind pro jects also share char ac ter is tics that en
sure col lab o ra tive suc cess. For ex am ple, all of the pro jects are guided by the 

“The pro jects are be ing asked to do more 
. . . with no ad di tional fund ing. . . . 
the re sult is an ur gent need to do things 
dif fer ently.” 

same fed eral rules and reg u la tions, pro vid ing a com mon un der stand ing of 
what must be done. Com mon needs have been con sis tently and clearly iden
ti fied among state or multistate pro ject di rec tors. And, most im por tant, the 
pro jects share a com mon goal:  to pro vide the best pos si ble ser vices to chil
dren, fam i lies, ser vice pro vid ers, and oth ers who have di rect con tact with 
chil dren who are deaf-blind. 

Col lab o ra tive tech ni cal as sis tance ac tiv i ties are as var ied as the needs that 
drive them. Ta ble 1 il lus trates five lev els of col lab o ra tion and the con di tions 
that must be pres ent for suc cess (West ern Re gional Re source Cen ter, 1991). 
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Table 1: Levels of Collaboration 

Level Of Collaboration In Order To Succeed 

In for ma tion Sharing (agree ing to keep agen cies in
formed): mak ing sure that col lab o rat ing agen cies know 
one an other’s plans and any thing else that might af fect 
their (shared) work. 

Those in volved must con sider the in for ma tion needs of 
their col lab o ra tors. 

Cal en dar Co or di na tion (agree ing to not trip over other 
agen cies): mak ing sure that the cal en dars of all col lab o 
ra tors are or ga nized well enough to avoid con flict ing 
sched ules. 

Col lab o ra tors must be will ing to con strain cal en dars 
and ar range timelines to fit with those of other agen
cies. 

Events Co or di na tion (agree ing to do things at the 
same time, or in log i cal se quence):  ar rang ing in de 
pend ent events (not nec es sar ily re lated to the col lab o 
ra tors) at the same time/lo ca tion, or in log i cal 
se quence (im me di ately fol low ing), so that there is 
some ben e fit in time, travel, or other event-related sav
ings. 

Those in volved in the col lab o ra tion must set joint cal
en dars; coplan events that are com pat i ble; fo cus on 
more or less the same tar get au di ence. 

Ac tiv ities Col lab o ra tion (agree ing on what to do and 
do ing it to gether):  cosponsoring ac tiv i ties in which 
col lab o ra tors have codependent roles (e.g., shar ing 
parts of a sin gle con fer ence agenda, send ing re lated 
ser vice per son nel to the same lo ca tion at the same time 
to fa cil i tate train ing). 

The co spon sored ac tiv i ties must be di rected to ward 
reach ing com pat i ble goals of the col lab o ra tors in
volved. 

Strat egy Col lab o ra tion (agree ing on what to do, how 
to do it, and what the long-range out comes should be): 
cosponsoring a se ries of ac tiv i ties in which col lab o ra 
tors agree on a set of out comes and ac tions as part of a 
long-range plan to pro mote sys tems change. 

Goals and out comes must be shared and all must agree 
on the strat egy or se ries of steps to be taken to reach 
the goal. This em ploys col lab o ra tion for long-range 
stra te gic plan ning for change. 

Clearly, col lab o ra tion can take many forms. Sys
tems as they evolve, may move through all the lev
els or fo cus on ac tiv i ties within only one or two of 
the de scribed lev els. Col lab o ra tion be comes eas ier 
as trust grows and mu tual re spect deep ens. The 
first few lev els of col lab o ra tion can help build 
trust. Rel a tively small en deav ors, such as shar ing 
per ti nent in for ma tion in a timely, con sis tent man
ner, cre ate win-win sit u a tions for the col lab o ra 
tors. As the com plex ity of the is sues in creases, (i.e., 
mov ing through the lev els of col lab o ra tion to ward 
strat egy col lab o ra tion), a col lab o ra tive re la tion 
ships be comes more com plex. Trust ing re la tion 
ships be come im per a tive. The foun da tion of a 
trust ing re la tion ship is be liev ing that the other 
per son and the agency he or she rep re sents (a) has 
the in teg rity to meet com mit ments and keep 
prom ises; (b) will some times lead and not al ways 
fol low; (c) has sen si tiv ity to other peo ple’s needs 
and in ter ests; and (d) will be open and hon est 
while keep ing oth ers in formed about ac tions and 
in ten tions. 

Using Collaboration 
As a way of max i miz ing ef fec tive ness, many state 
or multistate deaf-blind pro jects have al ready par-
tic i pated in one or more lev els of col lab o ra tion. Ta
ble 2 pro vides ex am ples of re cent col lab o ra tive 
ac tiv i ties be tween states or multistate deaf-blind 
pro jects and other or ga ni za tions. Some ef forts are 
on go ing; oth ers have al ready taken place or are in 
the plan ning stage. By re or ga niz ing, en cour ag ing, 
and through the mu tu ally re in forc ing out comes of 
col lab o ra tion, fu ture op por tu ni ties for col lab o ra 
t ion in the Ser  vices  for  Children with 
Deaf-Blindness Pro grams are en hanced. 

(con tin ued on next page) 
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Table 2:  Examples of Collaboration 

Note. From, Western Regional Resource Center. (1991). Proposal for a grant to operate a regional resource center to serve Region VI. (CFDA No. 
84.028). Eugene, OR: Author. Reprinted with permission. 

Collaborative 
Partners 

Need Identified Collaborative Action Level Of 
Collaboration 

(from Table 1) 

Dis trict of Co lum bia 
Mary land 
Vir ginia 

On go ing train ing op por tu 
ni ties for fam ily mem bers 
and pro fes sion als 

<%-3>Mary land spon sor ing a 
par ent re treat. Vir ginia host ing a 
sum mer in sti tute; par ents and 
pro fes sion als from DC in vited to 
both; DC as sist ing fi nan cially; 
DC will host fu ture ac tiv i ties for 
three states 

Events Co or di na tion 

In di ana 
Il li nois 
Blumberg Cntr for
 Studies in Spec Ed 
Pro ject ENABLER 

In for ma tion re gard ing in
fants and the de vel op ment 
of vi sion 

Sup port for writ ing of book let  ti
tled “Helping Young Children 
with Vi sual Im pair ments Make 
Use of Their Vi sion” 

Ac tiv ity Col lab o ra tion 

14 states in TRACES
   West ern Re gion 

Lit er a ture de scrib ing 
deaf-blind pro ject and com
mon be hav iors of chil dren 
who are deaf-blind 

De veloped “uni fied” aware ness 
level bro chure to be cus tom ized 
for use by all state pro jects in the 
re gion 

Ac tiv ity Col lab o ra tion 

Ar kan sas 
Texas 
Five state agen cies 

Build in state ex per tise in 
area of ef fec tive prac tices 
for in di vid u als who are 
deaf-blind 

Planned and spon sored a con fer 
ence to train fam ily mem bers 
and ser vice pro vid ers from 
Texas, Ar kan sas, Oklahoma, 
Lou i si ana 

Ac tiv ity Col lab o ra tion 

West Vir ginia 
North Carolina 
TRACES 

Func tional hear ing and vi
sion as sess ment pro cesses 
and ma te ri als 

North Carolina shared pro cess 
and ma te ri als for vi sion as sess 
ment; states jointly de vel oped 
pro cess and ma te ri als for hear ing 
as sess ment 

Strat egy Col lab o ra tion 

Il li nois 
Two state agen cies 
Amer i can Foun da tion
   for the Blind 
HKNC 
TRACES 

1. Training for pro fes sion als 

on early in ter ven tion 
strat e gies 

2. State wide par ent 
or ga ni za tion 

Spon sored work shop to train 
pro fes sion als and de velop goals 
and ac tion plans for par ent or ga 
ni za tion 

Strat egy Col lab o ra tion 

Utah 
Nine state agen cies 
TRACES 

<%-2>A co or di nated sys
tem for de liv ery of all ser
vices within the state for 
per sons who are deaf-blind 

Reg u larly sched uled meet ings to 
de velop a fully co or di nated ser
vice de liv ery sys tem with a sin
gle point of en try 

Strat egy Col lab o ra tion 

Del a ware 
Five state agen cies 
TRACES 

Sys tem for de liv ery of spe
cial ed u ca tion ser vices for 
in di vid u als who live in 
nurs ing homes and have 
com plex health care needs 

Pro cess de vel oped and im ple 
mented with four chil dren for 
the de liv ery of spe cial ed u ca tion 
ser vices in lo cal school dis trict 
in stead of in nurs ing home set
ting 

Strat egy Col lab o ra tion 
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Collaborative 
Partners 

Need Identified Collaborative Action Level Of 
Collaboration 

(from Table 1) 

14 states in TRACES
   West ern Re gion 
NEC*TAS 
West ern Re gional
   Re source Cen ter 
Cal i for nia  State
   Uni ver sity
   Northridge 
Cal i for nia Part H
   co or di na tor 
Cal i for nia Part B
   co or di na tor 

1. Un der stand ing Parts 
B and H 

2. Knowl edge of avail able 
state, re gional, and 
na tional re source 
pro vid ers for 
early 
child hood ser vices 

3. Com pre hen sive, ef fec tive 
early child hood ser vices 
de liv ery sys tem 

Two-day meet ing held to:  (a) 
dis cuss re sources, (b) iden tify 
meth ods for col lab o rat ing with 
other pro vid ers in clud ing those 
not in spe cial ed u ca tion (i.e., 
other state agen cies, med i cal fa
cil i ties, preschools), (c) iden tify 
com po nents of a com pre hen sive, 
ef fec tive pro gram for early child
hood ser vices 

Strat egy Col lab o ra tion 

Benefiting From Collaboration 

Nu mer ous ben e fits re sult from the col lab o ra tive 
pro cess. First, cre ativ ity flour ishes when the tal
ents, abil i ties, and re sources of the par tic i pants are 
com bined. Cre ativ ity not only strength ens the cur
rent meth ods used for pro vid ing ser vices, but can 
lead to the de vel op ment of new, in no va tive ideas. 
Sec ond, as time and money re sources be come 
more scarce, col lab o ra tion en hances the re sources 
avail able to any one pro ject. Third, col lab o ra tive 
ef forts help build a so cial sup port net work that has 
ben e fits reach ing far be yond the work place and 
helps main tain per sonal and pro fes sional vi tal ity. 
And fi nally, col lab o ra tion has been proven to be 
far more ef fec tive than com pet i tive or in di vid ual 
en deav ors. In a re view of 122 em pir i cal stud ies 
con ducted by a group of Uni ver sity of Min ne sota 
re search ers 60% of the stud ies found that col lab o 
ra tion pro moted higher achieve ment than com pe 
ti tion did. Ninety-five per cent of the stud ies found 
higher achieve ment through col lab o ra tion than 
through in di vid ual ef fort (Kouzes & Posner, 1987). 

Groups work ing to gether and pool ing re sources 
can achieve much for chil dren and fam i lies. Col-
lab o ra tion pro vides op por tu ni ties for ex traor di 
nary re sults. 
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Rabbits and Retards 
Joyce Ford


Parent


My 13-year-old daugh ter, Sa rah, is an an i mal 
lover. At age two, she adopted her first kit ten—a 
kit ten that was des tined to wear lacy bon nets and 
ride in a pink plas tic baby buggy. Ap par ently, nei
ther of them knew that this was n’t typ i cal an i mal 
be hav ior for they both ac cepted it as a rou tine part 
of each day. She was heart bro ken at age 4 when 
roam ing neigh bor hood dogs at tacked and killed 
Tooie early one cold spring morn ing. 

Like many other par ents, we im me di ately be gan 
search ing for a new pet to help ease her pain. We 
tried many: two more kit tens within the first year, 
a tur quoise par a keet a few years later, a puppy the 
fol low ing Christ mas, and a cou ple of ham sters. 
Our house was be gin ning to re sem ble a zoo, as we 
did n’t seem to have enough sense to elim i nate pre-
vi ous pets be fore add ing an other one. Sa rah loved 
them all. Still, I did not see the bond ing and de vo 
tion that had once ex isted when she was a tod dler. 

When Sa rah was 11 we ac quired two adult rab bits 
from my nephew. It sounded like a good idea. It 
was n’t. The rab bits were vir tu ally wild and would 
growl and bite her each time she at tempted to care 
for them. We soon had to find new homes for 
them. I was con vinced that this would be the end 
of the rab bit busi ness, but it was n’t. Sa rah begged 
for an other one. She wanted a lit tle one that she 
could raise her self. 
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That Christ mas, Santa felt the need to bring Sa rah a 
baby bunny, and for the first time since she was lit
tle, I saw the es sence of pure love and de vo tion 
pour out from within her. She and the bunny 
shared a spe cial bond. 

As time passed, more rab bits were added. We be
gan build ing cages to house the ped i greed col lec 
tion and Sa rah was spend ing con sid er able time 
with them. Breeding soon took place, and even tu 
ally she had her own crop of bun nies to sell for 
Easter. It was de light ful. 

In April of 1994, Sa rah en- “The kids at  my school grace ful way to let Everett tered two of her rab bits in a 
for mal com pe ti tion. This off the hook. We turned would call him a re tard,” he away and be gan walk ing to-was a new ex pe ri ence for 
our en tire fam ily. It was be gan. “I know they would.” ward a sec ond-hand shop I 

By now Riley had dis cov ered Everett’s pres ence 
and was busy try ing to iden tify who this per son 
was. He was feel ing his hair, face, shoul ders, and 
arm. I in ter vened when Everett ap peared un com 
fort able as Riley reached for his throat. I briefly ex
plained Riley’s dis abil i ties and told him that Riley 
was touch ing his throat in or der to feel him talk. I 
dem on strated this with Riley’s hand on my throat. 
Everett still ap peared ner vous. 

“Well,” I said, “Riley and I were just go ing to take a 
lit tle walk. Maybe we’ll see 
you later.” It seemed like a 

also one of the few times, 
other  than Christ  mas 
morn ings, that I could re call Sa rah be ing happy to 
be up so early. We loaded the whole fam ily into the 
car along with our ther moses of cof fee and hot 
choc o late and left the house early that Sat ur day 
morn ing for the half-hour drive to a small town 
west of us. It was a gray driz zly morn ing, but our 
spir its were high as we headed off on this new ad
ven ture. 

I have never seen so many rab bits in one place. Big 
ones, lit tle ones, wooly ones, and vel vet ones. Each 
of them were ac com pa nied by their lov ing own
ers—some adults, some chil dren. There was a 
great deal of com mo tion as ev ery one pre pared for 
the show. Rab bit par a pher na lia filled the large 
room. I de cided to es cape the con fu sion by tak ing 
Riley for a walk. 

We paused out side of the build ing to put Riley’s 
jacket hood on. It was here that we met Everett, a 
blonde fifth grader who stared at Riley as he 
jumped ex cit edly in the light rain. I said hello and 
smiled at him. Everett took this friendly ges ture as 
an in vi ta tion to talk. 

“The kids at my school would call him a re tard,” he 
be gan. “I know they would.” 

I was sur prised by his open ness. His words stung 
me, still I was will ing to con tinue the con ver sa tion. 

“I think that’s sad,” I re plied, “be cause Riley re ally 
likes school and he es pe cially likes kids. I think 
that friends are re ally im por tant to him.” I paused 
as I tied the cord of Riley’s hood and tight ened the 
zip per closer to his chin. “ Some times peo ple are 
afraid of things they don’t know about,” I added. 
“Are you ever like that?” 

Everett im me di ately as sured me that, as an 
11-year-old, he was n’t afraid of any thing. 

had spot ted on the way into 
town. I knew it would n’t be 

open that early, but I wanted to browse through 
the win dows. Be sides, it was pleas ant out side in 
spite of the light rain and Riley was en joy ing the 
walk as well. We stopped at an in ter sec tion a block 
away. I glanced be hind me. There, a half-dozen 
steps be hind, stood Everett. 

“Would you like to walk with us?” I asked. He ea
gerly ran to Riley’s side. I asked if his par ents 
knew where he was. He told me a short walk 
would be okay with his dad. And so we con tin ued 
on our jour ney, in tro duc ing our selves, dis cuss ing 
our in ter est in rab bits, and talk ing with greater 
ease about be ing blind and deaf. I taught him 
sighted guide tech nique. He showed me what he 
could re mem ber of the man ual al pha bet he had 
learned in Boy Scouts. He asked a lot of ques tions. 
I an swered each of them. Even tually we de cided 
that it was time to re turn to the show. 

Riley and Everett walked and jumped to gether on 
the way back. They dis cov ered a cou ple of mud 
pud dles to stomp in. They held hands. They felt 
each other’s throats and laughed at the vi bra tions 
of their voices. I smiled as I watched them to
gether. It was I who now walked a half-dozen 
steps be hind the two of them–by their choice. 

They also chose to spend much of the day to
gether. Everett pa tiently and care fully showed 
Riley each of the three hun dred or so rab bits on ex
hibit. They ate do nuts to gether. They checked out 
the guinea pigs. They shared hot choc o late. 
Everett taught Riley how to eat “Now-n-Later’s,” 
a gooey, chewy candy in a tat tered wrap per that 
had ob vi ously been stuffed into his pocket for 
some time. They were in sep a ra ble. 

At the end of the day Everett told me he thought 
that Riley should be in 4-H. He had de cided that 
Riley could raise rab bits by touch and I agreed 
with his think ing. He said he wished Riley lived in 
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his town so that they could be in a 4-H Club to
gether. He said he would like that. 

Sa rah brought home three blue rib bons that night. 
She was beam ing with pride. Her ef forts had 
served her well. 

There is some thing to be said for per sis tence. I was 
re minded of that by Sa rah, two small boys, and a 
con ver sa tion about rab bits and re tards. 

* 	For those readers who prefer to digest the author’s points in a more 
traditional format, the author has graciously provided such a draft 
which Deaf-Blind Perspectives would be pleased to furnish upon 
request. —ED. 

Communication and Language

Acquisition:


To Teach or Not To Teach*

Kathleen Stremel


University of Southern Mississippi

One of the most im por tant, and of ten dif fi cult, in struc tion ar
eas for stu dents who are deaf-blind is com mu ni ca tion. Over 
the years our ap proach to teach ing com mu ni ca tion may 
have changed but our in tent re mains the same: to teach stu
dents the skills nec es sary for ef fec tive in ter ac tion with oth ers 
in their lives. The fol low ing ar ti cle ex am ines some of the his
tory of com mu ni ca tion in struc tion of stu dents with dis abil i 
ties, in clud ing stu dents who are deaf-blind.—ED. 

The Beginning 

Once upon a time there was a Training Maiden 
who was re spon si ble for as sess ing and teach ing 
lan guage to stu dents who had dis abil i ties. The 
King de creed that this train ing should be con
ducted in a quiet tur ret room, high in the cas tle. In 
this man ner, train ing would be held with out other 
dis trac tions. In those days “func tion al ity” was not 
yet in vented. The Training Maiden care fully se
lected stim uli that would be con sis tently pre
sented. She knew the spe cific re sponse that was 
be ing tar geted, the con di tions un der which this re
sponse would oc cur, and the ob ject/ac tiv ity that 
would be used to elicit this re sponse. Cor rect re
sponses, in cor rect re sponses, and ap prox i ma tions 
were re corded and an a lyzed so mod i fi ca tions 
could be made. In this man ner, the stu dents could 
be more suc cess ful in learn ing some as pect of lan
guage. This pro cess was called the ac qui si tion 
phase and, at that time, it was dis puted by few per
sons in the King dom. 

New Developments 

As this type of train ing con tin ued, there were 
some new de vel op ments in the King dom. It was 
noted that the stu dents were us ing few of their 
newly learned re sponses out side the quiet, tur ret 
room. Only the Training Maiden could get the stu
dents to talk or use their signs. Only the Court 
Jester could get the stu dents to play and laugh. 
Only the Knights could get the stu dents to work. 
The world out side that tur ret room was a whole 
dif fer ent world, a real world. There were many 
dif fer ent ob jects, ac tiv i ties, and per sons in volved 
in the af fairs of the cas tle and king dom. Many of 
these per sons did not know about the mag i cal 
tech niques that could be used to get the stu dents 
to state their wants and needs and make choices. 
Mem bers of the Round Ta ble de ter mined that the 
ac qui si tion phase was not the only phase of train
ing. Be hold, there was gen er al iza tion and main te 
nance of train ing as well. From that day for ward, 
train ing changed. And that was good. Change was 
nec es sary if things were to prog ress in the King
dom. Mer lin had a vi sion that these stu dents could 
be even more suc cess ful if their per spec tive was 
con sid ered. He de creed that all per sons should 
look more closely at the stu dents’ worlds and 
what might be im por tant to them. 

The Kingdom Gets Involved 
More and more stu dents with se vere dis abil i ties, 
in clud ing stu dents who were deaf-blind, were 
seen in the King dom. The ed u ca tional job be came 
too much for the Training Maiden alone, and 
right fully so. No one per son in the King dom was 
wise enough to an swer all the ques tions that arose. 
It was de cided that ev ery per son who had any 
kind of a re la tion ship with the stu dents would 
share the re spon si bil ity of in creas ing their com
mu ni ca tion skills. Mem bers of the Round Ta ble 
de clared that it was not enough to fo cus only on 
“how the stu dents com mu ni cated.” From that day 
for ward each per son also had to look at “why the 
stu dents com mu ni cated.” They had to re al ize that 
they had to be more sen si tive to each stu dent and 
that there were, in truth, many ways in which a 
stu dent could com mu ni cate. Be hold, a fa cial ges
ture, a slight move ment, a vo cal iza tion—with out 
be ing a word—could com mu ni cate some thing, 
some times, at least to some one who was spe cial in 
the life of that stu dent. It was de ter mined that all 
the “nat u ral” hap pen ings in the stu dents’ King
dom held po ten tial for many op por tu ni ties to 
com mu ni cate. And this was true. And the Mem
bers thought that in this way ev ery one would live 
hap pily ever af ter. Dif fer ent pro ce dures were de-
vel oped and eval u ated to show that the nat u ral 
King dom could pres ent many op por tu ni ties for 
de vel op ment of com mu ni ca tion, par tic i pa tion, 
and re la tion ships (Goetz, Gee, & Sailor, 1985; 
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Halle, 1982; Hart, 1985). And many stu dents flour
ished un der these new rules. 

Concerns in the Kingdom 
As there was less strife with other King doms, life 
within and out side the cas tle be came more ac tive. 
Knights, Knaves, La dies, Jesters, and Serfs all had 
a role in keep ing the King dom safe and pro duc 
tive. But as life went on, it was noted that the King
dom in its nat u ral state was not al ways as good as 
it could be, es pe cially for stu dents who were 
deaf-blind. The King and Queen con curred that all 
per sons, re gard less of rank of no bil ity or serf, 
should have a voice in the af fairs of the King dom. 
The Queen be came es pe cially con cerned that this 
was not the case for many stu dents who did not 
have the ad van tage of com mu ni cat ing at a dis
tance. Thus, her find ings were posted on the cas tle 
wall: 

First: Many com mu ni ca tion at tempts made by the 
stu dents have not been re sponded to. And for stu
dents with mul ti ple dis abil i ties, very few op por tu 
ni ties for com mu ni ca tion have been made 
avail able (Hought on, Bronicki & Guess, 1987). 
Over the years as stu dents with more se vere dis
abil i ties reached adult hood, their com mu ni ca tion 
at tempts di min ished, pos si bly in re la tion to the di
min ished op por tu ni ties for com mu ni ca tion or the 
noncontingent con se quences for their com mu ni 
ca tion ef forts (Cal cu la tor, 1988). For many of these 
stu dents, in struc tion be came pas sive rather than 
ac tive, with per sons act ing on, rather than with, 
the stu dents (Downing, 1988). Per sons in many of 
the en vi ron ments stim u lated the stu dents rather 
than tar get ing spe cific out comes that would lead 
to an in crease in ef fec tive com mu ni ca tion and 
greater par tic i pa tion in the King dom. 

Sec ond: Many teach ers did not un der stand the 
pro gres sive na ture of com mu ni ca tion and lan
guage and thus, un know ingly, sim ply nur tured 
af fec tive states of be hav ior (Stillman, 1992). 

Third: In fact, many stu dents who were 
deaf-blind were not ac quir ing higher forms or 
more ef fec tive com mu ni ca tion. It was dif fi cult for 
any one in the King dom, ex cept Mer lin, to learn 
any new skill when only 5–10 op por tu ni ties a day 
were avail able to learn the skill. Thus, it was noted 
that even the Knights who re peat edly prac ticed 
hit ting a tar get on a tree were more suc cess ful in 
hunt ing and in bat tle than those Knights who only 
shot  their  ar  rows in bat  t le .  Of  ten those 
nonpracticing Knights did not re turn from bat tle. 
How ever, the prac tic ing Knights who never had 
an op por tu nity to hunt or to go into bat tle soon be
came bored and lazy. 

In sum mary, the King and Mem bers of the Round 
Ta ble agreed that the ef fec tive ness of teach ing 
com mu ni ca tion and lan guage in highly struc
tured con texts with sys tem atic teach ing pro ce 
dures had been ad e quately dem on strated (Guess, 
Keogh, & Sailor, 1978). Whereas the ac qui si tion of 
com mu ni ca tion and lan guage based on di rect in
struc tion in 1:1 or small group for mats had been 
ef fec tive with many types of stu dents, the cor re 
spond ing use of the tar geted skills in more nat u ral 
en vi ron ments had of ten been dis ap point ing 
(Halle, 1988; Reichle & Keogh, 1985; War ren & 
Rog ers-Warren, 1980). 

Solutions 
Thus, in the years that passed, it was de ter mined 
that gen er al iza tion was only “real” if some be hav 
ior or skill had first been “ac quired.” The el ders 
de ter mined that pos si bly some of the new ways 
were in deed work ing for some stu dents, but not 
with oth ers. That some how, in all the years of “in
di vid u al iza tion,” they had missed look ing closely 
at the in di vid ual stu dent. They had not truly 
looked care fully to see what was work ing for some 
stu dents and not for oth ers—and why. A Round 
Ta ble sum mit was called to de ter mine the knowns 
and un knowns so that the Mem bers could re port 
back to the King and Queen. 

The Knowns.  A Sub com mit tee of the Round Ta
ble re viewed the mas sive lit er a ture and found 
some in ter est ing find ings. The need to uti lize both 
di rect in struc tion and the nat u ral en vi ron ment for 
those stu dents who in fre quently ini ti ated com mu 
ni ca tion and lan guage had been pro posed in the 
past (Keogh & Reichle, 1982; Holvoet, Guess, Mul
li gan, & Brown, 1980; Mac Don ald & Horstmeier, 
1978) but many teach ers of stu dents who were 
deaf-blind and se verely dis abled seemed to have 
for got ten this. Per chance, they thought words 
such as, en hanc ing, fa cil i tat ing, and pro mot ing, 
would make the stu dent’s com mu ni ca tion such. 
Thus, the Mem bers con sid ered the knowns: 
1. En gage ment:	  Those stu dents, who were learn ing to 

com mu ni cate more ef fec tively in their nat u ral en vi 
ron ment by us ing new forms, new uses of com mu ni 
ca tion, and com mu ni cat ing about more things to 
more peo ple, dem on strated high rates of en gage 
ment with their phys i cal and so cial en vi ron ment 
(Halle, 1988; Hart & Rog ers-Warren, 1978). Many of 
these stu dents had vi sion and hear ing abil i ties so 
they had the ad van tage of learn ing lan guage at a dis
tance. Thus, they could learn in ci den tally. 

2. Mo ti va tion:	  Ac tiv ities that af ford op por tu ni ties for 
com mu ni ca tion must also be mo ti vat ing to the stu
dent. That does not mean that ac tiv i ties that are mo ti 
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vat ing will nat u rally con tain fre quent op por tu ni ties 
for com mu ni ca tion. For ex am ple, work ex pe ri ences 
may be very mo ti vat ing and yet few op por tu ni ties 
for com mu ni cat ing wants and needs may be avail
able. Or, ges tur ing “fin ished” may only be re in forc 
ing if it is fol lowed by a cool drink. 

3. Rep e ti tion:	  Ac tiv ities that have fre quent cy cles of 
rep e ti tions also pres ent more op por tu ni ties to teach 
com mu ni ca tion than those ac tiv i ties in which a skill 
is not re peated. Ac tiv ities for youn ger chil dren are 
of ten more re pet i tive than age-appropriate ac tiv i ties 
for older stu dents. 

The Un knowns.  The Mem bers of the Round Ta ble 
re viewed the re port of the Sub com mit tee and an
nounced that there re mained a num ber of un an 
swered ques tions. 

l. Why do there re main so many stu dents who are 
deaf-blind, with other dis abil i ties, who do not make 
better prog ress in com mu ni cat ing? 

2. Are the teach ers no lon ger be ing taught by Mer lin to 
con duct di rect in struc tion or to de ter mine when it is 
nec es sary and for which stu dents? 

3. Are the ma gi cians the only ones able to use pro ce 
dures in the nat u ral en vi ron ments? 

4. Do the ma gi cians have to de velop new ways of teach
ing the teach ers? 

5. Do teach ers, who con duct di rect in struc tion, pro vide 
more op por tu ni ties in the nat u ral en vi ron ment than 
teach ers who do not con duct di rect in struc tion? Are 
they then, per chance, more re spon sive to the stu
dents’ forms and func tions of com mu ni ca tion? 

Summation 
The Mem bers of the Round Ta ble re ported to the 
King: Per chance, we need to look again at di rect 
in struc tion. 
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Deaf-Blind Perspectives 
To Be Or Not To Be A Journal 

Bud Fredericks

Executive Editor


This is the fourth is sue of Deaf-Blind Per spec tives. 
When we started this pub li ca tion we had the goal 
of cre at ing a fo rum for par ents and pro fes sion als 
to share ideas, opin ions, and re search. Be cause of 
the het er o ge ne ity of peo ple who are deaf-blind, 
we an tic i pated we might gen er ate some de bate. To 
some ex tent we have suc ceeded. We are re ceiv ing 
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some ar ti cles of opin ion and a few con tain ing re
search, but to date, we have gen er ated lit tle de
bate. 

We have also es tab lished jour nal-like stan dards 
for the pub li ca tion. Each sub mis sion is re viewed 
by at least three read ers who do not know the iden
tity of the au thor(s). This ex plains why some of 
you may have been asked to re vise your writ ing or 
may have had your ar ti cle re jected. 

We have es tab lished these rigid pub li ca tion stan
dards be cause we are con sid er ing con vert ing this 
news let ter to a jour nal. As we con sider this, we ap
pre ci ate any in put that you, the read ers of 
Deaf-Blind Per spec tives, may have. 

Some of the con cerns that en ter into our de lib er a 
tions for con ver sion to a jour nal are the fol low ing: 

•	 Are the readers interested in a journal? 
•	 Can we generate a sufficient number of articles 

to maintain the publication of a journal? 
•	 Are readers willing to pay a nominal fee for a 

journal? (The journal would be published at 
cost.) 

If we were to con vert Deaf-Blind Per spec tives to a 
jour nal, we an tic i pate that it would 

•	 Maintain rigid standards for publication and

continue the practice of having submitted

articles reviewed by a jury of peers.


•	 Have no established philosophical orientation 
and would entertain articles with differing 
views. 

•	 Accept for publication an eclectic array of 
writings—research articles, conceptual pieces, 
and submissions—that present practices and 
opinions from parents and providers. 

We rec og nize that this lat ter char ac ter is tic would 
cause our jour nal to dif fer from many ex ist ing re
search jour nals. We main tain that such a fea ture is 
nec es sary if we are to re tain the abil ity to rep re sent 
the wide di ver sity of views that are pres ent. 

We are strug gling with this de ci sion re gard ing 
con ver sion of this news let ter to a jour nal. We seek 
your opin ions about such a change. 

Please con tact us at: 
Deaf-Blind Per spec tives 
345 N. Monmouth Ave. 
Monmouth, OR 97361 

ph: (503) 838-8401 
TTY: (503) 838-8821 
fax: (503) 838-8150 
dbp@wou.edu. 

Recreation and Leisure* 
Lauren Lieberman

Doctoral Student


Oregon State University


Peo ple join rec re ational groups for many rea
sons—for fun, ex er cise, and meet ing oth ers. They 
look for ward to Tues day bowl ing, Sat ur day hikes, 
Sunday book dis cus sions. Best of all, when peo ple 
take time off from ev ery day re spon si bil i ties, they 
re turn to them later, re freshed. In a way, rec re 
ation re-CREATES us. 

Peo ple who are deaf-blind and have cog ni tive dis
abil i ties en joy rec re ational ac tiv i ties just as you 
and I do. To com bat the iso la tion and lack of in de 
pend ence that of ten re sult from their dis abil i ties, 
they NEED them even more than we do. 

Start with the Individual 

What is he or she interested in? 

•	 What types of rec re - • What are this per son’s fa
ation has he or she par- vor ite ac tiv i ties? 
tic i pated in pre vi ously? 

•	 With whom does he or • At what time of day is 
she pre fer to spend lei- rec re ation most en joy 
sure time? able for this per son? 

Peo ple who are deaf-blind are as di verse in their 
in ter ests as ev ery one else. Check the list be low for 
some ideas. Re mem ber, this list is only a start. 

Fitness Activities 
aerobics running 
swimming cross-country skiing 
walking weight lifting 
track and field gymnastics 
wrestling bicycling (stationary/tandem) 

Outdoor Activities 
fishing camping

hiking canoeing

kayaking horseback riding

sledding rowing


Home Activities 
cooking gardening

needlepoint knitting

arts and crafts listening to music


Table Games 
card games bingo

dominoes board games (chess, checkers, etc.)


Community Activities 
bowling ice skating

roller skating dances (folk/social)

martial arts diving


Sports Activities1 

* This article is available as a fact sheet from DB-LINK. To request your 
copy(ies), refer to the contact information at the end of this article.—ED. 
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USABA Special Olympics 
AAAD community leagues 
school sports goal ball (individuals with hearing) 

What Activities are Age-Appropriate? 

Age-appropriate ac tiv i ties are those ac tiv i ties nor
mally found in the in di vid ual’s cul ture and geo
graphic lo ca tion that are geared to the in di vid ual’s 
chro no log i cal age. 

Ob serve other peo ple of the same chro no log i cal 
age to de ter mine what ac tiv i ties are ap pro pri ate. 
Some ex am ples of age-appropriate ac tiv i ties en
joyed by teen ag ers in our cul ture are bowl ing, 
danc ing, swim ming, and video games. Ac tiv ities 
which are not ap pro pri ate for this age are 
duck-duck-goose, rid ing chil dren’s tri cy cles, or in
ter act ing with pre school toys. Many chil dren who 
are deaf-blind will choose an in ap pro pri ate ac tiv 
ity. Our goal is to broaden their ex pe ri ence and 
move them on to choices that are ap pro pri ate. 
What is Safe? 

If the in di vid ual is en gag ing in a new fit ness pro
gram, the phy si cian should be in formed. If there is 
a heart con di tion, a po ten tial for ret i nal de tach 
ment, tubes in the ears, or a shunt, the phy si cian 
will then in form the staff or par ents of any cau
tions that must be taken. But re mem ber, al most 
any ac tiv ity can be adapted for in di vid ual needs. 
What is Available? 

Find out what rec re ational ac tiv i ties are avail able 
at the per son’s home and school. Con sult with the 
fol low ing groups to see what is avail able in the 
com mu nity. 

• YMCAs/YWCAs 
• church leagues/synagogue leagues 
• community leagues 
• college- or university-affiliated programs 
• local deaf clubs 
• local associations for the blind 

Research the Communication Patterns 
It is im por tant to de ter mine each per son’s com mu 
ni ca tion pat terns and needs. For ex am ple, he or 
she may use augmentative com mu ni ca tion de
vices such as sched ule boxes and com mu ni ca tion 
boards that use sym bols, pic tures, ob jects, and/or 
words. Since each per son will have de vel oped 
unique ways of us ing these, you will ben e fit from 
all the in for ma tion you can gather. This can be as 
easy as look ing in the files or get ting the in for ma 
tion from pre vi ous teach ers, res i den tial per son nel, 
par ents, sib lings, or peers. You’ll soon find that 
each per son is unique. 
1 Work with clubs and organizations for those who are deaf to encourage 

individuals who are deaf-blind to participate in social activities to 
reduce isolation. 

Develop a Plan 
Once the above steps have been taken, you can de
velop a rec re ation plan. This plan should in clude 
short- and long-term ob jec tives that have been de-
vel oped, if pos si ble, by a team con sist ing of the in
di vid ual, the fam ily, and the staff. Re mem ber that 
the over all goal is to find an ac tiv ity that will be 
fun and will pro vide re lax ation. Be sure to set the 
stage for suc cess ful rec re ation. 

Maintain Interest 
Establish a Time Period 

Es tab lish a pe riod of time that is ap pro pri ate for 
try ing out a new ac tiv ity. At the end of the pe riod, 
let each per son eval u ate the plea sure de rived from 
the ac tiv ity. He or she can then de cide whether or 
not to con tinue. Use of a time pe riod helps pre vent 
feel ings of fail ure; it also en sures that enough time 
is given to the ac tiv ity to pro vide ad e quate in for 
ma tion for mak ing a good de ci sion. For ex am ple: 
17-year-old Rob ert chooses Tae Kwon Do in the 
com mu nity club. The par ents sug gest a 6-week 
ses sion to de ter mine if he en joys the ac tiv ity. At 
the end of the 6 weeks, Rob ert may choose to con
tinue, or he may end the ses sion and choose an
other ac tiv ity. 
Select the Proper Time of day for the Activity 

Try to sched ule the rec re ational ac tiv ity for the 
time it is most needed to meet in di vid ual needs. 
For ex am ple: Amy is a 14-year-old who is in an ed
u ca tional set ting. She is faster than her peers at 
get ting dressed in the morn ing. As a re sult, Amy 
has 20-25 min utes ev ery morn ing when she has 
noth ing planned, and there are not enough staff to 
di rect her play or an ac tiv ity. She used to en gage in 
self-abuse and be came in tensely ag i tated. When 
the rec re ation spe cial ist noted that Amy loves to 
ride the sta tion ary bike, the bike was made eas ily 
ac ces si ble to her. Now, ev ery morn ing, Amy gets 
on the bike and rides for 20-25 min utes. She does 
not be come ag i tated, and her self-abusive be hav 
ior has de creased. 
Modify the Activity When Necessary 

Most rec re ational ac tiv i ties were de vel oped with 
hear ing and sighted peo ple in mind. In many 
cases, an ad ap ta tion that is rel a tively mi nor can 
make these ac tiv i ties en joy able and safe for those 
who are deaf-blind. For ex am ple, the chil dren in 
Shan non’s Girl Scout troop go roller skat ing ev ery 
week. Shan non, like many young in di vid u als who 
are deaf-blind, has dif fi culty keep ing her bal ance. 
By us ing a skate aid de vice, Shan non can safely 
par tic i pate in roller skat ing. 
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Ask each per son if he or she pre fers the help of a 
guide or as sis tance from peers. How ever, be aware 
that some per sons may pre fer ac tiv i ties that pro
mote per sonal in de pend ence. 

Discover the Best Ways to Teach 
The fol low ing teach ing strat e gies will help each 
in di vid ual suc ceed and make the learn ing pro cess 
more ef fec tive. 
Orient the Individual to the Playing Area 

Give each per son the op por tu nity to ex plore and 
be come fa mil iar with the equip ment in volved, 
other per sons in the room, and the phys i cal site. 
The ab sence of re li able vi sual and au di tory in put 
makes this a time-consuming pro cess, but it is es
sen tial. 
Explain 

Se lect lan guage (oral, sign, or augmentative sys
tems) ap pro pri ate to the pu pil’s func tion ing level 
and com mu ni cate the key points of the skill. 
Demonstrate 

This is a prac ti cal teach ing strat egy only for per
sons with us able vi sion. 
Use Brailling or Feeling and Imitation 

In this method, the in di vid ual who is deaf-blind 
feels the in struc tor ex e cute the skill or ac tiv ity be
ing taught. The skill must be care fully an a lyzed by 
the dem on stra tor prior to the in struc tion in or der 
for the dem on stra tion to be ef fec tive. 
Use Physical Guidance/Hand Over Hand 

Place the stu dent’s body and/or limb(s) into the 
ap pro pri ate po si tion and help him or her per form 
the de sired move ments at the pre ferred speed. 
Phys i cal guid ance can range from to tal phys i cal 
as sis tance to a gen tle touch that prompts him or 
her to com plete a task. 
Enable Choice Making 

Many peo ple who are deaf-blind go through their 
days with some one else mak ing de ci sions for 
them. When they get in volved in rec re ational ac
tiv i ties, they must use choice-making skills. Be gin 
with sim ple choices. First, of fer two ac tiv i ties and 
al low him or her to choose the or der in which they 
will be done. Next, give a choice of two or three ac
tiv i ties and let him or her choose which one to per
form. As each per son in creases in abil ity to make 
choices, re move prompt ing and al low more in de 
pend ence in de ci sion mak ing. 
Use Additional Strategies 

Be gin with the amount of as sis tance that will en
sure de sired per for mance and suc cess. 

Com bine teach ing tech niques to en sure the in di 
vid ual is learn ing as much as pos si ble. For ex am 
ple, Eddie is 16 and learn ing the game of T-ball. He 
is deaf and has some re sid ual vi sion. When stand
ing at bat in the game, Eddie needs to be re minded 
of which way to stand and when to bat the ball. 
The in struc tor mod els which way to stand, signs 
“hit the ball,” and taps Eddie on the el bow. Eddie 
than bats the ball off the “T.” In this case, both ex
pla na tion and phys i cal guid ance tech niques are 
used. 

Be aware of the in di vid ual’s re sponses. Try to min
i mize as sis tance as soon as you feel the in di vid ual 
is learn ing the skill in the ap pro pri ate man ner. 

Pro vide im me di ate and ac cu rate feed back so that 
he or she can make nec es sary ad just ments be fore 
the next at tempt (McInnes & Treffry, 1993). 

Al low each per son to prac tice the skill in an en vi 
ron ment that is as nor mal as pos si ble. This will al
low the trans fer of skills to oc cur much more 
eas ily. 

Be pa tient. Prog ress may be slow due to learn ing 
the new skill as well as learn ing a new ter mi nol ogy 
to go with it. 

De crease phys i cal in volve ment cues to cues that 
are nat u ral or typ i cal to ini ti ate de sired per for 
mance. For ex am ple, in a dance unit, start with 
hand-over-hand as sis tance (un less he or she has 
enough abil ity to start with a less in tru sive cue) 
and work to ward a touch cue to ini ti ate de sired 
move ment. 

Be sure hear ing aids and glasses are on and func
tion ing (un less, of course, you are in the pool). 

Be sure to se lect lei sure ac tiv i ties that are chro no 
log i cally age ap pro pri ate and also are uti lized by 
the gen eral pop u la tion (Hamre-Nietupski, 
Nietupski, Sandvig, Sandvig, & Ayres, 1984). 

Con sider  fea tur  ing in  di  vid u als  who are 
deaf-blind who have spe cial rec re ational tal ents 
on lo cal news shows to raise pub lic aware ness. 
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Goetz,L., Guess, D., & Stremel-Campbell, K. (Eds.). (1987). In 
no va tive pro gram de sign for in di vid u als with dual sen sory 
im pair ments. Bal ti more, MD: Paul H Brooks. 

Nesbitt, J. A. (1975). Play rec re ation and lei sure for peo ple who 
are deaf/blind. Iowa City: Uni ver sity of Iowa, Na tional In sti 
tute on Pro gram De vel op ment and Training in Rec re ation 
for Deaf/Blind Children, Youth and Adults. 
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For cop ies or in for ma tion, con tact DB-LINK. 
345 N. Monmouth Ave 
Monmouth, OR 97361 
voice (800) 438-9376 
TTY: (800) 854-7013 
dblink@tr.wou.edu 

DB-LINK (The Na tional In for ma tion Clear ing house on Children Who Are 
Deaf-Blind) is funded through Co op er a tive Agree ment No. HO25U20001 by 
the U.S. De part ment of Ed u ca tion, OSERS, Spe cial Ed u ca tion Pro grams. 
The opin ions and pol i cies ex pressed by DB-LINK do not nec es sar ily re flect 
those of the U.S. De part ment of Ed u ca tion. 

Request for Assistance 
The 307.11 Pro ject staff of Ar i zona, Utah, Col o 
rado, and New Mex ico are gath er ing in for ma tion 
on work ing with fam i lies of cul tural di ver sity. 
The three ar eas of in ter est in clude the fol low ing: 

•	 information about sensory impairment that 
is presented in a language other than 
English 

•	 information on how to work with families 
from different cultures 

•	 information about the state of national

resources on multicultural education for

families with children who are disabled


If you have any in for ma tion you would like to 
share, please send it to: 

Tanni An thony 
Col o rado Dept. of Ed u ca tion 
201 E. Colfax Ave 
Den ver, CO 80203 

ph: (303) 866-6681 
fax: (303) 866-6811 

For Your Library 
Ain’t Misbehavin’: Strat egies for  Im proving the 
Lives of Stu dents who are Deaf-Blind and Pres ent 
Chal leng ing Be hav ior 
by Outreach Department of Texas School for the Blind and
Visually Impaired. Austin: 1993 

This video tape of fers prac ti cal strat e gies for proactively avoid
ing in ter ac tions which chal lenge re la tion ships. It is valu able to 
fam i lies, ed u ca tors, ed u ca tional sup port staff, in-home and res i 
den tial sup port pro vid ers, friends and com mu nity mem bers, 
and any one else who reg u larly in ter acts with a child who is 
deaf-blind. The cru cial links be tween be hav ior and the is sues of 
com mu ni ca tion, con trol, and qual ity of life are ex am ined. A copy 
of the script ac com pa nies the video and is avail able in braille 
upon re quest. Length: 16 min utes, cost: none send a blank VHS 
tape (30 min utes min i mum) and re quest this ti tle. 
To or der con tact: 
Out reach De part ment
 Texas School for the Blind and Vi sually Im paired 
1100 West 45th Street 
Aus tin, TX  78756 
ph: (512) 454-8631 

Thank You! 
The ed i tors of Deaf-Blind Per spec tives would like to 
ex tend a spe cial thank you to the fol low ing in di vid 
u als who have do nated their time to re view all of the 
manu scripts sub mit ted to Deaf-Blind Per spec tives for 
pos si ble pub li ca tion in Vol ume 1, Is sues 1–3. 

Harry An der son 

Bruce Bull 

Bruce Dalke 

Joyce Ford 

Bud Fredericks 

Jay Gense 

Barbara McLetchie 

Kathy McNulty 

John Reiman 

Marianne Riggio 

Art Roehrig 
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NFADB Membership Drive

Join the National Family Association for Deaf-Blind


NFADB has been es tab lished to ad dress the needs of fam i lies of peo ple who are deaf-blind. If you would 
like to join this na tional non-profit or ga ni za tion, please com plete and re turn this cou pon. 

Reg u lar Mem ber ships: any per son who is deaf-blind, the par ent, guard ian, adult sib ling, or other 
in di vid ual hav ing a sim i larly close in ter per sonal re la tion ship with a per son who is deaf-blind.

  Reg u lar - One Year $15 Three Years $30 Life time $100 

As so ci ate Mem ber ships: in di vid u als in ter ested in sup port ing the mis sion and pur pose of the As so ci a 
tion.

  As so ci ate - One Year $25 Three Years $60 

Or ga ni za tional Mem ber ships: any re spon si ble and es tab lished par ent/fam ily or ga ni za tion in ter ested in 
sup port ing the mis sion and pur pose of the As so ci a tion.

  Or ga ni za tional - One Year $100 Three Years $250 

Con trib uting Spon sors are those in volved by rea son of mon e tary or other gifts of value to the 
As so ci a tion.

  Con trib uting Spon sor - $ __________ 
Only reg u lar mem bers are en ti tled to vote and are el i gi ble for elec tion to of fice. All mem bers au to mat i cally re

ceive the NFADB mem ber ship kit and tri-annual news let ter. 

Name _____________________________________Or ga ni za tion 

Street __________________________________City_________________________State ______Zip 

How old is the per son who is deaf-blind? __________ Their re la tion ship to you is _______ 

What is the cause of this per son’s deaf-blindness? __________________________________ 

Please re turn with check pay able to NFADB to: 

NFADB 
111 Mid dle Neck Rd 
Sands Point, NY 11050-1299 

ph: (800) 255-0411 ext 275 
TDD: (516) 944-8637 
fax: (516) 944-7302 
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For Your Rolodex 
Col lab o ra tion Among Par ents and Health Pro fes 
sionals (CAPP) 

CAPP is a par ent-run re source sys tem for chil dren with spe cial 
health needs and their fam i lies. The pur pose of the pro ject is to 
de velop a par ent or ga nized, na tion ally co or di nated sys tem that 
will main tain and strengthen par ent and fam ily in volve ment in 
health care. The pro ject is built upon the rec og ni tion that un der 
stand ing the needs of fam i lies is cen tral to achiev ing this na tion’s 
agenda for fam ily-centered, com mu nity based, co or di nated care. 
CAPP pro vides writ ten ma te ri als, train ing pack ages, work
shops, and pre sen ta tions for fam i lies and pro fes sion als. 

Con tact: 
CAPP 
95 Berke ley Street., Suite 104 
Boston, MA 02116 
ph: (617) 482-2915

 (800) 331-0688 

Sib ling Sup port Pro ject 

The goal of the Sib ling Sup port Pro ject is to fa cil i tate the cre ation 
of state wide sys tems of peer sup port and ed u ca tion pro grams for 
broth ers and sis ters of chil dren with spe cial needs. This is  ac
com plished by pro vid ing train ing, pro vid ing dem on stra tion and 
tech ni cal as sis tance to pro jects and agen cies, dis sem i nat ing 
writ ten ma te ri als and pre sen ta tions, and de vel op ing and re fin 
ing prod ucts re lated to peer sup port and ed u ca tion pro grams. 

Con tact: 
Sib ling Sup port Pro ject 
Children’s Hos pi tal and Med i cal Cen ter 
4800 Sand Point Way NE 
Se at tle, WA  98105 
ph: (206) 368-4911 

Na tional Cen ter on Ed u ca tional Re struc turing and 
In clu sion (NCERI) 

NCERI is con cerned with in clu sion of stu dents with dis
abil i ties in the con text of broad ed u ca tional re struc tur ing. 
To ward this goal, NCERI ad dresses is sues of na tional and 
lo cal pol icy; dis sem i nates in for ma tion about pro grams, 
prac tices, eval u a tion, and fund ing; pro vides train ing and 
tech ni cal as sis tance to school dis tricts and state de part 
ments of ed u ca tion; builds a net work of in clu sion dis
tricts; iden ti fies in di vid u als with ex per tise in in clu sion 
and con ducts re search. 

Con tact: 
NCERI 

Fall 1994 

Grad u ate School and Uni ver sity 
Cen ter City Uni ver sity of New York 
33 West 42 Street. 
New York, NY 10036-8009 
ph: (212) 642-2656 

Par ent Ad vo cacy Co ali tion for Ed u ca tional Rights 
(PACER) 

PACER is an ed u ca tional ad vo cacy or ga ni za tion pro vid 
ing par ent ed u ca tion and train ing to help par ents un der 
stand the spe cial laws and in for ma tion on how to ob tain 
spe cial ed u ca tion school pro grams for their chil dren and 
young adults. PACER of fers work shops and pro grams on 
a va ri ety of top ics as well as inservice train ing, in ter 
preter ser vices, com puter re source cen ter, tran si tion plan
ning, news let ters, book lets, vid eos, and other ma te ri als 

Con tact: 
PACER 
4826 Chi cago Av e nue South 
Min ne ap o lis, MN  55417-1055 
ph./fax: (612) 827-2966 
(800) 53PACER (Min ne sota only) 
TTY: (612) 827-3065 
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KANSAS 

A se ries of three staff de vel op ment train ing ses sions 
are be ing spon sored in a col lab o ra tive ef fort by per
son nel from four pro jects. Those pro jects are the 
Kan sas Ser vices for Stu dents with Dual Sen sory Im
pair ments Pro ject, HKNC-TAC Pro ject, TRACES 
Pro ject, and the Kan sas Dual Sen sory Im pair ment 
Pi lot Pro ject: Pro moting Ac cess for Children with 
Exceptionalities. Each ses sion is de signed to build 
on the in for ma tion pro vided in pre vi ous train ing 
ses sions, but par tic i pants may elect to at tend one, 
two, or all three of the ses sions. Fol low-up tech ni cal 
as sis tance from the Kan sas Deaf-Blind Pro ject is 
pro vided for those par tic i pants who com plete all 
three ses sions. 

The first ses sion was July 25–29, 1994, in To peka, 
Kan sas. The in sti tute ac tiv i ties were fa cil i tated by 
Terry Rafalowski-Welch and guest speak ers in
cluded Pam Cress, Pro gram Co or di na tor of a spe cial 
pro ject to pre pare per son nel to pro vide vi sion 
screen ing and eval u a tion ser vices to chil dren from 
birth to three years of age; Joan Hought on, Pro gram 
As so ci ate from HKNC-TAC; John Mascia, Co or di 
na tor of Au di o log i cal Ser vices at HKNC; and Sally 
Rob erts, As sis tant Pro fes sor at Kan sas Uni ver sity 
and Pro ject Di rec tor of a pro ject to pre pare ed u ca 
tional in ter pret ers for the deaf. Topics in this 
one-week in sti tute in clude ba sic anat omy of the au
di tory and vi sual sys tems; as well as in ter pre ta tion 
of the re sults from both med i cal, func tional, hear ing, 
and vi sion eval u a tions for the pur pose of de sign ing 
in struc tion. Ad di tional top ics in cluded con sid er 
ation of sen sory im pair ments in the de sign of com
mu nity-based in struc tion, as well as the im pact of 
dual sen sory losses on plan ning, im ple ment ing and 
eval u at ing in struc tional pro grams. 

The sec ond in a se ries of ses sions will oc cur in the fall 
with a fo cus on com mu ni ca tion in ter ven tion. The 
third ses sion will oc cur in the win ter with a fo cus on 
ori en ta tion and mo bil ity in ter ven tion for in di vid u 
als who are deaf blind. 
For ad di tional in for ma tion con tact: 

ARKANSAS 

In 1992 a need was iden ti fied for train ing ser vice pro vid 
ers and fam i lies in the area of func tional as sess ment of vi
sion and hear ing and sub se quent ad ap ta tion of ma te ri als 
and ac tiv i ties for chil dren who are deaf-blind. This need 
was met through group in struc tion and on-site con sul ta 
tion which fo cused on two stu dents who are deaf-blind in 
the Lit tle Rock Pub lic Schools. 

In Sep tem ber, 1993, while im ple ment ing the con sul tants’ 
rec om men da tions, it was noted that there was also a need 
for train ing ser vice pro vid ers and fam i lies in ef fec tive 
prac tices for com mu ni ca tion and ori en ta tion and mo bil ity 
for these stu dents. There fore, dur ing the 1993–1994 
school year tech ni cal as sis tance was pro vided by two con
sul tants with ex per tise in these ar eas. As be fore, there was 
on-site con sul ta tion with child-specific rec om men da tions 
for three iden ti fied stu dents. Large group in struc tion on 
these top ics was pro vided at the state wide con fer ence, Spe
cial Show, in July, 1994. 

Al though only three stu dents re ceived hands-on tech ni cal 
as sis tance, the tech niques and strat e gies sug gested will be 
ap pli ca ble to many other stu dents with sen sory im pair 
ments and mul ti ple dis abil i ties. 

In ad di tion, the 307.11 co or di na tor is work ing to de velop 
these class rooms as im ple men ta tion sites which can then 
be used when other lo cal ed u ca tion agen cies in Ar kan sas 
want to rep li cate the ef fec tive prac tices dem on strated here. 
For ad di tional in for ma tion con tact: 

Teresa Coonts 
Pro ject Co or di na tor 
(501) 682-4222. 

CALIFORNIA 

Par ents and teach ers in Cal i for nia are get ting “Just the 
Facts!” and smil ing about it. Spe cial ists with Cal i for nia 
Deaf-Blind Ser vices (CDBS) have de vel oped over 20 fact 
sheets for teach ers, fam i lies, and oth ers who work with in
di vid u als who are deaf-blind. The fact sheets are sin
gle-topic in for ma tion pages that are writ ten to be eas ily 
un der stood. They are de signed for the be gin ning pro fes 
sional and oth ers who may not have ex ten sive back ground 

Regional Reports 

Julie Mohesky-Darby 
Kan sas D/B Pro ject 
(913) 296-3953 

Cheryl Ken nedy 
TRACES Pro ject 
North east Re gional Co
or di na tor 
(412) 648-7176 

or train ing in this area. In co op er a tion with TRACES and 
states in the West ern Re gion, fact sheets have been de vel 
oped to ad dress med i cal is sues, light sen si tiv ity, ba sic in
ter ac tion and com mu ni ca tion, ideas for rec re ation and 
lei sure, and many more top ics. New fact sheets are de vel 
oped based on re quests from fam i lies and teach ers. 
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The fact sheets have re cently been trans lated into Span ish, 
al low ing many more fam i lies to in crease their ef fec tive ness 
and in volve ment in plan ning and sup port ing the ed u ca 
tional pro grams for their chil dren. TRACES is as sist ing 
CDBS in trans lat ing the fact sheets into sev eral South east 
Asian lan guages and other Pa cific Rim lan guages. Fact 
sheets in these lan guages will be avail able be gin ning early 

VIRGINIA


Ka ren Goehl Margie Briley 
In di ana Deaf-Blind Re gional Co or di na tor 
Pro ject TRACES 
(812) 237-2830 (412) 648-1424 

TRACES (Teaching Re search As sis tance to Children Ex pe ri encing Sen sory 
Im pair ments) is funded through Co op er a tive Agree ment No. HO25C30001 
by the U.S. De part ment of Spe cial Ed u ca tion, OSERS, Spe cial Ed u ca tion 
Pro grams. The opin ions and pol i cies ex pressed by TRACES do not nec es sar 
ily re flect those of the U.S. De part ment of Ed u ca tion. 

in 1995. The fact sheets will also be sup ported with mul ti -
me dia. CDBS and TRACES are de vel op ing sev eral video 
tapes that will graph i cally il lus trate and en large the in for -
ma tion avail able in the writ ten pages. The fact sheets in 
Eng lish have been made avail able on SpecialNet on the Na-
tional Deaf-Blind Bul le tin Board and are in cluded in the 
DB-LINK col lec tion. Ad di tional fact sheets will be dis sem -
i nated as they be come avail able. 

For ad di tional in for ma tion con tact: 

Steve John son 
CDBS 
Cal i for nia De part ment of Ed u ca tion 
515 L Street, Room 270 
Sac ra mento,  CA 95814 
(916) 327-3502 
SpecialNet: CA.SE. John son 

INDIANA 

Six teach ers of stu dents who are deaf-blind have re cently 
com pleted their fourth and fi nal sum mer in sti tute lead ing 
to their des ig na tion as men tor teach ers. These men tors 
sup port other In di ana teach ers in the im ple men ta -
tion of ed u ca tional best prac tices for stu dents who 
are deaf-blind. 

Sum mer In sti tute IV was con ducted July 11-15, 1994 
at In di ana State Uni ver sity. Topics for the week in-
cluded hous ing op tions and com mu nity sup ports for 
young adults in In di ana who are deaf-blind, par ent 
per spec tives on ed u ca tional plan ning for their child, 
re sources avail able through state agency pro grams 
for chil dren and youth who are deaf-blind, assistive 
tech nol ogy and augmentative com mu ni ca tion strat-
e gies, and a ses sion on meet ing the vi sual needs of 
stu dents who are deaf-blind. 

The men tor teach ers left the sum mer in sti tute with 
tech ni cal as sis tance re spon si bil i ties for the up com -
ing school year. Ac tion plans were de vel oped by 
each men tor. Fol low-up sup port will be pro vided by 
the In di ana 307.11 pro ject co or di na tor. The men tor 
teach ers will also at tend a week end re treat in Sep-
tem ber, 1994. The top ics for this re treat are the use of 
cre ative prob lem-solving strat e gies and how to re-
cruit and train the next co hort of men tor teach ers. 
For ad di tional in for ma tion con tact: 

The Vir ginia 307.11 Pro ject has just com pleted its 
first Sum mer In sti tute for par ents, ser vice per son nel 
and teach ers of chil dren who are deaf-blind. Pre-
senters and guests from around the United States 
and Can ada were given an over all view of chil dren 
who are deaf-blind, from the per spec tives of com mu -
nity mem bers, the fam ily, and ed u ca tion per son nel. 

Many of the par tic i pants came to the in sti tute as part 
of an ed u ca tional team, oth ers made ad di tional con-
tacts with other teach ers from their area, and all gath-
ered in for ma tion on team build ing. These teams and 
in di vid ual teach ers will in cor po rate the ac tion plans 
de vel oped in the Sum mer In sti tute into the new 
school year. Par tic i pants will also en cour age par ents 
to be more in volved in the ed u ca tional de ci sions as 
part of the ed u ca tional team. Better in ter ac tion of 
school, home, and com mu nity—with the child at the 
cen ter—is the goal of this and fu ture sum mer in sti -
tutes. 

For ad di tional in for ma tion con tact: 

Toni Waylor-Bowen 
South east Re gional Co or di na tor 
TRACES Pro ject 
(404) 651-4089 
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Sorting Out the Challenges of

Fatherhood:


Vision and Reality

Robert W. Moore


Parent

This ar ti cle shares the per spec tive of one fa ther of a child who 
is deaf-blind. The ed i tors of <MI%-1>Deaf-Blind Per spec 
tives would like to in vite other par ents to share their 
views.—ED. 

Be ing a fa ther is one of life’s great chal
lenges. This is true re gard less of the cir cum stances in 
which a man takes on that role. One prob lem I have 
faced as the fa ther of a child who is deaf-blind and 
has other dis abil i ties is sort ing out which parts of my 
ex pe ri ence are reg u lar fa ther-role chal lenges and 
which re sult from an ex tra in cre ment of chal lenge 
due to my son’s se ri ous, mul ti ple dis abil i ties. Here is 
what I have come to think as I sort out my own ex pe 
ri ence. Other fa thers will no doubt have dif fer ent in
ter pre ta tions of their ex pe ri ences which are equally 
le git i mate. Per haps some of what fol lows is rel e vant 

vi sion I had con structed of him. I was pre pared to 
work through ad o les cent con flict when it came in a 
de cade or so. I ex pected to move be yond it into a life
time of sat is fac tion as my son’s adult friend. 

Lew was born in the late sum mer of 1981 af ter a 
seem ingly nor mal preg nancy, la bor, and de liv ery. It 
was n’t un til he was 5 months old that the ev i dence of 
prob lems was too strong to deny. Af ter 2 more 
months, filled with a mul ti tude of med i cal tests and 
con sul ta tions, we learned that Lew had suf fered a 
brain in jury of un known or i gin. He had a sei zure dis-
or der and ce re bral palsy. In the next few years other 
di ag no ses were added, in clud ing func tional 
deaf-blindness and se vere men tal re tar da tion. De
spite his as sets (he is a hand some child with a sweet 
dis po si tion), Lew faced life long de pend ence and on-
go ing de vel op men tal and med i cal chal lenges. 

Be fore Lew was 6 months old, I be gan to grieve for 
the loss of my vi sion of him. I be lieve some of my 
grief was much like that to which ev ery fa ther is vul
ner a ble as his child moves away from that early pa
ren tal vi sion into adult hood. There were some 
im por tant dif fer ences for me, how ever. Per haps to the ex pe ri ences of moth

ers as well, but I’ll let 
women speak for them
selves and in ter pret their 
own ex pe ri ences. 
When Cherry told me she 
was preg nant, it pleased 
and ex cited me. We were 

“From the mo ment I knew I was 
go ing to be a fa ther, I be gan cre
at ing a vi sion of my child.” 

other fa thers of chil dren 
with dis abil i ties or spe cial 
health needs have ex pe ri 
enced some of these dif
fer ences as well. 

The first dif fer ence was 
that I ex pe ri enced the loss 

end ing a de cade as mar ried stu dents and we were in 
our early thir ties. The time to start our fam ily had ar
rived. It made me proud when it ap peared we had 
got ten a “hit” on our first try at preg nancy. I em
braced my new role as fa ther-to-be with joy and ex
pec ta tion. 

From the mo ment I knew I was go ing to be a fa ther, I 
be gan cre at ing a vi sion of my child. I built that vi sion 
with per sonal ex pe ri ence, mem o ries, and cul tural re
sources, ideas and im ages about “childkind.” As the 
preg nancy pro gressed, we un der took our house hold 
prep a ra tions, Lamaze train ing, and so cial cel e bra 
tions. I be came more com mit ted to my vi sion. I even 
learned through ul tra sound about 2 months be fore 
de liv ery that I could ex pect a son. 

I be lieve this vi sion-making pro cess is a nor mal part 
of tak ing on the role of a fa ther. As with most vi sions, 
how ever, mine was ide al ized, over sim pli fied, and 
un re al is tic. That was okay, though. There would be 
time enough to bring my vi sion into con for mity with 
re al ity as my son grew.  I ex pected ad o les cence 
would be the time of the great est chal lenge as my son 
cre ated his own adult iden tity, sep a rate from the one 
his mother and I had sup plied for him. I would have 
to face the fact that my son would grow into a per son 
with a mix ture of strengths and weak nesses, that he 
would be come more com plex and more real than the 

of my vi sion for my son much ear lier than I ex pected, 
ear lier than nor mal, I be lieve. I imag ined that ad o les 
cence would be the cli max of my con fron ta tion with 
the fact that my vi sion was in ad e quate to ex plain the 
re al ity that my son would be come. It was pain ful for 
me to take up this de vel op men tal chal lenge in my 
own life more than a de cade be fore I ex pected it. 

The sec ond dif fer ence was that I ex pe ri enced the 
whole loss of my vi sion in a very short span of time. 
Rather than a grad ual, part-by-part giv ing up of my 
vi sion, it quickly be came clear that the whole of my 
vi sion was in ap pro pri ate to the re al ity that was 
Lew’s life. I could n’t re vise my vi sion grad u ally with 
in cre men tal ad just ments, or give it up a lit tle bit at a 
time. It all went at once. 

The third dif fer ence was the depth to which my vi
sion of my son was shown to be wrong. I was pre
pared to see Lew grow up to be dif fer ent from me. 
For ex am ple, I value ac a demic life, but I was will ing 
for him to be an av er age stu dent. Grad u ate school, or 
even col lege, though de sir able from my point of 
view, would be up to him. I was not pre pared to face 
the re al ity that he will never read, write, or speak. 
My vi sion had what I thought was a gen er ous lat i 
tude within which he would make choices that ex
pressed his own gifts and in ter ests. I did n’t al low 
room in my vi sion, how ever, for what I now ex pect 
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will be his to tal life long de pend ence on oth ers for 
feed ing, dress ing, mov ing, toileting, and de cid ing. 

The fourth dif fer ence is in the ad di tional tasks im
posed on both Cherry and me by Lew’s dis abil i ties. 
Im ple menting ther apy pro grams at home, be ing 
part ners with pro fes sion als in plan ning care and ed
u ca tion, deal ing with the fi nanc ing of needed ser
vices, ad vo cat ing for better prac tices, pol i cies, and 
laws, and par tic i pat ing in train ing and sup port ac tiv 
i ties are some of the tasks that have made the sub
stance of fa ther ing dif fer ent for me. 

I have found the sad ness or grief over the lost vi sion 
of my son to be deeply and per sis tently pain ful, per
haps an in stance of chronic sor row which has been 
de scribed by Olshansky (1962) and oth ers. I’ve 
worked at re vis ing my vi sion to con sider the im pact 
of my son’s dis abil i ties on his life chances. This 
revisioning has been dif fi cult in part be cause I 
started from a poorly in formed un der stand ing about 
the lives of peo ple with dis abil i ties. I had few mem o 
ries or ex pe ri ences with which to build that new vi
sion. The cul ture of seg re ga tion and de nial which 

suc cess. In ad di tion to grief, I find that I per son ally 
also ex pe ri ence a deep sense of fail ure in my role as a 
fa ther. 

Though many peo ple are ready to dis cuss grief with 
me, I find few who will le git i mate, af firm, and help 
me work through my feel ing of fail ure. Some fa thers 
of chil dren with dis abil i ties may not in ter pret their 
ex pe ri ence as fail ure. Oth ers, how ever, have ac
knowl edged that the idea has the ring of truth for 
them. Most com monly, when I bring up the topic, 
peo ple will deny the le git i macy of my feel ing with 
con tra dic tory words meant to be sup port ive (“Oh, 
you have n’t failed, you’re a won der ful fa ther,” or 
some sim i lar de nial). Thus a pain ful, some times de
bil i tat ing as pect of my own emo tional life re mains 
mostly pri vate and un shared. I sus pect this mat ter of 
fail ure is acute for many fa thers of chil dren with dis
abil i ties be cause of the way men are so cial ized in our 
so ci ety. Per haps most peo ple find it eas ier to deal 
with a man’s feel ings of grief, or even guilt, than with 
his feel ings of fail ure. I be lieve that ret i cence in fac
ing, le git i miz ing, and shar ing feel ings of fail ure de-

hides peo ple with dis abil i 
ties from sight gave me few 
cul tural re sources to use 
and even fewer that were 
hope ful or up lift ing. I 
found my self hun ger ing 
for sto ries, for in for ma tion 
I could use to con struct a 
hope ful, pos i tive new vi
sion of my son’s life. 

“I have found the sad ness or 
grief over the lost vi sion of my 
son to be deeply and per sis 
tently pain ful. . . .” 

val ues fa thers. It is part of a 
so cial con trol sys tem that 
can re duce their power 
and feel ings of self-worth. 
This, at least, has been part 
of the ex pe ri ence that I 
have had as the fa ther of a 
child with se vere dis abil i 
ties. 

Fa thers of chil dren with 

Un til now, 12 years later, I’ve not been very suc cess 
ful. Many of the suc cess sto ries told at con fer ences 
and train ing events don’t ap ply to my son. Some are 
like mir a cle sto ries upon which it seems un re al is tic 
to rely. I’ve be come wary of pro fes sional fads upon 
which some peo ple build their ca reers which don’t 
have much im pact on peo ple like my son. Trust, and 
trust wor thi ness, is in short sup ply. The frag mented 
vi sion which per sists in my imag i na tion is not par tic 
u larly pos i tive nor hope ful, at least com pared to the 
es poused val ues and as pi ra tions that I hear from 
some pro fes sion als who try to help Lew. 

I’ve tried to find gen er al iza tions about fa ther hood to 
at tain a better un der stand ing of my own ex pe ri ence 
of fa ther ing. For ex am ple, I be lieve it is com mon for 
fa thers to even tu ally see their chil dren grow into 
peo ple who are dif fer ent from the over sim pli fied, 
ide al ized, and un re al is tic vi sion that they be gan con
struct ing be fore they were born. I think this is a nor
mal, nat u ral part of the life cy cle for men who take on 
the fa ther role. When se vere ill ness or dis abil ity chal
lenges their chil dren, how ever, the way they ex pe ri 
ence this pro cess may ac cel er ate. It may be come 
more com pre hen sive and of greater de gree than 
many men are pre pared to adapt to with a feel ing of 

dis abil i ties face huge chal lenges in the per for mance 
of their roles. I’m sure that not all of them in ter pret 
their ex pe ri ence in tha same way. Some of these chal
lenges are faced by all fa thers, while ex tra chal lenges 
de rive from their chil dren’s dis abil i ties. Sorting out 
the reg u lar from the spe cial chal lenges has been im
por tant to me as I try to be a better a fa ther to Lew. 

Bob Moore lives in Lexington, Ken tucky. He is mar ried to 
Cherry Win kle Moore and they have two sons, Jay age 11 
years, and Lew, now 12 years, who re sides at the Home of the 
In no cents in Lou is ville, Ken tucky. 
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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 in ter est ing pub li ca tions! Please re move my name from your mail ing list. 

Name: ___________________________________Agency: ________________________________________________


Street: _____________________________________City: ______________________State: ____ Zip: _____________

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 ! Teaching Research 

Grade 2 braille Large print Division ! 345 N. Monmouth Ave. ! Monmouth, OR 97361 
! or call Randy Klumph (503) 838-8885, 

Standard print ASCII TTY (503) 838-8821, fax: (503) 838-8150 
E-mail: dbp@wou.edu 

Deaf-Blind Perspectives can be downloaded from Library 5 of the CompuServe Disabilities Forum. 0994 

Deaf-Blind Per spec tives is a free pub li ca tion, pub lished three times a year by the Teaching Re search Di vi sion of West ern Or e gon State Col lege. The 
po si tions ex pressed in this news let ter are those of the au thor(s) and do not nec es sar ily re flect the po si tion of the Teaching Re search Di vi sion or the 
U.S. De part ment of Ed u ca tion. 
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