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Current Status for Reauthorization of IDEA 

Joseph McNulty

Helen Keller National Center


As this is sue of Deaf-Blind Per spec tives goes to press, the pro cess of re-authorizing the In di vid uals with Dis
abil ities Act (IDEA) is far from com plete. 
Last month the Com mit tee on Eco nomic and Ed u ca tional Op por tu nities cir cu lated the House of Rep re sen ta 
tives’ draft for re form of IDEA.  Part D of the Draft “IDEA Im prove ment Act of 1995” would con sol i date the 
cur rent four teen spe cial pur pose (dis cre tion ary) pro grams funded in FY 1995 un der IDEA into one new Part 
D, Na tional Ac tiv ities to Im prove Ed u ca tion of Children with Dis abil ities. 
If one at tempts to iden tify where the ex ist ing dis cre tion ary pro grams will be placed within the pro posed Act, 
some are rather ap par ent.  For ex am ple, Per son nel Training (Part D, Sec tion 631 and Sec tion 632 of the cur rent 
law) will fall un der Sec tion 678—Na tional Ac tiv ities in Pro fes sional De vel op ment.  The cur rent Par ent 
Training Pro gram is cov ered by Sec tion 673 in the pro posed bill—Tech ni cal As sis tance for Par ent Training 
and In for ma tion Cen ters.  Other dis cre tion ary pro grams such as In struc tional Me dia (Part F, Sec tion 651) and 
Tech nol ogy, Ed u ca tional Me dia, and Ma te rials (Part G, Sec tion 661) will be in cluded in the new leg is la tion in 
Sec tion 679—Tech nol ogy De vel op ment and Sec tion 680—Ed u ca tional Me dia Ser vices. 
This is clearly not the case for the Ser vices for Deaf-Blind Children and Youth!  Sec tion 699A of the pro posed 
bill calls for min i mum fund ing re quire ments for sev eral cat e go ries of chil dren, in clud ing “$12,832,000 to ad
dress the ed u ca tional, re lated ser vices, tran si tional, and early in ter ven tion needs of chil dren with 
deaf-blindness.” 
But what por tion of the money will be used to fund Par ent Training and In for ma tion Cen ters? How much of 
this fund ing will be used to sup port Na tional Ac tiv ities in Pro fes sional De vel op ment?  If a grant awarded un
der Tech nol ogy De vel op ment car ries out re search on the de vel op ment of tech nol ogy for chil dren who are dis
abled that may in clude chil dren who are deaf-blind, does some of the grant money come from the $12.8 mil lion 
set aside in Sec tion 699A? 
And who de ter mines how any or all of this money is spent?  Who iden ti fies the pri or i ties?  Who mon i tors the 
pro grams re ceiv ing these funds?  The co or di nated ef forts across pro gram man age ment, re search, sys tems 

change, tech ni cal as sis tance and in for ma tion dis sem i na 
tion that have been achieved un der the ex ist ing 
Deaf-Blind Children and Youth pro gram will be sig nif i 
cantly re duced. 

In This Issue 
Current Status for Reauthorization 
of IDEA . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  . 1 

Utah Enhances Services for Children who are 
Deaf-Blind . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  . 3 

Request for Proposals Announced . . . . . . .  . 6 

Families and Support Networks. . . . . . . . . .  . 7 

An Introduction to the International 
Organizations and Literature Related to 
Deafblindness . . . . . . . . . . . . . . . . . . . . . . . .  . 12 

Personnel Preparation - Past, Present and 
Future Perspectives . . . . . . . . . . . . . . . . . . . .  . 15 

A sec ond con cern with the pro posed House bill is that Sec
tion 699A also in cludes the state ment, “If the to tal amount 
ap pro pri ated to carry out this part for any fis cal year is less 
than $254,034,000, the amounts listed in sub sec tion (a) 
shall be rat ably re duced.” 
If the re cently passed House ap pro pri a tions bill were to be 
adopted by the Sen ate, the amount for the new Part D 
would drop from the cur rent $254,034,000 to $92,491,000, 
a re duc tion of ap prox i mately 64%.  Un der the pro posed 
for mula, Deaf-Blindness would re ceived less than $4.7 
mil lion.  The Sen ate ap pro pri a tions mark-up is sched uled 
for mid-September. 
The Sen ate has not be gun its de lib er a tions on IDEA al
though the Dis abil ity Pol icy Sub com mit tee of the La bor 
and Hu man Re sources Com mit tee has an nounced its in
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ten tion to have a first draft by Sep tem ber 18 and a full 
com mit tee re port by Oc to ber 25. 
A num ber of things must take place be fore IDEA is 
en acted.  The House is in the pro cess of pre par ing a 
sec ond draft of its pro posed bill and will pres ent it to 
the full com mit tee some time in Sep tem ber.  When 
the Sen ate’s bill is ap proved, the two bod ies will 
meet to iron out any dif fer ences and agree on a fi nal 
ver sion which will go to the Pres i dent for his sig na 
ture. 
While we in the field of deaf-blindness are pri mar ily 
con cerned with the Ser vices for Deaf- Blind Children 
and Youth pro gram, the at ten tion of the leg is la tors, 
ed u ca tors and the dis abil ity com mu nity are on other 
mat ters.  Ma jor dis agree ments sur round ing is sues 
such as dis ci pline, at tor neys fees, the res o lu tions of 
dis putes on ap pro pri ate ser vices and place ment, and 
the fund ing for mula are gen er at ing a great deal of 
de bate.  There is a good chance that the leg is la tion 

may not be fi nal ized un til the end of the cal en dar 
year. 
It is crit i cal that we all mon i tor the pro ceed ings 
closely since this bill will de ter mine the ed u ca tional 
ser vices to be pro vided to ev ery child who is 
deaf-blind in this coun try. 
If you have any ques tions on con cerns, do not hes i 
tate to con tact the 
Na tional Co ali tion on Deaf- Blind ness 

(617) 972-7221 or 
(516) 944-8900, ext. 270. 
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Utah Enhances Services for

Children who are Deaf-Blind
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Utah State Office of Education


The orig i nal manu script con tained lan guage es tab lished 
by the Utah Leg is la tive Task Force that re ferred to chil dren 
with “dual sen sory im pair ments.” That lan guage has been 
changed to “chil dren who are deaf-blind” in keep ing with 
the ed i to rial pol icy of Deaf-Blind Per spec tives.—ED 

Over the past nine months Utah par ents of chil
dren who are deaf-blind have lob bied the Utah state 
leg is la ture for fund ing for one-on-one in ter vener 
ser vices for chil dren who are deaf-blind, birth to five 
years old. As sis tance was pro vided by the Utah State 
Of fice of Ed u ca tion, the SKI*HI In sti tute, the Utah 
Pro ject for Children with Dual Sen sory Im pair ments 
(the Utah 307.11 Deaf-Blind Pro ject), and the Leg is la 
tive Co ali tion for Peo ple with Dis abil ities. This lob
by ing ef fort re sulted in a two-fold piece of state 
leg is la tion: First, a one-time $193,500 ap pro pri a tion 
was granted for di rect in ter vener ser vices for chil
dren who are deaf-blind. Sec ond, a di rec tive was in
cluded to de velop a leg is la tive task force to de sign a 
state plan to ad dress the needs of all in di vid u als, 
birth through age 21, who are deaf-blind. 
The new leg is la tion came about be cause of the im
mense ded i ca tion of sev eral peo ple. It be came clear, 
dur ing the leg is la tive pro cess, that oth ers con cerned 
about fund ing for ser vices for in di vid u als who are 
deaf-blind might ben e fit from learn ing about the ex
pe ri ence of these par ents and pro fes sion als. Al
though many dif fer ent in di vid u als could pro vide 
di verse views on the pro cess and the an tic i pated im
pact of this leg is la tion, two pri mary per spec tives 
were sought for this ar ti cle:  that of a par ent of a child 
who is deaf-blind and that of a rep re sen ta tive of the 
Utah State Of fice of Ed u ca tion. Both of these in di vid 
u als were highly in stru men tal in gain ing the in ter est 
and sup port of the Utah State Leg is la ture. 

Interview with Stephanie Carlson 

Steph a nie Carlson is Travis’ mom. Travis is a three 
year-old boy who is deaf-blind. 
Q:	 What was the cat a lyst for this re cent state leg

is la tion spe cific to ser vices for chil dren who 
are dual sen sory im paired? 

The SKI*HI In sti tute in formed me that the grant for the In ter 
vener Pro gram for chil dren, birth to three, who are deaf-blind 
was end ing and no other fund ing had been ob tained. Since this 
pro gram has been such an im por tant part of my son’s life, I 
knew that it could not end. In fact, since it had not been pro
moted for chil dren aged 5–21, I felt that needed to hap pen also. 
I asked the Leg is la tive Co ali tion for Peo ple with Dis abil ities 
what needed to be done to ob tain state fund ing for deaf-blind 
in ter ven tion ser vices. 

Basic Definition of an Intervener 

An in ter vener is spe cially trained to pro vide clear 
and con sis tent sen sory in for ma tion to an in di vid ual 
who is deaf-blind, com pen sat ing for both vi sion and 
hear ing loss in such a way as to fa cil i tate and en
hance learn ing and in ter ac tion with the phys i cal en-
vi ron ment and with so ci ety. An in ter vener acts as 
the eyes and ears of the in di vid ual who is deaf-blind, 
mak ing him or her aware of what is oc cur ring and at
tach ing lan guage and mean ing to all ex pe ri ences. An 
in ter vener in ter cedes be tween the in di vid ual who is 
deaf-blind and the en vi ron ment in such a was so as 
to min i mize the ef fects of multisensory de pri va tion, 
and to em power the in di vid ual to have con trol over 
his or her life. 

A group of Utah par ents of chil dren who are deaf-blind then met 
to dis cuss what ser vices our chil dren need that are not avail
able in the state. With the help of sev eral agen cies we put to
gether a plan of ac tion and a fi nan cial re quest. 
If I could rec om mend any thing to other groups con sid er ing re
quest ing state fund ing, it would be to plan far enough in ad
vance to be gin the leg is la tive pro cess at least six months prior 
to the be gin ning of the leg is la tive ses sion. We be gan this pro
cess only two months be fore the ses sion. We could have saved 
our selves many head aches if we had started ear lier. I re ally ap
pre ci ate our Leg is la tive Co ali tion. They walked the par ents 
through the pro cess, putt ing them in con tact with the ap pro pri 
ate peo ple to move the pro cess along. 

Q:	 Why was this pro cess ini ti ated? 
Again, the pri mary mo ti va tion was the fact that the Deaf-Blind 
In ter vener Pro gram would soon be with out fund ing. My son, 
Travis, if put in a class room in a pub lic school or at the Utah 
Schools for the Deaf and the Blind, would not be able to par tic i 
pate with out the help of a per son spe cially trained to pro vide 
him with the in for ma tion which he can’t get through his eyes 
and ears. It is im per a tive, es pe cially for chil dren more se verely 
im paired, to have a per son that un der stands deaf-blindness 
and all of the other needs in clud ing the spe cific com mu ni ca 
tion, ed u ca tional, and med i cal needs of that one child. 
The vast ma jor ity of chil dren who are deaf-blind are not at the 
Utah Schools for the Deaf and the Blind. They are in the pub lic 
school sys tem where few teach ers have been spe cif i cally 
trained in deaf-blindness. That is why the par ents pushed for 
this leg is la tion—to get deaf-blind spe cific ser vices and train ing. 

Q:	 What role will par ents play in de sign ing the 
State Plan for all ed u ca tional ser vices for chil
dren who are deaf-blind? 

Par ent in volve ment is es sen tial and price less. There are eight 
par ents out of a to tal of 32 mem bers on the Leg is la tive Task 
Force. The par ents in volved rep re sent all age groups of chil
dren from pre school through adult hood. To gether we are sup
ply ing in for ma tion about what our chil dren re ally need at all 
dif fer ent ages. 
The ser vice pro vid ers on the Task Force have dif fer ent back
grounds and dif fer ent spe ci al ities. Some of them have train ing 
in deaf-blindness and some don’t. As par ents, our spe cialty is 
our child. That’s why our in put is im por tant. 
I think all of the Task Force mem bers are very sen si tive to the 
par ents’ needs and con cerns. It has been an ex cit ing, pos i tive 
ex pe ri ence to see this many peo ple come to gether for one pur
pose and have it work so well. 

Q:	 As a par ent, what are the most crit i cal 
long-term is sues which need to be ad dressed 
through the State Plan? 

Com mu ni ca tion is the num ber one pri or ity. We must pro vide a 
means for in di vid u als who are deaf-blind to learn to com mu ni 
cate and to com mu ni cate ap pro pri ately in their nat u ral en vi ron 
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ments, es pe cially in school. Some chil dren may need 
one-on-one in ter ac tion with an in ter vener to com mu ni cate. 
Other chil dren may learn to com mu ni cate well us ing an al ter na 
tive sys tem such as a com mu ni ca tion board. The key is that 
each child needs an in di vid u al ized plan in or der to re ceive an 
ap pro pri ate ed u ca tion. 
The sec ond is sue, which is a ma jor one for our fam ily, is the 
need to in te grate all of a child’s ser vices to ac com plish the 
above pri or ity. This is es pe cially im por tant with chil dren who 
are se verely, med i cally frag ile. Travis is a tech nol ogy de pend 
ent child. He has a trach and would be at risk of dy ing with out a 
med i cally trained per son with him. I be lieve his med i cal, ed u ca 
tional, deaf-blind, and other re lated ser vices can be in te grated 
and de liv ered wher ever the ed u ca tional pro cess is tak ing 
place. 
The fi nal is sue is that of train ing. There are just not enough peo
ple trained in dual sen sory im pair ments to pro vide the nec es 
sary ser vices. The Task Force will de sign ways for Utah to 
over come this prob lem. 

Q: 	How will the State Plan sys tem of ser vices for 
chil dren who are deaf-blind dif fer from the 
cur rent sys tem? 

Al though the de vel op ment of the sys tem is not com
plete, I can tell you the par ents’ goals for the State Plan. 
All chil dren who are deaf-blind will have ac cess to  di rect 
in ter ven tion ser vices which are in di vid u al ized to meet the 
unique needs of each child and his or her fam ily. The ser vices 
may be de liv ered at school, at the lo cal park, in a nurs ing fa cil 
ity—wher ever the child is lo cated. 
The en tire sys tem of med i cal, ed u ca tional, deaf-blind 
spe cific and other re lated ser vices will be smoothly in te grated 
for the ben e fit of all chil dren and fam i lies. Ob taining and co or di 
nat ing the de liv ery of all of a child’s ser vices will no lon ger be a 
night mare for par ents. 
And fi nally, train ing to pro vide di rect in ter ven tion and tech ni cal 
as sis tance ser vices for chil dren who are deaf-blind will be 
avail able to the most ap pro pri ate per son for the child. Open ing 
the train ing up to a va ri ety of in di vid u als will help in te grate ser
vices and de crease the num ber of ser vice pro vid ers in a child’s 
life. 

Q: 	From a par ent’s per spec tive, what im pact do 
you hope this leg is la tion will have on your 
child and fam ily and on other Utah chil dren 
who are deaf-blind and their fam i lies? 

I think my hopes can ac cu rately be ex tended to all of Utah’s 
chil dren. My vi sion is that when a child is deemed to need in ter 
ven tion ser vices, the most ap pro pri ate ser vices for that child 
will be avail able and pro vided by a per son trained in dual sen
sory im pair ments. I strongly be lieve that in ter vener ser vices 
have had a very pos i tive im pact on Travis’ life. I hope that 
through this leg is la tion he will have these ser vices avail able to 
him as needed from age 5–21 and even be yond. 
I’ve seen that it is of ten the par ents that are most as ser tive that 
are able to get ser vices for their child. I don’t want chil dren to do 
with out ser vices be cause their par ents are not as ser tive 
enough, or are too tired, or have just met their limit and have no 
fight left. Getting es sen tial ser vices should not be a bat tle. I 
hope we can cre ate an in te grated sys tem which pro vides the 
ser vices needed in a fam ily-friendly man ner. 
Finally, the State Plan will es tab lish the frame work for fam i lies 
and pro fes sion als to as sist Travis and other in di vid u als who 
are deaf-blind to build a life full of the sup ports and ser vices 
needed to make their lives mean ing ful and rich with ex pe ri ence 
and fun! 

Interview with Dr. Stevan J. Kukic 

Dr. Stevan Kukic is the Di rec tor of At Risk and Spe
cial Ed u ca tion Ser vices for the Utah State Of fice of 
Ed u ca tion. He is the chair and fa cil i ta tor of the Leg is 
la tive Task Force. 
Q: 	Why was this pro cess ini ti ated? 
Actually, there were sev eral con cur rent events which re sulted 
in the ini ti a tion of the leg is la tion. First, the Utah Pro ject for 
Children with Dual Sen sory Im pair ments (Fed eral 307.11 
Grant) can no lon ger use fed eral dol lars to fund di rect ser vices 
to chil dren who are deaf-blind. Utah is now man dated to pro
vide di rect ser vices to all chil dren with dis abil i ties, birth through 
21, through Part H and Part B. Sec ond, the SKI*HI In sti tute at 
Utah State Uni ver sity was no ti fied that the fed eral grants for 
sev eral tech ni cal as sis tance and di rect ser vice pro jects re lated 
to the pro vi sion of ser vices for chil dren who are deaf-blind were 
com ing to an end. 
The Utah State De part ment of Health and the Utah State Of fice 
of Ed u ca tion had been work ing with the SKI*HI In sti tute on se-
cur ing an al ter na tive mech a nism for fund ing for ap prox i mately 
one year; how ever, the loss of fed eral funds re sulted in the 
need for im me di ate fis cal sup port to con tinue the di rect ser
vices which were be ing threat ened. 

Q: 	The leg is la tive bill clearly de fines the mem
ber ship of the Task Force. Why were these 
par tic u lar agen cies se lected and how will they 
con trib ute to the de sign of the State Plan? 

Ser vices to chil dren who are deaf-blind and their fam i lies 
should not be re stricted to the six-hour ed u ca tional days in 
which most chil dren are in volved. Meet ing the in tense needs of 
many in fants and stu dents re quires sub stan tial col lab o ra tion 
be tween agen cies such as the State De part ment of Health, 
Medicaid, Hu man Ser vices, and oth ers in cluded on the Leg is 
la tive Task Force. The state of Utah is com mit ted to what we 
have ti tled the FACT Ini tia tive. This ini tia tive, “Fam ilies, 
Agencies, and Com mu nities To gether,” guides multiagency 
col lab o ra tive ac tiv i ties be tween state agen cies, fam i lies and 
other com mu nity or ga ni za tions to en hance ser vices to chil dren 
at risk, in clud ing those who are dis abled. Through col lab o ra 
tion we are in creas ing the ef fec tive ness of what we do. 
Other agen cies and or ga ni za tions are in cluded on the Task 
Force for ob vi ous rea sons. In di vid uals who are deaf-blind, par
ents, and rep re sen ta tives from many agen cies in clud ing the 
Utah Schools for the Deaf and the Blind, lo cal school dis tricts, 
the Leg is la tive Co ali tion for Peo ple with Dis abil ities, and the 
SKI*HI In sti tute are con sid ered es sen tial and equal part ners on 
the Task Force. Their in put, ex per tise, and ef forts are es sen tial 
in the de vel op ment of a State Plan, which is our true goal, in 
con trast to a “state of fice” or “agency” plan. 

Q: 	The Task Force is on a fairly short time line. 
What pro cess will be em ployed to ac com plish 
the siz able task of de sign ing the State Plan? 

The Utah State Of fice of Ed u ca tion has un der taken sev eral 
ma jor plan ning ini tia tives in re cent years. In 1991, a stra te gic 
plan ning team of par ents, ed u ca tors, leg is la tors, key de ci sion 
mak ers and stake holders in Utah’s spe cial ed u ca tion ser vice 
sys tem was or ga nized for chil dren and fam i lies who are dis
abled. The doc u ment de vel oped by this team, the “Utah 
Agenda for Meet ing the Needs of Stu dents with Dis abil ities,” 
has be come the guid ing force for pol icy de vel op ment, leg is la 
tive ac tiv i ties and fund ing and the re struc tur ing of ed u ca tional 
ser vices for Utah’s 55,000 stu dents who are dis abled. 
The stra te gic plan ning model used for the de vel op ment of the 
Utah Agenda and other stra te gic plan ning ac tiv i ties, (Cook, 
1989; Gibbs, 1989) is also be ing used by the Leg is la tive Task 
Force. This model re lies heavily on the con cepts of good faith 
plan ning and con sen sus-based de ci sion mak ing. Task Force 
mem bers have equal op por tu ni ties as con sum ers, par ents, 
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pro fes sion als, and ad vo cates to pro vide in put and to feel own
er ship in the re sult ing State Plan. The col lec tive de sire of the 
group to de sign a state plan which will be ac cepted and funded 
by the state leg is la ture dur ing the 1996 ses sion also pro vides 
the in cen tive to pro ceed in a timely man ner. 

Q: 	Will the Task Force and the re sult ing State 
Plan ad dress all needs af fect ing in di vid u als 
who are dual sen sory im paired or only ed u ca 
tional needs 

The in tent of the leg is la tion is for the de vel op ment of a state 
plan spe cif i cally ad dress ing the ed u ca tional needs of chil dren 
who are deaf-blind. How ever, the con sen sus of the Task Force 
at the ini tial meet ing was that the ed u ca tional needs of a child 
should be con sid ered within the con text of his or her whole life. 
In ad di tion, the group agreed that con cern should also be given 
to the needs that chil dren will en coun ter as they be come 
adults. 
The fi nal State Plan and ac com pa ny ing bud get re quest which 
will be pro posed to the State Board of Ed u ca tion and the Leg is 
la ture will out line the ed u ca tional ser vices to be de vel oped and 
pro vided spe cif i cally for chil dren, birth through 21, who are 
deaf-blind. It will also de fine the means by which all other spe
cial ed u ca tion and noneducational ser vices can be ac cessed 
and in te grated to meet the in di vid ual needs of chil dren who are 
deaf-blind. 

Q: 	How will the State Plan sys tem of ser vices for 
chil dren who are deaf-blind dif fer from the 
cur rent sys tem? 

With out hav ing a fi nal ized State Plan, the an swer to this ques
tion may still be am big u ous. The Task Force has ac cepted the 
pre vi ously de vel oped ob jec tives and strat e gies of the state 
deaf-blind pro ject as the ini tial con cepts to be in cluded in the 
State Plan. These ob jec tives and strat e gies fo cus on the pro vi 
sion of tech ni cal as sis tance for chil dren birth through 21 who 
are deaf-blind and their fam i lies and ser vice pro vid ers. To en
hance all tech ni cal as sis tance ser vices, three strat e gies over
lie all of the ob jec tives: (a) to in sti tu tion al ize a cen tral ized 
state wide sys tem for all deaf-blind tech ni cal as sis tance ser
vices; (b) to use a transdisciplinary ap proach to ser vice de vel 
op ment and de liv ery; and (c) to pro vide cat e gor i cal (deaf-blind 
spe cific) tech ni cal as sis tance in noncategorical and in clu sive 
set tings. 
Key com po nents that were not in cluded in the state deaf-blind 
pro ject are the pro vi sion of di rect ser vices to chil dren who are 
deaf-blind, in clud ing in ter vener ser vices, and the iden ti fi ca tion 
of a spe cific fund ing source for these ser vices. The ma jor work 
of the Task Force will cen ter on de sign ing the ob jec tives and 
strat e gies to in clude both of these el e ments in the State Plan. 

Q: 	From the per spec tive of a State Di rec tor of 
Spe cial Ed u ca tion, what im pact will this leg is 
la tion have on Utah’s chil dren who are 
deaf-blind. Do you fore see any im pact on 
chil dren in the state who have other se vere 
dis abil i ties? 

The con cept of ser vices for chil dren who are deaf-blind 
en vi sioned by the Task Force is con sis tent with the con cept en-
vi sioned for ser vices for all stu dents who are dis abled in the 
state of Utah. That is, di rect and tech ni cal as sis tance ser vices, 
sup port sys tems, and fund ing will be pro vided to al low chil dren 
to par tic i pate in the in clu sive home, ed u ca tional, and com mu 
nity en vi ron ments which are most ap pro pri ate to meet their in
di vid ual needs. 
This leg is la tion has in creased the aware ness of 
deaf-blindness, as well as other se vere dis abil i ties. It has high
lighted the need for a con tin ued em pha sis on the pro vi sion of 
cat e gor i cal ser vices for chil dren who are deaf-blind, re gard less 
of the set ting, in clu sive or cat e gor i cal, in which they are served. 
Al though the Task Force will be re quest ing leg is la tive fund ing 
for deaf-blind ser vices, this leg is la tion will as sist in de vel op ing 

the co ali tions, part ner ships, and sup port sys tems needed for a 
uni fied ad vo cacy for fu ture fund ing of all spe cial ed u ca tion ser
vices. 
Finally, through this leg is la tion, the col lab o ra tive ef forts 
of many dif fer ent in di vid u als and agen cies will be fo cused on 
the sin gle most im por tant goal: to pro vide the most ap pro pri ate 
ser vices to meet the unique needs of each child who is 
deaf-blind. This will hap pen. In Utah, col lab o ra tion is not just a 
buzz word but a re al ity. 

A great deal has hap pened since the Utah Leg is la ture 
ap proved this leg is la tion spe cific to in di vid u als who 
are deaf-blind. The Leg is la tive Task Force be gan de-
vel op ment of the Utah State Plan in May 1995. Since 
that time five ob jec tives with sup port ing strat e gies 
have been agreed upon. These five ob jec tives are 
Ob jec tive 1: Con sis tent in ter ven tion ser vices will be 
de vel oped, im ple mented and eval u ated to meet the 
unique com mu ni ca tion, de vel op men tal, ac a demic, 
so cial and vo ca tional needs of each in di vid ual (birth 
through 21) who is deaf-blind and his or her fam ily. 
Strat egies for this ob jec tive in clude the pro vi sion of 
deaf-blind spe cific ser vices such as in ter ven ers, 
trained in ter pret ers, ori en ta tion and mo bil ity spe
cial ists and assistive tech nol ogy de vices and ser
vices. All fam i lies and ser vice pro vid ers will have 
ac cess to a deaf-blind spe cial ist who will fa cil i tate the 
ac qui si tion and de liv ery of di rect and tech ni cal as sis 
tance ser vices. 
Ob jec tive 2: A uni fied state wide sys tem of co or di 
nated and col lab o ra tive tech ni cal as sis tance ser vices 
will be de vel oped, im ple mented, and eval u ated to 
en hance the transdisciplinary de liv ery of the full ar
ray of di rect ser vices. 
Strat egies for this ob jec tive in clude the de vel op ment 
of a cen tral ized sys tem which can be eas ily ac cessed 
by all fam i lies and ser vice pro vid ers. This will help 
elim i nate the con fu sion and frus tra tion en coun tered 
when mak ing nu mer ous phone calls while search ing 
for in for ma tion or ser vices. 
Ob jec tive 3: Training needs spe cific to fam i lies and 
ser vice pro vid ers of chil dren who are deaf-blind will 
be in cor po rated into the state’s Com pre hen sive In
ter agency Sys tem of Per son nel De vel op ment. 
Strat egies sup port ing this ob jec tive will fo cus on ex
pand ing pre-service train ing and on go ing inservice 
and men tor train ing pro grams. 
Ob jec tive 4:  A pub lic aware ness sys tem that pro
motes fam ily-centered ser vices will be de vel oped, 
im ple mented and eval u ated. 
Ob jec tive 5: Ad e quate and eq ui ta ble fund ing for im
ple men ta tion of the State Plan will be achieved us ing 
a uni fied ad vo cacy ap proach in con junc tion with the 
Leg is la tive Co ali tion for Peo ple with Dis abil ities. 
These ob jec tives rep re sent the con sen sus of the task 
force and serve as the frame work for the de vel op 
ment of the State Plan. De tailed ac tion plans to sup
port each of the ob jec tives and strat e gies are 
cur rently be ing de vel oped. The bud get for the leg is 
la tive fund ing re quest is com plete and in cludes the 
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re quest for state funds, as well as a ma trix show ing 
the col lab o ra tive fis cal com mit ment of many dif fer 
ent agen cies within the state. It is im por tant to know 
that many of the spe cific strat e gies and ac tion plans 
de vel oped are or will be im ple mented and funded 
through these col lab o ra tive com mit ments. The State 
Plan and fund ing re quest will be sub mit ted to the 
Utah State Board of Ed u ca tion for in clu sion in the 
Ed u ca tion Bud get for 1996–97. Leg is la tive ac cep 
tance and fund ing of the State Plan as the di rec tive 
for state wide ser vices for all chil dren who are 
deaf-blind is the de sired out come of this en deavor. 
How will this out come help chil dren? All Utah chil
dren who are deaf-blind, their fam i lies, and ser vice 
pro vid ers will have ac cess to di rect and tech ni cal as
sis tance ser vices which are de signed spe cif i cally for 
in di vid u als who are deaf-blind. An in di vid ual’s ser
vices will be co or di nated through a ser vice co or di na 
tor with knowl edge of deaf-blindness and will be 
de liv ered in the most ap pro pri ate set ting for that in
di vid ual. This leg is la tive fund ing will al low for con
sis tency and con tin ued en hance ment of ser vices for 
all chil dren who are deaf-blind within the state of 
Utah. 

References 
Gibbs, R. (1989). Ac tion team leader’s guide. Aus tin: Cam

bridge Man age ment Group, Inc., Texas As so ci a tion of 
School Boards. 

Cook, B. (1989). Stra te gic plan ning for Amer ica’s schools. 
Aus tin: Cam bridge Man age ment Group, Inc., Texas As so 
ci a tion of School Boards. 

Request for Proposals

Announced


The U.S. De part ment of Ed u ca tion, Of fice of Spe
cial Ed u ca tion Pro grams, Ser vices for Children 
with Deaf-Blindness Pro gram an nounced re quests 
for pro pos als in three pri or ity ar eas. (See Au gust 
10, 1995 Fed eral Reg is ter pp. 40968, 40970-71). 
Ab so lute Pri or ity 1. Tech ni cal As sis tance for 
Children, Ad o les cents, and Young Adults Who Are 
Deaf-Blind 

Es ti mated Size of Award:  $1,600,000 
Es ti mated Num ber of Awards:  1 
Pro ject Pe riod: 60 months 
Ap pli ca tion Dead line:  Oc to ber 25, 1995 

Ab so lute Pri or ity 2. Dem on stra tion Pro jects for 
Children with Deaf-Blindness 

In vi ta tional Pri or ity: The Sec re tary is par tic u larly in
ter ested in ap pli ca tions that meet the fol low ing in vi 
ta tional pri or ity, but an ap pli ca tion that meets this 
in vi ta tional pri or ity does not re ceive com pet i tive or 
ab so lute pref er ence over other ap pli ca tions. 

•	 Improve instructional techniques that enhance 
communication skills, including use of 
augmentative devices and assistive technology; 

•	 Improve social skills, including social

interaction;


•	 Improve independent living skills, including

self determination, mobility, and other

community living skills;


•	 Improve recreation and leisure skills; or 

•	 Improve more traditional skills, including

academic achievement and transition and

employment skills.


Es ti mated Range of Awards:  $130,000 to $135,000 
Es ti mated Av er age Size of Awards:  $133,000 
Es ti mated Num ber of Awards:  5 
Pro ject Pe riod:  36 months 
Ap pli ca tion Dead line:  Oc to ber 25, 1995 
Ab so lute Pri or ity 3. Na tional Clear ing house for 
Children Who Are Deaf-Blind 

Es ti mated Av er age Size of Award:  $325,000 
Es ti mated Num ber of Awards:  1 
Pro ject Pe riod:  36 months 
Ap pli ca tion Dead line:  No vem ber 1, 1995 

Ap pli ca tion ma te ri als will be come avail able on Sep
tem ber 11, 1995. 
Con tact: Robin Buck ler, US Dept of Ed u ca tion, 600 
In de pend ence Ave SW, Room 4617 Switzer Bldg, 
Wash ing ton, DC 20202-2732; 202/205-9844. 
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Introduction 

Fam ilies of chil dren who are deaf-blind, like peo ple 
who are deaf-blind them selves, (Mar, 1992) are vul
ner a ble to avoid ance, so cial iso la tion, and ex clu sion 
from so cial in ter ac tion. A re cent re view of the lit er a 
ture re vealed that there is a ma jor need for “more at-
ten tion in pro fes sional writ ings on the needs and 
per cep tions of par ents of in di vid u als who are 
deaf-blind” (Fredericks, 1992). As sup port net works 
for fam i lies of chil dren who are deaf-blind be come 
stron ger, they can help meet this need by con duct ing 
re search on their par tic i pat ing fam i lies un der their 
own aus pices. 
The un com mon com bi na tion of dis abil i ties as so ci 
ated with deaf-blindness means that there will of ten 
be a high level of geo graphic sep a ra tion among fam i 
lies of chil dren who are deaf-blind. In Ken tucky, for 
ex am ple, with a pop u la tion of 3.7 mil lion, there are 
ap prox i mately 140 fam i lies with chil dren listed in 
the Ken tucky Deaf-Blind Reg is try main tained by the 
state’s fed er ally funded 307.11 pro ject (Leatherby, 
1993). These fam i lies are scat tered among 120 coun
ties across the state, with sev eral coun ties hav ing 
only a sin gle fam ily with a child who is deaf-blind. 
Deaf-blindness, that may in clude other dis abil i ties, 
pres ents fam i lies with huge caregiving chal lenges. 
These chal lenges of ten limit a fam ily’s mo bil ity, with 
the re sult that some fam i lies are un able to par tic i pate 
in nor mal com mu nity ac tiv i ties. Some even find it 
dif fi cult to at tend events such as par ent-professional 
con fer ences which are ex plic itly de signed to ad dress 
their in ter ests. 
Un for tu nately, our so ci ety con tin ues to stig ma tize 
both in di vid u als who are dis abled and their fam i lies. 
This, in com bi na tion with the dis tances and bar ri ers 
to mo bil ity de scribed above, place fam i lies of chil
dren who are deaf-blind at higher risk for so cial iso
la tion. In one sur vey in which moth ers of chil dren 
who are deaf-blind were asked to name three things 
that would have helped them to care for their chil
dren, the most fre quently vol un teered re sponse was 
“more fam ily sup port” (Vadasy & Fewell, 1986). It is 
par tially in re sponse to such sen ti ments that fam ily 
sup port net works are be ing en cour aged, though 
what con sti tutes fam ily sup port is not uni ver sally 
agreed upon. 
One fam ily sup port ef fort in Ken tucky is the es tab 
lish ment of PCDSI. 

PCDSI is a new or ga ni za tion whose mis sion is to pro
vide in for ma tion and sup port to fam i lies of chil dren 
who are deaf-blind. 
PCDSI emerged from a se ries of an nual re treats 
spon sored by the Hilton-Perkins Na tional Pro ject 
and Ken tucky’s 307.11 pro ject, known within the 
state as the Deaf-Blind In ter ven tion Pro gram (DBIP). 
The sup port net work was in for mally or ga nized in 
1992 and be came in cor po rated with des ig na tion by 
the In ter nal Rev e nue Ser vice as a tax-exempt or ga ni 
za tion in 1993. PCDSI now plans the an nual fam ily 
re treat, dis trib utes a news let ter, rep re sents fam i lies 
in dis abil ity co ali tions, holds events to raise pub lic 
aware ness, en gages in ad vo cacy ac tiv i ties, and has 
ob tained fund ing to de velop a tele com mu ni ca tions 
net work among its par tic i pat ing fam i lies. Mem ber 
ship in PCDSI is loosely de fined, with fam i lies of 69 
(49%) of the 140 chil dren on the Ken tucky Deaf-Blind 
Reg is try hav ing con tacted the or ga ni za tion or par tic 
i pated in some of its ac tiv i ties as of late 1993. In for 
ma tion about PCDSI is dis trib uted by the DBIP staff 
to all fam i lies in Ken tucky who have a child on the 
Deaf-Blind Reg is try. Due to con cerns with con fi den 
tially, how ever, all par tic i pants in PCDSI are 
self-referred to the sup port net work. 
The pur pose of this re port is to de scribe the re sults of 
a sur vey of Ken tucky fam i lies of chil dren who are 
deaf-blind which was con ducted un der the aus pices 
of Par ents Con fronting Dual Sen sory Im pair ment 
(PCDSI). 
The sur vey ad dressed sev eral top ics, in clud ing sup
port net works, the state’s deaf-blind in ter ven tion 
pro gram, ser vices from other agen cies, com put ers 
and tele com mu ni ca tion, and fam ily char ac ter is tics. 
This re port is lim ited to a pre sen ta tion and dis cus 
sion of the find ings re gard ing fam ily char ac ter is tics 
and fam ily sup port net works. 

Methods 
A pro posal and draft ques tion naire were sub mit ted 
for ap proval to the In sti tu tional Re view Board for the 
pro tec tion of hu man re search sub jects at the Uni ver 
sity of Ken tucky. The pro ce dures and ques tion naire 
were pre tested and re vised to en sure con fi den ti al ity 
and re duce the du ra tion of the in ter views. 
A tele phone sur vey was con ducted by ex pe ri enced, 
trained, su per vised in ter view ers. PCDSI’s di rec tory 
of self-referred fam i lies of chil dren with dual sen
sory im pair ment pro vided the list of house holds to 
be con tacted. Of ap prox i mately 140 fam i lies in Ken
tucky with a child on the con fi den tial Deaf-Blind 
Reg is try at the time of the sur vey de sign, 69 (49.2%) 
were in cluded in this di rec tory. Of these 69, in ter 
views were not con ducted with 16 be cause 7 were 
found to have no tele phone or a dis con nected num
ber, 3 could not be reached af ter 6 or more at tempts, 2 
had chil dren who were de ceased, 2 re fused, 1 par ent 
was hos pi tal ized, and  1 par ent said the child was not 
vi su ally im paired. Of the re main ing 56 fam i lies who 
could be reached, 1 com pleted ques tion naire was 
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lost dur ing data pro cess ing. These re spon dents rep-
re sented 76.8% of the fam i lies listed in the PCDSI di
rec tory and ap prox i mately 38% of the to tal num ber 
of fam i lies on the con fi den tial Ken tucky Deaf-Blind 
Reg is try. Some ques tions were not asked of some re
spon dents be cause pre de ter mined skip pat terns in 
the ques tion naire spec i fied that they should not be 
asked about top ics of which they had al ready ex
pressed no knowl edge. 
Ques tion naire re sponses were re viewed by su per vi 
sors for com plete ness, ac cu racy, and clar ity. Re peat 
calls were made where nec es sary for ad di tional in-
for ma tion or clar i fi ca tion. Re sponses were coded 
and the data en tered and ver i fied for elec tronic pro
cess ing. The anal y sis in this pa per uses de scrip tive 
sta tis tics only. 

Findings 
At the be gin ning of the in ter view, re spon dents were 
as sured that their re sponses would be treated con fi 
den tially and re ported anon y mously, and that the in
ter view would take “about 10 min utes.”  The ac tual 
mean du ra tion of the com pleted in ter views was 
found to be 17.8 min utes (stan dard de vi a tion = 6.5), 
with a me dian of just un der 15 min utes and a range 
from 10 to 50 min utes.
 In ter viewers rated the re spon dents’ un der stand ing 
of the ques tions as ex cel lent or good for all but 2 re
spon dents (96.3%). The re spon dents’ in ter est in the 
sur vey was very high or above av er age for 90.5%. 

net work, 30.2% did n’t rec og nize its name. One-third 
(32.1%) had heard of PCDSI through “other” pro fes 
sion als, pri mar ily spe cial ed u ca tion teach ers. Only 
small pro por tions had heard of the or ga ni za tion 
from other par ents or from the state’s Deaf-Blind In
ter ven tion Pro ject. The news let ter was rated as very 
use ful by 17.0%. PCDSI was per ceived to be more 
help ful in pro vid ing in for ma tion than it was ef fec 
tive in pro vid ing sup port. Half of the re spon dents 
(50.1%) were very in ter ested in fu ture in volve ment 
in the sup port net work. 

Discussion 
This sur vey elic ited a high re sponse rate from the 
fam i lies we were able to con tact. These re spon dents, 
how ever, are prob a bly not rep re sen ta tive of all of the 
fam i lies in Ken tucky who have a child who is 
deaf-blind, even though they make up a sub stan tial 
part of that pop u la tion. In par tic u lar, it seems that 
fam i lies with young chil dren (less than six years old) 
may be underrepresented in this set of re spon dents. 
Re spon dent in ter est in and un der stand ing of the sur
vey was judged by the in ter view ers to be quite high. 
The most im por tant ben e fit of fam ily sup port group 
ac tiv i ties was hear ing sto ries or re ceiv ing in for ma 
tion on suc cess ful in ter ven tions that had helped chil
dren who are deaf-blind. Such sto ries not only 
pro vide in for ma tion and di rec tion to fam i lies, but 
also of fer hope that good out comes can be achieved 
from in ter ven tions on be half of their chil dren. The 

Only 1 in 10 (9.4%) re vealed 
any re sis tance to the ques
tions at any point dur ing 
the in  ter  view.  Ta  ble 1 
shows some char ac ter is tics 
of the par tic i pat ing fam i 
lies. 
Re spon dents were asked to 
rate the im por tance of var i 
ous ben e fits they might ex
pe ri  ence as a re sult of 
ac tiv i ties of a par ent sup
port net work. The re sults of 
these rat ings are shown in 

The most im por tant ben e fit of 
fam ily sup port group ac tiv i ties 
was hear ing sto ries or re ceiv 
ing in for ma tion on suc cess ful 
in ter ven tions that had helped 
chil dren who are deaf-blind. 

sec ond ranked ben e fit, re
fer ral to agen cies, in di cates 
the in stru men tal or task 
ori en ta tion of fam i lies. 
Third ranked was friend
ship, which re veals the 
need fam i lies have for net
works to over come the iso
la tion that can ac com pany 
their child’s dis abil i ties. 
PCDSI was fa mil iar to 
most, but not all of the re
spon dents. PCDSI was 
judged to be more suc cess -

Ta ble 2. All of the ben e fits listed were highly val ued 
by the re spon dents, with half (47.1%) or more rat ing 
each of the items as “very im por tant” to them. Nev er 
the less, both the mean rat ing and the per cent age rat
ing each ben e fit as “very im por tant” re vealed an 
or der ing. The item “. . .in for ma tion on what has been 
suc cess ful help ing chil dren with dual sen sory im
pair ment” was the most highly val ued. Sec ond most 
im por tant was “. . .re fer ral to agen cies which might 
be help ful.”  Af ter these two in for ma tion-related 
ben e fits came friend ship, train ing and par tic i pa tion 
in ad vo cacy, and emo tional sup port. 
Re spon dents were asked sev eral ques tions about the 
qual ity of their ex pe ri ences with PCDSI. The re
sponses are shown in Ta ble 3. Al though all of the 
fam i lies had been self-referred to the fam ily sup port 

ful in sup ply ing in for ma tion than in pro vid ing sup
port. A large ma jor ity of these re spon dents were very 
or some what in ter ested in fu ture in volve ment with 
this par ent sup port net work. PCDSI is still a new or
ga ni za tion, be ing led for the most part by its orig i nal 
board mem bers and of fi cers. As lead er ship turns 
over it is ex pected that par tic i pa tion will be broad
ened and the pro por tion of fam i lies who are fa mil iar 
with the group will in crease, as will the ben e fits to 
these fam i lies. PCDSI should at tempt to max i mize 
the op por tu ni ties for fam i lies to share their sto ries 
with one an other and to in volve pro fes sion als in giv
ing ac counts of suc cess ful in ter ven tions for chil dren 
who are deaf-blind. 
Sup port net works ini tially are de pend ent upon pro
fes sion als to make their ex is tence known to po ten 
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tially in ter ested fam i lies. Due to con cerns over con fi den ti al ity, fam i lies with chil dren who are deaf-blind will 
usu ally not be known to the vol un teer sup port net work un til the fam i lies ini ti ate con tact, usu ally with the me
di a tion of pro fes sion als. The fed er ally funded 307.11 deaf-blind in ter ven tion pro grams have a key role to play 
in me di at ing such con tacts. To strengthen fu ture re search ef forts by fam ily sup port net works, col lab o ra tive 
agree ments with 307.11 pro grams should be made so that a state’s en tire pop u la tion of fam i lies with chil dren 
who are deaf-blind can be in cluded in such stud ies. Ar range ments can be made that pro tect the con fi den ti al ity 
of fam i lies who are not par tic i pants in the sup port net work, while still giv ing them an oppor tu nity to re spond 
to the sur vey. 
This sur vey dem on strates that fam ily sup port net works can take ini tia tive in gath er ing use ful in for ma tion 
from their par tic i pat ing fam i lies. Sup port net works in other states can con duct their own sur veys to dis cover 
fam ily per cep tions of the most de sired or use ful ac tiv i ties in their states. 
Fam ilies of chil dren who deaf-blind want in for ma tion and sup port from their net works. As one par ent com
mented, “Give me in for ma tion. With in for ma tion I can em power my self.” 
Ac knowl edg ment:  This re search was sup ported by Par ents Con fronting Dual Sen sory Im pair ment, Inc., and by a grant from the In ter dis ci plin ary 
Hu man De vel op ment In sti tute at the Uni ver sity of Ken tucky. 

Ta ble 1. Char ac ter is tics of the re spond ing fam i lies: Num bers and Per cent. 

Variables Values n % 
Sex of Re spon dent Fe male 43 81.1 

Male 10 18.9 

Age of Re spon dent <41 18 34.0 

41-50 26 49.0 

51+ 9 17.0 

Mar i tal Sta tus of Re spon dent Sin gle 11 20.8 

Married 42 79.2 

Years of Schooling of Re spon dent <12 9 17 

12 21 39.6 

13-16 14 26.4 

17+ 9 17.0 

1993 To tal fam ily in come, be fore taxes 000 7 13.2 

10,000-20,000 

20,000-30,000 

15 

13 

28.3 

24.5 

30,000-40,000 6 11.3 

40,000+ 9 17.0 

re fused 3 5.7 

Res i den tial sta bil ity: “What do you think are the chances Very high 35 66.0 

you will be liv ing at this ad dress five years from now?” Mod er ately high 7 13.2 

About even 6 11.3 

Mod er ately low 2 3.8 

Very low 3 5.7 

Sex of child with DSI Fe male 25 47.2 

Male 28 52.8 
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Variables Ta ble 1 con tin ued Values n % 
Age of child with DSI <6 5 13.2 

6-18 29 54.7 

19+ 17 32.1 

In ter viewer’s rat ing of re spon dent’s un der stand ing Ex cel lent 34 64.2 

of the ques tions Good 17 32.1 

Fair 1 1.9 

Poor 1 1.9 

In ter viewer’s rat ing of  re spon dent’s in ter est in the sur vey Very high 35 66.0 

Above av er age 13 24.5 

Av er age 5 9.4 

Be low av er age 0 0.0 

Very low 0 0.0 

In ter viewer’s per cep tion of re sis tance in the re spon dent at any No 48 90.6 

point in the sur vey Yes 5 9.4 

Ta ble 2. Rel a tive im por tance of ben e fits of sup port net work ac tiv i ties: means, Stan dard De vi a tions, and 
Percents. 
In ter viewer’s In tro duc tion:  “You may know that there is a na tional ef fort to cre ate sup port net works for fam i lies who have chil dren with dual sen
sory im pair ment. I’m go ing to read sev eral ac tiv i ties that a fam ily sup port group might con duct. For each, tell me how im por tant it is to you by say
ing whether it is...[1=] very im por tant; . . .[2=] some what im por tant; . . .[3=] slightly im por tant, or; . . .[4] not im por tant at all. For ex am ple, how 
im por tant to you is it for a fam ily sup port net work to pro vide you with. . .” 

Benefit Mean Standard 
Deviation 

% Very 
Important 

. . . in for ma tion on what has been suc cess ful help ing chil dren
with dual sen sory im pair ment 

1.09 0.30 90.6 

. . . re fer ral to agen cies which might be help ful 1.26 0.56 77.4 

. . . friend ship 1.30 0.54 73.6 

. . . ad vo cacy train ing and par tic i pa tion 1.34 0.48 66.5 

. . . emo tional sup port for your fam ily 1.48 0.73 63.5 

. . . train ing and sup port us ing com put ers 1.68 0.98 60.4 

. . . so cial gath er ings 1.75 0.85 47.1 

Ta ble 3. Per cep tions of a state wide fam ily sup port or ga ni za tion in Ken tucky: Num bers and Per cent. 
In ter viewer’s In tro duc tion:  “You may also know that there is a newly-formed group in Ken tucky called Par ents Con fronting Dual Sen sory Im pair 
ment, or PCDSI, for short. PCDSI’s mis sion is to pro vide in for ma tion and sup port for fam i lies of chil dren with dual sen sory im pair ment.” 

Questions Responses n % 
Have you heard of PCDSI be fore? Yes 37 69.8 

No 16 30.2 

How did you hear about PCDSI? News let ter 10 17.8 

Fam ily Fo rum 5 9.4 

(How did you hear about PCDSI?) Deaf-Blind in ter ven 
tion pro ject 

2 3.8 
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Questions Ta ble 1 con tin ued Responses n % 
An other par ent/fam 

ily 
3 5.7 

Other 17 32.1 

Not asked 16 30.2 

Do you re ceive a news let ter form PCDSI? Yes 7 13.2 

No 29 54.7 

Don’t know 17 32.1 

How use ful is the News let ter? Would you say it is . . . Very use ful 10 18.9 

Only peo ple who said they re ceived the news let ter were asked this ques tion. Due 
to in ter viewer er ror, one per son who should have been asked was skipped. 

Some what use ful 11 20.8 

Only slightly use ful 6 11.3 

Not use ful at all 2 3.8 

Not asked 25 47.2 

How ef fec tive is PCDSI in pro vid ing sup port for your fam ily? Very ef fec tive 10 18.9 

Would you say it is . . . Some what ef fec tive 11 20.8 

Only slightly ef fec tive 8 15.1 

Not ef fec tive at all 7 13.2 

Don’t know 1 1.9 

Not asked 16 30.2 

How help ful is PCDSI in sup ply ing in for ma tion for your Very help ful 12 22.6 

fam ily?  Would you say it is . . . Some what help ful 14 26.4 

Only slightly help ful 2 3.8 

Not help ful at all 6 11.3 

Don’t know 3 5.7 

Not asked 16 30.2 

How in ter ested are you in fu ture  in volve ment in a sup port Very in ter ested 27 50.1 

group like PCDSI? Would you say you are . . . Some what in ter ested 17 32.1 

Not very in ter ested 4 7.5 ̀

Not in ter ested at all 3 5.7 

Don’t know 1 1.9 

Re fused 1 1.9 
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An Introduction to the

International Organizations and


Literature Related to

Deafblindness


Betsy L. McGinnity

Perkins DB-LINK


To re flect the in ter na tional na ture of this ar ti cle, the au thor 
uses the lan guage “deafblind”(un hy phen ated)—ED. 

DB-LINK rep re sents the first at tempt in the 
United States to ap ply a me thod i cal and or ga nized 
ef fort to unify and dis sem i nate the body of in for ma 
tion re lated to deafblindness (see sidebar on ter mi 
nol ogy). The in for ma tion spe cial ists at DB-LINK 
have re sponded to more than 1800 re quests for in for 
ma tion since July 1993. To re spond to these ques
tions, staff make use of the DB-LINK Cat a log 
da ta base to iden tify per ti nent lit er a ture and ma te ri 
als. While most of this lit er a ture was gen er ated in the 
United States, DB-LINK also has ac cess to lit er a ture 
from other coun tries. In re spond ing to re quests, it be
came ap par ent that within cer tain topic ar eas, the im
pact of the in ter na tional lit er a ture is sig nif i cant, (e.g., 
Usher Syn drome [Sense, United King dom], ob jects 
of ref er ence [Sint Michelsgestel, Neth er lands], or the 
in ter vener model [United King dom and Can ada]). 
The per spec tives rep re sented in the in ter na tional lit
er a ture are some times very dif fer ent from those of 
the United States. Ac cessing these ma te ri als af ford 
the reader the op por tu nity to eval u ate how cul tural 
val ues, gov ern ment, ge og ra phy, econ omy, and pop-
u la tion de mo graph ics can af fect the ory and prac tice. 
As an ex am ple, the U.S. lit er a ture re lated to qual ity 
of life is of ten re plete with lan guage re fer ring to in de 
pend ence and self-sufficiency, while the Nordic lit er 
a ture re lated to qual ity of life dis cusses com bat ing 
iso la tion and de vel op ing meth ods to help peo ple 
con nect with each other. A re view of the lit er a ture 
also dem on strates how much we have in com mon. 
The pur pose of this ar ti cle is to serve as an in tro duc 
tion to the in ter na tional, pri mar ily Eu ro pean, 
sources of in for ma tion re lated to deafblindness that 
are avail able in Eng lish. 
The lit er a ture to which DB-LINK has ac cess is fre
quently de vel oped by one of the many agen cies and 
or ga ni za tions that are con nected to in di vid u als who 
are deafblind. Many of these or ga ni za tions pub lish 
ma te ri als in Eng lish. Most coun tries are now us ing 
the term “deafblind.” The use of the sin gle word 
rather than the hy phen ated term was adopted at the 
world con fer ence of In ter na tional As so ci a tion for the 
Ed u ca tion of Deafblind Peo ple (IAEDB) in Ordoro, 
Swe den in 1991. It was felt that the sin gle word more 
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ac cu rately rep re sented the unique ness and 
sig nif i cance of “deafblindness” rather than the sum 
of deaf ness and blind ness. 
IAEDB was founded over 30 years ago to pro mote 
the ed u ca tion of deafblind chil dren and young 
adults through out the world. Mem ber ship in cludes 
rep re sen ta tives from 59 coun tries. IAEDB holds 
world con fer ences ev ery four years and pub lishes 
their pro ceed ings from these con fer ences in Eng lish. 
Re cent world con fer ences were held in Poitiers, 
France in 1987 and in Orebro, Swe den in 1991. Topics 
ad dressed in the pro ceed ings in clude qual ity of life, 
as sess ment, com mu ni ca tion, Usher Syn drome, staff 
de vel op ment and ad ven ti tious deafblindness. The 
11th IAEDB World Con fer ence, “Working and 
Growing To gether,” was held in July 1995 in Cor
doba, Ar gen tina. 
The Eu ro pean Re gion of IAEDB also holds con fer 
ences within Eu rope. The most re cent was held in 
Potsdam, Ger many in 1993. The pro ceed ings from 
this con fer ence num ber over 500 pages and cover a 
wide ar ray of top ics, in clud ing “Cul tural Dif fer ences 
in Early In ter ven tion”, “Ac cess to Con text—a Ba sic 
Need,” and “Eval u a tion of the So cial Re la tion ships 
Be tween the Deafblind Per son and So ci ety.” 
IAEDB also pub lishes a news let ter, Deafblind Ed u ca 
tion, twice yearly. The news let ter’s fo cus in cludes 
pro gram de scrip tion, and fea ture ar ti cles on sub jects 
rang ing from de vel op ing in ter preter ser vices in Eu
rope to an ex am i na tion of the neuropsychological as
pects of com mu ni ca tion and de vel op ment. Ar ti cles 
are con trib uted by au thors in both de vel op ing and 
de vel oped coun tries. 
Forty years ago a par ent group was ini ti ated in the 
United King dom by two young moth ers, Peggy Free
man and Mar ga ret Brock, whose cor re spon dence be
gan with their shared ex pe ri ence of rais ing ba bies 
who were deafblind as a re sult of ma ter nal ru bella. 
That par ent group even tu ally be came Sense, the Na
tional Deafblind and Ru bella As so ci a tion. To day, 
Sense has a staff of al most 1000, a main of fice in Lon
don, six re gional cen ters through out the U.K., three 
fam ily cen ters, a fam ily and re spite cen ter, and four 
spe cial work shops and oc cu pa tion cen ters. In ad di 
tion to pro vid ing di rect ser vices to chil dren and 
young adults who are deafblind and their fam i lies, 
Sense con ducts staff train ing ac tiv i ties and spon sors 
con fer ences in the U.K. They also pub lish re ports and 
pro ceed ings from con fer ences and sem i nars held in 
the U.K. Sense pub lishes a quar terly mag a zine, 
Talking Sense. The mag a zine’s reg u lar for mat in
cludes a news sec tion fo cus ing on gov ern ment and 
com mer cial pol icy is sues af fect ing peo ple who are 
deafblind, pro gram up dates from through out the 
U.K., fea ture ar ti cles on a wide ar ray of top ics, and 
mem ber ship news. Re cent is sues have fea tured ar ti 
cles about how a fam ily ad justed to their son’s di ag 
no sis of Usher Syn drome, how to ini ti ate mo bil ity 
train ing with a stu dent who is to tally deafblind, and 
a two-part se ries on in ter ven tion. 
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Sense’s Usher Syn drome Ser vices and the Brit ish 
Deaf As so ci a tion col labor atively spon sor the Usher 
in the Deaf Com mu nity Pro ject. The ob jec tive of the 
pro ject is to pro mote Usher Syn drome ed u ca 
tion/aware ness among mem bers of the brit ish deaf 
sign lan guage-using com mu nity. The pro ject has cre
ated a range of in for ma tion leaf lets that ex plain 
Usher Syn drome and were de signed spe cif i cally for 
deaf peo ple. The ma te ri als in clude many il lus tra 
tions and short ver bal de scrip tions. Sense will hold a 
con fer ence in Oc to ber 1995 to re port on their 
four-year pro ject and to share ma te ri als used in the 
de vel op ment of their out reach pro grams. 
The World Blind Un ion has a Stand ing Com mit tee 
on the Ac tiv ities of Deafblind Peo ple. This group in
cludes a large pro por tion of peo ple who are 
deafblind and has a par tic u lar fo cus on re ha bil i ta tion 
is sues. Pro ceed ings were pub lished from the 5th 
Helen Keller World Con fer ence held in Osimo, It aly 
in 1993. The con fer ence theme was “The Qual ity of 
Life of Deafblind Peo ple, Re al ities and Op por tu 
nities.” Among the ma jor top ics that were ad dressed 
was an over view of or ga ni za tions of the deafblind, 
with spe cific de scrip tions of the mod els uti lized in 
France, Den mark, and the United States. An other 
high lighted is sue was  the sit u a tion in de vel op ing 
coun tries, with a spe cial fo cus on In dia, Af rica, and 
South Amer ica. 
The Nordic Staff Training Cen tre (NUD) in 
Dronninglund, Den mark con ducts staff train ing 
courses for the Nordic coun tries (Den mark, Nor way, 
Swe den, and Fin land) re lated to all as pects of 
deafblindness. They make a va ri ety of their pub li ca 
tions avail able in Eng lish. Den mark also has an in for 
ma tion cen ter for ac quired deafblindness and an 
in for ma tion cen ter for con gen i tal deafblindness, 
each of which pro vides, sim i lar to DB-LINK, com
pre hen sive in for ma tion ser vices. 
The Ca na dian Deafblind & Ru bella As so ci a tion also 
spon sors con fer ences and pub lishes pro ceed ings. 
The next con fer ence, “Liv ing and Learning: A Life
long Ad ven ture,” is sched uled for May 8–11, 1996 at 
the Uni ver sity of Brit ish Co lum bia in Van cou ver, BC, 
Can ada. 
ONCE, the Span ish Na tional Or ga ni za tion for the 
Blind, has trans lated a num ber of books re lated to 
deafblindness into Span ish. They main tain a da ta 
base that iden ti fies lit er a ture avail able in Span ish 
about blind ness and deafblindness. They help to 
make these ma te ri als avail able through out Latin 
Amer ica. 
In this in for ma tion age, tech nol ogy is avail able that 
al lows in di vid u als to have im me di ate ac cess to in for 
ma tion from all over the world. A lot of en ergy is be
ing ex pended on the part of in for ma tion pro vid ers to 
or ga nize and make avail able in for ma tion re lated to 
deafblindness via the Internet. As DB-LINK con tin 
ues to or ga nize its re sources, it cre ates even greater 
op por tu ni ties for shar ing and ex chang ing ideas. This 
pro fes sion will be in flu enced by the ever-expanding 
in flux of ideas from other cul tures and other coun

tries. Ul ti mately, this may lead to better ed u ca tional 
ser vices and out comes for chil dren who are 
deafblind. 
DB-LINK can as sist you in ac cess ing any of the ma te 
ri als men tioned. 
DB-LINK voice: (800) 438-9376 
345 N. Monmouth Ave. TTY: (800) 854-7013 
Monmouth, OR 97361
 e-mail:leslieg@fsa.wosc.osshe.edu 

Contact information for the organizations 
mentioned in this article 

In ter na tional As so ci a tion for the Ed u ca tion of 
Deafblind Peo ple (IAEDB) 

In di vid ual mem ber ship is open to any one and is with
out charge. An an nual do na tion of $20 is re quested. 
Each coun try can have a rep re sen ta tive on the Ex ec u 
tive Com mit tee for ev ery 10 in di vid ual mem bers. 
There is a max i mum of three rep re sen ta tives per 
coun try. 
Cor po rate mem ber ship is open to any school, as so ci a 
tion, so ci ety or any sim i lar or ga ni za tion. There is an 
an nual sub scrip tion of $200. Each cor po rate mem ber 
can have one rep re sen ta tive on the Ex ec u tive Com
mit tee. 
All mem bers will re ceive Deafblind Ed u ca tion and 
may vote at the World Con fer ence. 
IAEDB 
c/o Sense
11-13 Clifton Ter race 
Finsbury Park
Lon don N4 3SR  United King dom 

Ca na dian Deafblind and Ru bella As so ci a tion 
747 Sec ond Ave East, Suite 4 Tel: (519) 372-1333 
Owen Sound, ON N4K 2G9 

Con fer ence on Deafblindness 
Ca na dian Deafblind and Ru bella As so ci a tion 
BC Chap ter
Box 140-5055 Joyce Street Tel/TTD: (604) 436-1882 
Van cou ver, BC V5R 4G7 Fax: (604) 430-3415 

Nordic Staff Training Cen tre (NUD)
Slotsgade 8
DK-9330 Dronninglund 

Organizacion Nacional de Ciegos Calle del Prado
(ONCE)
C/ Quevedo, 1 
28014 Ma drid Spain 

Tel: 
Fax: 

589 45 25-26 
589 45 27 

Sense 
11-13 Clifton Ter race Tel: 44 171 272 7774 
Finsbury Park 
Lon don N4 3SR 

Fax: 44 171 272 6012 

United King dom 

World Blind Un ion 
Com mit tee on the Ac tiv ities of Deafblind Per sons 
c/o Stig Ohlson, Chair per son
As so ci a tion of the Swed ish Deaf-Blind 
S-122 88 Enskede, Swe den 
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In 1991, Salvatore Lagati of the Servizio di 
Consulenza Pedagogica in Trento, It aly be gan 
a cru sade to get in ter na tional ac cep tance of the 
sin gle word “deafblind” in place of the hy
phen ated word “deaf-blind.” His be lief was 
that “deafblindness is a con di tion pre sent ing 
other dif fi cul ties than those caused by deaf ness 
and blind ness”(Lagati,1993 p. 429). The hy
phen ated term in di cates a con di tion that 
“sums up the dif fi cul ties of deaf ness and blind
ness.” The sin gle word would in di cate a dif fer 
ent, unique con di tion and that im pact of dual 
losses is multi pli ca tive rather than ad di tive. 
Lagati wrote and ex plained his pro posal to 30 
agen cies through out the world who work with 
peo ple who are deafblind. He re ceived very 
pos i tive feed back from all of the peo ple who re
sponded. In Ger many, Po land, Rus sia and the 
Nordic coun tries, the word “deafblind” has al
ways been used with out a hy phen. Rep re sen ta 
tives from other coun tries in clud ing the United 
States, France, Great Brit ain, In dia, Spain and 
Swit zer land agreed that the change was de sir 
able. Lagati pre sented this in for ma tion at the 
IAEDB In ter na tional Con fer ence in Orebro, 
Swe den. 
By 1993 both IAEDB and Sense had agreed to 
use the term “deafblind” in their pub li ca tions. 
The Ca na dian Deafblind and Ru bella As so ci a 
tion also adopted the term. Lagati re ported 
these re sults at the Eu ro pean Con fer ence of 
IAEDB in Potsdam, Ger many in 1993. 
Salvatore Lagati wrote an ar ti cle that ap pears 
in the most re cent Jour nal of Vi sual Im pair ment & 
Blind ness, Spe cial Is sue on Deaf-Blindness. He is 
now pro pos ing that “the field should come to 
some agree ment on the def i ni tion of the term” 
and then to “use the un hy phen ated, one-word 
term in all pub li ca tions.” (Lagati, 1995, p.306). 
This pro posal faces an un cer tain fu ture in the 
United States. Ter mi nol ogy has been a hotly 
de bated is sue for some time in this coun try. Po-
lit i cal cor rect ness also seems to have greater in-
flu ence in the US than in many other coun tries. 
Re cent syn onyms have in cluded “dual sen sory 
im paired,” “auditorally and vi su ally chal
lenged,” per son “with deaf-blindness,” etc. 
Ed i to rial pol icy for Deaf-Blind Per spec tives 
(Reiman, 1993) re quires the use of the lan guage 
“per son who is deaf-blind.” This us age seems 
to have gen eral ac cep tance in the U.S. Per haps, 
if Salvatore Lagati keeps up his cru sade, “per
son who is deafblind” will have global ac cep 
tance in the fu ture. 
To con tact Salvatore Lagati:

Salvatore Lagati, Ph.D.

Di rec tor

Servizio di Consulenza Pedagogica

P.O. Box 601

38100 Trento, It aly
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Additional Readings 

5th Helen Keller World Con fer ence, the Qual ity of 
deafblind peo ple:re al i ties and op por tu ni ties, Osimo, 
It aly Sep tem ber 25-30, 1993 / World Blind Un ion’s 
Stand ing Com mit tee on the Ac tiv ities of Deaf-Blind 
Peo ple. 1993. 
III. Eu ro pean Con fer ence of the In ter na tional As so ci 
a tion for the Ed u ca tion of Deafblind Peo ple Equal 
and Ex cep tional. Potsdam (Ger many) 31 July - 5 Au
gust 1993. Pro ceed ings / In ter na tional As so ci a tion 
of the Ed u ca tion of Deafblind Peo ple. Potsdam, Ger
many: Oberlinhaus, 1993. 
Sec ond Eu ro pean con fer ence, re port 22-27, Oc to ber 
1988, Eng land / Eu ro pean Com mis sion on Ac tiv ities 
for the Deaf-Blind. Peterborough, Eng land: Na tional 
Deaf-Blind League, 1989. 
Summerscale, J. & Boothroyd, E. (1994) Pro ceed ings 
of the U.K. Con fer ence, Deafblind ed u ca tion: de vel 
op ing and sus tain ing ap pro pri ate pro vi sion, Bir
ming ham, Eng land. 
Deafblind Ed u ca tion, The Jour nal of the In ter na 
tional as so ci a tion for the ed u ca tion of Deafblind Peo
ple. 
Talking Sense, The Mag a zine of Sense, the Na tional 
Deafblind and Ru bella As so ci a tion. 

We en cour age you to copy and 
share in for  ma tion from 
Deaf-Blind Per spec tives, but 
please pro vide ap pro pri ate ci
ta tions. 
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Personnel Preparation

Past, Present and Future


Perspectives

Barbara A. B. McLetchie


Boston College

The au thor ac knowl edges the con tri bu tions of Steph a nie MacFarland 
and Marianne Riggio. For a com plete list ing of per son nel prep a ra tion 
pro grams in deaf-blind ed u ca tion, con tact DB-LINK. 

The 1992 Na tional Sym po sium on Children and 
Youth Who Are Deaf-Blind, spon sored by the Of fice 
of Spe cial Ed u ca tion and Re ha bil i ta tion Ser vices 
(OSERS) had as “a sin gle goal—a brighter fu ture for 
chil dren and youth who are deaf-blind” (Reiman, 
1993, open ing re marks). The Na tional Sym po sium 
cul mi nated with sev eral rec om men da tions that 
would im prove ser vices to peo ple who are 
deaf-blind through out the coun try (Reiman & John
son, 1993). 
This ar ti cle val i dates the need for con tin ued and in
creased fed eral in volve ment in the prep a ra tion of 
teach ers to ed u cate stu dents who are deaf-blind. Fur
ther, it dis cusses the prog ress made in three of the 
Na tional Sym po sium rec om men da tions re lated to 
teacher prep a ra tion in the field of deaf-blindness: a) 
the need for ad di tional teach ers, b) the need to de
velop teacher com pe ten cies unique to teach ing 
learn ers who are deaf-blind, and c) the need for col-
lab o ra tion among uni ver sity per son nel, fam i lies, 
ser vice pro vid ers and adults who are deaf-blind. 

Federal Involvement 
The is sue of con tin ued fed eral sup port in the field of 
deaf-blindness, in clud ing teacher prep a ra tion, may 
seem pale in com par i son to the over all rad i cal re duc 
tions and erad i ca tion of fis cal sup port the pres ent 
Con gress al ready has ex e cuted or pro poses in nu-
mer ous ar eas of hu man ser vices. How ever, the need 
for con tin ued fed eral com mit ment—with cre ative 
col lab o ra tion among ser vice pro vid ers, fam i lies, and 
adults who are deaf-blind—is more cru cial than ever 
in main tain ing and pro vid ing ba sic and ad e quate ed
u ca tional ser vices in this field. 
His tor i cal events over the last three de cades clearly 
dem on strate the im pact the fed eral gov ern ment has 
had on teacher prep a ra tion in the field of 
deaf-blindness. In the 1960s, the Ru bella ep i demic 
cre ated a na tional med i cal emer gency that left more 
than 5000 chil dren with com bined vi sion and hear
ing losses and unique, com plex ed u ca tional needs. 
The needs of these chil dren could not be met in tra di 
tional spe cial ed u ca tion pro grams. To as sist meet ing 
the needs of this ex tremely low in ci dence pop u la tion 
the fed eral gov ern ment es tab lished sev eral high 
qual ity uni ver sity per son nel prep a ra tion pro grams 
in deaf-blindness in the late 1960s and 1970s. Large 

num bers of as pir ing teach ers and oth ers who were 
un cer tain of their fu ture stud ies were en cour aged to 
choose ca reers in deaf-blind ed u ca tion be cause of the 
avail abil ity of fed eral grants in this field. Ad di 
tionally, the fed eral gov ern ment funded 10 
Deaf-Blind Re gional Cen ters across the coun try. In 
the 1970s, the vast ma jor ity of learn ers who were 
deaf-blind were be ing ed u cated in spe cial schools. 
These schools de vel oped strong col lab o ra tive links 
with the Deaf-Blind Re gional Cen ters and uni ver sity 
per son nel prep a ra tion pro grams. This in fu sion of 
fed eral sup port, along with an in crease in trained 
per son nel, fos tered new and in no va tive pro grams to 
as sist chil dren who were deaf-blind and their fam i 
lies: new as sess ment tools and cur ric ula were de vel 
oped, com mu ni ca tion modes were adapted for 
learn ers who were deaf-blind and had other dis abil i 
ties, and many par ents be came ac tively in volved in 
ed u ca tional in ter ven tions. The ac tiv i ties in the 1960s 
and 1970s al lowed grad u ates of per son nel prep a ra 
tion pro grams to feel con fi dent about find ing a job in 
the field of deaf-blindness. 
In the 1980s, the fed eral gov ern ment re or ga nized the 
fund ing struc ture within the De part ment of Ed u ca 
tion. This de creased fed eral in volve ment meant that 
fewer teacher prep a ra tion pro grams con tin ued to re
ceive fund ing. Con se quently the num ber of per son 
nel  prep a ra  t ion pro grams in the area of 
deaf-blindness were re duced to a hand ful de spite the 
fact that there con tin ued to be a steady in crease in the 
num bers of learn ers who were deaf-blind. The most 
re cent cen sus re ports 9,783 in fants, chil dren, and 
youth who are deaf-blind (Baldwin, 1994)—twice the 
num ber re ported af ter the Ru bella ep i demic. 
Cur rently, nearly 80% of learn ers who are deaf-blind 
are be ing ed u cated in lo cal schools (Heumann, 
1994-95). More over, the pop u la tion is more widely 
dis persed than ever be fore, a trend that is likely to 
con tinue with the na tional move to ed u cate learn ers 
who are dis abled in their neigh bor hood schools (Col
lins, 1992). With this dis per sion of the pop u la tion 
grad u ates of per son nel prep a ra tion pro grams in 
deaf-blindness find it in creas ingly dif fi cult to find 
po si tions in the field of deaf-blindness. Typically, 
school dis tricts with only one learner who is 
deaf-blind are not will ing to pay for a teacher trained 
in deaf-blindness even though the child has unique 
ed u ca tional needs that may not be met by a ge neric 
spe cial ed u ca tion teacher. 
In 1995, the sup ply of qual i fied teach ers is “crit i cally 
lim ited” (Heumann, 1994-95). As of the sum mer of 
1995 there are only five uni ver sity pro grams that are 
fed er ally funded through the Di vi sion of Per son nel 
Prep a ra tion, Low In ci dence Dis abil ities. And states 
have not been able to meet the needs of per son nel de-
vel op ment in deaf-blindness through their Com pre 
hen sive Sys tem of Per son nel De vel op ment (CSPD). 
Be cause the num ber of stu dents who are deaf-blind 
in each state is ex tremely small in com par i son to the 
num ber of stu dents with other dis abil i ties, the con
cern is that stu dents who are deaf-blind are con sid 
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ered a low pri or ity when pro vid ing ap pro pri ate 
ser vices at state and lo cal lev els. 
The unique needs of the rel a tively few stu dents who 
are deaf-blind, dis persed in class rooms across the 
coun try, jus tify fed eral sup port. With out fed eral in
volve ment the highly spe cial ized ser vices re quired 
to ed u cate chil dren who are deaf-blind are at high 
risk of be com ing frag mented or non ex is tent. The low 
pri or ity that states as signed to per son nel de vel op 
ment in the deaf-blind field may soon be come a more 
crit i cal is sue with the im pend ing move by Con gress 
to pro vide block grants to states that min i mize fed
eral in volve ment. In es sence, events of the past and 
pres ent show that even with fed eral sup port there 
are still too few teach ers of stu dents who are 
deaf-blind. To re move or re duce this sup port would 
be un con scio na ble. 

Additional Teachers 
Re sults of a na tional sur vey of state and multistate 
co or di na tors un der Sec tion 307.11 com pleted for the 
Na tional Sym po sium in 1992, and a fol low-up sur
vey two years later, sup port As sis tant Sec re tary 
Heumann’s as ser tion that a se vere short age of qual i 
fied per son nel ex ists in the field of deaf-blindness. In 
1992, a na tional sur vey from 47 state and multistate 
co or di na tors re vealed that only 6% or 224 of the 3668 
teach ers work ing with 6741 learn ers who were 
deaf-blind were trained in deaf-blind ed u ca tion at 
the uni ver sity level (McLetchie, 1992). Re sults of a 
1994 fol low-up sur vey of 48 co or di na tors in di cated 
only an es ti mated 6% or 347 of the 5445 teach ers serv
ing 9046 in fants, chil dren, and youth have had spe
cific teacher prep a ra tion in deaf-blind ed u ca tion 
(McLetchie & MacFarland, 1995). 
A ma jor rec om men da tion by the Na tional Sym po 
sium, re lat ing to per son nel prep a ra tion, was the 
need for more teach ers. This rec om men da tion in
cluded the need for pro vid ing fed eral sup port to at 
least 10 uni ver sity pro grams spe cial iz ing in train ing 
teach ers in deaf-blindness. Though some prog ress 
has been made in this area, it re mains woe fully short 
of the need. In 1992, four per son nel prep a ra tion pro
grams in deaf-blind teacher ed u ca tion were funded 
un der OSERS, Di vi sion of Per son nel Prep a ra tion. 
One other teacher ed u ca tion pro gram was funded 
through a fed eral grant to a state. These pro grams 
along with three oth ers funded through the 
Hilton/Perkins Pro gram grad u ated a to tal of 18 
teach ers. Cur rently, five pro grams are funded un der 
the Di vi sion of Per son nel Prep a ra tion, Low In ci 
dence Dis abil ities: one fed eral grant to a state, one 
pro gram that re ceives no ex ter nal funds, and three 
other pro grams par tially funded through the 
Hilton/Perkins Pro gram. Hilton/Perkins con trib 
utes to three of the pro grams that are fed er ally 
funded and par tially funds three other pro grams. 
These pro grams grad u ated 36 teach ers in 1994. This 
two-fold in crease in pre par ing more qual i fied per
son nel over 1992 lev els dem on strates sig nif i cant 

prog ress in pre par ing more qual i fied per son nel. 
How ever, the cur rent pic ture is un cer tain. 
Given the pres ent fund ing trends, it is highly ques
tion able if the fed er ally funded pro grams will sur
vive be yond their pres ent grant pe ri ods. And though 
The Hilton/Perkins Pro gram has pro vided start-up 
sup port to some of these pro grams, it can not sup port 
these pro grams to the ex tent nec es sary to meet the 
cur rent needs. Maybe most dis con cert ing is that no 
spe cific Re quests for Pro posals to pre pare teach ers in 
deaf-blind ed u ca tion have been is sued by OSERS, 
Di vi sion of Per son nel Prep a ra tion since the Na tional 
Sym po sium. 

Teacher Competencies 
An other ma jor Na tional Sym po sium rec om men da 
tion re lated to per son nel prep a ra tion was the need to 
es tab lish na tional com pe ten cies in the deaf-blind 
teach ing pro fes sion (McLetchie, 1992; Davidson, 
1992). Com pe tencies re late to the knowl edge and 
skills teach ers re quire to ed u cate learn ers who are 
deaf-blind. For ex am ple, teach ers need knowl edge of 
the wide va ri ety of com mu ni ca tion modes used by 
learn ers who are deaf-blind (ob jects, tac tile sym bols, 
pic tures, Eng lish and other vi sual/tac tile sign sys
tems, fingerspelling, large print or braille, etc.). 
Teachers need skills in us ing a va ri ety of com mu ni 
ca tion modes in or der to adapt to each learner’s pre
ferred mode(s) of com mu ni ca tion. Teacher 
com pe ten cies can help as sure that stu dents who are 
deaf-blind not only have ac cess to ed u ca tion but that 
their ed u ca tion meets a pre scribed level of qual ity. 
Com pe tencies in cor po rated into per son nel prep a ra 
tion courses and field ex pe ri ences at the uni ver sity 
level can pro vide a stan dard for cer ti fy ing uni ver sity 
pro grams or eval u at ing grant pro pos als. Na tional 
com pe ten cies also can el e vate teach ing in the 
deaf-blind field to a higher level of pro fes sion al ism 
and be a pos i tive force for pro fes sional iden tity. 
Strong com pe ten cies  can also serve as 
self-evaluation tools for teach ers so they can be on go 
ing learn ers who pur sue ad di tional train ing op por 
tu ni ties to in crease their knowl edge and skills. In 
ad di tion, the com pe ten cies will as sist school ad min 
is tra tors in mak ing judg ments re gard ing a teacher’s 
cur rent knowl edge and skills and his or her fu ture 
train ing needs. 

Collaboration 
In 1993, The Perkins Na tional Deaf-Blind Training 
Pro ject was funded by OSERS, Ser vices for Children 
with Deaf-Blindness Pro gram. The pro ject pro vides 
a mech a nism for na tional col lab o ra tion with a cen
tral fo cus upon teacher prep a ra tion. (The pro ject’s 
goals re late to the Na tional Sym po sium rec om men 
da tions dis cussed in this ar ti cle: the need to train 
more teach ers and the need to de velop teacher com
pe ten cies unique to deaf-blindness). Col lab o ra tion 
within this pro ject oc curs at many lev els fos tered by 
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the pro ject steer ing com mit tee, which in cludes rep-
re sen ta tion from 

•	 Parent/family organizations 
National Family Association for Deaf-Blind 
(NFADB) 

•	 Adult and transition services 
Helen Keller National Center Technical 
Assistance Center (HKNC-TAC) 

•	 Deaf-blind consumer organizations 
American Association of the Deaf-Blind 
(AADB) 

•	 state and multistate coordinators of Section 307.11 
programs 
Teaching Research Assistance to Children 
Experiencing Sensory Impairments (TRACES) 

•	 OSERS 

•	 The National Information Clearinghouse On

Children Who Are Deaf-Blind (DB-LINK)


•	 University personnel preparation programs 

•	 National Coalition on Deaf-Blindness. 
The pro ject col lab o rates with uni ver si ties that have 
ex ist ing pro grams or fac ulty with ex per tise in 
deaf-blindness. The re gions, uni ver sity sites and fac
ulty are: 

•	 Northeast Region, Boston College (Dr. Barbara

McLetchie) and Hunter College (Dr. Rosanne

Silberman)


•	 Southeast Region, Florida State University (Dr. 
Pearl Tait) 

•	 North Central Region, (Dr. Lou Alonso and Susan 
Bruce Marks) 

•	 South Central Region, Texas Tech University (Dr. 
Roseanna Davidson) 

•	 Southwest Region, San Diego State University

(Dr. Kathee Christensen)


•	 Northwest Region, University of Washington (Dr. 
Norris Haring) 

Dur ing the 3-year grant pe riod (Oc to ber 1993 - Oc to 
ber 1996) the pro ject pro vides two con sec u tive grad-
u ate level sum mer in sti tutes in each of the six 
re gional uni ver sity sites. The grant pro vides funds 
for travel, tu i tion, room and board for two par tic i 
pants from each state and ter ri tory. The two se lected 
topic ar eas, based upon re sults of na tional sur vey 
data from 307.11 Co or di na tors, prac ti tio ners, and 
fam i lies are: Strat egies to As sist Learners Who are 
Deaf-Blind in De veloping Com mu ni ca tion Com pe 
tence and, Strat egies for In clud ing Learners Who are 
Deaf-Blind in Reg u lar Schools and Com mu nities. 
Prior to each re gional sum mer train ing in sti tute, the 
uni ver sity site co or di na tor for the re gion, 307.11 co
or di  na tors ,  rep re sen ta t ives from TRACES, 
HKNC-TAC, and grant staff par tic i pate in re gional 

plan ning team meet ings. Meet ings fo cus on the 
se lec tion of course con tent area (com mu ni ca tion or 
in clu sion), pre sent ers, and lo gis tics for the in sti tutes. 
The 307.11 co or di na tors se lect par tic i pants to en sure 
that train ing meets the needs of each state. The 307.11 
pro gram, TRACES, and HKNC-TAC have col lab o 
rated with the pro ject and have con trib uted valu able 
time and re sources. These ef forts in clude at tend ing 
re gional plan ning team meet ings, fund ing ad di 
tional par tic i pants to at tend sum mer in sti tutes, and 
con trib ut ing the time of their pro ject staff to pres ent 
at sum mer in sti tutes. 
Eight sum mer in sti tutes were held in 1994 and 1995 
and ap prox i mately 200 peo ple en rolled. In 1994, the 
sum mer in sti tutes on com mu ni ca tion were held in 
the North east Re gion through Hunter Col lege at the 
Helen Keller Na tional Cen ter, Sands Point, New 
York and in the South Cen tral Re gion through Texas 
Tech Uni ver sity at its site in Junc tion, Texas. Ap prox 
i mately 50 peo ple par tic i pated. In the sum mer of 
1995, in sti tutes on in clu sion and com mu ni ca tion 
were of fered through Hunter Col lege and Texas 
Tech Uni ver sity. In sti tutes on com mu ni ca tion were 
held at the other four uni ver sity sites—Mich i gan 
State Uni ver sity, San Diego State Uni ver sity, Florida 
State Uni ver sity, and Uni ver sity of Wash ing ton. 
Next sum mer, these four uni ver si ties will pro vide 
train ing on in clud ing learn ers who are deaf-blind in 
their home schools and com mu ni ties. The in sti tutes 
are tar geted to train teach ers. How ever, par ents, oc
cu pa tional and speech lan guage ther a pists, vi sion 
spe cial ists, in ter ven ers, and 307.11 state co or di na 
tors have par tic i pated. 
Prog ress in de vel op ing com pe ten cies has oc curred 
over the last two years. The Perkins Na tional 
Deaf-Blind Training Pro ject has be gun to de velop 
com pe ten cies in the deaf-blind teach ing pro fes sion. 
A com pe tency sub com mit tee of the Na tional Con
sor tium has de vel oped a draft of the com pe ten cies 
that will be shared with the en tire con sor tium for in
put in the early fall of 1995. By March of 1996, the 
com pe ten cies will be field tested na tion ally. The fi
nal ized com pe ten cies will be dis sem i nated in Sep
tem ber 1996, at the close of the grant pe riod. 
Prog ress in col lab o ra tion, in train ing more per son 
nel, and in de vel op ing com pe ten cies unique to teach
ing learn ers who are deaf-blind has oc curred since 
the 1992 Na tional Sym po sium. Fu ture prog ress in 
teacher prep a ra tion in the deaf-blind field is ten u ous 
given the pres ent po lit i cal shift away from fed eral in
volve ment. There fore,  col lab o ra tion among uni ver 
sity per son nel, ser vice pro vid ers, fam i lies, and 
adults who are deaf-blind must con tinue and ex pand 
with cre ativ ity and en ergy—even more so if cur rent 
fed eral grants ex pire. In the larger pic ture, the 
deaf-blind field must unite and ad vo cate for qual ity 
ed u ca tional op por tu ni ties. Ed u ca tion is a pow er ful 
tool that en hances the qual ity of lives of all peo ple in 
our so ci ety and pro vides a “brighter fu ture for chil
dren and youth who are deaf-blind,” (Reiman, 1992, 
Open ing re marks). 
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New Local Deaf-blind Association 
Established 

The Penn syl va nia So ci ety for the Ad vance 
ment of the Deaf, Inc., Greater Har ris burg 
Chap ter, is an nounc ing the for ma tion of the 
Cen tral Penn syl va nia As so ci a tion for the 
Deaf-Blind (CPDAB) 
CPDAB is in the de vel op men tal stages and 
in ter ested par ties should con tact 

Interpreter-Tutor 
The In ter preter-Tutor is the sec ond in the five-part You & Me se ries il lus trat ing the 
ed u ca tion of a child who is deaf-blind, in the neigh bor hood school. This video fo
cuses on the du ties of the in ter preter-tutor, the job qual i fi ca tions, and the sup ports 
nec es sary for the suc cess of this po si tion in the ed u ca tional set ting. The video will be 
avail able from Teaching Re search Pub li ca tions in De cem ber, 1995. 
Cost: $15.00 

To or der, con tact 

Teaching Re search Pub li ca tions 
345 N. Monmouth Ave. 
Monmouth, OR 97361 
Phone:(503) 838-8792 
Fax:(503) 838-8150 
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Hand in Hand Materials now Available from

American Foundation for the Blind


Huebner, K., Prickett, J., & Rafalowski-Welch, 
T. (1995). Hand in Hand: Es sen tials of 
com mu ni ca tion and ori en ta tion and mo
bil ity for your stu dents who are 
deaf-blind. New York: AFB Press. 

This two-volume self-study text—with con tri bu 
tions form more than 30 na tion ally rec og nized 
ex perts in is sues re lat ing to per sons who are 
deaf-blind—ex plains how stu dents who are 
deaf-blind learn, and fo cuses on es sen tial com
mu ni ca tion. Cost: $60.00 + s/h 
Huebner, K., Prickett, J., Rafalowski-Welch, 

T., & Jofee, E., Eds. (1995). Hand in Hand: 
It can be done. New York: AFB Press. 

This one-hour video is an in tro duc tion to work
ing with stu dents who are deaf-blind. Ac com 
panied by a dis cus sion guide, the video can be 
used in its en tirety or in sec tions, and is de signed 
for use with par ents, reg u lar ed u ca tors, and com
mu nity mem bers. Cost: $49.95 + s/h 
Huebner, K., Prickett, J., Rafalowski-Welch, 

T., & Jofee, E., Eds. (1995). Hand in Hand: 
Se lected re prints and an no tated bib li og ra 

phy on work ing with stu dents who are 
deaf-blind. New York: AFB Press. 

This col lec tion of 27 jour nal ar ti cles on the top ics 
of com mu ni ca tion, ori en ta tion and mo bil ity, 
func tional skills, im pli ca tions of var i ous eti ol o 
gies, and in struc tional strat e gies and in ter ven 
tion is sues is ac com pa nied by a de scrip tion of 
more then 160 im por tant print and au dio vi sual 
re sources and in for ma tion on how to ob tain 
them. Cost: $ 29.95 + s/h 
Prickett, J., Jofee, E., J., Rafalowski-Welch, T., 

& Huebner, K. (1995). Es sen tials of com
mu ni ca tion and ori en ta tion and mo bil ity 
for your stu dents who are deaf-blind—A 
trainer’s man ual. New York: AFB Press. 

This inservice train ing guide gives struc tured in-
for ma tion and guide lines for us ing the self-study 
ma te ri als with var i ous au di ences. Fo cusing on 
the needs of the trainer, it pro vides sam ple blue
prints for work shops, as well as an over view of 
train ing, as sess ment, and eval u a tion. Cost: 
$29.95 + s/h 

For more in for ma tion, con tact 

AFB Press

11 Penn Plaza, Ste 300

New York, NY 10001


(212) 502-7652


Calendar of Events 

April 15, - May 26, 1996, Bir ming ham,  United King
dom. Pro fes sional De vel op ment Programme. This 
pro fes sional de vel op ment pro gram of fers par tic i 
pants the op por tu nity to in crease knowl edge and 
skills in a spe cial ist area re lat ing to sen sory im pair 
ment, visit and ob serve dif fer ent spe cial ist ser vices 
through out the U.K., dis cuss work and plans with 
pro fes sion als ex pe ri enced in sim i lar work, and pro
duce a pro ject re lated to their work at home with the 
sup port of spe cial ists in the U.K. 
Con tact: 
Pro fes sional De vel op ment Programme 
Sense In ter na tional 
The Prin cess Royal Cen tre 
4 Church Road 
Edgbaston 
Bir ming ham B15 3TD United King dom 

June 19–23, 1996, To ronto, Can ada. Reaching Out, 
the Ca na dian Con fer ence of Deaf-Blind Peo ple. Con
fer ence pro gram to be an nounced. 
Con tact: 
Reaching Out Con fer ence Com mit tee 
201-44 Stubbs Dr. 
Willowdale, On tario  M2L 2R3 Can ada 
Ph (416) 225-4482 
Fax: (416) 510-8071 
E-mail: jascal@hookup.net 
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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: klumphr@fstr.wosc.osshe.edu 

Deaf-Blind Perspectives can be downloaded from Library 5 of the CompuServe Disabilities Forum. 0995 

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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