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CHAIRMAN’S REMARKS

Ag most of you know, the last
executive meeting of cur
Asgorintion took place in the
United States in April. All the
participants were hosted in the
Perkins School for the Blimd.
We are very grateful o Kevin
Lessard, Mike Collins and the
Perkins ataff for allowing us to
be together in a place known all
over the world because of the
Helen Eeller and Ann Bullivan
story, as well as for its support
to many developing programs
for the Blind or the Deafhlind,
Ag decided diuring the
previous executive mesting, a
two day symposium on post-
school services for the
congenitally deafblind took place
before the business mesting.
Thiz sympogium had been
very well prepared by a
committese (Anne Nafstad, Bob

Thas edition of Deafblind
Education has as a main topic
qualtty of Iife for congenitally
deafblind adults, We include the
results of 8 questionnatre on
this subject, some of the papers
presented at the recent seminar
held before the IAEDB
Executive mesting in Boston,
and the paper produced at the
mesting from the work of the
different workshops, The next
izzue will include two futher
papers from the seminar, Our
thanks to Anne Nafstad and the
other members of the subgroup
who prepared and analvsed the
questionnaire and organised the
gseminar. Also thanks to all those
whao contributed both on paper
and at the meetings.

The seminar was very
stimulating and useful for the
participants and hopefully the

puteomes such &8s the document

Snow, Barbara Mason, Klaus
Wilhemasen, Jean-Frangois
Guerineau and Gint Cloke}
which chose lecturers and
distributed and processed a
guestionnaire geared at getting
a feed-back from all parts of the

EDITORIAL

inclheded in this Deaftdind
Education will be of use in many
eountries. The JAEDE plans to
hold other seminars on
important subjects with the aim
of producing material that will
help the promotion and
development of qualify services
for deafblind people.

world. Thanks to the work
achieved by the symposium, the
executive meeting was able to
Agres on & position statement
about the principles which
ghould be the basis for the
development of services for
congenitally deafblind people,
Everybody agreed on the fact
that the symposiam was a
succese. It i 5 new way of
working together at an
international level and to
support initiatives for the
benefit of the deafblind.

It was decided that the next
expcutive meeting could take
place in Poland, and that the
theme of the symposium showuld
be deafhlind people with
“emotionol disturbances”.

dacqgues Bouriau

A new development discossed
at the Boston Executive meeting
ie the European Staff
Development Unit. The Unit i3
producing a neweletter and as
an experiment we are including
it within Deaflind Edvcation.

Aleo in Europe the eomference
in Potadam, Germany will
introduce new friends and
eolleagues from Europe to
[AEDEB. Planning is under way
tor the next IJAEDB World
Conference to be held in
Argentina. U course many
people will not be able to be at
these conterenoes, [ hopo that
you will use Deafblind
Education to keep in touch,
exchange news and discuss
developments in deafhiind
education.

Chur very beat wishes,

Malcolm Matthews



Awareness seminar on
deafblindness

Athens 3 - 6§ March 1993

During the IAEDB's Executive
Mesting in 1987 in London, we
wrode a list of countries whees we
had no contact-person. Greecs wis
ong of them, Since that mesting. a
hig change ocourred ; o seminar on
Dsallindneas, held an 3rd to Gth of
March in Atheons, gathered 500
people. This event happened
bacaaszs Mrs Karanicola, step
maother of a deafhlind child, and
Argvro Rapoou, blind teacher in the
Elementary Schoal for the Bliad in
Athens (KEAT) gof in touch with
Fremch profeszionals, They
informed them sbout o group of
peaple wishing te develop a program
for the deafblind in Gresce. Hallos
Money was applied for supporting
thinat prgect.

In March 1992, two Fronch
profeasionals went to Gresca
{(Demimigue Bonnean, geneficiat,
paediatrician, and Jaoques Souraua)
in order 1o carey out a project
mainly planned by Frosso Zalivi (a
Greek pavchologist, working in a
prisschios] centre for the Blind |:
geseeament of deafhlind childron,
mietings with families, conferemnces,
dizcussions and interviews with
professionals snd members of tha
central pdmimistration,

Awareness seminar

In Decemnbar 1992, 3 Greak
professionais went to Poitiers for 2
wieks for a vist aond a short eoursa

In the same period of time, n
Cetphber 1902, a Greek assseation of
families and frionds of the deafblind
was set up. This association raised
mogary in Greec: in order to
OrgEnise an Awereness Seminnr in
Muarch 18533, The KEAT (Centre of
Eduration snd Behabilitntion of the
Blind) took over the responeibility of
this event, The progriam was
decided on by Frosso dafiri,
Elefterin Blaxugpannaki, Jacques
Houriau and his staff

Thiz seminar was strongly
supportad by the Department of
Apecial Education. the schools for
the deal and for the blind, the
univeraitios; and many individusls

Il—

GREECE '

(friends, professionals and familizs),

It was decided that the seminar
should tule place in & hatel, in
srder to make it more open and to
drivw general public attention. The
purpaees ware to motivate the
departmant of Education, to
ptimulate special interest from the
prafessionale, and to show the
necesstly of a palicy for the
deafblind in Gresce,

The Seminar actually ook place
from: 3rd te Bth of March 1880 in
Athens, 300 people came tegether:
tenchors for the Deal and for the
Bilind, social workers, specialized
edueators, paychologiats, epecialisis
in sign Innguage, professors of the
Lrniversity, deafl and blind pesple,
ofe ., Far the frat time in Greecs,
the world of the deaf and the world
of the blind met, The presa coverage
was very good (the main TV channel
reparted about the seminark.
Profossionals came nod gnly Moo
Athena, but alse from the mein
other big cities {Thessalonigue snd
Patrazl. Bey persons from the
Diepartments of Education and
Welfare attonded the meeting.

The interest of most of thess people
wae very high, The main topies
WETE

History of the progrioms for Uhe
dealblind (mainly in Euripel;

- Dafinition and demography;
Payehology of deafhlindnese;
- Cormmumnication:

Individua] Edueational
Planning;

Apecific appropchies
ipictographic communication,
TIACTY |

Cultural aspects of
dealthlindness,

Jacques Souriau and his staff
teobured (G Glmenes, M. Sooria,
R, Gimenes),

Stepping stone

This event seeme to-be o stepping
stome for future plans |

Staft devalopment: visits b
different centres in Europs and
orgarisntion in Gresce of a baske
course on deafblindness (mayhe
this conrae sould be arranged in
collaboration with the Eurepesn
Cocrdinating Unit)

- & meating of the schoeols for the
Deaf and for the Blind in arder
to make o decigion on which
kind of dectylology shouid ba

used in Grosee,

- A inguiry about wheve are the
deafblind people would allow to
avaluats the services nesded,

Sehwal proviaons for the
deathlind in connoction wAith the
schonls for the Deaf and far the
Rilnd

Sheltered workehops: very fow
deafblind adults hwve a place
where to work at the moment

On the whole, 1§ seems that very
positive things sre happerning in
Cireece, which will be a very good
opportunity for developing
European Cooperation,

Effrossini Zafiri
dacques Bouriau

£a61 @unf - Aionuop
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3rd
infernational
Cochlea-Implant
conference

Innsbruck April 4 - 7 1993

Three hundred delegates representing
thirty- two countries mef in the

s House in lnnsbruck for the
i vl o g i e
Conference.

Four different types of implant were
exhilited and there was a
presentation on one other, The
majorty of UK implants are made
by the Cochlea (Mueless Connpany,
bat a growing number of Bmith!
Nephew and Med-el devices are in
usa, There was much discussion on
the mmter-vanahility of theea
products, o project at lowa
LUiniversity comparing implants is
due to come gut soon. A package
combaining the implant surgery and
rehabilitation in the UK st
appraatmately £25 000 each. 1t is
hoped thet onee competition
betwesn the companies picks up,
this priee will go down,

It 1= pow aceepted that implants
aro an effective strotegy to use in
deafened adults and children. Thay
provide enough coded signals Lo be
relayed up the auditory nerve to be
interpreted as zpesch. They mav, in
EOIME cASEs, give envugh information
to enable pesple to use them for
telephone communication and spme
people find they still retain o
ruiiaical appriciation, Those
children whao are born desf or haee
become deaf very early in life do not
have, or have g limited memory of
speech sounds. s0 have o learn the
mieaning of sounds &fler they have
been implanted, It takes them moch
lomger to understand and uss
speech, bul they are capabbe of
using sound meaningfully and there
wiere reports of some of these
children resching normal language
acquisition for their chronological
ngee, 1t 15 aecopied that thise
children may not understand apeech
until 5 vears after implantation,
This, of course, is much hetter than
with pny hearing-aid.

Deafblindness - implantation in
children

Thire were ¢ number of
presentetions on deafblind
implaniess and a few anecdolal
reparte. A pre-verbal Spanish child,
thres yeara old at implantstion, ts
now recogmising speech sounds and
uees these as his main form of
communication. A congenitally
completely blind child in Towa (L.T.)
who was deafened by a bout of
Meningitis, is alao recognising
speech, without lip-reading, five
years after implantation and his
caan hae been reported s recent
ASHA Journal. There i3 no doubt
that implaniation in thess
cognitively able children hae
preventad them besoming extremely
highly dependont, hendicapped
deafblind individuals.

The lawa child (L T, was
reparied as not being respongive to
saiand, withdrawn, somistive and
insecure. His social and
developmental skills regressed and
bt wis only ot ease in g struckured
environment, which was familiar to
him, He inleracted in 6 Hmibed way,
generally with only ene person &t a
time. Two years after his implant he
eould correctly repeat 54% of actual
words and T6% of phonemes. Ha
uses inbonatbon tn his speech @nd
prefers speech to gesture, Hecan
now answer who, what and whera
guestions. His langnange
development iz still delayed, but he
g stil] improving and has=n't
“lavelled off”, He is far more
vulpning and interacts with peopls
much more and isa happier child

Implantation in deafblind adults

and

Manchester has a grest deal of
experties in thiz field. They gave &
number of paperson by pes ol
patients and rehsbilitation, One on
the wae of the telephone was

AUSTRIA

particularty outstanding. Some
implantess are able to have
conversations over the telephone - a
skill never achieved by those with a
comparable deafmess who woar
hesring aide. Manchester would like
to extend their service to deafblind
childven in the nesr futurms,

The largest Usher Syndrome
Group® of implantess are in
Maolbourne, Australis and o Group
in Holtand has juet secured funding
to implant more Usher syndrome
clisnts

The future?

As more epmpanies grow, then the
mamepoly hild by the Nucloos
Company will erode. Dhiferant
cading strategies and more 'user
friendly” equipment will mean there
are more apitons open Lo
Andiologists,

As time goes on, mare aod more
clinwdans will be willing to “move
the pralposis” and selection criteria
win inevitably be expanded to
inchude groupe who heve other
special meeda, such as blindness and
physizal impairments,

How an individual’s quality of
life 15 enhanced by wesring an
implant is difficult b messure,
Implants gre sxpensive, bot what
price can bé put on hearimg the
birds agrin? Cochlea-implants are
heve to stay.

Rose Havs
Rehahilitation Audiologist
May B3

*Usher syndrome 1a an inherited
conditinn which munifests itselfl in
varinae forms of senpori-neural deafness
nnd progressive Retinitis Pigmentosn,
cagning indness

Cachlea Implaat use by g ofvila 1who s
T & Biina | A ewar ghudy, Holly
Frynul - Hertachy ot al. AdA March 23,
T84T



The topic of Integration s a difficalt
one for me to address beraues [ om
not guite sure what the term
*integration” means, In 1830 | was
given the opportunity to hesd up a
team to develop support services for
the integration of deafblind infants
and children into their home
communities in the provinee of
Ontario. By 1984 the mandate vwas
enlarged to inelude congenital and
early adventitions deafblind youth
and adaltz, Tt fa because of the
many exampies and definitions of
programs and support eervices with
thia label of “Tntegration” attached
that [ am not sure what it means,

The terrm seema to have a variety
of meanings depemding wpon
whether it is being used by officials
from the falds of education, secial
services, health, housing or loenl
government. In most cases when the
term i=s used by oducational officials
they are referring to which class the
chitld 1s registered In. When used by
other bureascrate it saoms ko meen
where the individual lives. Thiz hos
bieen particularly evident as
governments closg institutions for
mentally, physically, and gansory
challenged mdividualzs. Thess
individuals are considered
inatitutionalized or integrated
according to where they live or what
ia palitically expedient, Inone wall-
documonted case a howse with two
handicapped individuals receiving
government support was congidered
a mini ingtitution {group home) and
comld not be located within 50O
maeters of any othor such setling.
The same situation in another casze
will be held up as an example of
inbegration.

Two examples

Perhaps twa other examples will
better tllostrate my dilemma.

Beveral years agn, [ was
requedted to aid a lecal government
to develop serviees for several
congenitel and early adventitious
denthlind adults who were
gradusting from education, After
two weeks they had established the
framework for services and began o
implement il

Thae focal government ofliclals
wiahed to show me that they had
excellent programs in place to
integrate individusls with other
handicaps into their local
community before 1 left the area.
Grrvernment reprasentatives of the
Bocial Serviees Mindatey and 1

John Mclnnes [uhwli isa pml
Chairmon of IAEDB and
figure internationally in dudhl:s

education, This paper is his
presentation to the Boston 1993
|AEDB meeting.

travelled by cor approgimately 100
miles b0 see a young blind man whe
wina Hying in “his” own home.

The young moan was totally blind
with no other gignificant handicaps,
He was gilted in musie and had &
large repertoire of piang piocns
memaorigad, He lived with a voung
hushand and wifie tem of social
wirkers wha were paid to provide
support as part of their professional
respensibilities,

During the more than four hours
| spemt in this integrated sotting the
young man never wie able fo
complote an answer to any quéstion
I asked him because one or othar of
it mom handiespped adulia jumped
in to completa his answar. [ asked if
his wenuld play the pians for me. He
began to play o selection of ploces
flod, rhythinie, and contemporary),
He was stopped and told that he
might play parts of three picees
named by the non handicapped steff
with the comment “He'd play the
piane &l day if we bet him,”

During lunch be was told what
aid hiow miech he could aat and
drink srad when fnighed to go to the
bathroom before changing hie shirt
for the one that they had laid out for
him, Whaen [ suggested that there
were techniques that he could lesrm
to pour his own milk and organize
his own clothing, | wis bodd that it
was not pecessary and would only
forther complicats his life.

He may live in the community
hut he representied one of the warst
eaeae-of institutionalzabon [ have

ever had the misfortune to see.

A second case comes to mind that
further increazes my confusion. [
know of & gentleman with whom
most of you are familisr. He hes
fivedd in an institutlonal setting for
more than ten years. Individuals
sharing his accommdation
imflusnee and somelimes make
decigions for him and mest of his
work 12 done without leaving the
inatitutional setiing,

His name ia Mr. Kevin Lesard
amd b i the Thrector of Perking,
Heiz fully integrated into hik
family, professional and social
groups gt the local, notionsl and
imternational levals.

The emly eonclusion that T have
been ahble to reach is that:

It is not where you live, but how
your live that defines youor lovel
of integration into society.

The number of congenital and early
adventitiows deafblind adulkts
sharing accommadation or Hving in
proximity of epch other does oot
siern Lo be acsignificant factor in
promoting or preventing mtegrataon
unless (1 i3 vsed as an excuse
institutionalize thi use of stail,
During tha last few years [ huve
had the ppportunity te vigt many
programe for congenital and early
adventitioes deafblind adolta. Whike
I hesitate toidentify individunl
programmes; such as those found at
Minthro in Alberg, Brock House st
Birmingham, the programe in
Hanover and Ontario are sxcellont
examples of individusls m muliipls
unit eettings whoe have a degree of
froodom and ability io control thetr
own lives that is in keaping with
that exercised by the gensral
popukation,

Tou should be awsre that cartain
bigie pesumplions wnderlie and
influemee my comments, The most
influenital of which are my
perceptions of;

*  the dignity of mencand his nght
to self actualization regardloss of
hig or her level of functioming,

* the need for the availability of
aupport by another human being
t permil cach individual
deafblind person to seek self
actualization,

= the affect of Mualti-Sensory
Deprivetion {the reduction or
lpgs of non distorted information
froam the distance senses of sight
and hearing) rn learning and
development.

E661 auny - Loauop
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The first wn topics have boen more
than adequately addressed
elsswhere in Doafhlind Edweation,
The third topic may need some
further elaburation,

In the late 1960's pnd early
1570's muach thought and energy of
those working in with congenital
and early adventitions deafblind
infants and children was directed
toward generslizing & definition of
what waa meant by the term
deafblind and the investigation of
how it affected development in
areas doch as communication, motor
developmaent and living ekills. While
it is often stated in different ways, a
ponzensus appears to have
developed that defines & deafblind
individual as one who has a severaly
reduced copacity to recoive pon
distuner senses and who may, or
may not, have additional handicaps.

In the last few yeara, we have
begun to work with congenital and
early adventitions deafblind adults
wha, as infants and children, have
been inexcellent programe designed
to ameliorate problems arizing from
deafblindness and to support their
growih and development. We can o
longer blame presont shorteomings
on inappropriate treatment during
the early stages of development.

These congemital and early
adventitions deafblind adults with
whom we are now working have
basic skills but often appeared to
be immature, naive, lack adult
socinl skills, and may exhibit
unusual behaviours which can
appear to prevent their suceessul
integration into society, It has
become obvions that it is not
sufficient simply to look at what
ghould be learned, but also to
investigate how multi sensory
deprivation effects lasrning,

Learning

There gre many theories to explain
tearning. Howewer, when you
narrow the query tohow
information is abtained from the
environmant there does appear to
be some basic agreement.

Infrrmation % obtained by the
avernge non handicapped individual
from three types of sourees,
Primary, or direct learning:
Sacandary, or learning throogh
formal and informal exchanges of
information; end Tertiary learning,
that which we absorh feom the
environment without conecious,
directad effort. Additionally it ia
stated that between 8 ond 12
percent of our accumulated
knowhedige i bearned at o primary
level, between 10 and 20 percont at
o secondary level, and the

remaining 70 to 80 percent at &
tertiary level,

The implications for what we
teach and haw we work with
mﬁtﬂl nred eariy adventitious

ind infants, children, vouth
and adults s monumental, Congenitsl
ond sarly adventitious deafblind
persone of any ape do not spend a
great deal of bime ohserang and
ahsorbing what iz happening sbout
them when it has not bean directly
brought to their attention. We must
compensate for that seventy to eighty
percent that the non handicnpped
pearsom at a tertiary level when
designing programa, In addition
spocial provisions must be made to
promote learning in formal group
instructional sessions and to promote
disruasion and interaction in
informal settings. All this must be in
pddition to the excellent job that
st programs do in supporting
primiry lesrning sxpericnces
through the use of techniques
specifically developed for working
with congenital snd early
adventitions deafblind persons.

A paper on Integration is not the
place to pursue this topic in further
detail It is however, necessary by
comsider briefly what types of
learning is affected. Bome
educational paychologists such as
Benjenime Bleom heve classified
learming a= falling into thres
domains; cognitive, affective, and
peveho-maotor. Pot more sitmply —
knowledge, attitudes, and skills.
Laoarning in each of these domains
ie profoundly infloenced by the
reception of distorted and/for
limitation of information concerning
the individual's interaction with the
environment. The reduction or
elimination of & continsons stream
of non distorted information will
greatly reduce the ability to learn
elfectively in each of these domaine.

Some areas in which the need for
ppecialized tratning may be
overlonked when developing nnd
promoting an integrated
enviranment include decision
making, personal control and
interpersonal relations with stall
and othors, Each of these areas
exdat on & moltd fevel continuum.
O Jevel is influenced by the age of
the individual, snosther by the
individusls internction with sociely
and & third by soriety's expectatione
of himmoor her. It is an interactive,
multi hevel contimuum beewuse there
pre few, if any, clearly defined
stages with sharp divisions between
them and because what iz learned
as appropriate is influenced by
soviety's general viow of age
appropriate behaviour and also
fociety's view of the handicapped
perenn within it,

Decision making

Decision making is a skill that must
be learned. The decizions which will
be made will be influenced by what
you knw at the time when the
decision is made and the attitudes
that you think important people in
your life hold and by what vou think
ig acceptable, ar to use the current
phrase, politically correct, towards
the results of any thing vou will do
as a result of the decision,

Mon handicapped individuals
rarely make decigions withoul
recalling the past experiences of
themselves and others. They may
discuss possible altornatives with
iriande; take courses, pay
professionala for advice and conduct
palls prior to making decisions. You
and 1 can take coursas to prepare ws
Lo make finoncial decisions, boy o
house or car and even on how ta
chiose a mate. Thesse courses are
designed to supplement or modify
the information, attitudes and skills
that we have acguired each day of
our lives,

The akill of deciadon making must
be Laught to the congenital and
early adventitions deafblind person
a3 he or she grows up i a carefully
developed program that is designed
to compensate for the lack of
aecondary and tertiary lonrming and
the severely reduced amount of
feedhack recelved about the results
of decizions made, Decisions must
not, Btop &t “milk or juice”. The
importance of the decisions must
procesad to, and bevond, what type of
work will be undertaken and social
relationships formed, with whom
they will be formed, which
individuals will provide support for
day to day activities and when the
activities will be undertaken,

The shility to make decisions
implies
* pnunderstanding of the results

of a decizion,

* the ability to carry out the
decigion,

anid

= an understending of the
responsibilities incorred as &
reault of making and earrying
out o decision

= agwell as the ability to decide if
the results of your actions are
satiefactory.

Before you indicate that this is fing
in theory but you work with
congenital and sarly adventitions:
deaftlind adulis labelled “lew
functioning” I will add so do 1. T will
g point out to you that Burner
states emphatically that you "can
teach anything te anvbody st some



level in an intellectoally honest
manner”, The challenge each of us
faces as professionals is to
constantly teach decsion making
gkilla and to continually seek to
turn over more and more of the
daily decigions to the congenital and
early adventitioue deafblind adults
with whom we wark,

If wa need sesistance to develop
our declsbon-making skills, do nat
our congenital and early
adventiticies adults need even more,
and da we not have an obligation to
provide it? Moet professionals
attending this seminar will agree
that we should ot an intellectual
lewvel, It i3 becaunse the sbility to
mike decisions implies the ability to
take control of the situation that
thiere s often pome reluctance to go
bevond *milk or juice”,

Control

Mg we encoursge the congenital and
early adventitions deafblind adult b
make more and more important
decisions and fo nTE
vesponsibility for his or her life, we
miust consciously also turn over
control: The ability to make and
carry out decigions and thus to take
eontrol of his or har Life @8 not
sormething that can suddenky be
thrust upon the yooth or adule
simply bocause they have changed
the Jlocation in which they live. Nor,
i ik something that can be given
and taken away at the whim of
aome higher autharity.

The ability to exercise contml
infers both reeponeibilities and
lieniks For all of ws and these, ke
those of decision making, are
influenced by both age and aocial
expectations, They change according
i many factors including the role
wir are fulfilling ot the moment, the
people we are interacting with mnd
the expected suteormes, The
congenital and early adventitious
adult cannot gain an understanding
af theae responsibilities and limits
as we do through tertinry learning
supplemented by a fow formal
inztroctionsl and informal “bull”
sesaiong, They must be taught, not
caught,

This transter-of control takes
pliace on a limited basis in many
programe and on g brosd bagis inoa
few. In most programs areas of raal
contrel nre aveded or given up
grudgingly to congenital and early
adventitions deafblind clisnts. 1
would encourage you fo exeming
your individoal programs ta
identify the degree to which your
program structure supports the
turning sver of control to the
deafblind client and'or his or her
oyt

Programs

The development of the content, the
sirategis of implementation, and
the methods of evaluation of the
clisnt’s individual program must b
the riy of the congenital and
early adventitious adult andfor his
or her advocate, We have a duty and
an ohligation to offer the beat
advice, outline ail the alternatives
nnd support the declsions of the
client or advocate.

We do not have the right to
mseuma control of the persun's Tife
Oy regponsibility is to obtain
informed eonsént hefore we begin to
implement & program snd to assist
the client or hia or her advocate to
evaluate its success. If the client or
advocate does not-have sufficient
information o give such informed
consent or to meke the evalustion
thien we have a profesaional
responsibility bo supply it in an
understandable form.

In the approach we nse, the
individusl program's goale aro
writben in terms of & year Goals and
12 month obgectives. Onee the
program has been approved by the
congenital and early adventitions
deafblind adult andfor his or her
advacate, the next slep is
implementation. This has twa
distinct parts, What activities will
bz undertaken and who will provide
the intervention necessary to permit
the degfblind pdult t0 carry out the
chisen activities.

Through the use of & variety of
well known technigoes, it is both
possible and desirable to have the
deafblind adult choose both what
activities they wish to pursue and
when they plan to do them, Most
programs provide this type of
choice, The major differencos smong
programs seems o be in the
ragponse b the situation when a
congenital and sarly sdventitious
deafblind adult indicates that he or
she does not wish to ongege in the
activity at the time indicated on the
plir.

The epecific responzs to this
situatipn often gived a clear
indication as to the ndividual
intervenor's perception of his or hor
primary role. We feel the
intervenor's roleis to support tha
dealblind adult and in supporting
him or her ensuring that he or she
iz aware of the realistic alternatives
wvimlable at this time and of the
probable consequences of the sebions
that he or ahe has decided to take,

Thie number of options open (o
the deafblind adult will vary
peourding o 8 number of things
incloding his or her leval of
funetioning, It can never be viewed
g8 approprinty to foree the deafblind

adalt to partake in & particular
nctivity simply because “it is in the
plana”, If a particular alternative is
desirable but not viable for a
apecific individual at this time, it is
our reaponaibility to develop a
program that will make it so
regardiess of the length of time that
it will take to reach that goal.

Stalfing

Faeh of us choose who we prefer to
have g5 8 companion when pursaing
& chogen activity, In the work place,
wir probably have the least amognt
of choice and flexibility. Even there
we enn exerelae a degree of cholies,
We axercies a far greater control
when choosing a friend with whom
wir will participate in specific
recreational pursuits or carry out
mainienance activities auch as
ehopping. Thiz ability to chopse and
cantrol 12 important to ug as a
integrated member of society. It 12
poesible to permit the congenital
and early sdventitious deafblind
adult to learn to exercise these same
options:

Yo must diecide whether the
approach to supporting the
congenilel and early adventitious
adult will be paternal, co-equal ar
master-servant in approach, If the
appraach (2 to be anything other
than paternalistic then the
approach must accemmodate and
promoto the ability for the deafblind
adult ta have the amount of control
aver individual relationships that is
available to the general population,

The approsch that is uaed to
integrata the congenital and early
adventitious deafblind infant into
the family warks equally well with
sdults, The primary caragiver
[usually mother] establizhes
routines wnd bomding with the
infant. As the child develops
individual family members are
integrated into the routine as it
expands. Father is initially
identified with specific nctivities as
svemtually are other family
mizmbers. Onee the infant begins to
ahow anticipation of different
aptlvities geeording to the person
interaciing with them then some
awitching van oecur. Family
members become mdividuals with
their own personalities and
relatinnshipa with the deafblind
infant.

When staffing programs designed
to support integration for congenital
and early adventitions deafblind
adult, the aame sequence should he
provided. The fllowing sequence
has proved boneficial in our
experisnce. Unfortunately, in many
programs, the sequetcs iz aboried
after the second step.
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Deafblind Education

1 The intervenor establishes &

bond with the client.

2 The chienit makes choices of

mebivities and of the order in
which they will be carried out
with the intervenor.

a Additional intervenors sre

introduced to carry out specific
sebivities, vspally outside of the
core group of netivities.

4 Individual eliénts are

enconraged to chopse which
intervenor they wish to have
geeompany thim for leisure and
recreation activities,

6 Individual chionte are spked What

getivity that they wish to do
When and with Whom. When the
chaoice is made the chiont then
negotistes with the intervenor for
The term “negotiate”
PRCOMpRSsEs {40 extendive range
of knowledge, skills and
attitudes that must be carefully
developed within the nckivities
through the support of the
client's primary or “key”
intervenor. This type of learning
will never cease, Just as vou and
I continue to lusn new secial
skills, modify attitudes and
recognize trends, the desfblind
adult must have the sams
opportunityv. Hegardless of the
axeellence of the program, esch
congenital and aprly
adventitious deafblind adult will
contimoe tr be limited in the new
learning that can take place
unless human support ia
available to supply immediste
feedback and dialogne.

6 Individual elients extend their

abilily to “train®” their
intervenor, “Extend” becpuse
usually, starting in the area of
communicatinn, such abdlity
ahould have begun when the
client was a child and mosc
continue unt] the elient ean
show an intervenor, in a non
offensive manner, bow to
support him or her as they carry
qut the taaks of daily Hring.

7 Individual clients participate in
stafl hiring and ongping program
planning.

We havo attached the label of
*Supported Independont Living™ o
the whole concept. One of the mogt
important outcomes of the
application of this concept has been
that when staff view the congenital
and early adventitious deafblind
nchilts ms clients with their own
range of individoal ohilitios rather
than “charges” and view their
underlying objective as being 1o
make their client s mdependont as

poszible we have found tile
difficulty in building a client's
feeling of ealf worth.

Problems

The following represant some of the
probloms that seem to continoafly
rear thair heads as wo establish
adult programs for congenital and
early adventitius adulis as they
integrate into the community.

1 Educating tl: plinnens that
transition to living as a w
and early advun“;'t.gt.inuud i
gdult in an integratod setting
Encompasess three separate
things, sach of which must be
programmed for if successful
intsgration into the commemnity,
g distinct from simply changing
where the deafflind adukt will
live is to takoe phace.

— change of location

— change of people (friends,
companions gnd intervencrs)

— change of lifostyle patierns

2  Recognition that exisfing
pupport systoms for other
handicapa {including those
designed to meet the neads of
the sdventiticus deafblind) will
nol provide adequate support for
the congenital and early
adventitions deafblind sdult.

than on the total ameliorating the
problems cavsed by vision and
hearing may result in & staff far
baotter suited to meet the needs of
a desf client than the needs of o
ongpeniial and early adventitious
deafirlind client.

4 A recognition by buresseracy
that success for the comgenital
and early adventitious deafblind
adult requires humsn support to
facilitate the deafblind adult's
infegretion into society.
Buccessful integration 18 not
represented by a congenital or
early ndventitious deafblind
adult abandoned in an invisible
eell of sensory Eolation,
repeating mindlessly the daily
routines of existence. Existing ie
noi integration,

Variety of support
structures

When intorscting with
represeniatives of sorial services in
Cnndin, there iz almost a fanatical
devotion to the notion that not more
that a specific number of
handicapped individuals {usually 3
and always onder 10) ba allowad to
live tn pmie geiting. When this is

applied to the congenital and esrly
adventitious deathlind, it completely
ignores the nature of the handicap,
the concept of freedom of choice and
reahistic insncal conshderations. Cur
experiencs hos shown that ne one
specific organizational etroctore or
staffing pattern provides a distinet
advantage over gnather as long as
the pattern provides for iIntegration
a5 it is descoibed in this paper, When
appropriate intervention hes been
available, wo have suceessfully vaed
all of the following when approprinde
fevpls of intervention were aveiloble;

# 1{) or more conganital and early
adventitious deafblind individuals
living in o residontisl sefting.

= four to nine congenital or early
advent-ibous deafblind
individuals living in a group
sotbing.

#  oneto three congenital or earky
adventitlous deafblind adalts
living im & house or aparimant
as a gmall group.

*  one congenital or early
adventitions desfblind sdult
liwing with his or her family & an
adult with sheved responztbilities
within the family.

ane congenital or early
adventitious deafblind adalt
living with non handicwpped
peers who provide intervention in
nom echaduled hours,

¢ one congenital or early
pdventitious deafblind adult
living in his or her own
apariment with scheduled
imtervention from individuals
wha Live elsewhsere,

Integration is not where you live but
how v Jive and relate to the world
shbout vou. Az professionals we have
g responsthility to continually
provide snd encourage the
stretching of personal sontrel of his
or her lifie for ench deafblind peraon.
We must not set some preconcaived
Trmits for either bureaueratic or
other reasons beyond which we
assume that the individusl cannot
progress, Cur assumplions must
form goals toward which we strive,
mit Limiits which we cannot excesd.
Even the most successful
congenital and early adwmititions
deafblind adalt will continue tio
need hurman support throughout his
or her Hfe 1t does not matter
whather we.call that supporting
peraon an intervenor or by some
gther name az long as their role is
elearly defined and their gosl | to
fgter the growing independence of
the eongenital and early
widventitioue deafhlind adult,











































































