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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
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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.

£l aunf - Apnuoy
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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,
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A conftribution to
inner growth

Children who are very 111 can die
Fortunately this comparatively does
not peeur often. Parents, teschers
and staff seldom benr this in mind.
Matters stand differently when the
dingnosis shows clearly that we are
talking about sick and dying
children. Against knowing better
omne still hopes againet hope for o
miracle, but soon it is obvious that &
fatal course is ];zalhlc or probably
unavoidable. The progress of
medical scienee has led to great
improvements coneerning these
Hlpesses. Children who used to be
“doomed to denth™ now sometines
gtay alive longer than wae assumaed
uniil recently.

*The nstitunt voor doven” iz
asked inereasingly to educats
children with a limited perapective
in life. The admission of these
children puts great demanda on all
fellow-workers inwolved in the
guidane: of and the co-operation
with the child ws well as the
parents. More iz demanded than
know-how, dedication and
axperience.

Buddenly death ssems nearer in
one’s own life. The limits of one’s
dwin existence seem tangible, just st
the moment when o many anawers
are expected to various difficult
guestions, The intensive process in
death support and Ioss oxperience
beging, in which it is not just the
dyving child who needs attention but
alao the relatives and staff who tele
cire of the child on a daily basis,

In thiz article I want to talk
about the support offered to thoee
who are professionally nvelved in
the last phases of life of sick and
dyingg children.

Five phases

Work on the suliject of sick and
dving children s still fairly récent,
With the book published in 1969
*Dn death and dying” Elisabeth
Kithiar-Ross has made a sigrificant
contribution in gaimng more inaight

in b the process of dying and the
support of less-experiences. Her
marit especially lies in her approach
to the dying and in cresting
surreundings which invite the dying
and their relatives express their
fears. Kibler-Roas distinguishes in
the procesacs of dying some specific
behavioural characteristics which
con b ghobally expressed in tive
phaees; demial and isolation, anger,
negotiating, depression and finally
arcaptnnes.

These are the phases which can
more or less be applied to all kinds
of hurnan situstions in which huge
misfortane, logses and
dispppointments muat be coped
with, These are the phases which
rabutives and other elose friends of
the dying alse experience, during
the procese of dying.

Thase phases can be succassive,
alternats and coexistent.

Step by step

In the Dutch situntion these phases
have o preceding phase of ipnorance
and wncertainty, After the diagnogis
i perind follows in which the child
itealf graduslly discovers the truth.
Duteh doctors seldom chooss to
confroni children abeoptly with
reality. Finally telling the truth is
part of the support of me dying.
Bringing out “the message”™ ti one of
the first subjects which has to ba
digcuszsnd by the stafl, teacher-and &
atill to be formed multi-disciphinary
Leam.

In all phases, it i less important
for the stafl to give answears to the
many quastions, but to listen to
therm. It iz important for the sick
and dving child that it has the
feeling that it is being henrd. Often
guestions are answered by the child
whi poses them, or the answers are
more or leas known. [t is a process
of following, not of controlling.

The phasa of ignorance and
maeeurity is filled with great doubt
All professionals invelved with the
gick and dying child ave inclined to
gpare the child and in g0 doing to
guppress all their own fealings of

grief, fear, aggression and so o,
Bupport must be focused on giving
these people the chanes to vent
thetr feelings and emotions

Thi ignorunce which beging this
phase pradually makes way for
uncertainty. In this phase the sick
and dving child iz inelined bo
withdraw from reality and to deny
the serivusness of the syndrome.
The stall will sften heve to ba
lemient with the denial, provided
that the negetion of 1t does not go
Lo far. The full truth cannot be
coped with yel,

When the truth becomes
imcressngly obvious the phass of
reballiousness and protest comes
next. This anger is directed at
peaple close by the child most of the
time, Mothing and nobody seems
rigtht any more, 1t 18 important for
the teacher and counselling group to
know that the proteets of the child
and its parents are not directed at
them personally, but at the
situateon,

This makes it wasier for them 1o
show the parents and the child that
they are respocted and understood,
despite their anger and deppite
their reproaches.

The protests gradually die down
anud the phasze follows in which a
compromise with Giod or life is
achieved by negotiation; The child
tries to presérve life or at least tries
to postpone dying for & while by
making promises ar vowa. This
helpless struggle givas the
counsallors & strang feeling of
aandonment and sadness.
Gradually they realise that thay
hove to continue life alone.
Bometimes this period 15 marked by
a feeling of guilt.

It is important to let teachaers
and staff know that they can talk
about thess feelings and that they
are & normal part of this intensive
guidance process.

When the child realizes it is
going to die of its illness, a feeling of
terriblie and definitive loss comes
about. It is not only the child who
develops this feeling but also
relatives, staff ond teachers. In this 9
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phase of depression contact with
each other is difficult. Everyons
fiselss helpless about handling the
child a.ugat the spme time they
have to cope with their cwn
deprassion.

In this phase it is of the utmost
importance that, despite rejectione,
the teachers and staff remain
patient - that they do not posh on,
but show their availability. Being
near all the time is important to lay
frundations of confidence for the
child and its relatives.

Given sufficient time and support
a-phase of scooptance of the iliness
and its ending may be achieved n
somn cases, The moment may arize
when the child disengages el
from its environment, even from its
closest relatives, This can be & very
painful experience. In this phazs,
refatives and stafl need more
pupport than the dying chald,
Another sapect of this diffioult
phase is that the relstionship
between all people concerned
hocomes stronger, 1t 8 therefore
important to talk aboot desth and
its comsequences, This makes it
epsier to go throngh the process of
TELLFTTIE.

In the final phase conlact
becomes more non-verbal than
verbal. Being present at the last
maaments of o beloved person is seen
to be very important by the chiid
and it relatives. The capacity to be
there is an important aspect of the
relationship with the dying child.
Missing those moments may be the
cause of feslings of regret and
fatlure in the carer.

“Hearing™

It i important in the support and
guidanee of all those coneorned in
ihe last phass of life of the sick and
dying child that they know they can
vent their emotions, feelings,
eonfusion, holplessness and fears.
Within "Rafeal” a unit-of the
“Tnstibunt voir Doven”, where deal
and blind childres and adelescants
are educated, this support of stafl’
takes the form of intensive
interdieciplinary co-operation
bietween the team and staff, nurss,
perchobogist, porish-worker and
management. Management takes
care of the organisation wo that the
atafl have & free hand in the
guidiane: af the children, the
parents and each other, The
peychalogiat and the parish-worker
take care of personal and group
guppert. They alap furn their
attention to stall guestions in
connection with the gpuidanca of the
child and the parenta. Thay discoss
thiswith the parents. As a term
they look for practical anawers to
comerete and abstract questions

which are put by the:child,

The uncertainties which oorupy
their minds sre reflocted upon in
full detail and alzo they consider
how far they are able to perssvere
this intensive guidanca
*How can we make the child
participate as normally as possible
to life in class and pesr-group?™

"What answer is going to be
expected from me, when the child
aaﬂ?what happens when you dis?”

“How can [ see if the activity which
1 am doing with the child iz oo tos
glrenuouns’

“Is thers & heaven, or what does
heaven look Tilke?

“In how far must a sick and dyving
child know that it is going to die?”
In answering all those questions
active partieipation of thoss
relatives and professonally
inwolved etafl is of whmost
importance, Practical answers and
etlutions are looked for by everyone
inwnlved in mutual discussions.
Within these discussions iL is
necesgary that theve is enough room
For personal canvictiond and respect
for one another’s opinion and
baliefa.

Thers must be the possibility for
ataff and teacher to indicate that
they e longer can pay a
pomtribution to this intensive
process of guidance. The lomits of
sompane's phssthilities can be
overstepped.

The support of sick and dying
children is not a matter just for
professionals. Helatives and these
involbeed in the daily care of the
child are alao involved in this
important task during this intensive
process.

Dilemmas

It iz not gimple to et up curricaly
for deal and blind children and it
sometimes requires difficult chodces,
These hecome dilemmas when sick
and dying children are involved.

On the one hand you want to give
the child the chanes of an edusation
and vou want to prevent palting the
child in &n oppressive "glass housa"
long before ik death, On the other
hand, it is almost unbearabls to ses
the child’s petential reduced,
eapecially when the learning
programine iz strongly focused on
the development of cognitive aod
other abilities.

Wiona huswe bo werk b encourage
trust and personal attachments, but
eventually the child is foreed to bed
goof gll the things it holds dear,
Such attachunents can have a
profound effect on the support of the
child inits final phase of life and

the stafMs experience of les
afterwards.

Sall want to el the child where
it stands, and how badly things are
going, but there is & tahoo on
helplessness in our culture, Az a
result, feelings we cannot handle
are pul mway, concealed, hidden,
tucked sway. Because of this tabon
an helplessnesa, thers is alsoa
taboo on dying and death,

On the one hand. we want to
prepare the child for death and we
want to reassure it by telling it
about Heaven, but on the other
hand, words, language and
understanding are beyond tha
intellectual pnd communicative
faculties of the child. We will have
to try to descend to the level of
understanding of the child: a
lanposge without words, drawinge,
st touching each ather, being close
at hand and letfing the child
aexparience all this,

The dilernmas mentioned above
are part of a wider range of difficult
situntions and cholees to which staff
are put during supporting the sick
and dying child. It is therefore
important to give special stlention
to preparing and giving training to
stalf involved with the dying child,
This helps not just to gain nnd
imaight into the feelings of the dying
child, but also inte the stails vwn
pavehological and physical reactions
in the child and to the process of
dving.

Finally, 1 want to touch on &
ttlemena of a totally differsnt
nature, In the Ketherionds we live
in & eubture of man without Oud and
in-m society in which the church hag
bicome 'a minority. The present
stutfl have litile time and atlention
for really underetanding the Roman
Catholie peligion, and the comofort to
be gained from religion has nod vet
besn fully exploved. Undoubtedly
during the process of dying, & young
child will ask many questions, Mot
enly just by listening, the prisst or
parish worker doos not just stand
{or support but he or she also pays a
contribution b answering Lhess
questions,

Ar [ reach the end of this article,
I would like to bring the Chinese
praoverh to poar attention: “A gem 18
nit prlishad without rublkdng, and
no man is perfect without
tribulations,™

The process of supporiing o sk
and dying child calls for
extrnordinary divatbon and a
certain maturity that can only be
abitaingd through experience. Whan
you have pulled through this
painful experience, ¥ can
transform it inlo o pesitive attitude
to lifie,
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A Nordic development project has
resulted in training activities
and a collection of articles

A propect to dewvelop the work with
communicalion and congenitally
deafblind people has bean carried
ok in the Nordie countries over the
past few voars, Till now, the project
has restilted in a training metarial =
n pollectHon of artleles on the
prerequisites for commumication
wnd eonferences and training
eourses on the same topie ... The
guintessence of the project e that
the preceguisites for the
development of communieation in a
deafhlind persan ave the same as tor
any other person, Communication
will develop along the seme lines;
clue to the same principlsg. Omly, it
is necessary, in all situntions, to
compensate for the deafblindness.
This is ot to say that it 18 enay, but
it 15 a fundament that has proved
very fruitful, IF the project and
perhaps some of the thinking s
Nordie, the principles for the
development are not Mordwe, and
perhaps interesting for other
colleagues,

Communication with
congenitally
deafblind persons -
its prerequisites

Communication 18 the crucial factar
in all deafblind habilitation and
holds a central position in all staff
development activities, The authors
of the book on the prereguisites for
communication, Karl Jasobsasn,
Harald Martinsen, Anne Nafstad,
Inger Babrog and Klaus Vilhelmesn
have all been engaged in stafl
development activities at the NUIY
and contributed with their
respeciive aspects on the

development of communication in
congenitally deafblind people.
Although different, thiir
comitributons are all based on the
game view on humen development
and dealblind habilitation

The fullowing s n brief summary
of the bosk they hove written
togather,

Key concepis

The biolmrion! bariy for development
i the activity in the baby - reflexive
behgwiour for a start — which
triggers reactions in the adult
caretaker becanse he or she has the
ilfusion that fhe geifvity obgerved ta
commnicative, In geverely
handicapped babies thess activities
may not sorar or may be deviant
and wnexpected, and the activity
reaction chain which forms the
{ecrrring procesz and which sesms to
b the onset of development. is not
aectivated. The leprmimgr process
causes emotional and cogmitive
changes in the two paris in the
{nteractional unit. The mutual
pxchange and bilateral changs are
called franeactions, Secrify i the
emuitonal bagiz for new activity and
developmant, Only with sullicient
aecurity 13 the child able to
approach the unfamiliar and
unexplored. The feeling of being
understond and responded to gives
security, The complexity of kumarn
developrrent muaat not alip the
sttention. The socipl interactlon
which triggers development huis
both emotienal and cognitive
aspecte-and affect lonrming and
hehsaviour, which in turn atfect
emotions and cogmitions, which in
Lurn ...

Normal and deviant
social development

“The human being e born gocaal” ia
postulated when explaining eariy
child development s a result of
social child-parent interaction,
Bubzeguently the fullowing is
attributed to the baby and seen as
bazle o social development: Babies
are more pttentive to secial
stimulation than to others. The
smpil baby's behaviour is normally
ralatively regular and this, in
addition to the fact that the adualt
really wanls Lo cover all the needs of
the bahy, provides the caregiver
with suMicient extra-sitoational
cued to be able to give adoguste
responses o the child’s behavioar,
Giving adogunis responses
implicates inborpreting the baby's
behavionr as messages; it 1=
conceived as signal behaviour. The
feeting of success in giving adegquata
responses attaches him emotionally
to the baby, and the baby 15
predispesed to develop an emotional
sttachment relationship with his
varegheer, Although most of tha
evarly chald netivity w8 reflexive and
atate relatad behaviour, the -
illusionist interpretation the
caregiver gives to the behavicur
renlly i the trigger and the motor of
further social, emotional and
cognitive development in providing
genuing learming opportusities for
the child. The learning
opportunitles are optimal because
the learming is based on the child's
own activities and the responses are
instant.

The interaction between bakies
borm with severs handicaps and

11
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their caregivers is likely to be in
atrong contrast to the pleture just
painted, espocially if the baby ie
blind or deafblind. Mast of theee
children show litthe activity to
interpret and the activity which
necnr may @aszily be unexpected and
unueual, Adult persons’ intoitive
reactions to babies” activities will
not alwiye be appropriate, Only
when knowing enough about the
mechanisms of usual develogment
gs well a5 about the handicap or
combination of handicaps, the
earegiver cnn have success with the
reapomaes and expect a
tranaaciional relationship,

Btudies of visual preferences
atrongly support the statement
referrod above thot babies prefer
gocial stimulation to other
stimulation, Even very small babies
are attentive to s human faee (in
naiwre, photo or drawing) over
longer periods of time than (o other
vigual stimuli of corveaponding
compliexity. The buby also shows
more attention to the human voice
than to other aounds, They peeler
complex, contrasting and moving
vizual etimuli and sound with
varying patterns and intensity and
high frequency. This is a result of
wvery early learning experiences, but
eon still b seem ae proprogrammed
because there iz the biclogical basia
lor the babies' early environment of
human faces and (female) voices
providing it with thése learning
EXPETIENES,

State conditioned
behaviour

Siate conditioned behaviour is
physteally activated behaviowr, and
15 for & large part the early
spontaneous behavieur that the
baby shows, Babies react diffarently
to stimulation in the § different
plates {aecording to WaollT). The
states are defined according to
cartain manifested behavior, The
usunl patterns in behoviour may not
be manifeated by handicapped
bables, and therefore the babies are
at risk of being misunderstood.
Blind and deafblind babies have
apparent mactivity as the
exprassion of high attention level
when histening, This 18 easily
miztaken for paesivity and lack of
attention and intersat. Blind and
deafblind balbies are less awake
because they are leas stimulated by
vigunl input, they oy less and they
move their limbe less. Some of the
plate related behaviour s typlcally
intarpreted as expressions for
feelings, wishes or aa reactions ta
eensory input, i.e. crying, smiling,
other mimkce. All this ta behaviour
which alse orours tn adult

hahavicur. The meseage this
behiaviour gives when observed in
adults is attributed to the baby's
behaviour, so moet often, when a
baby eries, it 18 interpreted as an
expression of diecomfort and
distress, as there are reasons to
helieva that in reality it only

geee an aetivity level and is
refated to both positive and negative
excitement. Extra-situstional cues
and gyven cultural conventions belp
the caregivers interpret the crying.
There ia, however, atill a lack of
specificity which seerns to make it
very important for the development
of goeial eommunieation. When
blind and deafblind babies cry loss
than sther children, they arve
deprived of the attontion from the
caregivers and the leaming
opportunities which are embedded
in this:

The smite iz a reflex smile in the
beginning, bul normally the aocial
smile, which alse involves eye
eonitact, ooours st the age of one
month, 4% it is interpreted ms an
expression of satisfaction and
affection, it is really stimulating for
the caregiver, Iniblind and
deafblind babies, the social smile
may be delayed for perhaps 6
months, 1k can also be more vague
in its appearance,

It ie clear that in order bo remct,
and react adequately to saveraly
handieappad babies’ activity, il 14
necessary to heve all extra-
gituational coes available, and to
Ennw how the handicap or
combination of handicape, motor,
sengory, menkal, affect state
dependent bahaviour, stimulus
imput and reactions.

The dialogic choracter of even
the very early interactions betwean
baby-carogiver is based on the adult
peTann B over-interpretation of the
behavour observed, which is
possible bocause of the regularity in
the child's behaviour and its
apparent similarity bo more growns
up behaviowr. Imitaticn sitnations
are examples of dinlogue siiustions
whare the contributione are
relatively egual; initially the adul:
picks up and imitates child
behaviour, then the child learns the
rules of the game and 15 able to
imitate familiar adult behaviour,
and later even unfamiliar
bohwvionr,

Imitation gituations arve
comsidered fuondomental for
development in general and for
languape development in particutar.

The new baby needs to
cxperience that its behaviour has an
effect on the surroundings, and
neds to be motivated to more

activity through this. The child and
the caregiver mutuslly affect ench
other and these transactions and
their patterns can explain how
children develop. Tha aekivity leval
and the behaviour patterns are
basie elements in the understanding
of aetivity nnd reactioms to activity.
The activities must be interpreled
adeguatoly successfully -, and they
must seem meaningful to the adulc
and alsn be rewarding. The aciivity
lewel varies, but must match the
expectations which the caregiver
hag, Being reacted adequately to
hae an important learning effect;
learning promoates all setivity, not
only the activity reacted to, and has
a comulative effect on future
mastanng:

Blind s deafblind children are
high-rizk groups for diveloping
mental retardation because of the
lack of learning opportunities. 20 -
3% of congenttally blind or visually
impaired children become gravely
mentally retarded, the majority
ghow autistic features: Congenitally
deafblind children are st even
higher risk for developing this kind
of deprivation impairmant. Their
passivity seems to be the main
problem, The lack of sensory input
and subssguent passivity In
sddition to the misinterpretation of
their attention reactions, resulis in
& negative fesd-back chain and
sterantyped behaviour, repetitive
activity and other sulistie features
dormimate their activity repertoire,

Sterectyped behaviour has a
place in normal development during
the first yvear, and disappears as it
iz peplaced by other attention
seeking behaviour, In many
severaly handicapped children
sterentyped behaviour loses ite
ariginal attention seeking function
and develop new areas of function
like salf stimulation or protection
against stimulus input. To break
this victous mrcle it is necessary to
intervene with reactive
respensveness, slruciuring and
securing (structuring and combining
it with initiative promoting
rupturesin the structure),
Succourance often occurs in the
blind and deafblind persons with &
good development, They are prompt
dependent. Learnad dependency,
another form of passivity, has many
appearances and can be un-learned.

Security

When Simon showed very restless
bahaviour before the gummer
holidaye, it wasz probably because he
was insecure. He lncked the averviow
over the six wesk period that he
knew weas going W be different From
school. He was fixeting on plans and



schemes that were to be changed,
amnd like a manisc he talked aboat
anything that was related to his
surmmer holidaye.

Uverview and the security it
provides ui with, are necessary to
ba able to use capacities like, for
example, cognitive capacity.
Sevurity and stiachment mutually
condition each other, nnd the basia
iz contact. Without contact, the
adult ta not able to interpret the
child’s activity, without contact the
child ean not be satisfied in his
physical and mental nesds.
Ressarchers like Bowlby, Mahler,
Spitz and Winniciett have studied
and discussed attachment during
the past 2-3 decades. They all agres
that attechiment is necesgary for &
normal development. Bowlby
focusad on the bislogical basis of
attachment, Normal children,
throwugh their biclogically
conditioned behavieur, are gpranted
s kind of attachment and security.
To have good attachment, the
caragivera need to respond
ndegquately bo the activities. Bowlby
called it attachment bohsvicur. It
has become more claar that the
eprlieat development of & child i
lese dependent on the quality of the
care from the adult and relies more
on the child’s own contribution
through 1ts congenital competence
for sucial interaction manifested in
crying and smiling, The
develepment of attachment to one or
more persans normally takes plams
during the first three vears, and it
ig critieal for ather aapecte of
development as well as for forther
development. Identity, knowladge
and confidence in one's own capecity
15 important for the feeling of
socurity,

Interaction

The deafblind child is again st-risk
dlue to the seneary impairmenta. [t
is nnt able to indtinbe the secdal
interartion and to give rewarding
feed-back to the caregiver, &g,
amile, give eye-oontact, be comforted
or calmad through wisual and
auditory stimulstion. At the age of G
tiontha, the non-handicapped child
acquires the motor skitls to stavt
exploting the world, and thus
expand his space of interaction.
When the deafblind child does not
da these things, his motor and
eopnitive development will be
delayed. Covering physiological
neads is not sulficient fora good
child development. It is necessary
aleh Lo have the smotional care
which comes with love and secure
attachment. Dameges to this
development patbern will affect the
gocial and emotional dovelopment,
the cognitive developmient and the

devalopment of lanpuage. Fealing
inserure dramms all enérgy ina
perasn. [n making 8 child secure,
energy i& released and can be apent
on the capacities m the child for
further development, To secure 5
child, it muat have an overview,
possibilities bo recogmise and
pozsibilities to establish memory,

Structuring the child’s
snvirnnment and activities has been
o well-known strategy in deafblind
education for several vears. The
structuring of ime, activities and
localities is necessary for the
overview and enn prevont the
development of starectyped, salf-
injurtois or aggreasive hehavioar,
Structaring is not o goal in itzelf,
but is the means by which the
deafblind person can incrense his
feeling of sacurity. As the world
becomies more ordered, the
deafblind person can find cues and
references that help him to interact
with the world. With this, the
possibilities for communication
increase. Ta, in the end, facilitate
gacial communication the structurs
must be established, and then
skilfully broken,

Relating to the world

In deatblind work the primary aim
is bo prévent or to solve serioas
problems in the areas of
communication, agcess to
information and srientation and
movemank (ef, the definilion of
deafblindness), It i= in
opmmunicating with the
surrsundings, exploring and getting
information and moving fresly that
& pereon scquires an understanding
of 1L The units of function which
define the person and his relation to
the environment are
eomrmunication, information,
arientation and fkee movement, and
if these onits lack or dio nol operate
property, the person’s relationship
or interaction with the world will be
dyslunctional and he will not ba
able to inereass hiz understanding
of it The unite have their basis in
the sarly interaction between baby
and caregiver. 5o it s necassary to
include both comtect and prosimily
in the series of units of function s
they are the sarvliest forma of
intoraction.

The units of function or units of
interaction are learned: transforred
from mdult to chitld. The transfer is
likely to be sufforing from the
congenital sensory loss, and cannot
e expected to be fally sucoesafiol.
MNearly all mothers to deafblind
children report that they lack of
contact or have poor contact with
their baby. This is manifosted
through lack of symchrony in the
child-adult interection. Contact 13 a

reanlt of the mutual attention and
the ability to react to sipnale from
nne another, and & simultaneoausly
the bagis for proximity, attechment,
sxploration and sommunicative
mtermction, beth coded amd not
coded. The pattorn of intersction
wiich is most threatensd by
congeniial deafblindness, is the
dialogue. The stroctures of the
dialogue like turn-taking and give-
and-take are very dependent on
hearing nnd vision, the latter in
particular, The dislogue betwesn &
deafblind person and a caretaker
will abwayz depend relatively much
on the caretaker. It iz erucial to
introduce the patterns of interaction
an the deafblind person’s premisas
and accentuate the responss effect
afl his spontansous activity. Because
the tramsfer of patierns is lkely to
take go long, there is no tima to
waste, and routine situations may
well serve az training situations for
the patferna of Interaction, e.g.
mutoel imitation, ghve-and-take and
turn-taking which are all basic for
the mastering of dialogue.
Interaction patterns are
prevequisites for social
pomenuniestion, and it is more
important to understand these
patterns and be able to use thom in
a Nexible way than it is to have
some losk-alike language bahaviour
which is used mechanically,

‘The adualt persan's task is to
fmcilitates the deafhlind person’s
discoveries on all levels from
imterpretations of raflex behaviour
Lo the maost advanced
eomrmunicstion with the
enviranment. On the different lovels
there are elements which make the
interaciions posaihle and which can
be called units of interaction, With
the awareness of how the differont
units of interaction function, it is
possible to facilitate self-discoveries
which by far provide the best

learning eitoation.

Hearing and its

impact on
communication
development

Hearing first and foremast is basic
for the development of spoken
language, Hearing inpul can alio
increase the comprehension of o
mezsage which primarily iz
conveyed through other sensory
channels, Hearing can help in
eatablishing contact, can guarantse
security for a dealblind person when
exploring and can help forusing on

e g an abject for comemamicstion,
Hearing loss in & deafblind bhaby can
acarcely be evaluated ot an early
age, and subjective hearing tests
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will sbwaye giva little speafic
information becausze of the skills
reguired to respond to the anditory
input. A brain stem sodiometry
gives information especially on the
auditory capacity for high frequent
goands, A completo assessment of
the hearing function is often
diffienlt, and muest for o large part
ber minde upon systematic
ohearvatione over perinds of time,
‘T exploit a hearing capaoity, the
auditory input must have meaning,
must meks sense to the child, Peler,
who only reacted to >100dB sounds
when in a formal testing situation,
showed attention reactions to the
eounds of a kittle sound toy he had.
Functional testing 8 erueial and tha
saund must make sense, The
caregivers miost make them
meaningful, and in addition grve the
child optimal hearing aid trestment,
make sure the distance bhetween
gound souree and microphones iz
correct and in all other ways grant
optimal transmission of meaningfol
sonnds, eg, by presenting only one
sound ol the Lme in optinal
meoaiatie environment.

Wormally, hearing functiong at
hirth, and has functioned even
during the infra-uterine period.
Just after hirth the conmection
betwesn auditory and visual inpuot
can be made: the baby can direct ite
glancs to the sound source, The
auditively based stiention radius,
hiwever, develops in the same
patiern as vigion and motor shills.
Sounds play an imperiant role in
the early haby-caregiver interaction,
and the baby iz the initiating part.
A denfblind haby with some reaidual
hearing will wse auditory input io
sgtablish contact, and it is
important thit the adult knows the
adequate reaction to sound for Ehis
child. A slight turning of the head,
oppsed motor activity, guietmess,
changes in breathing, movements of
the mouth and fngers are likely to
be signals of attentive lstening.
Oiften signals pre delayed. Children
reaet more and more attentively to
the bumien voice, Talking to tho
deafblind child provides the child
with cues for recognition; the

rosodic elemenis in the spoken

nguage are relative both to the
person gpeaking and to the state of
mid b or she 8 in, and thus te the
message comveyed even if the
language as such iz not understood,

Sound toe estabiish contact and
contract (guarantes the aduolt’s
presance ) can well be used over
longer-distances as well, with e, o
copference micraphons or an FM
deviee, To eptablishfuse suditory
input as sther cues, it is impoeriant
ta give the child multipls
experiences with sound, Sound s
cues for orientation must be specific,

and all ssund pallution should be
avoided. Echoes are useful for
oricntation, but make requirements
on the snvironment in general,
Bound can be used {0 establish o
commaon focus of attention, and
again the spunds must be made
meaningful and mest be presented
distinetively to give the caregiver
cues to understand the child’s
ptiention behavour, Seund eTects
from familiar sitoations can b used
as mediator in & communicetion
wituntion e.g, aboul geing to the
swimming pool, drive the or ete., or
tell which persone he is going to be
with during the day, Sound is &lso
particularly robevant ns résponse b
spontanenys aetivity, confirmation
of & shared focus of interest,
Especially with good residoal
hesring it 15 important to support
signed and other communication
with langpusge communication. With
deafh children, verbal
communication will, howevar, never
be the only medium.

Vision and its impact
on communication

development

Vigion is important for many of the
child's activities which are
interpreted ag communicative
behaviour; eye contact, glancing,
smiling, grasping, crewling towards
A persin or-an object ete. For
example, prasping which normally
occurs alter thrse months, 18 likely
to oeenr in the blind child =ix
months later, As grasping ie
interpreled as communicative
behaviour, the sdalts will start
interacting with the child and give
the child & learning opportanity
The ndult resctions to child's
behaviour is 4t first not very
apecifie, but will become much more
related Lo gontent and Tunctions:
they will call the objects by the
proper name, they will show how to
uze the object in the right way stc.
Sy the vision has a function in child
initinted inberaction in fwo ways; as
indicetor of attention and 1nterest
and for stimualus perception to
trigger child activity. It ig estimated
that T0 = S0% of the child's activity
is related to vision.

AL birth, visual capacity is low,
The vision funetion s optimal at 3
= &0 em from the oliject. It s
considered to be o facilitating factor
for the cognitive-development, ns 1§
reduces the amount of vigual
stirmali, und halips the baby focus on
the important persons like mother
and ather caregivers who normalky
interact with the baby at this
distanes, The radins for visual
attention will increase as the bakby
grovws older and can add new visual

inpast to liks collection of already
fambliar things'persons. Recent
studies of bobies” visual proforemoes
ahow that the child. from birth om,
focuuns on what 18 the moat
pertinent stimuhos in his visual
field, the size of details, the
contrast, the pesition and the
maovemant. The baby's vigdon
focuses, or is directad fowards
certain stimuli. This refiexive
behaviour is nod completely will
eontrelled until the child is 23
years old. This reflex behaviour
assures that the child s attentive to
things of importance, ohjects that
the adult will shew him, importent
faces .. The lmited visual attention
rodins and the stteniion directing
reflex both fasilitates cogmtive
development, They are likely to halp
in the development of concepts
which, |{ sesma, starts very early in
normal development, at the age of
1-2 months,

Little visual input and few vision
related signals meke passivily a
fundamental problom when the
beby dops not =ee. Means to reduce
the rigk of deviant and delayved
development in blind and deafblind
children will b= to be aware of the
different signals to expect, Thus the
signals BEe MO overssen oF
migintarpreted and can be reacted
apen. Iz aleo important to uee
special methode tocrente
spontanepus activity. For deafblind
¢hildren hearing ald treatment and
visual sids help to explodt any
residus] capacity, in addition tactile
grd vibratory stimuolation become
imporient. The child needs extra
end multinmedia coes, and noods
more e 10 process information.

Visual examination must be
bazad on ohiective testing when the
client iz severely handicapped. The
purely medicsl examination and
refraction testing does not require
srtive participation from the chient
Mor does cover Testing to reveal
eventual sqanting. Viaoal Aeld san
hest be gezessed through systematic
pheervations in daily activities,
Acuity iz traditionally measured in
subjective teating, but ohjective test
materiniz have been developad
recently for use with persens with
epecial needs, &g gratings ... nnd
testing of preferential looking, Often
residual vision i3 dissovered
through this kind of testing, and
obvicusly important potentinl for
hahilitation is reveabed.



The European Coordinating Unit
for Staff Development in Deafblind Services

QUALITY OF LIFE

THROUGH QUALITY
SERVICES

If you work with deafblind people, you will know:

that deafblindness is a unique, rare and severe handicap;

that the complexity of the dual sensory impairment often
requires human services rather than technical equipment;

that deafblind services demand human resources and
coordinated support and development.

Upen the initiative of the IAEDB Sub-Committee on Staff Development in Deafblind Services,
the European Communities’ Deafblind Secretariat (ECDBS] has established a
European Coordinating Unit for Stoff Development in Deafblind Services.
The main idea is fo improve the services offered to deafblind people in Europe
through increased quality of staff training and development. 15



What we offer

is o coordination and information service.
The Coordinating Unit invites you/your institution, school or
erganization to subscribe fo its services, With the subseription you will
automatically become a part of the network which focuses on staff

development initiatives in the deafblind field.

The aim

is o support you in increasing your knowledge, and to make it easier
for you to get in touch with those people and institufions closely involved
in staff development that could help you to solve your problems.

Background

The motivation for European
coordination and the eooperation
is the belief that the united
efforts of a network will be more
effective and give better results
than solitary work.

No European country has
specialized training offered to
the wide range of staff in
deafblind services. Therefore we
have always looked to colleagues
in other countries for new ideas
and professional stimulation
with the intention of Improving
the quality of our work. With
Eurcpean cooperation we can
LEE OUT restiroes most
productively and avoid
duplication of efforts;

Past events

The need for cooperation and
coprdination in the stafll
development sctivities in
European services for deafblind
people has been atated on
peveral occasions during the
past gix {0 SEven Vears,

The following pan-European
events have taken place within
this period,

1986

European Conference on Staff
Training —a preliminary
meeting exploring the need for
cooperation. There was
sipnificant interest so the work
continued with the biennial
meetings of the “European
Conference on Staff
Development 1n Services to
Deafblind People™

1989

The IAEDE Bub-Committes on
Staff Development in Deafblind
Bervices was created to mitiate
and coordinate other cooperation
on staff development in addition
to the biennial meeting of the
European Conference.

1988/1990,/1992

European Conferences on Staff
Development: meeting
dizscuseing topice of relevance to
staff development in deafblind

Services.

1992

The European Communities'
Deafblind Secretariat pute
forward a proposal about the
egtablishment of the BEuropean
Coordinating Unit for Staff
Development in Deafblind

Services;

The European Coordinating Unit for Staff

ment in Deafblind Services
¢/o NUD, Slotsgade 8, DK-9330 Dronninglund, Denmark



The
Coordinating
Unit starts
operating now

—with a network and :
information service and
coordination of staff
development projects.

The Unit and its services
The EC Deafblind Secretariat
(ECDBS) has decided to locute
the Unit at the Nordic Staff
Training Centre for Deafblind
Services (NLUD), in
Dronninglund in Morthern
Jutland, Denmark.

The IAEDE Sub-Commuttes
on Stafl Development iz
appointed the governing body of
the unit for the first two vears,
It eongists of people from
different European countries, all
of whom have special
competence in staff
development.

Aims and objectives of the unit
The aims and objectives of the
amit will be:

—  the establishment of &
network and an inventory of
organizationsinstitutions
schoola’porsons involved in
deafblind services in Europe

— digsemination of relevant
information on actual and
planned work in deafblind
sorvices in Europe

- eoordination and initiation of
projects on staff development

— identification of needs in stafl
developments in all the
European eountries

- poordination of activity in
Europesn countries without,
or with, limited services to
deafhlind people

— eoordination of actions in
services to deafblind peraons
with no or little traditions for
gtaff development

— ntiation and eoordination of

translations and re-editions
of literature, books and nther
publications of importancs
for staff development

- development of 8 European
library service with titles on
deafhlindness and related

Breas

- programme of specific
activities, eg courses,
workshops, projects ete,

— poordination of exchange
programmes for deafblind

penple, their families and
staff

azsistance with fundraising
for development work

— ptimmlation of scientific
developments of imporiance
for European services to
deafblind persons

= policy making and
implementation.

As you see, the aimes and
objectives of the unit are first
and foremost to create a

European fellowship in the field.

The actusl staff development
activities will continue to be
done by national institutions

and professionals, and whenever

required, with support from
colleagues from other European
countries.

"~

| .Ir W ™ has not acquired sufficient

; Subscription
i The Coordinating Unat

financing yet. Therefore the
activities will be limited to start
off with and can be expanded
when mond econoimic Pesturees
are available,

Your subscription
automatically ensures you

S membership in the

European network
cooperating on staff
development in deafblind
SRTVices

- information on actual work
and events of relevance to

glall development through a
hiannual news bulletin

— the updated bibhiography of

NUIDVs international library
on deafblindness and related
topics OOCE & Vear

~ an updated inventory once a
sear, Here vou will be ableé to
find, at least as the network
develops, the resource
persons that you would like
to contact, visit ate,

- the most recent articles
published in the Series of
Nordie Directories for Stafl in
Deafblind Services which
have heen translated into
Englizh.

In addition to this, vou can
contact the Unit in
Dronningiund for more specific
information, eg on things you
find in the news bulletin, on the
network; on staff development
events or on how to get in touch
with resource persons for the
stafl development activities yoo
would like to take place in your
own institution,

You can also order lists of
specific references, and can get
information on how to acquire
those,
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We have two different kinds of

mamberahip:

1 Corporate Membership
for institutions'schools!
prganizationsindividuals in
general, The subscription fee
15 1M ECLT per veur (from 1
January o031 December) for
corporate members

2 Funding Membership
for thoee able and willing o
support the Unit
extraordinarily. The
subscription fee is minimum
300 ECU per vear for funding
membera.

This is how you proceed

Fill in the form balow and mail
it Lo the Cosrdinating Unit and
remember to mark yvour chodes:

= gither o full subscription to
the network information
BErvice, 48 a porporate
member or a funding member

~ or just your entry in the
network inventory,

It will also be very much
appreciated if you work out a
st of potential subscribers with
names, addresses, phone and fax
numbers and enclose the list
with the form below,

Shortly you will receive 4
guestionnaire which you will be
asked to All in very carefully,

Subscription form for

Thizs guestionnaire provides the
Unit with the information on
yvour institution, school or
organization that is judged
valuable for the neiwork
inventory.

Address:

European Coordinating Unit for
Stall Development in Deafhlind
Bervicas

eio NUD

Slotagade B

DE-3330 Dronninghand
Denmark

Phone «45-08 54 34 00
Fax +46-08 54 34 58

WO~ SIS Aym———————

The Evropean Coordinating Unit for Staff Development

in Deafblind Services

Yes Mo

1/we want a subscripfion as corporate members [ M
I/we want a subscription as funding members O
|/we want my/our eniry in the inventary only [ ] L]

Mame of institution

Contoct person

Address

Country

Telephone number Fax number

Signature Date

Please forward io:

The European Coordinating Unit for Staff Development in Deafblind Services
¢/o NUD, Slotsgade B8, DK-9330 Dronninglund, Denmark
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The Infernational Association for the
Education of Deafblind People

Services for
congenitally deafblind
adulis
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hmﬂ.nmdursﬁzmshmmmmﬂmhr itally deafblind
adults teck place in the United States. A special committee had previously sent a
quesfionnaire on the subject to members of the IAEDB. The results of these have led

to the following Mission Statement. The principles it contains should provide o useful
Ei:l‘ﬁngnguini h:r:hrﬂrk with mga?ﬂﬁand Ei& in any munh;.

Principles 6 Quality of Life is improved worth and confidence through
: L aceording to.a hisrarchy personal creativity at home,
1 The International Agsociation heginning with factors relating work and leisure.
for the Educstion of Deafblind ;

People (IAEDB} oxists,
amongst other purposas, to
promote an improved guality of
life for deafblind people, both
children and adults,
throughout the world,

The TAEDE helieves that

to survival, through personal
development and social
development, to
selfactushisation

T Ineach coase, the principles aro
baged on Equality of
Opportunity and Accesa,

12

When putting these principles
into practical effect, it is
ingvitable that they must
recognise the-coltural context
in which they will operate

The development of

deafblindness is a unique & For Survival, this requires lati i
dizahility and that within Equality of Opportunity and ke "‘““'I' ps .
deafblindriess there are Arcess to Shelter, Warmth, 13 The congenitally deafblind

distinct groups. Each group
requires equal but different
approaches for serviees. The
group which is the subject of
this paper are congenitally
deafblind pecple, including
parly adventitiously deafblind
prople.

The TAEDB believes that afl
deafblind pesple require
additional and apecific external
support if an improved guality
of lifie 15 to be achieved,

The IAEDB believes that such
gupport for Congenitally
Deafblind Adalts ean only be
achieved by an individualized
SETVICE PTOgTEITE,

Such a programme must
include services that adhere to
the following principlos
afforting Guality of Life

Food, Clothing, Health Care,
Communication, ele,

4 For Personal Development,
this requires Equality of
Oipportunity and Access to
family, education,
communication, control of one's
vwn hife and age-appropriste
aetivitios,

10 Far Sectal Development, this
requires Equality of
Upportunity and Access to'a
full range of emotional
relationships, memborship of
spcial groups, work and
recreation.

11 For Self-Actualisation, this
requires Equality of
Chpportunity and Access to
ongoing education and
training, being respected as an
imdivideal and a senae of aself-

14

15

16

perenn should have the
opportunity to develop self-
identity through relationships
with family, peers,
professionals and others,

The development of
relationships for the
congenitally deafblind peraon
depends alao on other people
and he'she has the right to
support in the comtinuing
development of gocial and
emistional akills.

The memhership of a
congenitally deafblind person's
family iz the samy as that
within the lneal'national
cultura] definition of farmily.

The relationship between the
conigenitally deafblind aduait
and the family should be
allewed to evalve as the young

19



person enters adulthood and as
both he'she and the family age.

17 Thore 1% a responsibility to offer

education and continuing

sproviding aociety as n whaole,
and non-deafblind people in
rticular, with experiences
and models of relationships
which can improve the

varied risks of persomal
isolation mnd how to avoid
them

s continual availability of
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gupport to fumilies in their ; : highly qualified
changing roles, E:'“hw of Life for human n:ﬁlti}]l:lllilnfeusiunﬂl gtaff,
18 Through interaction, e perticularly quaified
mngmimlh deafblind people intervanora.
eian enrich the lives of others Mature of Services 26 Procedures for decision-
and Empowerment making

Deafhlind culture

34 Professional services to Decisions concerning life

20

Life. This cultural frame
allows the person to develop

her right social context in all
aspeeets of life and throughout

conditions for the individual,

19 The possibility for Congenitally persons with eongenital :
Deafbliod people o developin  Seafblindness should pcid g by
a specific 1:_u!tura.t frame i=.a ) change in life conditions
basic condition for Quality of sthe individual person in his’ oot s i S eliond

callaboration between a team
of qualified professionals and

e life the family, with close regard to
in which he/she lives, *that the primary the preferences exprassed by

20 Opportunities to be creative

are necessary for peraonal
development and therefore
must be afforded to the
individual. Self-identity is a
precondition for Quality of Life
and for the ahility to
contribute to the culture, A
cultural frame is necessary to
support and stimulate
creativity and self-identity.

21 Congenitally Deafblind people

should have aceess to the
eommon caltore and should

characteristie of all services
should ha the sonscious
compensition of the effects of

scongenital deafblindness on
expressiveness and
development of self in relation
to the warld.

25 Adult services exist within

a continuum from birth to
death and should ha
realired through

sparly detection
sindividualized early

the Congenitally Deafblind
person him/herself.

A personal advocate shotld be
identified to take on the role of
being the voiee for the
Congenitally Deafblind person
when hefahe is unable to
represent histher own
interasts,

When the Congenitally
Deafhlind person, for pny
reasan, i not able to have
access to interaction with other
people, sither through the use

alzo have the possibility to intervention ﬁﬁ::ﬂﬁ}fﬂﬁ?:ﬂgx -
create and have access to a sindividualised special ; ' :
salbure of thair own; pr i prepared to conaciously switch

22 Two main dengers, when

pountries sel up a palicy for
Congenitally Deafblind people,
are excessive centralisation
and excessive decentralisation,
both of which diminish Quality
of Life by impairing individual
development and relationships.
A wide set of options should be
available so that Congenitally
Deafhlind people develop

sindividunlly adapted contexis
of soeinl interaction

s application of principles of
special education to facilitate
lenrning through life

senntinual availability of the
human resources needed to
realize social interaction with
the environment

between different roles, eg.
staff member, friend, péer or
athers from within the
prevailing culture.

Hesources

In crder to prevent Quality of
Life decreasing with-aga,
increasing human and
soonomic ressurces musl be
planned for and provided.

contacts which are adapted for »personalized general and 28 Quality Assarunce
accessibility and which offer paychintrie eare when tnioatues
choice. TRy The inereasing autonomy of

45 Deafhlind culture is part of

¢ pontinuil identification of the
individual’s capacities and

thir individual will indicate
that the effects of Congenital

t'hn E: cnni.ﬂhnu::]tu- th:ml potential and the provision of Deafblindness ave boing
development of this by adapted environmental adequately compensated for.
challenges geared at During training, during their
-pmd_ ucing &pecific cultural optimizing personal work, and subsequently, staff
ohjocts (works of art, means of development st be particularly taught o

eommunication, specific
cultural events, &b

» helping common culture to be

seontinual gvailability of all
kinds of support needed to
live as fully ms possible as an

abserve indications of
autonomy/lack of autonomy
threngh behaviour, Lack of

aware of its own atructure by individual, soeial and ealtural autonomy or decroasing
comparison with Deafblind heing autonomy will require action
cultare invalving changesin

#pomscios and continual
awarenesa of the many and

environmental conditions.



Quality of life for

congenitally
deafblind (CDB)
school leavers

and young adults

In the last edifion of DeafBlind Education we looked ot the UK respanse jo the thmlulreuncungmlﬂ

dﬂ:ﬂlirﬂ adults, At the seminar held in Baston rtwm
mmm Guality of Life was prepared by Joh

lla Association, The

ﬂrrhm Chapter of the Canadion Deaf-Blind and Rubella Association.

When reading answers to this
questionnaire take into
consideration that Canadu is
gecgraphically a large country
divided inte 10 provinees and two
territories. Each provines has
jurisdiction over both educstion and
health and therefore there aro no
definitive answers to many of the
quastipng, The philosephy
underlying the provision of service
by the Canadian Deaf-Blind and
Rubella Asseciation is that each
individual ahould be served
according to his ot her needs rather
than forced into some dalivery
system designed bo meet the neads
of 8 hypothetical avernge congenital
and sarly adventitious deafblind
individual, Through the wase of
intervention woe have boen
successiul in providing a superior
suppart system which allows the
individual to use programs designed
for the general population in 8 mora
ecommienl wiy,

All raplies to the questions
assume that when satizfactory
support serviess are indicated that
there is intervention available. The
intervenor isa individual whao

* gupplies the denfblind person
with sufficient non distorted
information to permit the
deafblind person to make
appropricte decisions,

* provides the support necessary
to earry out the deafblind
peraon’s decizions in a
rensornble mmmnt of B

* [acilitates communication
between the deahbind individual
and the rest of the world,

It s glao assumed that one of the
goale of any program is 1o eaahls

the congenital or early sdventitious
deafblind adult to choose

» who will be his or her intervenor

*  how much intervention he ar she
wizhes

o when the intervention will be
usid

and
*  the aclivities that they wish to
pursug, the job thay wish to

wiork at, and the life style thay
wish to adopi.

The fact that an agency or
povernment aupplies fonda for
suppart does ot glve that agency ar
government s right to dictate how
the person will live.

Continving education

Do congenitally deaf blind
young adulis and adulis in yoor
eountry receive ndequate
continuing education after
sehool age? Yea'sometimes'
rarely

Yes. Most congenital and early
sdvinlatious dealhlind individuals,
through the vse of intervenors, have
the opportunities available o the
non handicapped population in his
or her community,

What is the foous of Tarther
education’

The type and contant of the
program yaries nocording bo the
neads of individual congenital and
esrly adventitions deafblind sdults.
Aendamic, job sriented and life
gkills, and leisure/recrention
programs are available to mosi
cliznts

that the l‘.‘mudlun response shoul
nnes in consuliation with The Canadian Deaf-Blind
Home for Daufhlmd Persons (Brantford] Inc., The Treffry Homes and the

C:ANADA

d be published.

Do they receive adeguate
vocpbional troining? Yea!
sometimes rarsly

Yea. Most congenital and early
wdventitlons deafblind individuals,
through the use of mbirvenars, have
the opportunities available to the
non handicapped population in his
or her community, If intervention ie
nok available, vocational training
without an identified job plecement,
i o waste of tme and money,

What is the foeus of voeational
iraining?

The Cenadian philosophy is to fit
the program content to the needs of
the individual rather than plugging
the individual into the st At
existing program. Formal
community eollege and ather
pducstionsl programs are nsed in
whale, or in part, ascording to the
needs of the individual congenital
and early adventitions denfblind
adult with intervention.

Deseribe the vocational training
vou know that works the best,
ani indiente what makes you
BAY 50,

Clomemunity baged programs are
wtilized where applicable through
the use of an intervenor, Where
there 8 no existing program that
meets a particular client's needs,
one t8 developed utilizing the
program developmental guide.

If you think continwing edue-
atton and vocational training is
not adeguate, deseribe the main
ohstacles and barriers

[t i& neither practical or degirable ta
dpvelop institutionalized continuing

Ehé | aunp - Annuop
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edueation and vocational training
programs restricted in forus to the
eongenital and early adventitions
deaifblind adult. This approach
tenkds Lo remove responsibiliby from
local communities, ofton lesds to
ghettoization and isolation of the
deafhlind, and tends to put limita
upon the FPPHT levals of their
sehigvoment through generalization
of etaff expectations;

Bome problems thatl recur sl
which must be pvercome nre:

1 Obtaining funding for adequate
levels of interventlon. 1t has
been our EXPeTIETICR, hawavar,
that once funds are in place the
guccedzes of the ongeniial and
early adventitions deafblind
individual in the commumnity
sakting leada to continued
fanding.

2  In eome arveas of the coontry
inapprogriste service models
eontinun to be used, A madical
model, [the most savere
handicap] useful for treatment
bt not for development and
support, or 4 combined approach
misiel [there (s no differenca
between congenital and early
adventitious desfblind and
adventitious deafblind] are in
use, Experiance has shown that
when an eppropriate delivery
mde] [congenital and early
adventibions dexlblindness isa
spevific handicap| is put in place,
aven BE & demonstration project,
attempts to use less approprials
madels are sbandoned,

43 Thers are still pockets within
Cansda where deafblindness ia
net Pecognized as a distinet
handicap, This is moTe common
with adventitiously deafblind
adults who were originally
served as having some other
handicap a.g, blindnass,
deafness, retardation, ete] then
with congenital and eariy
advantitious deafhlind
individuals who are identified in
early infancy and supported as
dosfblind with or without having
additional handicaps. In
addition, eerisin oaltarsl
expectations concerning the
handieapped in general and
deafblind in particular can
shape the total governmental
approach.

4 Initinl and ongoing stafl training
for intervenors nta &
probiem, The low incidence of
the handicap precludes the staff
trailing support sysbem available
to other handicaps, When
attempts have been made to
utilize this network and madify

evisting programs te train
individuals to work with
congenital and early
ndventitius denfblind
individuals, they have been

monumental failures,

5 The genernl public has a lack of

knowledge conicerning the
i and sarly

adventitlows deafllind. ALl too
aften adventitiously deafhlind
people are looked upon as
gpesking for the individuals and
services that are under the
deafblind umbrells. Because of 5
lack of understanding of the
congenital and early
adventitions deafblind and their
neads more damage than good
often oecurs.

Policy
Is there in your country an
official recognition of deaf

blindness as 8 separate
handicap? Yesmo

S the boeginning note. Each
provinee hae some formal
recognition of deafhlindness by pll
or soana of the mimstries of
education, health, and social
serviced. Recognition ean take a
variely of forms including funding of
programs identified as specifically
for deathlind persone, programs
that pay [or intervenars for
deafblind persons in odueationsl,
community and work settings, snd a
funding grant for the Canadian
Dieaf-Blind and Rabella Asgocintion
national office.

However, it must be reported
that there is no specific ace of the
national gorernment, nor of any
provincial government that singles
the deafblind out as a specific and
distinct groop. In addition, whils
The Canadian Deal-Blind and
Rubella Azsociation and & numbsr
of provineial government ministries
recogmizie the congenital or early
adventitions desfblind a5 a distinct
group requiring specific support and
serrtices that differ from the
adventitions deafblind, this
diztinction has not been widely
acoepted by agencies that work with
the blind, desf or developmentally
handicapped. This problem ia
inereased due o the fack that many
adventitiously deafblind adults
geern to think that if & congenital or
early mlventitious individoal
TECEIVEE APPropriate programming
that he or she will aomehow become
pdventitiously deafblind and thus
b nppropriataly served by
programs designed for their
support.

Does the concept of
deafblindness include
congenitally deafblind ndults
{nlso multi handicapped)?
Yesno/unclear

Yes As noted above in the reply to
the previoue question it is generally
heid by those working in the field
that thers are two groups of
deafblind. [1] congonital and sarky
adventitivus deafhlind and [2]
adventitisus deafhlind.

Who takes administrative and
sconomical responsibility for
the provision of services for
post-school edb and at what
level?

= The Government

= Regional Authorities — Local
Authorities
Private organizations, a.g.
charities, but financed by
authoritles

Private organizations, but
finanoed by fund rpising —
FParonts' Associations

- Femilies alona
Othar

The Canadian Deaf-Blind and
Ruballa Association ta mads upof
parents, family members,
profeszionals and interested third
parties without distinetion as to
ariginal reason for joining. It is feli
by all invelved that the strength of
the associntion lies in the
accepiance of all members ag equal
partners.

If there is shared responsibility

hetween these groups, please
Indicate.

See initial nota,

Primeary responsibility differs
ascording to the geo-politheal
location of the services, For
axaimple, the Ministry of
Community and Secinl Services and
the Ministry of Education in the
provines of Untario works closaly
and Co-operatively with the Ontare
Chapter of the Cenedian Deaf-Blind
and Rubella Association to provide
support and services for cangenital
or sarly adventitions deafblind from
age of identification onward. In
other provinces the specific
ministries involved ond the level of
co-pperation meay differ.

Is the service differentinted
acoording to need? Yes/no'partly

Yo This is ane of the bazic precepis

of the philossphy wpon which the
Canadian model etands.



Are there any special plans for
the provision for congenitally
deaf blind adults in your
country? Yesno

Services for the congenital or sarly
asdventitious deafblind began in the
early seventies in Canada. Prior to
that time individual children who
were identified as deafblind were
sent to programs in the United
States,

Bervices in most jurisdictions
atart at identification and somtinoe
until the songenital or enrly
adventitions deafblind child leaves
aducation. Ages for school leaving
vartes from 19 to 24,

Programs for school aged
congenital or early adventitioss
deafblind children sre delivered
wither in both specialized settings
and the child'e loeal echool orin a
residential school setting.

In all coses, on essantinl part of
the program iz to introduce paid
interveners inte the childa life and
to temch him how to utilize this
support service to enable him to
utilize communily resonrees.

The Cannadian Deaf-Blind and
Rubells Asspeiation, is
concentrating an developing a range
of pupport services for the

ital or early adventitioms
deafhlind adualt, This program will
emphasize:

1 de-institutionalization of any
congenital or early adventiiions
deafblind persons who have been
ingppropriately placed in
institutiona] settings.

2 the develapment of a range of
options for housing within the
community that will inclede, but
ik be limited to:

al tramsition homes

bl group homes for fram 3 to §
congenital or sarly adventitions
deafblind who are individaally
supported by intervenora.

¢] the congenital or esrly
adventitions adult living i their
own honse or apartment by
them=elves or with a chosen
friend with intervenor support,

dl the congendtlal or early
adventitions deafhiimd adalt
living at home with full
inbervenar suppoerl

In all cases the emiphasis iz upon
supparted independent living in the
eommurity and the atilization of
community medical, educational,
recrealional, and vocational
programs that exist for the non
handicapped popuiation.
Employment will be as paid
workers, or volunteers within the
community rather thean ina

workehop setting designed to offer
aheltered employment for the
deafbling or some other
handicapping condition.

The Canadian Deaf-Blind and
Rubelly Assooiation, in co-operation
with various government ministries,
iz actively working to develop a
nebwork of braining programs for
intervenors to work with congenital
or early advantitious deafblind
incividuals of all ages,

Population

1s there an overview of the
population of the congenitally
deaf blind {excluding Usher
peoplel in your country?
Yes/no'partly

Fartly, However, Usher syndrome is
not the suly canse of adventitiooas
deafblindness.

Do you have any idea of the
number of post-sehool

tally deaf blind people
texcluding Usher people) in
vour country todoy? Yesno

Yes
If vor, please give the number

There should be approximately 420
congenital or early adventitions
deafblind over the age of 21. OF
these, spproximsately 26% have bean
identified as deafblind and received
services as such since the time of
identification. Approximately 50%
have been served using the medical
el of the most severs handicap
and are only now being identified
and served as deatblind, In mamy
cages, initially, existing service
ngenicies oo reluctant o either
serve them s deafbilind or to de-

register them to 8 more appropriste
suppori sysbem.

Do you have an idea about how
many more post-school people
there will be in five years time?
Yesmo

Yes
If yes, please give the number
81+ 10

Has any survey of the needs of
the population of post-school
people been undertaken?
Yes/partly/no

You, An extensive survey was done
on thie needs of the deafblind in
1084 This committes took tbwo
yoars to travel seross Canade and
compile a report, Further needs
paaessments kave been done in
vitripig provinves [Alberta 1885,
Guebeac 1983, Ontario 1992, ete.]

Are there any units specinlly
adapted to the needs of
congenitally deafhlind adults in
your couniry? Severalisome/one

Does not fit overall philosophy, but
such units are aveilable when
needed.

Please describe the kind of units
where you can find cdhb,
Underline the most common

— Hospitals
—  Institutlons for the efderly
—  Institutions for the mentally il

—  Imstitutions for the mentally
retarded

— SBchools of special education
(dayi

—  Behools of special education
(bparding

- Bpecial group homes for the deaf
Blind

- Units for sther hondicap groups

— Mainstreamed in local
eommunities with suppart

-  Parents’ homes

= (Fher individual howuse or
apartment

Thaose congenital or early
pdventitious deafhlind adults thai
continue to ba served under p
medical model wounld be found in
institutional sefbings of varius
kinds, Where such a service model
is inappropriate, The Canadian
Deai-Blind and Rubella Assoeiation,
in copperation with other agencies
and ministries of government
continue to make every effort to
have the eingenital or early
adventitious deafblind adult
deinztitutionalized and placed in an
approprisie community ssetting.

The units you know, do they
provide what yvou would call
adequate living conditions for
cdb according to the common
norms of your country?

Yesin partmot at all

¥ee, That is the units designed to
et the needs of the congenital or
adventitious deafhlind adult.

Which calegory of uniis are
adeguate?

Special group support facilities,
with imtervention. Loeal sommunity
settings, with intervention

Family homes, with intervention

Independent lving with
intervention

£641 aunf - Amnuop
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Twao or threes congenilal or early
adventitious deafblind adults
sharing a house or apartment with
intervention

Units [houses or apartments]
clustersd together with intervention
Inudividousl living ot home as a fully
participating adult with
intervention

Individunl living at home under
parent direction, using ellotted
intervention

What characterizes the best umit
you know anywhere for
congenitally deaf blind adulis?
(Deseribe on o separate shoet)

iSqla the initial etatement of

philosophy.]

1 A peactive environment thal
emphasizes personal control by
the congenital or early
adventitious deafblind adult of
hia or her life to the same extent,
and in the same way ne the

general population, through the
use of intervention.

2 - Any support system designed o
economically use the existing
cornmunily resouross in
providing a support streeture,

For example

One congenital deafblind young Indy
lives in her own apartment and
utilizes university students whao
ahiare the apartment with her as
intervemors, This arrangement
provides both sapport and
appropriale peer interaction,

In the sema city, another young
lady lives in her own home ag an
adult who shares respongibilities for
ite operation with her parents,
waorks inthe community, and snjoyve
an active social lifie, all with
appraprinte intervention.

Describe barriers and obstacles
related to housing,

The biggest barrier or ohetacle,
which has been largely swercomes in
many parts of Conada, is the
concept held by some people that
congenital or early adventitions
dealblind must have modified
hiusing rather than appropriate
support to uae existing housing. A
eecond obstacle, nrising from the
treatment in Canada of the
intallectually challenged, is the
condept that they must live and
work together in a sheltered
anvironment. Fortunately, this
eongepk 18 gradually being
anandoned by individuala working
in that field. However, it is
prevalent enough that it moost be
taken into account when developing
suppert programs for the individual

congenital or early adventitious
deathlind adult. A third ohetacle ix
the desire by many administrators
to approoch services to the
congenital or early adventitious
deafblind adult using u “hest fit"
mentality. Such administrators are
trained to fit individual elienls o
extating programs and services, The
coneept of creating a8 new support
strueture is so threatening to them
that it pressnts a ssrious obslacle
that must ba svercome.

Support systems

Hy support system we mean a
serviee unit, organization of any
kind or persons outside the
units that provide consultant
services to staff and families
about what to do, how and why.
This is different from housing,
workshops, ete. and from direct
coonomical support.

The guestiona in this section
presuppose & peint of view that iz
dinmetrically opposed to the bazic
philosophy underlyving our services.
We hold that ench congenital or
early adventitious individual,

of age, ehould have
access to the beet medical and social
sorvices available to the general
public. The Canadian Deaf-Blind
and Rubells Association offers
support to profesgionals who wish to
gain more knowledge in the feld of
deathlindness through consultation
mxchange of information, ete,
However, the country is a0 largs
geagraphically and the imeidence of
conganital or early adventitious
deafflindness is o low and
individual clients arve s wide spread
that the concept of Units is neither
pradtical or desirable.

Is there in your country n
general support system that
serves units for cdb adulis?
Yer'partly/no

Yes. The Canadian Deaf-Blind and
Rubella Azsoctetion iz an advocacy
arganization that provides direct
serviees where they are not
provided by other agencies or by
ministries of government,

Is there an adegquate medical
support system? Yesmo

Yes, Each congenital or early
adventitious desfblind individual
has his o1 her own network of
medical professionals. Canada's
health care system s such that all
citizans have aveilable to them the
optiong as to which medical
professionals they will consalt, what
earvices they will utilize, and which
druge they will take. Theas aptions

muay be exercised without cost b
any citizen, In addition, esch
congenital or early adventitious
deafblind adult has his or herown
drug card which permits him or her
to recaive free any preecribed drug,

Is there adequate basic training
for staff working with cdhb
adults? Yesno

Yex [bath basic and advanced)
Desoribe barriers and obstacles.

Throighout this questionnaire wa
have indicated the barriers of

Geographical distance
Funding limitations

3  Buresucratic approaches
4 the low incidence of the
handieap.
The Canadian Deaf-Blind and
Fubella Association has been active
in advocating for conrses to train
intervenors, has [and does] offer
training through its provincial
affilistes, and has supported bath
natipnal conferences and training
sesEions for individusls working
with, or responaible for aervices to,
the dealblind,

Work possibilities

Dz ¢adb adults have the
possibility to work or engage in
meaningful activities according
to their capacities? Yea'mayhe!
hardly

Yes, Each congenital or early
adventitious deafbilind adult has the
opportunity to experience a variety
of working situations which are
chozen according ta his or her
interests and abhilities. Pollowing
thiz type of exposure, which can last
for a mumber of years, the
individual is encouraged to choose n
epeific jobr that he or she wishes to
do. Of course, individaals are free to
changes their mind and ssek other
apportunities for employment
ehonid they wish to do e,

o

What is the most common kind
of work-related activity?

Thiz iz almoest impossthle to answer,
Zae comment above, Activities
inclads

clerking in n store

- furniture refinishing
office work, incloding but nst
limited to mail delivery,
dugplication, stock taking, ete.
paper routes making and salling

craftes — individual sales
represenlalive,



Deseribe barriers and ohstacles
related to work,

Initinl accoptance by the emplover,
to low expectations by supporting
agencies and individuals; fear of
change; snd the general eeomomic
outlock, [Canada now haz 105+,
and i some arexs 20%+
unemployment in the general
population. |

Social and cultural
quality of life
conditions

Do cdb adults normally live in
an environment where people
communicate with them
necording to their eapacities
and special communication
sysbems? Yes sometimes/rarely

Yiad

Do edb adults have regular
contact with their past? (old
schools ete,) Yea'some/rarely

Yeg if they wish to do so. Some like
to hold on to such links, others
prefer new friends and farmily,

Do they have regular contact
with their families? Yes'some!
rarely

Yo, provided that they wish to
maintain such contact.

Do edb adults have friends?
Yea'sometimesrarely

Yes

Do edb adults have access to a
pcommon subouliure? Yes'some'
raraly

Again, the guestion suggesis an
approach at odds with the Canadian
philoeophy. In most cazes, the
cpngenital or early adventitions
deatblind ndult chooses to beegme
part of the local commumity nnd
culture throwgh the use of
intervention and chooses friends
from the community more often
them other congenital or early
adventitious deafblind adules,

D they have aoeess o the
culture of vour country? Yes
somelimesrarely

Yee

Do cdb adulis live in natural
units sccording to the norms of
your countey? Yes sometimes’
rarely

Yea

Do they have access to an eqonl
family life according to the
norms of your country? Yes'
romerarely

Yes

Deseribe barriers and obstacles
related to realizing cqual

conditions related to social and
cultural life on a separate sheet.

See previous comments.

ogical
conditions relating to
quality of life

Do you think CDE adults have
egual secess to (for them)
meaningful activities that
nourish their pereonal
development?

What does “for them® mean?
Yessometimesrarely
Yas

Do you think cdb adulis have
pqual necess bo non-linguistic
ways of expressing their inner
life? Yes'sometimes/rarely

Thie identification and controlled
expression of inner fealings is a
learned responge that most be
taught. Most congenital or early
adventitions deafblind individuals
hove limited secondary and tertiary
learning abilities and thess are the
avenues that the non handicapped
population use to develop the
recognition, sontrol, and expression
of their “inner life". An adequate
reply o this guestlon s probably
the substance of & university course
ar eourses rather than an answer to
a questionnsire,

Do you think they have agual
aceoss to conditions that make
them love and feel loved and
needed? Yessometimes'rarely

Yes

Describe barriers and ohstacles
related to realizing equal
conditions for paychological
ol

The primary barriers ta the
development of an appropriate
guality of life lie within the
expettations of Ue service and
support fecilitators rother than
within the congenital or early
mclventitions deafhlind individual
themselves, Buch axpoctstions
cxpressed in terms such as

"ha is not cnpable of learning thac!”

“whie shouold not be exposed to that
iy

“har wrill starl in the ABC workshop
next Monday, that is the next step™

“we will just 6 her into our
program for the [ME.., blind, deaf;
ete.}it hasa ...0"

“the approach we use with tha
mentalby handicapped, deal, blind,
ete. ehould work”

efc. et ete.

A pecond barrier is the luck of
national or international
eonsultants that are aveilable to
support individual efforts to
establish, musdify, ar evaluate
existing services, [t is unrealistic to
think that the average worker in
the field bas the time, resources, or
coritacte to keep abresst of new
developmenta in thiz rapidly
expanding area of service Lo the
congenital or early adventitions
desfblind. A few countries or
regiong, such as the U8, UK,
Beandinaviz, France, Germany and
Cansda have recognized centres of
expertise. Howover, oven these
wiontld benefit from a more formal
program of information exchange,

Vision for the future

What In your mind would
describe optimal life conditions
for cdb adulis?

Each congenital or early
adventitions deafblind individual
miuiat be accepted as a person wha
has his or her cwn aspirations,
likes, and expectations as well as
level of functioning. Guality of Life
means the apportunity te experience
life s it i, not e some all knowing
profesaional decides that it shoald
be. Quality of Life means control
with understanding, not eompliance
Lo imposed norms.

Is there a shared vision on
behalf of congenitally deaf hlind

post-sehool people among
parents and staff?

Yee

What i=s thiz vision?

The opportunity for esch congenital
r early pdventitions deafblind
individaal, regardless of age or level
ol functioning, to participate fully in
the loonl community ascording to
the individual’s interests and
ahilities through the use of
mtorvention with suflicient
finaneial support to maks such an
approach o reality

£641 sun[ - Aionuop
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International
discussion and
cellaboration

Do you think an international
discussion/collaboration abowut
QoL conditions for cdb adolis
can he of any help?

Yes

If yes, how?

The gharing of ideas provides the
basis for new approsches in
individual countries and prevents
re-inventing the wheel or repeating
the same mistakes, [e.g, The concept
wag onee held that if the
educational gystem did a gomd joh
educating the deafhlind child, he or
ahe would not need special support
ag an adult. Upon reflection, it was
being nspumed that if the individaal
received appropriate education he or
ahe would be a seeing or hearing
adult or he or she would become an
adventitiogsly deafblind adult and
could be served by programs
designed to meet the nesds of the
adventitioualy deafblind, or he ar
she would be institutionalized, ste. ]
Throngh the sharing of information,
such concepts are modified or
replaced. Knowledge of programs
and approschos usad in one sountry
can be wsed to resspure and even
pressure buresoornts in another
country to initiate new programs
and modify existing onea. Often, the
knowledge that “we are not alone”
provides comiort and new energy to
tackle the job at hand.

Further work

Is thers any area concerning
cdb adults that you think should
be fovused on particularly in
further work?

1 The development of alternative
gupport stroctures.

2 The application of lesrming
theory to the continuing
development of the eongenital or
exrly adventitious dosflblind
adnlt,

4 International stafl training
semunere and workshops,

4 An LA E.DB sponsored
exchange of information nhout
spacific topics and problems.

I§ 13 with great spdoess that we
raport the death of Jaane Aro of
Finland wha repeesented
Finland, along with Moga-
Leena Saarinen, for o niimber
af years. Jaana died on 31 May,
Chur symipathy is extended to
her family and eolleagues.

Quality of Life for congenitally deafblind school

leavers and young adults

The Questionnaire
= background,
results, comments

Background and
introduction

Al the IAEDB executive mesting in
Potsdam in 1983, some
representatives especially
interestod in issues concerning
quality of life for congenitally
deathlind school leavers, young
adults and adults, volunteersd to
form a programme sHmmities b
prepare an TAEDE sympesiom in
Boston thip vear, dedicatad to
addraes this tapic. In order to
invalye more peopls than those
attending the symposium, and to
get 8 more represantativa
background for the guestions
addressed at the sympozium, we
decided to eend out a guestionnalre
on the topae Lo the internalional
netwark of IAEDB representatives.

In pddition, & groap of parents,
organized by Gini Cloke in the UE,
arranged n seminar where they
retiected oo the issue, and tried 1o
give volee to their yoong adalt
childron.

The information recelved s of
vitrse what it s, sintements
provided by people whio are
concarned about this isaue.

T wonald lika o share with the
readers the ane comtribution which
halpad me to arganies the rest, Tk
wis by o parent giving voice &0 her
young adult child, The statement s
a3 follows:

"TWANT T{) BE FREE"

Immeediately | remembered the first
word written spontaneously by s
young girl in our echool after &
vears apecial education. The word
wus “FREE",

Juat before the symposium [
went be aee the film version of
Bteinbeck’s novel *0n Mice and
Men”, This author probabiy
understood somelhing cssentiol
ahout human loneliness. He may
have felt that it is the responaibility
of the sirong b erente n vision for
the weaker, a vision which for the
weaker beppines reality, In
Stetnbeck’s novael the vision

contained a space of freedom, and a
function within that space. In this
case it was: “tending the rabbits”.
The total disruption of that vizion
may distort all possibilities for
quality of life. Steinbeck went as far
ag to touch wpon the relation
between this vision ond quality of
death.

Mavbe the only escape from
naked reality is through fantasy
sbout & separate reality, and the
continual effert to realize shared
visums without losing the dual
coneciousness you need to be
regponsible, Thia (s of course
nothing maore than my point of view
But [ appreciats the image 1 have
that the international colleagueship
organized by JAEDB crontes n
professional epace of enough
freedom to be anesell, have &
function and keep visions alive.

In my country and in the Mordic
countries, polioy for adults seems o
bt hyged omo@ comeept of reslity
which to me speme very real, too
real to be true. In the Nordic
eountries many collesgues are
afraid that the ideology of
normelization and decentralization,
if not thought about very carefully,
gan become a prison of lenelinesa.
We need to koow whst other people
think, what iz done, planned,
thought, and envizioned around the
wirld, At least one thing everybody
sgresd about in the anewers; the
need to discuss this on an
international lovel, to shore and to
exchenge questisne and answers,
ideas and experiences, Thia is in
crder not to repeat epoh others
mistakes, and not o continually re.
imwvent the wheel,

From the 24 completed
questionnaires from all around the
world, and from the ather letlars
and reports received, it is clear that
IAEDE has raized questions, whicl
as yet, have oo Easy EnSwers.

At loast two responses to the
questionnaires are baing published
in Deafblind Education. The firat
was the British responee, pointing
more te restrictions than to



answers. The second, published in
thie tasue, is the Canndian. It is
interesting, bocause the Canadian
reaponse was special in the way
that the persons answering were
clearly provoked by the philosophy
underiying the questions. It is alsn
interesting in the way that they
come close to something like an
answer, From the other answers,
and from the discussions, especially
about culture and sub-calture, it is
also clear that the philesophy
underlying the Canadian answer
will promote considerable discussbon,

Results

Representatives from 24 countries’
states/provinces anawered the
guestionnaire. Two answers ware
too late to ba counted in "the
simtistics”.

This everview moy make thinge
easter for readers. Some countries
spem b0 have come up with
interesting, though different, total
to partial solutions, which can be
visited and seen. These include;

France: (contact Jean Francois
Cruerinau in Poitiers) FPocus:
Waorkshops and realization of
automomy,

Denmark: {contact Klnus
Wilhelmaen) Forns: Creativity!
subculture’ educational principles in
contimual edecation, voratimal
tratning.

Canada: (eontact John Melnnes)
Focua: The mmtervenor system.
Integration and independemos’
equality,

Germany: (eontact Dietrich Bunck)
Foeus: A differentiated service
svstem. All areas of living
condithong, & new “farm™ for adults
needing sheltered conditions,

UK: SENSE units, Units in villages
administered by Jane Evana.

Norway: (eontact Knat Johansen)
Focug: Differentioted living
conditions within a sheltersd village
COnCEPE.

Coming next vear; Trormsa (atill
vieion | (contact Anne Nafstad)
Dhifferentiated mini- “village”.
Creative living and restitution
heavy deprivations (earlier
inatitutirmalizations)

Bergen: (eontact Eva Britt
Andreazsen) Sheltered Village, In
realization.

Sweden: Mo Gard {eontact
Marjanna Suosalmi) Focua: culture!
subrultore, reatitulion of heavy
deprivations, vocational treining.
Fsychistry of deafiess’
deafhlindnaess (specialized
consultant), Communication

problems and selfinjury.
iSpecialised peychologist-
consultant) Centre in rapid
CEPANEION.,

Italy: (comtact William Green)
Foeus: Differentiated partial
mtegration within Csime, Sheltered
workehops,

U1S: Helen Keller Centra: Funetional
epmminication kn transition
PrOgriErnms,

California School for the Blind;
Transitional progremmes,
(Tramsition to integration in the
cOmmunity .

Polond: Peafblind Ari,

Africa: Ghana & Kenya. (1 do not
know enough to specify the forne of

the resources. |

Pacifie: Resources gxist, but 1
eanmot specify focus further,
{contact Hepther Hewitt )

On the guestionnaire

The gquestionnaire focused on
different aspects relatied to Quulity
of Life (Gho.L.), starting at the level
of the system and moving closer
towards the pspchologienl level, All
the B0 mmswers may indicate that
many gquestions were unclear.
People probably attrbuted different
meamngs to the words used in the
questions. Juring the symposiom, it
wiaa clear thal & discussion around
bagie 0oL related concepts ia
useful and neceseary,

1 Systemn level

Continwing edocation & voestional

training
More than 60% indicated the
target group RARELY receive
adeguate continual education

- Around 50¢% indicated that
adegquate vorntional training is
RARE.

2 Policy

- B0% indicated officinl
reeogmition of deathlindness asz a
eeparate handicap.

T5% indicated the concept of
deafblindness includes
congenitally deafblind {cdb)
adults, alzo multihendicapped.

Generally, practical
responsility for inftisting
services to the target group is
“private” ar through
associntions, but funded
generally from different pablic
EOAEFCES.

= B0 indicated the service iz not,
or only partly differentinted
aceording to nesds,

60 indicsted thers are no plans

for provizions for this target
EFiup.

§0% of the anewera indicated
soch plane do exisl

3 Population overview
Concerning the whole population of
cdb poople;

- 3% indicsted there IS an
AVEFYIew

A% there g, PARTLY
3% there 12 NOT,

Concerning the target group of
past schoal edb poople:

- B0% indicated there iz KO
oVeryiew

5% indicated there IS
T0% indicated they do not

overview the target population of

the future,

Coneerning survey of needs of
the target population:

% indicated such surveve had
NOT been undertaken

% indicated YES, or PARTLY.

4 Welfare indicators

Housing
B0 indiented NO units
especially adapted to needs of
the target groop.
The relevance of this kind of
guastion may need discuasion,
The sams goes for other
guestionz tuching upon
“specinl” services and "units ¥,

Bomarks were made that the use

ol auch words 18 associnted with
o philosophy of
institutionalization.

Among the differont “units”
where one can find the targel
groups, all the listed options
wern mentioned. The moat
COMIMON Wars:

Parents homes { mentioned by
BFR)

Institutinns for mentally
retarded people (mentioned by
G0%) - Belools for specal
eduestion (505

Bpecial group homes for edb
penpl {405}

Units for other groups of
handicapped peopla (405)

Crther (35%)
Bupport systems/servien

- 0% indicated NO support
saryice aErving unils where the
target group lives,

Ea&é 1 sunf - Aonuoy
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0% + indieated & NOT
ADEQUATE medical servion

T indicated thers 15,
sometimes or regulnrly,
oillaboration batween units

25% mdicated REGULAR
etllaboration betwesn units for
children and adults. {356%
somaotimes, 35% rarely.)

Work possibilities

50% indicated there is hardly
any poszibility o engage in
meaningiul activities according
to individunl copueity

20% indicated there ARE
possibilitios,

5 Social and culural Qua.l

conditions

= 405 indicated the terget group
doss NOT live in an sdequate
eommunicative eavirenment

- 36% does SOMETIMES
25% indicated they DO,
66% indicated target group hos
N pontact with their past (old
schaols ete),

- 6% indicated regolar contaet
with fumilied.

0% indicated target group
RARELY has friends

- 12% indicated they HAVE
friends
A6% indicpted SOME have
friends
T0% indicaled RARE access to
shared subeutbure
20% BOMETIMES

- 10% YES,

This question s interesting, The
commetits indingded turo totelly
different philosophivs represented in
the anewers. One pRi AT L]
tfo ghamndon the idea, another fo
prevmote F. This v a poind of poseible
controversy. Indereatingly, both
pieurs are promoied by countries
unidh milponced services,

0% indicated rare seeeas to the
culture of the country

204 indicated such acceas existe.

- 4% indicated aroess to equael
family life iz RARRE

- 45% indicated that some have
stch access

- 1% indicatod thers 13 equal
ACCRES,

Profabiy in this guestion living
aoecording to OTHER family norms
fhan puclenr fomily | marrioge was

meeaiet, Meavhe Ling ab fome v an
eripnded child-role uves meant of
normal? The ansers and queskion
kere are paclear, ond iz is o poing
Jfor discussion.

& Psychological condifions related

o Q.ol

- 5 indicated target group
SOMETIMES has esqual accesa
to meaningful activities
nourishing PERSONAL
devidopment,

L0% indicated auch access DOES
exasl

B0% indicated equal access to
expreas inner life ia BARE

- This point should be discossed
1% indicated SOMETIMES

- 0% indicated such access
EXISTS.

Importani point of discussion, How
do we ke ANYTHING about their
Qualiby of Life?

Whet e the eneg by tohioh e poss
Judgement on the odeguocy of owr
sigppartf

- 1% indicated the target groop
has equal access to love and to
Feeling lowvesd

505 Indicated SOMETIMES
40% RARELY

Thiw fa imporiant for discussion.

There gre posifive cxperiences
deseribed, ineluding philosopiiical
and prociien] selutions, I we ook
the social and cultural ard
paycholagion] conditions, o fow
degres of suspected existendiol
tanlasion in odultheod fopltural,
suptal, prychiadagioal) 1& reported eg,
by Jdokin Melnnes in Conada, by
Suzarin gand Sourteuin in France,
by Klanus Wilhemsen in Denmark,
ored also by athers, The four
meriioned gave pregenfofions in He
symposinm, Thelr approaohes are
nod exactly similar,

Thie main ohstacles and barriers
mentioned:

- the handicap iteolf, oepeaally

the probiem of communication
and peeess bo information

- lack of trained staff
lack of peknowledging attituds
in mciaty

= Buck of knowledge aboot the

target group and their needs and
eapecially their potential

- boresucrscy
= lack of creativity in ataff - lack of

human resources

the political situation in geheral,
especially the sconomy = the
medical model

decentrulizntion/geegraphy - alze
of population
loek of access to social
environments - the mechanistio
nature of socisty
- lack of policy,
There seeme to be 2 populations
within the target group:

1 Those whoare known and of
whaze needs there i3 awareness.
Thiz'ia becauss they wers or ars
enrolled in special edueation
prograommes for edb people.

2 The *hidden populstion”; whose
existence is only estimated and
who were never anrolled in such
Programmes,

From wht we know about these
people, they suffer from very serious
deprivation.

[t appears to be the cose that the
iepecial) education eystem provides
the greatest chancs of recognition
and for receiving adequate help,

Dhpes specinl education take
responsibality theough a LIFE
LONG PERSPECTIVE of sdequuits
support?

Whare is the CONTINUITY of
responsibility, other then with the

£a?

{n the basis of the answers to
the guestionnaire, the information
that came ln, and the aymposium, &
position statement was writlen.
Thie focuszes on social and ealtural
conditions for guality of life, and on
socuring quality so that the
ineressed rick of decressing quality
with age (5 countéracted.

Postscript.

FREEDOM was nod mentioned by
many. But it wee ariiculated by the
maat important persona. FUN was
mantioned by only one peraon,

But that person is in line with the
mast femous of the Noreegian
philosophers, professer Arne Measa,
He is very ald mow, and he doees not
speak very often any more. When
he's mot climbing mountans, he
takes fimie to repeat: "Adult life is
toa seripur. Adulis should play
mare.” OF course, the ofd
philogophier does not talk albout
congenitally deafblind adults, He
talks about all human boings in our
culbure.

Anme Nafstad
By, 1085

Bkidalen Centra
Box 15, 3021 Slemidal
Oabe, Morway




Deafblind services
in New Zealand

Lucy Addison

I am the mother of 2 deafblind boy,
wino 15 currently 19 yeara ald, T would
like to outline sur experience and
compnry the services we have
received with services available oow,
and ges whal services are envisaged
for the future in Mew Zealand.

Laurence was born in 1873, the
first af aur four children. | had
rubolla in the first few wesks of
pregnancy and Lauvendse was borm
with entaracts in both eves, s 'hole in
the heart’, and damage to his hearing
and intellectual fonctisming. We wore
told that every cell in his body had
been affected and that he waild
never develop normally. We wore
advised to put him in an instifution
e he would be a vegetable all hig lifi,
We disregarded that advice sz we feli
ik richicubous to write-off someone’s
entire life on the bazis of their
achisvement at a lew wonks old, Al
about sightesn months Lavwrence had
meningitis and this wias anolber
major set-hack to his development,
and we felt it further damaged his
henring, &5 prior to that, he mads
pre-spesch babbling moises.

Fur services to be of any use, one
first needs to know they exist.
Although Lagrence had regulnr
eontact with many doctors,
paedistricians, nurses, his
ophthalmologisl, audiologist,
physiotherapist and so.on, the only
BEFVICE AFency we werse advided Lo
contact was the Crppled Children
Sucioty, The reason given for
suggesting them waa hiz multipli
digahbilities. I did not moke contect
with the Hoval New Zealand
Foumdation for the Blind antal
Leurence was about two yesrs and
mme manthe. [ was not aware that
they hed any services they could
offer Loaurencs and none of the
mudical people we saw suggested it
When the fisld-offieer enrolled him
and agked if I would like Laurencs
te go 1o Homnal College Twas
amazed because | had assumed
Laurenee was foo badly
handicapped 1o have even a remoto
chance of going there, Far the firat
time | heard ahout the existence of
the Beafhlind Unit there and was
aagured thot Laurence was no worss
than some of the sther children,
When 1 visited the Unit with
Lourence a short thme Tater, T zaw
other deafhlind children for the first

tloe, Untll then we had not even
heard of the term ‘deafblind' and did
not know that Laurenes fitted intoa

recignised category

Education

Oar experience with the Deatbling
Unit mt Homni College has been
vary positive. From the very [irst
tirne I went there, 1 have tangibly
fult the support of the staff. From
the vutset, the attitude had been -
“It'e nat jusl your problem, we're all
mn this together.” Sharing the Ioad
like this has been a tremendous
help, ms the burden of having hed a
child like Lourence would be
diffieult to over-satimate. The carly
years were vory difficolt and there
were very tew high points as his
progrese cams in such minute
degress it was vasy to overlook,

Until he was five, he attended
part-time, and I ataved with him all
the time, and after that he became a
full-time student.

The six-monthly reporis from the
Homai stofl were nlways a great
anceuragenvent to me a3 they
always stressed what Laurenes
could do, and seoing improvements
recorded in print seemed to give
them added importance,

His school programme has
always had a major element of
teaching self-care skilis, and for
many years now Lauromes has been
independent in eating, dressing,
bathing, ete. A% he grew older his
training included cosking, duing his
washing, bed-making and basic
shopping, ete. He began to walk
when he was nearly three and a half
and is very mohile, On the academic
Teent, Lawrenes com write and
recagnise his name, and can coant
to alsut six

He would never have achisved
thiz level of independence i we hid
not had avatlable to us the
resadantiol focilities and trained
staff at Homai. Throaghout his
gchool years, he lived ot o hostal st
Homai College during the week and
came home for the weekends. Ench
gelf-rare sidll, such as eating,
dressing; toileting and so on, has
onfy been achieved by adherence to
nAraiming programme with each
task broken dewn mio minute ateps,
and recards kept b monitor resulte

I believe: it i5 eszential that such
facilities continue to be made
available to these children who need
them. | defy any family to follow
sunch a programme effectively on
their ows and have o normal family
life nnd roise other well-adjuated
children, giving them all
apporbanities to perticipate in
sporting and cultural pursuits, and
to heve a life that is now always
dominated by the needs of the
handicapped child to the exchizion
of all other members of the frmaly.
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Communication

From the beginning of our
mesuciation with Homai College,
Lavrence has been taught Total
Cammunéeation. The sign language
used iz the Australian YVietorian
sign Eystem. As Laurence's
undersianding of sigms increased
there was s direct relationshipwith
improvement in his behaviour as his
frustration leve] was lower and he
had a grester understanding of his
warld. The ability Lo communicate
with thase pround him has beena
major factor in him achieving what
he has, and has had enabled him o
anticipute with pleasure those
thinge he enjova, a.g. ping
ewimening, and to eope and adjust to
difficult ones, e.g. hospital.

Educational planning

Whilet at echool, an IEP {Individual
Edurcational Programome) wis dooe
every six months, For this o meeting
was arranged with all of the
professionals dealing with Laurence
(teaching slall residontinl siaff,
Cerupational Therapist, peyehologizt,
ate) and parents. and together we
digcussed progress and problems and
planned ohjectives for the following
Fix mamiha. In this way the
programime wis kept specific
rolovant and up to date, and has
always baen a eollaborative effod,

Staffing

The Deafblind Unit hoas olways had
in exeellent ratio of ataff to pupila.
Throughout Laurence's me there 1t
hiaz been about one staff to two
pupils. This has made is poasible for
the children to recelve inlensivie
attention nnd that, and the quality
of ataff, have made it posaible for
them to achiove fine resulks with
their students

Integration

Laurenoe attended the loeal
kindergarten and regular primary
gchon] for spesions with a teacher-
mide a3 part of his programnee, and
wiven hie wak older he spent some
time with other students within
Homai College.
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Vocational

Al present Lawronce 1s attending an
Auckland Protected Employment
Trust (APET) warkshap for four
days a woik, and spends one day st
Work Optionz, & sheltered workshop
adminiatered by the Auckland Area
Health Doard. Both of thees
fucilitios speak very highly of
Laurence's nbilitiex and work
habitz, indesd the manager of AFET
gayve he is, the best worker in the
workshop, The Deafblind Intervenor
from the RMZFE has visited these
wirkshope regularly since Laurence
began, to nstruct the staff in
signing and without her sctive role
Lanrence would not have bean as
suceessful as he has,

While still at Homai College,
Laurence developed his akills in the
wirkshop there, and then spent &
gradually increasing period of time
at anothaer APET workshop. As the
timn approached for him to leavs
Hormai College, the gtalf there
loeated various possible positions for
him, and we vizited these together
and discussed the pros and cons and
the final decision wia purs.

At-his most recent [PP
{assessment], the staff member from
a workshop exprassed the view that
Laarence iz eo able that she would
like to ses hitn have an opportunity
in opén employment, and she is
currently endeavouring to find him
a suitable position. The employment
situntion in New Zoaland iz difficult
for evervbody, with record numbers
of unemplored, but we are bopelul
that somoone will be prepered to
give Laurence a chance,

Recreation

When Laurense was at Homai
College he had many opportunities
o Loy different things in the field of
recreation. These activities included
swimning, gymnasiee sebivities,
horse riding with Riding for the
Disabled, music art and erafi, rollar
akating, skateboard riding and
rogpular outings on trains, bosts ete,
and vidits to pleces of interest e.g.
Suckland fao e,

Since leaving the Deafbfind Unit
he has had a much reduced
recreation programme, The reason
for this is simply the fact that he
needa sameons 1o e with hlm and
uk his residentinl placement there
are no staff fo be spared. All of tha
activities he enjoved at Homal he
wonild still enjoy if it were possible
for semecne to aecompany him. Far
i timg the Deafblind Intorvenor
employed by the Foundation for the
Blind arrangad for a valuntesr ta
take him sut once s week for thesa
type of experiences but that has not
continued. As anvons workimg with

Lavrence neads to be familiar with
sigming and Enow him well it places
limits on the possibilities. We aro
currentiy trying to locate a ‘buaddy”
for him wiho would be able to spend
i with him regularly to extond
his horizons in this area.

Residential

When the time approsched for
Laurence to leave the Deafblind
Unit the Deafblind Intervenor and
Laurence's teacher collaberated in
finding a possible placemant for
him. There s al present
residential facility tailored for the
needs of the deafblind in New
Fonland, so it was a cpse of finding
him s placement in & home where
he would fit in as well as possible.
The Deafblind Intervenor visits the
other graduates of the Deafblind
Unit at their residences and was
anly too well aware of the
difficultios involved. Together we
vizited the ane she recommended
and agresd o apply for o plecement
for Lauwrenve there, He was
aspepled,

Onee agmn the [ntervener hae
supported Laurence and given on-
going regular signing classes to the
staff and hnz sssisted them with
catering to his spacial needsz. &g,
When he moved in they found he
was spilling drinks and mesey gt
table, sa she sugpeatad they ensurs
he hiad good colour contrast 1.4, not
to give him milk in a white cup etc

The present placement i3 ot
ideal. There are 13 risidents with
one staff member on duty &t & time,
en many of the ideas we have for
extending him and keepmg up the
gkills that were so hard-won are
unable to be implemented, eg.
Laurence no longer has
opportunities to do cosking, Bacause
af the sacial immaturnty and
omotionnl needs of the ather
reeidenta; they have been intelerant
of Laurencs, unable to grosp hiz
difficulties and jealous of staft
irying to give him extra attention.

The hostel e been refused
funding for extra staff based on the
needs of Laurence and the one ather
deafflind resident. It was
established to provide &
rehabilitation programme for
diznbted voung adulis and is a
short-stay halfway house. There is
mvip aatipfactory kmg-berm residentinl
option at-present for Lourence,

Future residential

Thu vther grodustys of the Hemei
Deatbdind Unit are alsoin
regidential placements that are
inappropriote and do not provide a
long-term answer to their needs.
Many of them are regressing, losing

ekills and their previows level of
independence. To addreas this, a
group of parents have banded
together and are undertaking a new
initintive, We are currently in the
throes of establishing a Charitable
Truat and have submitbed an
application to the Community
Funding Agency for funding to set
up a five bed hogse with a
programme talor-made to cater to
the needs of our deafblind young
adulta. We have not had an officlal
reply yod, but underséand thet our
application is receiving favourabla
conslderation.

Char missien stutemant 182 “To
provide a life long community house
placement for & group of five
Deafblind young peopla, staffed
with personmel who are trained in
the specialized needs of this group
and who are able to support them to
maximum mdependence, through
considerad intervention, in the
home, workplace and wider
comminity.”

We wanl to have parents divectly
involved in decision making,
improve the quelity of life for cur
yaung people and Lo give them somae
security for their futures.

Looking toward the
future

To bring my=elf up o date in
services available now for the
deaflind [ have made some
anquiries

The Deafblind Unit at Homal
Collageis o longer in existencs buat
the services continue a8 part of the
general College programme. Thers
are gt present five deafblind
students in the echool programmme,
with ages ranging from T 1o 12
vonre, Thov hove o soparatsa
programme in the mornings and are
mtagrated with gther visually
impaired students in the afternoon,
They are taught by two trained
weachears af the deal and one
teacher-nide and the programme
COVETS piImuniciation, cognitive
skills, academie skills, daily living
skills, racreation and leisure and
pra-vocational ekilts,

Four of the students lHve in the
Homai hoetels and the effort to
teach the childven daily Hving skills
comtinues as it was when Laorencs
was there. In Kowhai House, whers
three of the deafblind children are,
there are six stafl employed for the
total of nine children, with threa
stellon duty al the times when the
children are there: All of the staff
are trained in gigning and so input
ta the children i3 consistent and
intensive.

Funding for education is limited
ond the impact of that reaches




overyone, making it difficult for
atalT 1o provide the service that they
would wich. Btaff feel that the
deafblind children currently al the
College are adeguately provided for
a5 the programime i still hased on
sach child’s' IEP. For new chaldrem
an IEP would be planned and staff
would advocate for an additional
teacher aide to provide the intensive
programme required, buat there is no
guarantes that this would he
supplied as cuts would have to be
made in another area of the College
to fund this.

Perents of new children nre not
considering a residential option
because Homai pre not able 1o offor
it becauss of falling staff levels.
When staff leave they are not
replaced g0 the hostels will gradoally
reduee further and this valoable
option will cesse to be available.

In the mainstream edecation
syatem Funding is allocnted according
o the number of children on the rall,
bt this ia not the e with our
children - Homai do nof receive more
funde when they enral new elifldren,
netther 12 the depres of need token
ity acopunt, The RNZFE receive a

bulk graot from the government and
a portion of that 19 aliocated to
Horal College. Hamal is now
providing more services overall than
it used to, &, the Inssrvice Advisary
Researveh and Development feam,
without receiving more funding wnd
stalf arve living continmually with the
threat of cuts to thor funding, These
days a greater proportion of visaally
impaired children have additional
cisnhilities, so this is 6 growing aren
of nead.

Current educaticnal philosophy
in nk sympathetic by the very
exisbence of special schools or
gpecial units in regular schools,
Their philosophy is one of total
incluzion and no other option is
considered, They have total
epmmitment to this ideclogy and
refoze to acknowledge that this may
oot be in the best inberests of somo
children and that sther optionez
ghould be avaitable,

This actually contradicts the TEF
svetom which is bazed on the
premiee that a child with speeial
néeds should have an educational
programme based on their
individual needs. The results of the

inclusion philopophy will not be
kneowm ontil this generation of
spocial noeds children have become
adults, and in the meantime these
children are guinee-pigs, losing
forever their optimum cpporiunity
to learn.

Parents of visuslly impaired
children with additional disabilities
who comne through the dssesameant
programme st Homei Colloge are
universally opposed to this total
inclesion system. All of them wish
their child to be educated necording
to their nesds to give them the beat
possible preparation for life

O winders what the future
will hold for the very young and azs
yet unborn deafblind children,
Those af us who have benefited from
the Deafblind Unit at Homai
College bope that others too may
contimue bo receive the specialised
eervice previouely offered and that
mainstreaming and inclusion do not
result in a watered-down and
mferior service offered to thess very
neady children, for whom inlensive
spocialised input at an early age
wionld enable them to live full and
gatiafying lives as adulis.

Pacific Region

UK expert in Australia

Doreen Woodford, a British
autharity on the sduestion of
hearing-impaired children, visited
Melbourne late last year Lo deliver
the inaugural Gorman Foundation
Lecture.

M= Woodford halds a number of
senioT pogitions in the dizability
field in the UK, and i& on the
advisory committes of the National
Asgaciation for the Desf Blind.

While in Melbourne ahe took the
ppportunity by gpend time with
DECA staff and clients while
viziting the family group homes,
Durtng a w181t to the Association’s
Head Cffice, Ms Waodford was very
interested to hear of recent
developmonts in the Usher
Syndrome field in Australia,

Bhe zaid 4 vory strong
community fesling was developing
among people with Usher Svndrome
in the UK. and thoy were doing
increasingly edventurous things
together which a few years agn none
wirtild have imagined

Groups have spriang up all
arpund the world, and this has
encouraged inbernational travel.

There ta & growing mwareness of
the way all vision-impeired people

who are also deaf are pushed to the
adge of the deaf sommmunity,

Efforts nre being made fo make
this community more avars of the
role they should be plaving in the
lives of vision-impaired people,

This iz a matter of education, and
here the Ushér group & taking the
I,

“Another move is to Improve and
eihance communication
possibilitier beyond what we call the
uae of the Deaf-Blind Manual We
are particalurdy looking at the use of
an improved indigenous gign
tanguape, especially for those whose
eommurnication is imited,” Ms
Wondford said.

“A great deal of attention s being
paid to sign systems in the world of
edueation, but thess do not have
anything to do with apelling.
Increasing numbers of voung people
are learning these ayvatema, which
invelve signs ropresenting ideas
that have g much greater meaning
than simply apelt words.

The communication practices |
have seen in Australia have been
fing - it iz simply the deseription [
abject by bocouse it reveals
confusion,” she asid.

It &2 fmportent oo thet
organisations liaize with teachers so
they are up 1o date with the
commmunication skills clivnts or

future clients with senaory
disabilities are loarning ot school,

“Mew concepis are being
developed for young deafbilind
adults in the UK who have reached
the end of their schoaldaya, bt
whethar theas will all be translated
inko options | would not like to eay
because of the constraints of money
and old-fashioned idens,”

The vigicn of options iz greater
than ita reality bt there are many-
apening up, Both people with
dizabilities and professionals are
more aware of what might be
passible cubside the traditional fislbds,

*While [ have not zeen a perann
with dizabilities supported by
another persen in open
emplovment, I have geen many
fellow workers betng Lraimed 0 such
areas ne sign language

"Each UK county is suppozed 1o
hivve a specialist carears adviser
availahle for every young person
with a digability but many of them
have not for financind reasons, and
our concern is that often the
advizers sannot commnkeate
properiy with pesple who are deaf

“In the case of bwo Eensory
impairments the problem s gven
greator, and dissbility organisations
themaelves are emploving people to
pngldn carear ndvies,” Me Woodford
BE
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