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Vice=-Chairman’s Letter

s friemols,

It s a great plessure for me to write
this letter tp vou, aven though it has
coma ahoot becease the illness of
oy Chairman, John Meinnes whao
we hope will soon be fully recoversd.
I very much mizzed John at the
Europsan Deaf-Blind Confevence in
Warwick, England last August.

It was a challenge for me to
replace him ad chairman when the
Executive Committes of the IARDE
wet, Most of the commiites
memhbers attended the fve meotings
wa had, two of which were only for
the BEuropean region, | would ke to
mention spme decisions made
during the mestings,

The next BEumpenn Conference of
the LAEDE will ba held at Potedam,
East Gerpny, 159903, When the
Internutionel Conferences wora
started it was our inbention Lo
provide mformation, idess,
technigues and contacts for young
teachers and other workers. This
next Conferenee will ba
programmed with this objective in
mind.

A pympesium for delegates of a
hgher scientific and soademic level
will be held ot Sint Michisfsgestel,
Netherlands, at scme time during

the noxt four years:

IAEDE Sub-Commitiess may ba
created by the Kxpeutive
Commitios, They are likely to be
concerned with areds of spacial
ioilereat in Lhie Held of deal-
blindness, The Sub-Commities must
inform ithe Executive Commities of
budgets and proposals for activities
and report back when requested.

Sawee 1962 no lecturer from the
UZ5HK has sttended an IAEDB
Conference, s thersfnre it ereated a
very groat impression ot Warwick
when we met Professor Valeriy
Chulkov from Moscow, | am sure
that he will be & valuable link
between peaple in East and West
Eurape working with the deaf-blind,
My hope for the future is that we
will havve miore opportunities o
anere our knowledpe and
experiences with colleaguess friam
Fastern Europs.

The Conatitution Commities
eould not meet st Warwick bocausn
two of its members ware ahsent.
The next mesting will take place
during one of the planning meetings
for the mext Warld Conference,

Flanning for this nexl IAETIR
World Conference; which will tnke
place i Orebro, Sweden in Asguat

15981 iz woll under way, The
Programme Committes and the
Nordie Planning Committee held
meatings ot Ekeskolan in Orebro
ks Detobar.

The Conforemes theme has now
bean decided, Tt will be '"Guality of
lifie — lifelong envichment', 1L i
very necessary for the educstion of
deaf-blind people to continue from
vouth to old age. The discussions
will deal with all aapects of perapnal
develspment throughout Tife, A
First Announcement” will seon be
digtributed and T very much hope
that 40H—500 people will attend the
Conference, which we are calling
Chredarn 91, Weloome!

Sonja Jorl, LAEDE Vice Chairman

Warwick '89
Conference
Proceedings

The procecdimgs of the Wareick
Conference are baing prepared.

We shall be able i give more

details of thoir progress in our
Spring 1800 sdition.

When 1 look at the material in
this fourth isswe of Deaf Bl
Edueation | am struck by the
extraordinary variety, Artieles
and newe have come from
different parts of the warld, about
different topics, from different
types of peaple. There has been a
muntain of material o — wi
have had to keep many
contributions in reserve foe fifare
LTI

The lecstions of oar articles
e from Mee eonlinente — from
Morth America, Africa, Asia,
Deeania-and Europe, For this
issue theve is most from Europa,
perhaps becanse of the TAEDR
European Conference held this
sumrmer in Warwick, UK. Perhaps
this alse reflects that there ara
mare developments currently in
Euorope than tn many other parts
af the world, But this is beginning
to change, und | am confident that
future-issues will bring ever more

news of developments and ideas
elsawhers,

The topies wo covoT Seem
equally diverse. In oor 'On the
Bpol’ faature fon page 113, Karl
Jacohsen from Morway talka
aboat his ideas on the early
development of communication in
deaf-blind children. Chrietine
Martens and Boernadotie van den
Tillaart from Holland describe the
feclings of parents; and give a
fnscinating examplo of co-
operation between a family and &
pehonl, on pi.

Tha contributors also are &
enixed bunch. On ppld-17 we find
Dr Admirasl bringing 5 medical
perspectiva to sur work in his
description of somoof the
ayndromes causing deafl-
blindness. On p28 Alexander
Buvirey writes-as a deaf-blind
persan with hiz thoughts aboat
the importance of deaf-blind
children leaming about ahle-

bodied childeen. Dther articles
pre written by parents, teachare,
ancigl pedagogues and
sdminislrators.

| hope that this cocktail
provides syeryone with some
tasta that they can recognise and
enjoy. I hope alsa that it makes
you feel that deal-blind sducation
ig the responsibility of all of us,
Edueation is not simply
something for the classmom, A
deaf-blind child needs to be
guided to learn about the worid,
pbout himself and about other
peaple. Every moment can be an
oducational moment, and all of us
whi are it centact with a deaf-
blind child have o part to play in
their education.

S keep pm o writing Lo s —
whorever you live, whatever you
are thinking sbouat, whoever youo
are

Paul Ennals
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Warwick ‘89

TAEDRs European Conference
wirs held in Warwick, UK, joinily
spanzored by Sensge and the
Roval National Institude for the
Blind (RNTH).

Is there a distinetive European
approsch to the education of deaf-
blind ehildren? Or are thi
differences in philesephy and
methods so great between different
contries that the coneept of a
European approach is just an'idle
dream? The three hundreed
delegnbes at the Warwick
University perhaps found an
unexpected answer 1o that question.

Waorwick 88 was our European
conference, Mind you, some of the
delegabes took a very broad
interpretation of ‘European’ — some
of ns did not realize that the USA,
Coanade, Ghans and New Zealand
itad joined the Eurepean
cornmuniiy! We hold these
European conferemces avery four
wears — the next one s st Potadam
in Bnst Germany in 1933, The
warmth of fecling, and the growing
gense of community and
eommitment that can be felt within
thess conferences, iz a clear
indication that international Tinks
ara 8 vital source of the strength
and develapment in the feld of
multi-handicap and deaf-blindness
in recent years.

The sduestion of deaf-blind
children and multiply-handicapped
blinad children is & very specialised
field. Prectitionere find it important
Lo establish contacts with others in
the field, and sometimes they have
to travel a long way in order to do
this. It is important slways (o be
challenging your own approaches —
eomstdering new perapectives,
analysing new ides. AL Warwick
we had the opportunity to examine
tho Ruesian approsch to deaf-blind
education, and contrast it with the
dovelopments in Holland, Britain
and other parts of Europe over
recent years,

In Bugsia they have a'long
traditinn of educating deal-blind
childron, A special school was
teaching deaf-blind children before
the war. IE was destroved in 1841,
but rebuilt again at Eagorsk near
Moseow, and continued the long
tradition of offering specialised
cducstion Lo deaf-blind children. In
the 1960s the work of
Meshchervakov became well known,

Diefer Bunck, Diracfor of
Bildungszentrum fiir Taubblinde,
Hanover, Federal Republic of

Gﬂlllﬂﬂjh hHH o LWM
from the Kabarnet ?dwmm', Eanj?n

and bie book Awabening fo life was
published in Britain. For many this
aecount of the education of o range
of deaf-blind children up to and
inclading university level was an
ingpirstion and o challonge, The
tradition eontinued after his death,
and the Intest in the line in Rusgian
research paychologists is Dr Valeriy
Chulkoy, Dr Chulkey presented {he

philosophical backgrounds to the
Rusmian approach, and showeéd gome
videos of the work st the schopl in
Lagorak, az well as in the
experimantal school in Mosoow,

After many years of hearng
ahout the Russian approach from a
diztanecs, meny of us felt very
reassured by what we heard gnd
gnw, The philososphical basis of their
wrk iz Tamilisr — yes, there are
pomae changes and there are some
things that they stress more than
we dcem o, bul the sssence of the
work reflects a similar belief in tha
development of deaf-blind ehildren.
Indeod, as the week went on and as
other people presentad the ideas
and practice in ather BEuropaan
countries, we sl cume toa
realigation of the commaon mats
from which our work has arisen.
Theearly work of Vyvgoisky and
Lura, the founding philssophers of
Soviet special edvucstion, had deep
influence an developments in the
Weed, And the work of Westarn
developmental peychologists,
including the behavioural smentists,
can be seen influsncing the Russian
methoda,

In recent vears it is Holland that
has been setting the pace in the
field of dealfblind edueation. Tha
echonl st Bint-Michielsgestel has
been g aource of ideas, resexrch and
truining that has greatiy influenced
work in this country and elsewhere
The main exponent, Jan van Dk,
epoke and outline his approach.

Conference was held at Warwick too. A happy
group in front of the ruins of Warwick Castle.

6861 32g-Anf
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This tnspliring presentation, with his
evident humanity combining with
his actentific knowledge, showed
how much wio are now dependent
ugin combining ideps from different
disciplines. Perhaps most peoplo
have thought of the van THjk
approach as belng hased mm
communicntion — always stressing
the importance of interaction with
the child and putting forward ideas
of how to halp children underatand a
vomplicated world. Yet here wa
hard him deseribing the great
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A group of delegates from North America

wesks for deal-blind younyg people.
The lecturs theatre and the hars

1892 will brimg now
appbriunities for Europe, Perhips

the deaf-blind feld is further ahead
than many in ithe proa of Burepean
po-operation. Already there is talk

preparing materials and eourses be
support peaple acrogs the continent
Alresdy there are rogular
programmes of seminers o develop
understand of Usher syndrome.
Already there pre stalf exchange
progrommes, and the regular
prgnnization of Burspean activity

of & Europoan staff-Eraining project,

gave ample evidence of co-operation
at-a personal loval betwoen
eounbries, And perhaps the greatest
indicator of the spirtt of the
conferance came from Dr Chulkov in
his final presentation: "We have
come heve to learn, IF you can lears
somothing frum s, that is fine, The
neads of deaf-blind children crass all
boundaries, and togethar we can
wark for the benefit of all Eurepe’s
children’,

Joques Souriau from Poitiers

importance of understanding the
more traditional soiences — of
considering neurc-peyvohobmgoy, of
studying hehavioural approsches o
learming. From the words of Jan and
gthar speakers came the realisation
that thers rre many commen
strands running through tho work
with denf-blind children throughoud
Euroge. on bath sides of the Iran
Curtain, The gréatest variations in
practica do not aose sut of different
philossphies — they nriza out of
different cultwres and differant
leveln of resourcas. In Russia, there
ig only the one speciglizsed schonl for
deal-blind children, Children must
attond there fram all over BEuseia,
travelling me far as three thousand
miles. They have n systems {or
supporting famibies in the home, not
ot of dizagresment with the ulea
but simiply out of lack of resources
The Beandinavinn countrigs ard
blessed with superbly designed and
sgubpped schools, In Brilan — well,
v drg fusl heginning to eateh up
61

Paul Ennals

i ] o

ideas, of reappraisal of work practices, one is lefl
twith the feeling of having only touched the Hp of
[ the ieeberg which the deafblind world represents,
Each afternoon, we were foced with having to chooze
one workshop among so many others and could not help
bl feel frustrated.
The highlights of the conference have undoubiedly
been the experiences which parenis shared. [
Confronted by an array of thoughis regarding the
different theories used in deaf-blind education, it is
important that together with the parents we think about [
the reality of a deaf-blind child within histher family, the
reality of a deaf-blind adult within society at large,
ahout his vovational and emotional future.
These were the issaes raised by anatous ”
parents during exchanges of ideas in the
wirrkesliops.

Follmwing five daye of inlensive exchange of
08

Mamie Souriau

France
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We, specialists
working in the fleld of
teaching children whe
are deaf~blind in the
Seciel [Tnion, have enjoved
meeling our colleagues from
different countries and
societics. We thank the UK
Coordinating Group for giving
iew fhix nppw‘!unﬂ‘y.' Pl
Ennale, Rodney Clark, Tony
Best and other peaple.
Eduvention of mulfi-
handicapped children with
el sensory impoairments is o
complicated process and it

demands hard woerk from all of

us, From this point of view H was necessary fo
share the information abouf different
philosaphivs underlying the approaches fo
people who are deaf-blind, Thanks to the
Conference we were able to learn many

scienlbific and proctical
thingy from experts from the
Netherlonds, Great Brifuin,
Franee, West Garmany and
ather countrivs. We collected
very usefil informotion in
ipen Sesstona’ where speoial
interests met fogether.

The Conforence on the
wwhole tras {:l_rj"nﬂ;lf interesd o
s, We hope thal in foture
we'l hape more opparfunilies
of sharing modern techuology
with our colleagues aned thot
children who are deoaf-bifnd
will benafTt from cur
oollaboreiion.

The conference was one of the
milestones in carencss of training
deaf-blind childron. We hope that iva
stimulaiing ecent for all of us.

Dr YValeriv Chulkov, USSR

ﬁ

1

It has been a greal pleasure for me fo come fo the

Conference and o become familior with

philogophies and new approaches fo sensory

tmipairmend with multi-hondicap, I have enjoyed
the apportunity to share ideas with parlicipants from 28
couniries. [ have been stimulated and chollenged by bhe
speeches and presenfolions, expecially by Dr Jan van
Dijk'z methods regarding individualised curriculum
sequence and extended clagaroom models in
programming students with multi-handicaps, social
slndiew, efe,

I will pass these ideas on to others in Kenya through
my report to our Ministry of Educotion aboud the
Conforence, I think we still need vour support (orlick {
frope will condinuel in many wiys, for example, with
equipment and the tralning of teachers so that we shall
be able to help all our deaf blind people.

Many people don't know about deaf-blind education
oud kere and much more must be done to educate the
Third World Countries both from outside ond from
tefthin. It will be better for we people from East Central
and West Africe if we can come fogether Lo form an
association for deaf-blind people as well o5 a pareni’s
assortadion so thal we can give light to those others paris
of Africa where this work for deaf-blind people has nol
reached — in order fo edueale soul, body and the minds of
deaj-blind children. I hope my sisters from Ghoana and my
brothers from Tanzania are going to join me so fhat we

| can do something aboul his issue together. Finally I want
ta thank all those who sponsored and

hedped me to come fo this mosi ”
inferesting Conference.
Luey Lyoshi Logonzo
Kabarnet School, Kenya.
= = o/
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[ want to tell you samething about
the relationehip between my
daughter Annika and myself, and at
the same time, about the
relationship between the Instifute
pnd mwself,

By the 'Institote’ | mean: The
Instituie for the Deafin Sint
Michialsgestel, Holland and in
particular the pesple that have been
directly or indirectly concernad with
Annike amd me,

It 18 impartant to realise that
everything I am going o say has
been coloured by my ocwn emotions
and my subjective experience of the
circumstances. | am tolking for
mysell and do not express either the
epinion of my hushand, or the
gpinion of other parenis.

When 1 reflect on the
riine montha pregnancy, |
think of it ns w happy
pariod, full of expectation
and smjmyment of what is
o come, Bo far everything
wis going socording to my
plan.

My first dicappointment
came on 17 January, when
I wais told that [ could not
give hirth pt home, because
the baby was too small,
and therefore [ had to go o
the hospital. The image 1
had of giving hirth at
homa, surrounded by
familiar things and people
whom | breed, was
irmmediately cut short. OfF
to Lhi hospital.

Yes, it turned out that
Annika only weighed 4.5
pounds at birth, Therefore,
ghe was part into the
incohator and [ wos not
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Mothercare, and
Parental Guidance

Who con

the importance of the parents when we are working with

a deaf-blind child? Certainly no-one who attended one remarkable joint
presentation at the Warwick Conference, which provoked discussions
throughout the week.

First, Catharina Martens

gave an honest and moving account of her
experiences os the mother of Annika, and

spoke about her relationship

with Sint-Michielsgestel, the Insfitute in Holland where Annika was

educated. Sh her heart to her audience, and
wea e opened her e b

won many friends
FEers.

Then Bernadette van den Tilloart described Hwnplp'ndd'l of the Institute
in trying to support Mrs Martens. The combination of the fwo

presentations — the honesty

with which each talked obout their

5 and their feelings — produced a sfimulating and emotional
sermon. Here werg:hﬁll'l extracts from both these talks.

alivwnd 1o feed, Teal or cuddle her,
Twice & day, | was allowed Lo ook
ot her from & distance. 1 falt hoppy
to book mt Ehis hittle givl, who seemed
to be healthy, and onty had to grow
n fittle hefore she could go homs
with me. [ was a really happy
person when after a faw days [ was
allowed to feed hor and wash her,
Then the moment arvived, when
I had to go home, Unfortunately
Annika had toetay bahind. She was
plright, so they said, eheonly had to
grone o little more, Coming honve
like that, without my baby, was a
wvery unhappy experience. Hardly
anybody dared to pay me & visil,
miybe because they did not know
what to say to n medher without her

baby, [ was all so different from
what 1 had hoped forl

Hurray, finally she came homas
Whan we took a closer look
howewer, we noticed that her lovely
hlue eyes had & grey pupil. We
hoped that we wore imagining
things. We were referred tothe eye
specialist when we visited the
pasdiatrician. The eye specialist
wanted to keep her in the hospital
for & closer exarmination and
research.

I did not want Lo legve her there
on that particular Priday, bocauss
Anmika was going to be hapiised
that Sunday. On Monday, they
admitted her to the hospital. A
small hitthe boing, from whom they

peemed to draw blood

Catherina Martens folks to Susan Allen from Florida

fraom ewvery pozsible place
on fer body for vanous
tests. This went on for a
whole weak, and | was
only allowed to feed her
onee a day and to give her
a little wash.

Nobody informed me of
amyihing, When she was
)| four-and-a-half months
old, Annika was operated
om in the eyve hospital in
Ruterdam. The cataract
of one aye was remaoved,
They bandaged the eya
and splinted her arma_ o
prevent her from touching
the sy

Everything bocame
very difficult for her, not
anly feeding times, but
alao it wag impossible to
pley with a toy and to pat
it inta her mouth, All T
could do was to sing little
sonies to hor and stroke
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her hair; Then ghe got a cold, which
prevented the operation on the
other eve, which was supposed to
take place the follewing weele Ten
davs later, after the operation on
the ather eve, [ was told that
Annika would need to wepr glagses
instead of contact lenses.

The aye specialist told me so,
when | was sitting next W the bed of
Armika and the idea frightenod mo
very much. Annika was then six
months old and 1 soon got used to
her weanng thi glasses.

We were happy that this was
hehind us and we could start a
normael life. When she wis nins
months old, we discovered thet her
hearing test was nol good. We wers
told mot teworry: thera was nothing
abmormal, becavze she had been
through such & traumatic
experienca that this could be the
cauzs, They told me to come back in
g few manths time, but what te do
i the meantime? That they did not
tell me, and | was viry worried.

I watched her with extra
atbention and naticsd something
was not right. | hoped things would
turn out well. Then she had to go to
the University Hoapital for another
axamination. | was told that Annika
could hardly hear anyithing. I had
thought it could tum oot bt be like
that, bat still it came a3 & blow
There [ was: | was on my own, |
asked myself questions like for
inatance: what will becore of her,
when she cannot see nor hear well?
And why did the dector have to ball
mee this i an office, where we were
being interrupted and disturbaed by
nurses going in and owt?

We werse referred to the Institate
for the Deaf in Yoorburg.
Hometraining was started, which
got ug into & certain routine, And
also [ visited with Annikn
rehehilitation centre three times 2
week, S0, what more eoudd 1 do? But
unfortunately wo noticed that
Annika did not develop the way the
ather doaf childron did. So we
decided to consull the |nstitute for
ithie Dheaf in 5t. Michielapestel.

A sympathetic fetter arrived,
fullowed by a house call. | agked the
hesd of the hometraining
department of 5t Michielspestel
what ghe theoght of Annika. Her
anawer was thal, altheugh it was
not her task Lo give an opinion, she
thought that Annika belonged with
them in their Institute. That dey 1
hod been told thot [ was expecting
anather baby and that same day [
had the fesling of losing my Annika.
Sorrow reigned, vet we wented L do
what wns hist for her. So we
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pragramme [t is
expectations and is

(1885} in the Netheriands. The

Parental Guidance,
based on the concept
of the locus of control

Bernadette von den Tillaort

The birth of a handicapped child has an engrmous impact on the family. Withow
pratessional help mast of the parasls are unsbie to sobve problems cancerning
manzgamant and education of the child. In sstabiishing a tamily imtervention
Important that the keip pfigeed Io the parents meels fheir
to the strangih or waaknaess of Ihe family system.

For ks reason 3 questionsaire has been developed
v ol Tha Imstrument s to sanlyss e

inportant ""“‘muwmu.uﬁmma
An cancept upon
the idas of locus of control. A distinciion can be made betwaen external locus of
MMMIMdmnﬂ:mhmuﬂﬂnwhh
dependent pnd controfled by taclors ‘outside’ himMher, such as tate (kad) luck,

by Robbroacks and Wels

tactors beyand his of har inflsence, When & person feels thl despite difficull
circumstances he/she &5 st} abie to Influeace the situstion, then he or she has an

mm Hu: Important, becauss parants wha feal
I fhese are very .
‘controdled’, will develap a very dep altituge towsrds the professional.
They will axk for hel persans with iatnrmal lecus of control
will a3k for a kind of halp which will enhance wkilks, 5o that when naw
probiems arize, they are atie to sotve tham
In the case of Annika
(Continued an page §)

derided toeend her to 5t
Michielspestiel and hoped that
everything would work out waell,
Anniks was one-and-a-hatl years
old then

During the time bafore Anniky
wint bo thig sehool a lot maoss
happened. In spite of the fact that |
thought T was coping with the
problem, we were slowly getking
puraelves into isolation ae & family
Annikn's oyes needed 1o be aperaied
A BAcE more, L Pemove o mw

cataract, In the hospital she wos left

to hor own respurces, Someone whi
cannol speak is unable o comploin
and often is forgoiten, [ apent my
daya st her side, while [ felt
everyhody s ignorng us. But it was
painful to find out thist Anniks
coald not azk for-a drink when she
was thirsty and 2o she did nol
receive anything

When the baby was barn, Annika
was afraid of her, She was nol two
years old. Bhe did not want to waek
the baby and tried to push it away
from my lap; she loved to sit on my
lap herself and this baby was
getting in her way, It waos difficult
to share the moments of loving and
caring betwesn the two childron

Then the moment ierived when
Anmika had to go to her new school

for one week, 1 accompanied her for
the whole week, during which they
did nll leinds of tegts. She did not
realise what they wora doing, bul
ahe was happy that her mammy
was with her, Whnt [ frand

particulerly agonizing was that they

pust boer 1 tswediah belta’ in the
efternoon and evening, which muade
her ery a0 much and which finsily
exhaueted hor into sleep. T was all
gietting on top of me at this stege.

To the maddle of happy deaf
children, I was starting to fel like a
apecial ease with my Annika,
particularly when omo of the
children greeted his fether with
great enthusizam, while 1 falt §
knew en little shout the feelings of
my Anniki. Hewsver, my reward
came tho noxt doy, when Annmika
had missed me and with a big smile
gho come runming o mie and [ had
io hvpld her very tight

Ui one of the spen daye, they
aeked me whai | axpocted of Annika
im thi future, [ told them that |
hoped she woold be able o beeame
an independent humon being, who
coitld live independently in 4 small
apartment

Her firal year in school was
hocoming 4 happy experionee, 1 had
o Lake Arnika to-echool myself on

6841 I9g-Any
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Monday, and on Fridays at the and
of the school week 1 had to travel by
train and bus to take her home. We
noticed slight improvements and
the family felt more stable this year
Unfortunately Annika did suffer
from homesickness and we had to
make the best of sur being together
in the weekends. I is a pity that the
weekends are alwave boo short for
s, and the school week s0 long, Our

aptimism was incregsing 45 we
noticed her improvements. Our
expectations were high.

In the aecond vear at the school,
wr were told that perhaps there was
samething wrong with her
locometion, This was preventing her
{rom communicating. Bhe was
Becoming difficult in her behaviowr.
[ tried fo point out to her the social
gide of lfe and the sxistence of her
small sister, T liked to tnvalve her i
all sorts of ways in our family lifie.
Thia T did in the Gem balief that
with all the life inside me, I would
be able to make of Annika a
confident nnd happy girl

The echool had now made
arrangements for Annika to be
accompanied on the train, and
somahow 1 seemed Lo lose contact
with the [nstitute. From one point
of view 1 regretted this, but on the
othor hand | was happy with the
break

In the third year she was taught
by one of her fermer fepchers and
Annika was happy ot having her
baeck. &t home though, things did
not improve and at times she
seamed Lo hate me, She pinched me
and kicked me, and | felt an
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frustruted, that [ slapped her ot
times. | was starting to doubt my
v alellity to do well and to make
her happy, Things did change again,
and hy the end of the schaal year
shie behaved like the itdle gard 1
knew. The family was happy again

Her fmrth year wis coming up
now. Hopefully she would get a nice
new teacher and | was hoping ghe
winld dioons wall as she had done
the previous year, At the |ast
moment however, Annika
discovered thet she no longer
belonged to Group 1, but ahe was
movisd to Group 3 where she know
hardly anyone. She started to ey
and sereamed desperataly, pulling
ma by the hair and behoving quite
hysterically. I was vary upset. The
people in the Institule urged me to
teave and although [did not want to
leave her in this state, T had to. 1
felt desporate for her and
completely powerlesa. As a mother |
was sullering deaply, because afler
ail she was my child nnd | wanted to
have her near me

The weekends that followed this
episnde werse trying and tiring
Anntka was clearly angry with me
and-did not want to know me, In
frrt, she ignored me, T sesmed to
have let her down, The contacts
with the Institute wera mostly by
telephine or lefter and [ felt,
particularly because of the 120 km
distance between our home and the
sehool, that T was really out of
touch. 1 felt | was in an “impasse’, |
did not kmow what to do for Anniloa,

Although 1 loved her wery much,
the gap between os, because of her
being sway all week, was getting
widar. Somehow | was convineed
that Annlka beved me too, but T did
not know to make her love and my
e pasa ane bo the gther. Since 1
could not come up with o solution o
oy probiems, [ got in touch with the
spotal worker.

The talks I had with her and also
the appaintments that were made
betwoen the Institute and myself,
halpad mea very much and made me
fee] happler. Annika alao started to
be happier, g0 the family became
rnore atable apain: This situation
lasted until the end of 56 when
probleme started once more. 1 began
to ask mopsell if it would sver stop.

Annika had decided she did not
want to have anything to do with
mi, She ypmored me. When | asked
her for-a little kiss; which she osed
to give me, she paahed mo away, 1
wias vory unhappy and felt rojected.
When she eaw me gitting on the
sofn, she jusl stood there and
refused to join me. The sama 0 tha
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mormings in our bedroons, of she did
not aee my husband there, she did
mot want to come inte our bed any
more, Only when she nesded ma for
practicel reasons would she come
near me, When she did nol need me
for anything in particular, she evan
started to hit me,

Luckily, I was invited toattend
thi: 2chopl lessons regularly and eo d
got a clearar picture of whal was
going on with Annika. Through a
wideo and after ml.l:.-:, i Lt of my
guestions wers answered.

Tn the meantime Annika was
then nine years old and hed
completed her seventh term. [ had
o oo Bo eome conclugions within
mysalll the "why' and ‘how' of my
fuiking, whire had misiakes beon
made, what had | done wrong, why
did T feel an unhappy and lonely at
times, wihile Anniks wis alowly bot
surely improving? My guestions
remained unanawered for the
momenl.

Laaking back, T felt very
disappminted in life, nol where
Annika was concerned, but In my
own expectatinns and ideas of tha
futura. All the time things turned
out gaite diffevently from what 1
hnd expected: the pregnancy, my
daughier, the medical troptmont
and operations she had to andergo,
then hor deafness, her not being
able to stay at & school for deaf
children in the neighbourbaod, the
high expectations that everybody
had in Sint Michielzgestal, the
discovering that her lecomotion did
not function properly, enother
disnster: what will come nexe?

S0 much wae poing on in the
mind af thiz cheerful child and 1
could hardly reach her, This child
could be se difficnlt from time to
time. When we heard abput there
bedng too much pressure on the
aveball, we gob another shock. By
telephone we were asked to give
permiasion o operate, OF course, we
had to give sur permisston, did we
not? When the first sipns of pubarty
a_ppann:ld. Uunj,.‘ lave 1o adminiater
injections to deloy this process, i
not, she would always be g little
lady of 1.5 metres (which is aboul
4.5 {eeth

The relationship with the
Inatitute had improved a lob in the
mesntime. The Rafeel-departmeant
had made me feal at home. The
people thare were a0 enthusiastio
and ideatistic, [ stll remember the
first words when we took her thera;
‘Annika will be vory happy here, We
will support everything which is to
her advantage. For ber it iz a
paradizs’. Tt made me feel very
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happy.

However, one day when 1 had to
wigit the peulist with Annika, |
planned Lo stay with her at the
Institabe for the rest of the day.
However, I had to leave bafore 5
oclock. Hules are ruliea. Thia was
very difficult to understand, 1
trovelled thres hours thers and
thres houre back just to aee the eve
doctor with her and that was all?
Whnse interests were put first?
Such a treatment was a shook io
mae. Pid | deserve that? At that
et [ had ton meny emotivne of
gorrow and [ left &t & o'clock

Something similor happened &
shart time leter. T was not allowed
tojoin Annikn for lunch;, 1 had w
leave her for ane hour and coold
oome back sfterwards. This would
be very upsetting for Anmika, so |
decided vither to slay with her
during the lunch or regardiess take

her sut, Finally, they-allowed me to
stay, but [ could hordly eat
prylhing at all. 1 was 30 upset,
betmse | could ol understand ths
reasnn for such & decision, 1 insisted
o have o oonsuliation with the
rector of the Institute and the
headmasier, they explained 1 ms
that there are rules, bot no role
withoot an exeeption. Of courss, [
eould join Anniks for Junch under
such circumstanees. What a pity wae
hied not discarsed il bofars 10 all
heppened. But we were learning
from thess kinds of siteations.

Looking back over the pasl year,
I fesl very satisliod, s lob bas been
done m dilfferent felds. 1 =till visit
Annika every week, sho oxpecis me
and most of the time i very pleased
{6 sea me, which grves mea lot of
encruragement to continae. Daring
the vieite I om allowed to watch my
awrn child and to learn how to
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Tha adjustment of each others perspectives givag the in
mumﬂhﬂﬂh_h“ﬂ'm‘h
‘this way Il v iess prosumed that unclesr siluations, pawer confiicts and
dizappainimunts coma up.

Conciusions

By using 3 questionnaire it was pessibie to analyse the ludividual peed of e
uumnrmﬂm-m.mmm
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prodiams :
Bemadette van den Tilkaar

handle her, T also attond the playing
programmes and participate in her
daily sehonl life, | can amrmy
guestions and neede during the
evalaations and it gives me grast
oy o realise that, as o parent, I
have my own place in the
organigation.

Of eonrse, there will always
remain g certain gneasiness on my
part, a= it was not my own chalee to
ahare her upbringing with o many
different people, This will continwe
to cause me a lot of unhappimess,
especially when | realize that 1 miss
o ot of the cheerful, end and lovely
maments of Annika's life

In chesaing the different subjects
of the teaching prograrmmes, the
Ingtitute often considersd the home
gituntion. For instance, gong
dhopping in o dopartment store
Annika had to lesrn thet she was
ot glipwed o touch sl the
intareating things she saw
Sumetimes 1 wae frightoned that
Annika, in one of her bad moods,
woaald drog thinge and smash them,
inewhich cose it waa no good cryng
aver apilt milk. Turning this intoa
besrming sttoation gives me
encourapement- [ can ses she is
making progress, She does pot
hreak things and abwiously enjoys
the suting. We will repeat thees
optings pgain and again bo prevenl
us from getting into more isolation

The question wrising now is: who
enjoys this outing most? Annika,
because she likes going shopping in
this way, Eveline, becmase ghe i@
provd of her clover siater, or her
parenta, who can underjo
somathing with thelr two daughteors
in & lappy and reloxed atmosphere?

Catharina M Marfens
Smeltink, The Netherlands

F — e ————— - —_—

; It has been o renl pleasure fo
“ participate in this exeeptional

Conference! The keynote address by

Tony Best get the tone which was
fallmwed throughout: many speakers referring
to it in their oten tolks, indicating that it had
extablizhed the veerall theme of the
Conference from the start. Just as the opening
was brilliant so was the cloving speech by
Paul Ennals which reinforeed the message
given by Tony Best encouraging an attifude of
cooperation, sharing and growing together
and warning of the donger of becoming an
inslant experi’.

The Conferonce was extremely well
organtsed by an ever helpful and cheerful
gtaff, The social events provided a glimpse of
ane part of England and were o enjovable
that 1 feel sure that many people will wani fo
pursue more ‘British Experiences’.

It was valuable to have deaf-blind people
and their families taking part throughout
the meeling,

I am looking forward fo aftending ”
the pext FAEDB Conjference,

Tina 5t Amand
W Hoss Macdonald School
Canada
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On the Spot is o regular feature in Deaf-Blind Education. Here an experienced

practitioner in the fiald

will put some questions fo o

e fram . We

hope this section will provoke discussion, and help fe bring us all logethar,

Karl Jacobsen's intorest in mulf-handicopped people began when he worked
with them for five years in insfitufions. He reod psyc and worked as o

school psychologist, specialising in communication fraini

malti-handica

peaple. He then joined the Nafional Conirol Team for the Deaf-Blind in Morway
for three years. Korl is now employed ot Osle University.

Here he answers questions put fo him by Marjoona Sussalmi.

The Norwegian Central Teant
for Deaf-Blind People is unigque,
could you please fell about its
aims and funcitons?

The Kational Central Team is
the formal ingtitution for diagnosing
deaf-blindness in Norway. That
means that no one geta the rights of
a deaf-blind person unless they are
diagnosed by ‘the team’, Whot is
unigue abowut this is that all deaf~
blind peeple pre diagnosed by the
game criteria, which shouold be the
cammon Mordic funstional definition
of deaf-blindness, There has of
course been a discussion ahout the
inberpretation of the different
criteria over the vears, due to new
knowledge and changes of persnns
in ‘the team’, But the main eriteria
huve more or less remained the
same during the aleven years the
tearm haz existed, In this period 'the
team’ has established many ussful
contactz and working relationships
with professionals in achinols,
clinics, homaes, hospitals and
univeraities to promote diagnosie in
Il proper ey,

Becauss of their diagnostic
regponaibility, ‘the team’ are often
the first specialist workers that
deal-blind people in Morway mest
“The team" therefora gives them an
explanation about what is offered to
deaf-blind people by the Norwegian
government — both rehabilitation
and economic help, “The team’ also
organises the start of rehabilitation

Ome ather unigoe reault of “the
tepm’s" work, 16 that we hoave, al any
time, complete epidemiological
statistics which include gvery deal-
blind person in Morway, The
statislics are mainly used for bwo
pUTpOEEE:

* T unosver new and unfulfilled
needs among the deaf-blind
population, and initiate projects
which may give an answor to how
thess needs may be fulfilled.

= Ti wae in discussions with the
authorities, fo make them supply
the financial rescurces we need.

What effecis do vou think the
work dore by the Central Toam
has hod on sercices provided for
the different groups of deaf-
blind peaple in Noroay?

The team’ works in o clogs
relationship with the Norwepgian
Deal-Blind Associaiion, parenis,
inetitutions and schools for deaf-
blind peaple, and the Eidwlt
Activity Centre, The impact the
team’ has had on services provided
for deaf-blind people in Morway has
often been in eollaboration with one
of these groups,

There are two important factors
that make ‘the team’ central in all
newly established ond changing
serviced provided for deaf-blind
people in Norway
* The first is the epideminlogical
atptisties, which, at any time, can
provide most of the epidemiological
distributions ameng decf-blind
people and subgroups of deaf-blind
pecple,

» The seeond 18 that the team’ 12
neutral. It iz selfl evident that the
Deaf-Blind Associgtion, parents,
gchools, institutions ond mctiviky
centres have their own interests to
tike epre of, The National Central
Team is not in that position. [£ has
e spicial interest to profect
Because of the epidemiclogical
slatkatbis and iz neatrality, 'the
team's’ engagemant in an emerging

WARWICK 'B9 -«

WARWICK 'B9

service has g gpemal velue to the
nuibbrities,

Tell us about recent highlights
im deaf-blind work in Norweay

I have bean nsked this question
in various forma before. Every time
I hawe trivd to answer it, the
onnsequences hnve been angry
phoneealls from prople thet T left
out. S0 1 have lesmed to answer
this particulor question i 8 general
wiy.

The most. promising change [
have ghaerved during the last yonrs
iz an inerease in published reporis
on beth progrommes nsed in
training and the resalts from
training, Putting my own work and
practice in writing has alsa lid o
debetes about programmes and
Inereased awareness of the impact
of different approsches in training
pTOETATIIeS,

Thare 18, ot the prasent bime,
ponsiderable work being done to
establish new homes for deaf-blind
youngsters, Bome are alresdy
established, and some are planned.
In the next thraee o four years the
number of established deaf-hlind
units i Norwasy will probably be
doubled or tripled.

The schaol system for deaf-blind
poople is under reorganisabion. Ona
of the aims of this regrganisation i
b inerease the interaction betwesn
prodiessionals in difforont schools,

Baveral peopls sre working with
different kinds of assessment in
different areas, snd there is a
slrong tendency to formalise these
assesement toole. Thaore is also »
strong tendency to link tpgather the
assessmants nnd inberventions,
which means that knowledge aboput
the deaf-blind peraon and the
resulis from the aesessments poind
directly o o specifle intervention in
the aron pesessed,

Two years ago parents of deai-
Blind children split-f from the
Association of Parents for Blind
Children, and ereated their own
aseociptivn, Those two years have
shown that this decision was right.

You are going to work on o
project for the next fro years.
Tell us about the project,

It is on vision arsessment of
multi-handicapped pesple As you
all know there are, and have been,
MAENY projects on vision sesessment.
S0 why this project? There are two
special aime. The first is to uncover
the capacity of the functional vision
in multi-handicapped children.
When one gaed sbservations or
uptatype fesis Lo assezs vision, nne
depends on motor fanctione — fike
reaching sut, painting, grabbing,

4861 2g-Ang
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ere. One alse depends on cognitive
functions ke recognition and
interest. Vision assessment methods
which rely on other fonchions like
mmiotor mand cognitive functions as
response indicators for vision may
go very wrong with multi-
handicapped people, because wa do
not know i the functions we use 43
reppongs indicabors are fully
developed. The importance of
finding the capacity of functional
vizion iz that if there iz a higher
capacity in vision than the multi-
handicapped person shows when
phaerved in deily life activities, it is
eritical touse this residual vision
ayetematically. Syvslematic use of
residual viaion may elicit inibiatives
and incrense the multi-handicrpped
persong activity, By activity and
imitiptives, the amount of
interaction will inerease, and
interaction iz of course the beat way
to fecilitate cognitive development,
and make it fonctional for the
multi-handicapped parson to use his
or her motor cupacty.

The second aim is &0 apply
preferential looking (PL) tests that
are based on gratings, to muli-
handicapped people. The PL mothad
has been used systematically in a
few siudies of vigion amnty
pssep=ment of multi-handicapped
penple. The results from thess
gtudies are promising: there wens
only & very fow, evén among
severely brain demaged people, that
one did net manage to test, OF
courae there are alse diffienlties
reparted in the test situation when
PL i= ugad,

PL relios little on motor and
cognitive funclions as response
indleators, The mobor responie 15
gimply aye movement, which may
not be easy, but not imposzible, to
read for the group with nystagmus
or other eve motoric prableme. The
preference for confrast over non-
contrast 12 inborn,

The few multi-handicapped
praple we have tested, numbering
sbout 30, show better acuity on PL
than on ather acuity tests, or what
ia expected from observations. So
thi question arises; why di some
multi-handicapped peopla not wsn
the vision they have?

This might be from constraints in
other functions, but it may also be
because of the way we arrange the
environmant, The arguments for
induding PL in the lest batlery
when one is besting vision in multi-
handicapped people zre given maore
compliotely in the paper "WHAT'S
50 GREAT ARQUT GRATINGEY,
which Ivar Lie and mwsell gave at
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this vear's conference in Warwick.
The paper should be published in
the proceedings of the conforenee.

You have recently made some
remarks on methods in deaf
blind educotion. What are the
mailn points on decelopmental
work?

My simple viewpoint is that
when one works in education for
deaf-hlind propla, ane has to have
pecesa ta 2 mamber of methods and
techniques, and pick the methods
and techniques which are useful for
the phenomenon one i3 facing, The
contrary will be to have one method,
for example a cognitive or
behaviouristic method and try to
golve all the problems one is facing
in doaf-hiind education by that
gingle method,

An example T have used before ia
from communication training with
deal-blind pesple. When we do
pommurication teaining we need to
kivsw the parson wi are training
very well, The reason for this i3
ohvioue, but one of the moat
imiportant things to know shout the
deaf-blind persen ene is training, 5
— when is the person already
communtcating? When the deaf-
bHind person alrendy communicates
we should not trein him or her, but
communicste with them.

The second ares oni needs ta
know =omething about when one
trains a deaf-blind person to
commurnicabe ia of course the
phenomenon of deaf-biindness, and
haow thia particulor persot is
affocted by the dual sensory logs,

Thirdly it is necessary to know
about the phensmenon of
eammunication development. My
views on the theory of
communicntion development are
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influenced by biological and
functional traditions which evolve
and have consequences. Jne way of
uncovering the elements in
eomumunication development 1= to
study early interaction between the
infant and ite carogivers, A very
ghort deseription of this interaction
may be as follows:

The newharn infant has some
inborn activities. Tha rmost
important early inborm activity,
regarding communicaiion
development, seems to be crying. 1t
i% not reasonable to think that the
infant has any consclous menning
by this crving, but the parents
interpret the infant's initiatives as
having meaning snd act ais if the
infant hea & meaning, This
phenomenon has come b be known
as ‘over interpretation’, Uhher
imterpretation’ may be important in
early communicstion development
bresuse by aystematic reactiona by
the parents to the infants
behaviour the infant becomes
aware af Lhe belaviour's meaning,
and may, brocause of the parent’s
gvstomatical resctions, be able to
use certain behavioars to schieve
gosis. An example of one such
relationship between infani
hehaviour and o systematic resction
is erying and the appearance of fond.,
The association between crying and
frood, ta learned by the infant. The
appearanee of food invalves also the
appearance of o person, o by crying
the infant gets both food ond secial
interaction. The soctal interactions
gnstire that the infant lesrns new
associations snd new ways of taking
initiatives. It spams to be critical
that infants have these biokgnenl
inborn activities early in life; and
thit the=e inborn activities are an
oneet mechanism for development,

In the early onzet period it seems
as though operant and classical
conditioning are a reasonable way
tooxplain the associafions the
infant femmg betwesn his own
activity and its conssquences.
However, in the frst year of life the
yiung child’s own cognitive
development inflloences the young
child's behaviour. One well known
phenomenon in the first year of Life
i the development of intention. The
young child starts to use ils own
activities intentionally, and to use
other people s agents to achieve
goals. There is a lot of debate about
development of intention. This
debate is & purely seientific one that
iz coneerned with the problem that
tntention, like all cognitive activity,
i# impossible to study directly.

A common senge analysis of carly



WARWICK "B9 »

communlcation development may be
that oneet is very dependent on the
infant's own inborn activities, and
systematie reactions from the
parents make the infant aware of
the consequences of its own
aefivitios, During the fivst vesr of
life the regularity of the parent’s
reactions makes the world
predictable for the infant, and gives
the infant an overview, s that the
infant con start to develop
ciognitively and, for exampls, start
b use communiestion intentionally,

If we look at an infant born desf-
blind, it iz difficult 1o sstablizh
aszoviations between the infant’s
getivities and the conseguences
from the parents, for af least v
reasons, The deaf-blind infant has
few activitiea, and It 18 hard 1o make
the infant aware that he is reactad
to, The deal-blind infant is typically
charpeterized by pasgivity, and 15
therefore at high developmental
riak. Such infants tack, because af
double sensory loss, initiatives and
activities that seem to be of uch
greal importance for the anset of
development. Lack of initintives and
activitkes may be the resson why it
is 50 hard for parents and
professionals {o cope in interaction
with deal-blind infants and young
children.

COmee way to improve the deaf-
blind mfants communication s L
do the opposite of what one has
learned to do as a conseguence of
studying communication
development where the infant has
all genses intact: one starts with the
cognitive part by using strongly
Budle sbructurees to give the voung
child an overview and a sense of
predictability. IT one snceesds with
this methodological cognitive
training, and schieves the goal of
giving the child overview and
predictability, one has trained the
deal-hlind peraon in understanding,
To tronsform this understanding to
communication one poasible way to
gois 1o make small changes in the
structiure ('pogitive breakdowns'l,
because if we continue the structure
there is no need for communication.
One way to maks a “poaitive
breakdown' is to look ot an activity
as a behavicural chain, and to break
the chatn where one knows that 1L s
important for the deaf-blind person
ane 18 tntergeiing with, to continoe.
Then one increases the probability
of activity which 18 communicative
from the deaf-blind person, One
example t3 if one always ends the
pymnastics session with o cup of
tea, Every tine when the
pvmnasiics i over, the teacher
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takes the deal-blind person's hand
and makes the sign for tea. After a
few times it becomes very clear to
the teachor that the deaf-bind
person enjoya the tea after
gymnasties. One day, alter the
pymnastics, the teacher deliberatoly
tries to lead the deaf-blind perasn
out of the rovm instead of gomg to
the table where the tea is located.
By this ‘positive breakdown' the
teacher gives the deaf-blind persom
a need to communieate because the
deal-blind persom knows what he
wante due to his overview, and the
teacher also knows that the deal-
blind person wants, because the
teacher has the same overview. IT
omir 15 lucky in this situstion, the
deaf-blind person will make the sign
for tea, and will get his tea and o
commaent like ‘T forgot the tea’ from
the teacher. The activity from the
depf-blind person becomies nn
initiative and the teacher creates
the association betwesn asking for
toa and getting ten, Now one is
ustng behiaviour madification by
posittve remmforcement of the deai-
biind person’s initiakives, by
reacting to them as communieation.

s strenglhened.

and deep sighs.

andicnee!

delegates could follow.

looking forwoerd to the nexl one.
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Thits 14 grmilnr to how onset of
development starts with infanta
who have their senses inbact.
Infants with vision and hearing
sepm to get overview and
predictability through regulorty in
regotions from parents, When the
problems — pa with deaf-blind
infants, is passivity, it seeme
poasible to mo the ather way around,
and erente overview by nsing
coEnitive training methods, where
the adult has all the initinbives,
Whaen the deaf-blind parson has an
averview, it iz possible with
different technigques to alicit
initiatives. These initiatives bocome
comrmunicative becausse the adull
roaets to tham in a systematical
WEY.

Here | have not had space fully
to describe the necessity to combing
miethods in deal-blind education,
but | gave a paper on the subject ai
the conference in Osimo in October
1888 The paper 15 ealled
‘Comkination of methods in deaf-
blind sducation’, and iz in the
proceedinge publiched after that
conference.

Despite my efforts fo keep poce with lterature releoani
tor my work, reading doesnt bring concepis fo life or
provide soncrete conneciions fo the larger professional
conununily, Bevause the committee selected o broad
seope and high calibre of presentations, some of thiz linkage

Also, while it was sometimes difficell fo hear, my owareness
of how the attitudes and conditions of Americans is pereelved
| By eerfain individuals in other cultures, was expanded. These
perceplions were nod all negative, bul some were and T am
afrecdy eonsidering ways fo change fhai.

Presenting the Conference exclusively in English creafed
specific, bul I think, solveable problems for both speafkers and
audiences. Thinking and spraking af length to sophisticated
listeners abont important coneepts was, af the leasd,
exhausting for presenlers as evidenced by their frequent pauses

And, iz it pogsitle that the audience missed some of those
importand concepts? There are many holes in my own nofes thai
I wigh I vowld fill with mrizssed content, During my own
presentalion, I wondered if all of my points were clear fo the
non English speaking parficipanits,

Might papers be translaled (nto one or o longuages before
the conference! Would it be cost effective to hove delegates
purchase translated copy? Could speakers presend in a
preferred language with a translator fo interpred for the

A colleague of mine suggesled thatl presenters outline key
poinfs of their presentations either on fransparency {large
black print against white please) or in hondowts so that

I'm glad I wos there, if wos wordh the time, 'm

= =)

Harriet Ward
Perkins School, TTSA.

ﬁ:—
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Rare genetfic syndromes associated
with visval and hearing defects

he simultanecns

pathological

manifestations in the

oye and ear
vharacteriatic of varioons clinical
syndromes and congenital and
teratogenic disepses may bo
attributed in part to the
analogous ombryonic
development of these two
O,

The eve and the ear are being
developed in the same gestational
perind; the firet twolve wooks,

Mereover thers gre a lot of
mnatamical similarities habwean
these two organs, for-example their
comman origin, anslories in
circulation and neural innervation,

Because of this there are many
dissases and symplom complexes
which combine oculor ond poditory
features

Az an otologist 1 know aboat 260
syndromee asseciated with deatnees
of which there are about 50 ‘oeulo-
muditory syndromes”. These nro
excellently deseribed in a book of L
8 Regenbogen and G J Coscas,
Cleeio-Auditory Svndromes, Masson
Publiahing Ine., USA (1085, ISBN -
BEI5E-225-2), As thoy point out in
their book, it can be extremsly
important bo have o thorough
knowledge of these combined ocular
pnd aoditery syndromes. 1L owill
enabla the ophihalmologist to
suspect and recognise cerlaln types
of deafnees, and the otologist to
discover certaln eyve defes,
Patients afflicted with this double
senanrinenre! impairment requina
eiarly and accorabe diagnosis Lo
receive approprigte counseliing for
future sducation and better
anderstanding of their disease,
Moreover, it 1= important thot
clinicians be awsare that on eve or
enr defect may be the first
inddication of pessible disturbaness
in other, apparant]y unrelated,
organs or aystemns: Eorly detection
and dingnosiz of such complas
disgrders will help in tracing and
dingnosing other affected family
membere with hereditary conditions
and will prevent unnecessary
returdation of the social and
edueationnl development of theas
patients.

In the Instiiale of the Deaf at St
Michielsgestol in Holland thore are

In this paper presented ot the Warwick Conference, Dr
Admiraal describes many of the genetic syndromes that we
may encounter among deaf-blind children and young
people, based upon his work among the deaf and deaf-blind
population of Sint Michielsgestel, Holland

about 50 profoundly or totally deaf
children, Looking to the cause of
their deafness we get the following
figures:

pranatol 205
perinstal 10%
postrdial 15%
horeditary 405
unknawm 15°%

These fipures correlate quite well
with the fgures found when
reviewing the liternture

When we take a closer look at the
above-mentioned conses of deafness,
we can make the followning
differentintion:

Prenatal causes of
deafness [20%)

rubetls
eytomegaloviris
ioxoplasmosis
congenitnl gyphilia
fernbogénie mesdication

Becauee of similoritics mentioned
earlier hetwesn the embryonic
development of the eve and ear,
mirst of these prenatal couses of
denfness nre associated with ocolar
defacts,

The congenital rubella infection,
the most tmporlant prl:nuia! Ccalae
af deafnesze, i3 well known for the
syndrome conslating of:

deafness
hsert defects

ave defects [catnract, glavesms,
retinopathy

Perinatal cavses of
deafness (10%)
lnck of ooygen (hyposia)
Jjaumdice
atotise medicatlon

CF these cnuses, luck of axygen ean
harm the auditory system as well as
thi visual system. Furthermore, too
much oxygen, for example during
neonatal intensive care artificial
ventilabion, can nlas damage the
reting with the result of visuml
tmgairment

Postnatal cauvses of
deafness (15%)
iEringiis
ototokie medication
chronic otitis medin
meaales and mumps

In this group of cauzes of denlness
there iz hardly any sesociation
betwean deafness and visual
mmpiirmmant

Hereditary cauvses of
deafness (40%)

can be divided into:
depinesg only {255%)

deafness as part of a gyndeome
| 1553

Within this last group arve the about
Ak ornleauditory syndromos.
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& you cin gee, in almost
ovory group of couses of
deafness thers is & seripus
chance of visunl
impairment beside the deafness. As
an eatimation, thers are about 20%
visually handicapped children in the
Institute of the Deaf in Hobland.
Thers ace 15 children with Ushear
Syndrome in our Institute, and
abrat 80 peraons with this
synidrome in vur aftercure, For
them, we started a Centre for the
puditory-visually impaired, for lew-
visiom training, penetic expianation
and advice, paychologeeal
coungelling and ophthalmologicnl
explanation and advice.

Usher Syndrome

The most important cenlo-guditory
svndrome 12 Laher Syndrome.
Usher Syndrome is & combination of
an almagt glways stable parceptive
hearing loss and progressive
retinitis pigmentoss, Usually, the
hearing logs ia present at birth and
only lator in life do the oye defocts
become manifest in the form of
inereasing night-blindness and
visual field defiects,

The incidence iz autosmmal
recussive, This means that the
parents, whio are the carriers, bath
piass their Taher-geme to thelr
children. Only when & person has
twia Usher-genes, will he have the
symirome,

Usher Syndrome can be divided
i four bypes:

Type I |
Profound congenital deafness with
svmptomes of retinitis pigmentoss
manileating themsalves befors
pdolesceney {about 9051,

Type I1

Maderate to severe congenital
hearing loed with symptoms of
ritinitis pigmenioss manifesting
themsealves after adolescence (about
105

Type 11

Progressive perceptive hearing loss
with symptoms of retinitis
pigrmeniosa manifeaiing themaelves
before adolescence (rarel.

Type 1V
Moderate to severs congenitisl
hearing loss with symptoms of
retinitis pigmentoss monifesting
themseives nfter adelescence (like
Ly T bt with o sex-lnked
inheritance, thus only affecting
minles (rare).

Because the etiobogy is mnt
knpwn, there is o cousal cure tor
the syndroms,

WARWICK '89

Treatment
regular ophthalmic curs
visnnl feld tests
visunl sruity bests ~ glasses
inirascular pressure — eyvedrops
eEtaract SUTEETY
livw wriston midse
mobility troining
hearing nids
fenetle coans=elling
pevcholngionl counsaliimg )

- be positive

Far muny ophthalmologists and

otologists any combination of
refinitia pigmentosa and deafness is

Alsirom’s Syndrome
is charnctorised by the fallvwing
M pLomes:

Abypica! retingl degeneration
In eontrast to retinitia
pigmeniosa, in which there ik
progresgive loss of peripheral
vigkisn, in Alstroan syndrome
there iz a progressive loss of
central vision and by & very
young age only imsignificent
vision remaing,

Hogring fnas:
Thera is g progressive hearing
los staring in early childhood,
slowly progressing to moderntely

Bardet-Biedl’'s

Lo
ig- choractorized by the following
gymplama:

Retimitia prgmenitoaa (R0
moat patents hoyve atypical
retinitis prgmontosa
more rapid pragression Lo severs
visunl mmpairment

Hypogenitalism (55—H5%)
miire frequent in men than in
WOITIET

affocted men exlramely Farely
huve children

Palyayndacewly (75

Mantal retardaiton (TO—35%)
mnethy mild

ety (TH—H0%)
mosd marked on the trunk,
aldomen and thighs

oftan more pronvunced pfler

* WARWICK "89
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usually deseribed as Usheor
Syndrome.

While Usher Syprdrome 15 indeed
the mast common form of refinitis
pigmentosa-and déafness, the
aifferentinl diapnosis is extensive,
censisting mainly of rarely ssan
entities, but the alternatives still
must be considerad.

T diseases which nre the most
similar to Usher Syndrome inchade;

Alptrom's syndrome
Bardet-Bied] syndvoma
Cocliayne syndrome
Flynn-Aird gyndrome
Hallgren symdrome
Rearns-Sayre syndroms
Refaum’s disaasze

severn dealhness in the gecond
and third deendn of life
{hewity
Dhisedeten Mellitie
Remal digense
Normal intelligence

Autosomal recessioe phorfanee

Treatment:
rapulor ophthalmic care
hearing nids
illed
medicnl therapy for the Diabetes
Mallitaes
genein counsslling

pubserty
ninl caused by excessive oppelite

Heaping lom {5—I15%)
varying from alight hearing
impairment to sevore deainmss

sometimes prograssive
Ulrimary traet infections
Cardiae diserders

Aytosamal receiiioe inheritoice

Treatment:

regulsr ophthalmic care
low wvision nids

iilaility tralning
henring alds

rectical treatment of urinary
tract inlectons

dtagnesls of cardise disordaers
ganetic connesiiing

4861 320-Apng
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Rare genetic
syndromes
associated
with visval

and hearing
defects

(continued)

Cockayne syndrome
is characterized by the following
Ry PO

Clewlar
Pipmentary degeneration of the
refing with secondury aptic
atrophy. The retinal
degeneraiion 13 progreasive,
leading to vizwal loss. Generally,
blindness aecurs during the
second decade of [ife.

Hegring lozs;
Theere i5 0 progressive hearing
lnss, devaloping during
childhood, becoming moderate to
severe i intonsity.

Dhererrfeam

Premature senile focial appearanee
Mendal retorefatinn

Progrez=sive peyrological disorders
Skin chonges

Antessme meersalie inheriiapnoy

Treatment

regular ophtnafmic care

catareel extraction, when
indicated

hearing alds
physical thecnpy

aveidanoe of witravaolet
radiation

WARWICK "B9

Flynn-Aird
syndrome

s characberised by the following
EyTpiome

Chenlar
In maost patients there =0
aevere myopia (90E)

Bilateral cataragts develop in
alFE

Retiniti= pigmentosn 20%
Total blindness 5%

Hearing foss
There i&a progressive hearing
Imse, starting in early childhood.
The rate of progression con by
quite varable and can resultin
d savere deafnees,

Skin afrmphy

Denidal cories

Raldniss

Musruior wasting

Siiffness of jodnis

Aterin

Epiloprss

Menfal refardation (rot severe)

Astouamia! dominant inbheriinnce

Treatment:
regular ophthalmic core
vigunl neaity lests — plagsoes
cutaraets SUrgery
sl finld tesis
infraocular pressure — ayedrops
henring nids
dental care
physical tharapy

antiepileptic medicine

Hallgren syndrome
i charaetorized by the Tellowing
EVTPLOMmE:

Oenlar
The: ratinitis pigmentosa in this
gymdroma is the same as in
Usher Syndrome but seems Lo
hayvie @ somewhal more moderate
rate of progrossion,

Hepring lags
There ie & congenital profound or
teial deafness
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Kearns-Sayre

syndrome

is characterized by the following

symplime:

Oeular
Progressive exbermal
ophthalmoplegia (progressive
peralysiz of the external eye-
musehes)

Abypieal retiniile pigmeniosn
{in mare than 506 there ard no
functional consequences like
reduced visual acaity, visoal
field constriction or nyctalopin,

Hearing loss
in mbout 50%% there can be
desfness in varying degroes
the hesring lose is someklmies
PrOEressiva
u=nally i i more pronowneed in
the higher frequencies
ithe age of onsed can vary
Progregsive cordioe defect
ihis may range Mrom minoe to
savers cardine conduction defects
{Progressivel afaxio
Mental subnormalities
Grroprth failere

Heredity pnkamen

Treatment:
regular cardiae care
medicine
cardiar pacemaker
regular ophthalmic corn

medicine {or the weakneas of the
ecternal eve muscies

hearing micls
genetic counselling

Mild plaxia, prespading as gail
disturbances,
Veatibular teata show decresaed
ar ghernt responss.

Mendal retardation ond payehosia
Ppeli
It iz niot clear whether these may
be environmental of secial
manifestations or whether the
mental probleme are directly
related to the syndromee itself

Autosamal recessioe inferitnnce

Treatment:
ene Ugher Syndrome
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Refsum’s syndrome

iz charactorised by the following
ey phoma:

Refinitis pigmentosa
of ohset can viry from early
childhovd to third decade
starting with night-blindneas,
followed by wsual field
constriction. Central vigion may
b narmial for many vears

Complicated by cataract in about
2

Oflen miosis

Hearing loas
There appears to be mild
varation in the degree of
dealmeEsg,

Hearing loss mast often begins
in the second or third decade of
life and progresses slowly,
mvalving the higher (Feguencies
in particular. Ofton the hearing
loes is more severe on one side
than in the other.

Progressive peripheral

polyredrupoatiy:
Atnxia and weaknese starting in
childhood or in early adult life.
The weakness particularly
affects the lege and later the
ATTIA.
Muscle wasting and paralyais
are alowly progressive, most
marked diztally in the
extramities. Progressive loss of
skin sensation, prin sensation,
vibration and position senzation,

Arosmig (5%
Heart disense in parving dogroes
350

The gyrdrome [& caused by an
enzyme defeet resuliing in tha
accumulafion of phytaric acid.

Autogamal recessive inherifanee

Treatmenit:

digtiry restrictions: diet free of
chloraphyl, phytal or phytanic
acid (butber, morgarine, creant,
anima] fat, tomatoes, choeolates,
ele ]

regular ophthalmic cure
cataract exiraction, when
indieated

hewring nids

physical therapy

coardiae chock-up, medical
treatment

genetic counseliing
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& you can gee, the

combination of retinitiz

prgmentoss and deafniess

in not restricted 1o Usher
Syndreme.

A therough knowledge of thess
syndromes (and this st is far from
conclusive) will urge the climician to
further investigations looking Ffor
disturbanoes in ather organs or
gyaboms, Interdisciplinary co-
operaticn between
ophthalmelogists, otelogists,
genativists, pediatricians,
neurolorists and cardiolygists will
enable n more accurabe ond earlier

CHARGE
atands for

€ alobomia

M cart disense

A fresin phognoe

R ctorded growth

& cnital fivpoplaeii

E or anonolics J e fness
CHher symptoms ome;

Mental retardation

Microgrothin

Cleft poloie

Trachmosophageal fistulo

The most dangerous features of
thia associalion are the choanal
atresia and the eongenital heart
defects.

Cerebro-Hepato-
Renal syndrome of
Zellweger

is an autosomal recessive inheribed
disorder. 1t is characterised by the
ahzence of a apecilie cell stractors in
braim, Tiver and kidney, cansed by
an engymatic deficiency.

The symptoms of this svndrome
are;

newrolngrend
hypotonia

epilepay
absent reflexes
paychomator retardetion

ey
nystaEmus

cloudy cornes

WARWICK '89 -
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diagnosis. This 13 extremely
impartant, because, az vou know,
the earlier the diagnosis, the earlier
the treatment can start. The sooner
the treatment, the better the
prognasis and the better the quality
il life,

Finally I want to mention tw
other syndromes, These smdromes
have boen discovered quite recently.
Probably they are much muore
eommon than first realised. These
SYTMIrnImeEs are:

CHARGE sesociation
Lellweger syndrome.

48641 9g-Anf
LEMIDN0 T PUfg- o]

Choenal atresia is a closure
between the nasal cavity ond the
nasopharmx, If bilateral, the
newhorn presants severs respiratory
distress, Intubntion andfor surgery
ie necagagry. Congenital haart
defects con vary from minor
maltormations to aberations that
are not carmpatible with life,
Surgery is not alweye poszible.

The sculsr manifestations range
from iris coloboma without vieuwal
impairment, choreidal andfor optic
dise cololsoma to elinkeal
anaphthalmns,

The hearing loss ranges betwoen
mild and profound. Almost all
patients have external auditory
abnormalities.

Cleft polate and
trachessophageal fistula ean be
surgically corrocted,

cataract
glaveoma
atypieal refinitie pipmentosa
progressiue fAearing loes
fiver insufficiency
renad insufficiency
A pronatal disgnogis iz possible,

Although al Bret it was balieved
that the prognosis of this syndrome
WAS Very paor, it is now becoming
apparent that thore is much
variahility in the expression of this
ayndrams.

The less severely affectad
patients can be very well treated to
overcoma their oculo-auditory
impairmenta
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The numbers of parents who attend
Conferences which have an
educationsl content hae slowly
increased ovar the vears. I hope this
process will contimue, for, together
with some twenty parents from
varons coantrics, Pater and [ have
been delegates at the Warwick 59
Conference and found it & most
erpevable and stimuolating
CEpETienCe,

AL one bime, 1t was unhenrd of for
parents o attend a Conferenca
geared o education, =t alone to
miake o comirthution. | think Mrs
Margaret Brock and 1 helped to
change things whan, logether with
an American mother of a deaf-blind
girl, we spoke at the JAEDB
(International Association for the
Education of the Deaf-Blind)
Conferonce ot Perking in Augusd
1571, Before that we, a8 the
‘Rabella Group’ of parents, had
organiged very succassiol
conferences of our own in 1961 and
1866, wolcomng mumry
educationaliste as speakers and
delegates. We fallowed this by teo
mord in 1971 and 1976 with an
'International’ one in 1981

In Y880 the IAEDB Conference
was held in Hanover when 14
parents from varipes coontries were
present. Here the parents met as a
group for the first time and several
times during the Confersnca,
Following this the UK parents tried
to sek up an International Parents
Groop through the medium of &
newsletier, bul the language barrier
proved to be too great & problem.

Al the next IAEDE Conference in
Mow York in 1984 [ hod been asked
to organise 8 full moming session
entitled ‘Parents as Partners” and
with contrbutions from parents
from the UK, Austesiia, Germany,
France and Cenpda and one from o
teacher to keep the balance, thia
proved vary popular. 3o moch 2o
that the TAEDE Executive passed a
reselution from the parents ‘thai the
parents’ session become a fixture in
(uture conferences and that, whan
possible, the parents of the host
country showld be reaponaible foe
the preparation of the session
aecording to the chisen theme'. For
the first time al=o, a parent wise
appainted to the Executive
Commitien

Parents numbered 66 6t the

and Peter Freeman [right] in conversation with Prof. Valerif
Chulkov (USSR] and Svetlona Vishneskaya (USSR, interpreter.

IAEDR Conferencs in 1887 in
Poitiers, France, thie being greathy
augmented by French parents an
the day of the perents’ session. The
theme was The Hole of Parents’
Asspeiations snd Parent Trainmg,
The seseion was attended by the
French Minister of Edecation. The
pErents got togrether several times,
lively mestings were conduoted in
French imiore or less!), For the first
time a parent from East Germany
wns amongst others who
represented Belgium, Denmark,
Canada, France, Holland, Norway,
Spain; the US and, of course, the
TE

Tho previous year, 1988, the fivst

Eurspean Conference was held in
Bruges, Paronts formed a good pard
of the UK contingent, but
unfortunately there were few from
other countries,

The Warwick 'BS Conferance
which wo aidended in August is the
second of the European Cenferences
{o b held thres-vearly. The parents
met together each day over lunch
{eourtesy af the Sense Hospitality
guited and [ lknow we all enjoped

sharing our experionoes (und
photos} and helping each other
witen this was pesaible. | remarked
b Rodney Clark during the
Conferencea, that although parent
participalion wis nol nhvious from
the programme, parents hed played
8 ponaiderable part in the
presentations and as delegates in
discussions, His comment was that
‘there was no longer any noed to
specifically mantion perents az they
wire an integreal part of conferences
oni the Deaf-Blind now’. Speak to
any of the parents who have been to
these conferences and they will tell
you enthusiastically how much they
enpoyed them — a8 osonree of
information and in meking naw
frienda amongst the professionals as
well as porenis pod renewing old
friendships that bind ue ail together
throwgh eur children,

The next IAEDE World
Conference is in 1991 in Sweden
nnd the next European one in 1952
at Potsdam in East Germany. How
phoat i1

Peggy Freeman
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Music: A vehicle for
communication

Continuing Education Centre

at the Warwick

Paul Hart works at Overbridge, Scotlond's
for deat-blind young adults. in this paper, which he presented
Conference, he describes the use of music sessions with deaf-blind students.

Crverbridge offers o full training
programmee for twelve deaf-blind
young people, sma of whem have a
vartety of additional handicaps, All
aur students are potential
candidates for individual music
seasions and each student, including
thoes with profound hearing loss,
participates in weskly group muaie
saesione. While recopmisimg thiat
there are many advantages in using
music in the education of people
with dual sensery tmpasrment I will
foeus an how music is used within
Dwerbridge to encourage
communication by considering three
fpuestions,
=  Apart from vacabulory, what
skilla will our students who are
deaf-blind require in order that
they might communicate?

*  What will they communicats?

*  How will they communicate
their fealings?

What Skills do our Deaf-
Blind Students Require in
Order to Communicate?

5o that our students will heve a
desire to communicate, we have to
provide them with framing in three
vital mrops — confidence building,
ability to nse thete swn initintive
and kills of anticipation.

There 15 little purpass in
providing any of vur students with
extonsive yocabularies of signs and!
or symbals if we do not also provide
them with situstions in which they
can use them. A student must be
confident aboul using signs'symbols
ond have the necessary ekills of
initiative to want to usg them, [ we
albvw our students to became Lo
dependent on us, theno it is likaly
that wa will limit their potential for
growth in the fisld of
enmmunication. When we are
constdering building confidencs,
incrensing use of initiative and
tenching students how to anticipate
events, then music con only be
usiful if it goes hond-in-hand with o
philssaphy which dictataes thai
throughout the residential centra,
the students must be allowed as
mueh chisies ae 18 is poesible to

pravide. That is to say, there is no
point building a student’s
confidence in a ang-a-woek music
segsion, if for the remainder of the
wiek the student is oot tnvalved in
decision-making. Moreower, wa
sk nob destroy & atudent’s
confidencs by foreing sur own
vilues and standards on him'her.
This is particularly important for
many deaf-blind people whio display
n variety of idioayneratie
behaviours, which staff may deem
te be tnappropriste or anti-social.
These behaviours {e.g. Micking
fingers agninst the head, tapping
tha body, light-garing, blawing into
thair hands ete.) must not bo
discourage or we risk forcing our
students to withdraw again intn
their own world

Three times & week in
Owerbridge there is a Group Music
Beszbon and each student will
participate at least ance, Tt is hased
an “A Motion Programme for
Handicopped People’ which was
developed by Else Hoest and Mials
Sjeervad at Ungdomehjem Centre
for Desf-Blind in Denmark, Wa
adapted this programme for use
with our own students. Up o four
giall and four studonts will
participnte in 8 session. The same
tape of muake Lasting 3 minutes is
plaved ench time and all ataff and
students follow m st series of
URErCin,

The closs physical contact of
many of the exercises means that
over d periad of time the deal-blind
student learna to trust and he
confident with the stafl member.
This growing confidence will lend to
barriers belng broken down in other
aroas of life and, in turn, the
students ought o divelop & greater
willingness to interact, and this
communicate with stall members,

Recently some of our students
have reached the stage whero thoy
no longer need to do the exercises
with the help of a stafll member, 5o
this gives the opportonity to have
twn students werking together. This
should allow more opportunity for
interaction between students, a
vital nrea to develop. In ecanmion
with muny residential

establishments, we fice a problem
encouTeging our gtudents o
communicate with one another,
Perhaps their years of experience in
various residential eatablishments
has taught them that if they want
actions or answers 8 stall member
has te be approached. We must
teach our students that they can
interact mesningfully with fisllow
residents,

The absence of any verbal
prompting during the Group session
helps 1o train the students to rely on
their memory to anticipate the order
of the exercises, This ahility to
nnticipate events is the key fo
learning for many denf-blind people
and we encourage its development.
The Group Musie Sesston ts always
done in the sume place at the same
time sach wesk and thus becomes n
marker.

We have recently introduced
mathod of emploving recordad music
ag a ‘ciock’ for the day. The day ta
divided into & numbér of sections
and a apecific pieee of music is
played eoch day at the same time,
Thiz gives thosse students with
hearing one more clue a3 to the thme
of day, We hope that this will
encourage thom o communicite
g, if B student associates
particular music with dinner-time,
he may rise from his chairand sign
‘dinmer’),

Tuking effective steps to
encourage o studsnt o use higher
imitiative ja an extromely difficali
problem which facea many in
residential work, For example, it is
relsbively simple to teach someones
the necessary steps in a bathing
programme, but much more difficult
to teach them to go for a bath
spontanesusly, Again, while music
has a role to play, it is only usefol if
accompanied by an underlying ethos
throughout the centre which asks
staff conatantly to guard ngainst
unnecessary intervention in our
sindonts’ lives, Here we operate o
‘non-directive’ approsch io sime
mudic sespions in which every sound
or action made by a sfudent 18
echoed by the stalf member. Thus
the student. determines the mood
and direction of any music session,

6861 23q-Anp
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and through thiz can be tought how
Lo manipulate their povirgament.
Many of the residents of Chverbridge
gpent many years in environments
which encouriged tham to be
passive. & non-directive approach to
music sessinng can be o uselul
method of decreasing their
passivity.

What will they
communicate?

Depending on which aress of noeed
stndents gre wirking on, music
sepeions can often complement the
work baing done to teach relevant
sigma_ This would be in the form of
action-songs, where the studont
would praciice associating sign/
symbmls with speciftc words, For
instance, one student is currently
worlcing on & dressing programunse.
While the dressing is obviowsly
practised in his bedroom at the
appropriate time of day, the signs
for the various iteme of clothing can
he taupht in musie sesgions, A
number of action songs have boen
compaoged, which invelve the
student responding Lo verbal and
eigned commands in the song with
an appropriate action, Thos the
etudent further proctices hiz
dreesing in an enjoyablie and
informal setting and also learns the
gigns. Some action songs hove boen
compased in arder Lo practice signs
nespcinled with body awareness and
tuhle sotting.

How will they communicate
their feelings?

Bome of our students have alresdy
aequired & relsbively extensive
vocabulary and while we would
continue to increase the numbsar of
algma they have, we muost develop
within these students the ability to
express abstract feelings, Thus we
have developed o type of music
eession which takes sz its starting
point an emotion soch as anger.
eadness, ote, The feeling is
introduced osing sign language,
piclure boaks and video and the
subsequent improvisatory music
sessiom explores all the feeling and
thoughts which emerge, At the end
of the session the deaf-biind person
discusses his fenlings and this
provides an epportunity for the
introduction of new signs and
concepts, This kind of music session
i= g1l at an early stage of
development and we are building up
the necessary respurces to carry it
to its full potential,

Paul Hart |
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Association News

Executive Commities

At the [AEDB European Conforence
held at the University of Warwick,
England, from & bo 11 Auguet 1025
five meetings of the Association's
Execative Committes were held,
thres for all mombers and two for
members from the Enropean
Regivm.

Koy discussion items and
decizions are given in the
paragraphs below,

The Commities welcomes nine
new members as follews; ther
addresses can be found among the
Tulll list of the Commities on pege
J2,

Mew Executive Committes

Memhbers
= Marion Cheng from Ghano

*  Jdoan Relly from Ireland
¢ Buth Hossnhluth from lernel

* Joe Morrigsey from Kenya
replacing Grate Bperber who has
returned to Germany

= Live Fuglezand from Norway,
replacing Karl Henry Jacobsen

* Antonio Rebelo from Portugal

*  Clemens Mikaal from Tanzanis
= Grociels Ferol from Argenting
*  Joxel Mendrun from Peland

Sub-Committees

Al Warwick, niew byve-laws were
approved for the creation of sub-
commumibiess and these are:

1 Sob-committees may be created
by the Executive Commitiee,
They may be at internatinnal or
regional level and are likely to
be concerned with arens of
gpecial interest in the field of
dealblindeess.

2 Al members of the Sub.
Commities will be gppointad by
the Executive Committos and
the members will elect their own
Chatrman and & Secredary.
Membors will be appointed for a
period of thres vears but may ba
congidered for re-elaction,

Expenses for Sub-Committes
activithes will be the
responsibility of the Sub.
Committes, The Executive
Committes must be informed of
pudpels and fund-raising
proposals for activities.

4  Bub-Committess must:

) mbsrm the Exeoutive
Committes of proposale for
activities,

bi report back o the Exeeaiive
Committee at intervals and
when requested.

5 These regulations may b
changed by the Executive
Committes at any time,

These bye-lnws effectively establish
exigting sub-commitiees i.e. thosa
on gur Conatitution and on
International Development, In
addition three new European
Bub-Commuittess have beon
ppproved:

* European Sub-Committes on
Etaff Development

#  European Usher Syndrome
Study Group

* Burmpesn Study Group on Deal-
Blindness in (0d Age

= A fourth, on Young Adoliz, has
plso boen proposed,

European Staff Development
Following the suscessiul meeting in
Italy in Movember 1988, a second
workshop on Stafl Deyelopment ia
to be held in Osimo in May 1990, A
planning meeting is to be held in
London in Janwery. [nlerested
readers should contact Rossano
Bartoli or William Green at Lega
dal Fils D'0rm, Osimie, Seo pago $1
for full details,

trrebro 91

Planning mestings for the next
World Contference were held at
Warwick in August and following
thi fourth Helen Keller Waorld
Conference on Deat-Blindnoes held
in Stoeckholm in September/October
1989, Sew the Viee-Chairman's
letter on page 2 for further detsile

Membership Fees

The Executive Committes generally
pgrecd thal membership fees should
remain at the eurrent rates with an
element added for inflation. The
new rates will be levied following
the next World Conference (i.e. from
1894921 and a suggestion that fees be
included in the Registration feéd for
Cirehirg was welecomed but referred
tn the Nordic Planning Commities
to consider ite ramifications for
their budgeting and pricing policies.
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It wags alzo agreed that Institutional
Members of IAEDB pey & £50 {5300
fee per annam from 1992

International Development
IAEDEs programme of
International Development,
concentrating particularly on
countries without or with only
emerging deal-blind edueational
programmes, i boing epearheaded
by Mikee Collins of Parkins School
for the Blind in Boston USA,
Articles have been placed in
international newsleliers seoking
contacts and information about
programmes and & comprehensive
data base and mailing list is being
established, Recently there have
been reports received of growing
programmes in Spein, Portugal,
damaica, Argenting, Brasl,
Columbia, Uruguny, The Phillipines
and Poland.

Reporte have also been recoived
frovm isolated workers in Thailand,
Indvnesia, Kenva & Ghana,

o pddition, & new Mational
Coalition on Deaf-Blindness has
been formed in the USA following
the closure of tho Hegional Centres
by the Reagan povernment in the
firat half of the 1080's,

With emerging Glosnost, IAEDR
15 enjoying much stronger relations
with Eastern Bloo countries and it
i imbicipated that the siting of the
next BEuropean Conference in East
Germany {see below] will ses the
increasing growth of awnrenees, co-
operation and a regional structure
batwoen them.

Next European Conference
The next Conference will by hald in
Potadam, Enst Germany, in early
Avgust 1993, A Programme
Planning Committes will be formed
after Orgbro 91,

A seminar with international
speakers on Usher Syndrome 15 to
b held in Potsdam this Movember

Fifth European Usher
SByndrome Study Group
Warwick, England

August 4 — 6, 1989

The Eurapean Usher Syndrome
Study Group met in Warwick prior
to the IAEDE Mesting. The Study
Group which firat met at Si.
Michielsgestel in Holland in 1986
has grown considerably and now
encompasses mare disciplines. In
Warwick 33 people drawmn from
wducation, paediatries, audiology,
the caring professions,
aphthalmology and psvehistry came
together for two days to share and
study. This year wa were also glad
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Lo walcome three members from
Epain and Paddy Rowlond back
mguin from the [rish Republic.

Three parenta jined the group
and widened its interest by their
ingights gained from learning about
U'sher Syndrame in their children,

Dr Lea Hyviirinen, an
ophthalmologist From Finlond with
long experienco in working with
people who have Usher Syndrome
emphasised the need for strict
communication guidelines whan
deaf people are tested, particularly
when using on mberprater.

The need for an agreed screening
progratome for deafl children within
the school population, to pick wp
visual impalrments was an igsus
which most European countries
raised, particelarly Switzerland and
England. We hope to have made
progress on 6 procedure in Lme for
thie next mesting,

Dr Ann Gardner from Bweden
gave an excellent paper in which
ehe reviewed the literatore on
payehintry and Usher Syndrome
and aleo some of the coping
gtrategies which those with Usher
employ in order to get by in Life.

A Mini Conference on Usher
Eyndrome which wes open bo s
wider British sudienco was held at
the close of ELISSG,
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which held oul a hope, howevear
distant, for people with Usher and
for the children wha might be born
in ihe 16850's,

The next formal meeting 15
planned to be held clnse to the
Wortd Conference of IAEDE in
Orebro in Sweden in 1991, Noxt
sedr (1900} in Hemover in the
summer there will be a mesting to
plan the progranime,

Provesdings of the Fifth EUTSSG
will be available shortly, For copiss
Hlease write to Mery Goest
[ELIS8G) oo Benze, 311 Grav's Inn
Road, London WOLK 8PT. Pleass
enclosn £5 sterling, & Eurochegue or
monay erder b cover cost of postage
and packing — bwo copies £7.

Distinguished Service Award
Al the World Conference in Poiliors
in 1887, the first TAEDE
Distinguished Service Award was
made to Joan Shields whe openaed
and ran the Pathways Unit at
Condover Hall School in England
fromm 1951 to the mid-1980's. The
next Award will be made st Orvebeg
in 18581,

Readers are azked to consider
zuitable nominese and write to me
in Londown giving s short biography
af their nominee and the resaons for
thoir nomination.

About 90 peaple came to hoar
Professar John Marshall speak Rodney Clark
about progress in gene mapping Secretary, [AEDB
LETTER
Many reacers will remember Kurt Vinterhoj from his pioneering wark in ing

services for deat-blind children and young peopls in Demmark. The last issue

‘Deat-Blind Eduecition’

published ane of his many arficles. Kurt is now in Kenyo,

and here we publish an axiroct from o letier sent to Sense.
. .. Thank you for the hu.-lunﬁ matericls you posted on | June ond which
¥

reached me on 15 August, It rea
ma i

is impartont for us in Kenya ko receive support

The makerials ore now in tha library of the Kenyan Institvie of Specio! Education
[KISE), The videos hove been shewn for cthar lochures of KISE and hs assessment
teachers who are having their first information about deaf-blind childeen_ We cre
Elhminil;? awareness progromme obeut Usher Syndrome starting of the schools

r fhe

The fesst thres months | heve been ot KISE daing some work in their Informatian
and Documentotion Department and lechuring about deaf-blind children, In
September | shall go to The Kobamat &hml%ar Deal-Blind Children to run & three
menth in-service course for all the 22 teachers, loter followed by o course for
housemathers,

When | hove picked up more information obout this beautiful esuntry and the
work, my colleagues and | would hke to write on articls about it

What da EE: Is it 0 possible tepic for our next World Confarence in
Swedon, ’I?;ﬁﬂh ws an "Strategies for Reaching Deal-Blind Children in
Da-«ralnpirhg Contries's
kd our friends in Sweden if it is possible to put thet in e programme.
Thanks again far the instructive, posdagogical and warm and touching videas

o sent us

?'Wmm ol best wishes,

Kurt Vinterho|
Nairabi, Kenya

4861 Jg-Anp
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Deaf-Blind
Education in the
Western USA

The known deof-bling In the LSS
apEEar in the late nineteanth
canhuny whan Williom Wads, afer
a fend of the fomols Hedan
Kaller, astimated that thers wara
54 denfbing penmon: In the whols
counirye, 16 ware childran n
schoals. Farking 3chool for the Blind
and the Mevw' York rstitution for the
Instraction of the Daaf aach hod
three shudents:

Iry TERT. I was racammendad
by the Amencan Asscciotion of
the Irstauctons of e Bird that all
deaf-bind pupds showd be
educatED in school for thie bling,

Pariing Schodl rar the Blira
established the fisf special
dapartmant for the deaf-blind in
1933,

Theen in 1937, the Masw Yok
institute o the BEducation of tha
Blind opened the econd daof-
blind departmeant

In tha far weast of the United
States the third deaf-blind fraining
DROErarnirs wias started in 1943 at
the Califomia Schogd for the Bind
(TSR,

Herme the deof-bind students
ware faught separately in the
younger childran’s cottage, The
school enlorged the building in
|9, ond when completed Halar
Keller cama o dedicafe the
building. and it woa nomed after
Far,

Mizs Ik B, Hall wos the first
tacchad af tha deal-Blind at 1he
Californic School for fhe Blingd. She
eamed o mputation for feoching
tha daaf-blind of the Parkins
School and helped astabilish the
first deaf-bind deparfment in thes
country there, She was a trained
taciches of the deal wino had
leamed how to teqach spaach
through the Vibrafion method
collad TADCOMA,

The firgt deat-bling student
graduatad ram C5E 5 1949, whan
thare weare saven deaf-blind
shudants,

in 1944-65, o ubslio spidemic
hit the United States. Bafore this
tirmne about 140 deaf-Blind wers
bom each vear, but the numiber
o daal-olind childran Dorm in 1ha
epedemec yeors rose to 2.000. In

[ Q4E, fhe CSB Deaf-Blind
Department doubled n s50s ond
coubied agoin in 19, due to the
apicismes,

In 1942, the Ceaf-Blind insttute
wios establishad for the parants of
deaf-blind chddren. Porents would
corme and say af e school with

hair deat-Bind chilkkran. I was nat
anly a tima for education but o
firme T shafing Smong peoDke
who hod a common bond
becauss of thelk chfden,

In 1971, the Deaf-Blind
Assesemant Cantre waos
astabdshed af the Colifomila
Schood for the Bind. Deat-bling
chilldren fromm the Soutnweastarn
Region (Calfomia, Ardzong,
Mewiascia, Howl, Guom, Ameicon
samoc, the Trust Terdtonss of the
Pacific, and fhe Movalo Mation)
camd to the Sehaol for o 2o
paiod of fime to be cesestad, The
Aszgizrnant Centre closed of the
ard of the 1982-B3 schoal year,
due to foss of Federal funding

A canear prapanation
progromime wos developed for
denat-bling teenagers by Chorles
famoils and Wilie Evansin 1974
Deaf-bdnd shudents worke! in the
School's Infirrnary, in the pre-
coarser wrksnon, ond other
placas an Sompls, and kiter off

The California
School for the
Blind

Togoy the Calfomla Schodd for the
Blind hios 110 stedents, of thase 25
ore deof-bind, most are mentally
handicapped 1o, Bghty paicant
of curvisually handicopped
shugients have offer hondicaps
O stucdents ara both daiy
aftendess and resicential, it they
Fvi l2ss thar Tour Fours iavealling
tirme: anincry The students go home
af weskends, offwerwize only af
more extandsd holidoys,

Wig nun thres kinds of stucy
CONLFEEE,

1 Zenemlorcore cuniculum
shuckas ara Rald in the loeol public
sohools supported by 5B
teachars. A diploma & owardad
an suscassful complation of study

2 Appied Acodemics
Programirmea — tralring In
academic subjects s given Buf o
mcior emphasls s piaced on the
aoguistion of ndepandant ing
sklis and vocational fradning, These
young adults stay in a groun hama
and aoguire domestic skilis in thair
supported apartroents

3 Functlonal Skils. 3ome
shudents who are most sevarehy
hoendcapped. thase naluda most
of our deof-bind, need special
imfensve instuction. Subjects
coversd are daly lving skils, age
appeoprohe skils in ol
snvironments, languogs and
cormmunication, secialation amd
vocotianal fraining.

UNITED STATES

coampus at businessas in the
COomrmaunity

The School movead o Fremont
from Berkalay In 1980, ond deafl-
Bdnd closses gre-shll in oparohion
i the compus.

from o Higtory of the
Calfomia School for the Blind

- =

Longuoge Instriction for cear-
bind studants-is basad on fotal
commilnicotion — Inciuding
Amencan Sign Languogs (ASL,
fingerspaling manually coded
english, oralfaunal training and
tharopy, reading and wiiting using
bacdie ond large ink Somme
ougmantahicn géwiass ana also
wsad in commurscation, beth
crural arnd visud

Cider deaf-blind students ore
Irvohved inwork on and off the
camipUs. A jobs are avadabla
students may be found leaming.
far exarnpie. i restaurants,
Ecwling alleys, convalescent
hiositals, offfces. such work skils as
thay are abla to. In theair last three
yeors af CHB studends are helped
o plan for 1he futura by
devaioping an Individuokized
Trameiticn Flan (TP, Farmily
memioers, school staff, odult
penices Ogencles and the studant
rmeat to discuss job possiiities,
Iving arongemenits and further
fraining,

Pararts and farmilles are
corslgered to be an infegral port
of the educationdl exparience
and arg invohed with mary others
ir, for example, the onnuc review
which each sfudent hos —to
corslder bl progress, present
stalus, and the sefling of suitable
achiewament goals for the coming
year, A parents and friends ciub
fmeets monthly and tarmily
educoton ssmingrs o held each
year in fhe norh and soufh of the
State.

Peggy Compbaell
Assistant Superintendent CSB




OCEANIA REGION

Early In 1989 a National
Confersnce for Educators of the
rrufi-senecdly disabéed was hedd o
the Royal Children's Hospital ond
hosted by the Deal-Blind Core
Aazocioton of Vickorno, Over 140
delegates comprising parants,
protessionals and clierts from o
lorgps riumber of stotes aftendsd
the conference and erjoved o
st stirudating programime,

Dr Jan wan Dk of 51
Michisligettel of the Metheronds
wiz the main speakar, As Sheays
ha delighted his audisnce with hia
skillful lecturing prasenfation cnd
obwvious clinjcol ond research
knowladge. Drvan Dik coverad
Topics mcluding the impadance of
attachrment befiaviour in the ore-
language stages, the role of
euprcio 5 0 precicior of iakar
speech and languoge skills, thea
danger of leomed helplessnass’
and growing salf awdraness in
dual sensorily disabled childten. In
MMy closing session. O van Dk and
Auth Carlin of the Deaf-Bling Core
Association reported on o 12 year
follow up shudy that they ore
cumesntly undertaking on 0 sample
of ubela childran from he
Aigirodion State of Victono,

Heathar Henwitt spoke on the
importance of on amarging

concept of self In educational
programening ond plocement,
ang suggested some sratagies for
enrnancing o poaltive isality bosed
e in disalded childran. Mr Ric
Thomipson from the Depatment of
Sport and Recrecticon conducted
3 BEEON SN leisure ond e shyles
for paapie with deahiilbes. A
sesslon which generoted
considenable interest omang
delegates was ang conducted by
O porent giving o porent's
parrmective on sendices, and
suppored by hwo young deatf-
BN persons Shonng soms of thelr
experences. Small group
diSCUSSoNS on aany Intarsantion
thategias, empioyrmant,
accommodation ond respite
Sare, ond o parent workshop
Sboawed for milsh wsaful
inferchange betwean delegotas,
An educational panal which
outlined sarvices and professional
fraining courses avallable in
Victoro amed evenvone with
uselud companative informetion o
take bock 1o thair respechve
siotas

The Deot-Bing Core Associohicn
l=to be congratulated on hosting
Q vy successiul Matioral
Conference enfitled, "Education
for Living. & Uife Long Approach o
Faopie with o Mulli-sansony
Disabdity,

Heodher Hawitt
Chairman Oceania Region, |AEDE

New Zealand

At Homal College In Auckiand
thers 5 a purpose-bult unit which
of presant caterns for seven daot-
Blind children on a full-fime bosls
and abo sippads five ofhers who
ore pra-school age or in facilities
for infelleciually handicoppead
Chilciran.

Thrae: of the senven studerds ore
temmiy boarders, three ore waakly
Boardes and one & a day
srudent. Ages range from s years
fo 156 yeans. Threa childrsn are
rubgla handicapoed with sevans
o profound haarng nies, Bl
some hove el residual vision;
e hicave refinopathe of
premafurity, one being totally
biind with a lithe residual hearing
and the ofher with very litfle useful
sight or hearlng.

The rarnaining two childran howve
Charge Association; both hove
uselul omaunts of reshdual vision
and hegning, but 3orma dagree of
Irfeleciual kardicops
Programmes for thess childmen are
comed ouf with o 1;1.4 stoff/ pupi
ratior and are indhiduially failored
fomeet eoch child's soecific
naads. Input for IEPs (Incévidial

Educafion Programmies) &
recuastad from gl thoss caring for
the child, Including porents,
retidentiol sioff ond medcal ond
educatond pemsonmel,
Prograrmme emphasks i on the
atfoinment of Communication and
independant Bving skills.

The Unit oo offers shod arlong
ferm amessments for chidren for
whom praogramme ond
plocement & uncartain and
additionally pereds of panen
training ond In-senvice franing for
mginstream teachars and ofther
irwalved professionals,

A5 vat therm & no specific post-
sohadl provision for deaf-bling
students In New Zadiand, but it 5
to be hoped that the hoiding of
He first ever deaf-biing
conferencs in Auckiond In 1987
and the arganization of deal-blind
SUDROT groups throughout the
country will have increased
aworanass 10 the axtant thaf this
vary pressing need will soon ba
met,

Sheila Hole, RNIFB
Homai College for the Bind

| SOUTH AFRICA

Deaf-bing aducation was re-
Introcluced to the block South

Africans in 1987, more than forky
yeaars ofter it was cemsed ot
Kuthwanong school for the deaf,
The chool & situated in the
Cronge Frés State provinee ot a
homedond colled Gwagwa. If
cotes for all black deaf-hiling
chicren throughout South Afico,
The children stay in o hostel for five

| - months ond are then escored

name for a month vacation wiih

thair porants,
The school & Inchudes

irvliviciual training in the folicwing

anecs:

* Longuage develooment

= Auditcry trairng

s Wisudl fralning

s Adooted oflentofion and
rrobifty training

= Saelf-halp training

s Gross motor and fine motar

The chidren get daily medica
check-ups from our hwo nurses in o
wizll eculpped mini-clire: which
woks I oonfunetion with the kecal
hospdtal, Aferschool the hostel
#alf centinue with the afemoon
activifies which Include swimming,
free ploy and frequant woks fo
reighbouning vilages and stores,

The teachers ore wually trained
in the education of aithear the dear
| orf the biind. Having been frained

at Patking in deaf-bling education,

| o conauct if-sanvice froining
tor teachers who wiork with tha
dedf-blind chédnen

it 8 difficult fo gef mothation in
this programme 03 we work in
Eobotion, Our methods are mosthy
from book to proctice. We hope
to get a chonce of sharing our
success and learning from othiers
In o conferance of wonkshop

sifution Samusl S Boshielo

Head of Dep! for Biind & Deal-Blind
Thiboloha School
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SCOTLAND

Howing just offended the
Eurcpean Confarancs in Waorsick
on Sensory Impairmeant with Mualfi-
handicap" the waorld seemsa
mach smaller ploce. | alsa meaans
fhal wilting ihis plece for Deaf-
Blird Education & g ket dounting
and more perscnal fask: more like
cammunicating with good friends
thirousghoart the woald,

O of the recuming kEues
durireg the Conferance was thot of
stoft fralning. | want fo fell you o
litile abowut sarmething wi are
doing In Scotiond about this
imporhant fopic, Bafore | fell you
whot we are doing, ket me fell you
wihy, hdary of you mioy knonw Sshar
Ailish Maoszsay wid has Sone 1o
miuch fo develop the aducation of
ceal-tlind children in 3cotiond,
Sister, affar many yaaes of total
dedicotion To ths wonk, hos
decided that her ife of sarice 05
a Sister of Chonty must take g
diffesant direction and she has [eft
her post as headteacher of
Cambaooth School for deaf-blind
childran, which & in Ghoscow,
Soothang, Sster Alksh hod bt up
staff fraining materials over the
years. Thea ScoHish Education
Daportment and. of course, many
inferestad profassionals were
arxbous to ensura that such an
Irmpartant resource would not be
lost with her deparfura, 50 8Na was
asked to take part in o praject,
funded by the Scotlisn Education
Department, o devalop thase as
o learming pockage which cousd
be usad affer sha laf

it is mo-easy matter 1o fransform
wihat hos baen dalivarad in
peson, Intog formot which ks sl
o5 comprehensivl, but must be
corveyed irstead by the prinfed
work-of video image. Firancial
ond cther support is essantial. This
wos made avakable through five
afforts of Alastair Milre, AL
Inspector for Specicl Maads,
Alastair has fostered ond ensured
the =iccess of so moany
devaloprnents in the ecucation of
childran and yourng peoDhs with
spencial needs. In porficular visuol
imparmeant and deaf-olirdness o
scofiond,

The fradning mataeniols ore
aimed primanty at ofl neoe shalt a
Cambosth School, though they
mcry prove usefid for staff of other
schools or insfitutiors. They are
desgned forindapendent but
upported study. There ara aight
maduies with an average of five
toplcs In 2ach, the modues el
withy fopics ol O progressvety
desper level as the shalff rmesmer's
axpanence with the children

Swirzerland
e

Hawara

Incraceas. Each fopis hos specially
wiitten migterdcd, plus enclocesd
esgantial I‘GL“IC!‘I"IIQ or references Tor
furtner reqding. Same Taphss Qs
iBastrated by videos which ore
belng producead by Glasgow
Educotonal Audio-vsual Serdices
Requinad activties enable the staff
memier to iy out winal hay ovs
lecrrit, The initiad trials of the
materidg ot Cambodth wil
Indicote how successful the
framsition has Dean from the
convantional mode of shalf
training to the salf-instructional
mods.

Lster Allish is being supporiad in
the wiiting of the motencis by
Elizobeth Bryson, Saniar
Educational Psychologlst whio
halped I planning $1alf Iraining ot
Cambooth; Momg Turmer,
Margaret Lea and mivsel from
Worgy House Collegs, all af whom
hove confributed to staff training
af Camboott. The production of

Sanvices for the deaf-blird are st
claveoDing.

Adfhe préssn! wa Rohe O group
marne for acult deaf-blind owear
functioning adults, ond o home
guldonce project for chiden as
wel o for adulfs

YVolunteers: work has been
denseloped during the host year.

Thare is close COoDaraTan
bahween the Soemake Institute,
whio hiowe O depoartrnent for deot
bBiing children and the associafion
of parents called "Anna
Temmenman varanlging ' Ay
coniocts for more infonmeation
should be dirgchad 1o

toermalie-instifuls

Choggoatst, 9

BO00 Brugge

Badghurm

Mare Samuys

e pockage & baing coordinahed
by darlon Bythmon, Heod of
Professional B Tt Support
Studies af Moray House Caollegs.

Any anguines obout this stoff
traning iniflictve showld be
addressed fo Modon Blymon ot
this oddirass: Monay House Colage.
Holrood Reod, Edinourgh EHE
Qg Bootiond

Maranna Bulljens

BAVARIA

(West Germany)

A rmany of our deal-ind pupils
(now niumibaringg 350 ara fnishing
sehood progrommes in the naxt
fenar yalig, wha Sharmedd 10 devesop Q
follow-up mstituticn in Wilasbug,

‘W hove 1o cope with o lotof
probisms a dirninshing furmon of
srat el incharge, the deaf-
Bdnd adults diffedng stronghy In
social. cognitive ond prachical
aibiitkes, some of fhem developng
behaoviow prabiems which might
D described In peychicine feoms.

Meafurally Gur school
programimes dedl alot with fhe
training of self-indapencent, seii-
oocupyng behoviours and socksl
ablitles, We relote to the
denvelapemaniol approoch of 5t
MichiekEgsstal and try 1o infagrata
ot rmethods, for exomps body-
centad mathods.

By horme-Dosad ey
intarvantion programmes n
Bawaria we now sense sight
childran from hwo 10 five yeors.
There k& no nabsllo child among
ey, M Of themn wene bom
preamahurely,

Hanme Pittroff

Deparimeni for the Deaf-Blind
Goeltheshiasse 2

BT00 Wikrzburg

Federal Republic of Germany




SWITZERLAND

switzerand has o federnsl po¥tical
system which affects all aspects of
puinls life, including thiose reloted
to hondicopped parssns,
Corgaquently the education and
rabobditation of Dilnd, visuoiby
Impaired and deaf-Blind persors is
not wniform throwghout
switzertand,

Muaracwvar; four longuoges are
spoken in Switzedand — Gamrman,
French, Iteian and Romansch —
arnd the characternstics and
mardality of eoch Ingulshe region
ara different,

Structures and Sarvice for Blind,
Visually Impaired and Deol-8lind
Persans

Tha Swis Naotionol Assoclation for
Bind and Viually Imodired Pamsors
(528 = the umbrella crganisoficn
whach covers al the ingtiuticns
ond services in Swilzetand. The
Swiss Molional Asoohation for Blind
and Yiually impalred Pemsons
provdcies s cwn sanices which
cre:

=  Central Sendoes

+ Deat-Blind Courselling

= Counsalling for Opflcol Alds

= Staff Tralring and Furiher
Ecucation

» Tachrical oids

Tar deaf-bling children and adulis,
The folowing refotes fo senvices for
ceaf-biind chtakran and odulls.

Structures and Services for
Congenitally Deaf-Blind Children,
Youths ond Adults

Conganitaly deaf-blind children
from four o 18 yvears e
educoted In a specialkad school
i Zurich nomed "Tanne”. The
Tanne' school hos 18 places.
Each child barefits from on
indivicduoized cssassrnent and
avidluation programme. Baside the
aducational programmie thene o
other facifies ke arficulotan-
fraining, physiotherapy,
oooupational theropy, painting
ond o kding.

The continuafion of 1ha Tannes
Schoof syt & the "Larnche’,
which provides living ond waorking
faciites for conganitaly aedaf-
biind yaulhs ond odists from the
age of T4, it hoy 13 ploce:, Basida
the shallerad workshop oothities,
thare are provided adoiticnal
focilifies fke phydiotherooy,
gyrmnastic; painting and hose
ridirg, Within 1he heaio institutions
Tonne' and Lérche” e 20
residents are astisted round the
clock by about &0 employess,

The costs per day and per child
at the the school 'Tarna’ ars 179
(3haft members per chilid: 1.88%

The costs per ooy can Pt
parsan at ihe hame ‘Larche’ are
‘31[;?. (Stodff rmemnbers per person:
1,47}

These amounts cne largaly
fnonced by the Federal Oifce of
Social Sacurty.

Ir 1988 bulding stored on a
naw hamea for conganitaly deaf-
bind children, youth ond oduits,
The centre |5 piannad 1o coter for
dé rasidants, Tha cost of the new
comphes will De abolt 21 million
Swiss frames which moakes obout
242 million; The Federal Oifice Tor
sockl Security and the Cartor of
Lurich hove given major firgncial
sdpport to the praject. Anathar £2
rrallicr will Be prosdided by prvaie
donaticas. The home will be
nouguroted n 19910,

Definition, Stofistics and Struchures
far Deal-Blind Adulls in Switzerdond

Thara are appaoximoiely 300 deal-
Efng pesors in Switzetand. About
10t 15% ars totally deof-oind
The othean hove some vigon o/
and hadring, About 80 pamons ore
deaf-blind from birty (befora
sneech developmsant), 260
parsors bacams deaf-bind in
iater e, Over 50% of deat-bind
Do Gfe aldkedy, 2/ 3 women
and 1/3 men

A person i considened s deaf
Dling if sha or he has such seversly
impaired vision and hearing that

fhe o of ona sense cannct be
compensated by the ather sanse.
In excaptional cozss, o penon
may be considersd o8 deaf-tiing
If she or M is senvaraly
handicoppad in mobdity ond
communication skills. Ear thass 250
daal-tlind perscns who bacome
deai-blind In ioter e, the
fobowing Sendosd are provided:

speciolized counselling

+ 10 ragional areos with one
social wotker par argd, Thass
peotassonal folicesd
specigised fralning coursas
wifhin the fiald of daof-
Blirdness and are all frarmed o=
refablitation fecchars,

s 3 poccupoficnol theropists

« | trainer for cdenfotion and
rrscibl by ox vl o R wlsicn

i 1 directorof fha deparirmeant
= lascrefony
wpecialised resicential centres

For dedl-blind persons who have
no-capability to ive
Independenity thare are five
regional specialiead resigential
cerres with rehabilitation
facilitias,

Erika
Director of Sioff Training
Swiss Nationol Association tor Blind
and Visually Impaired Persons
Rigistrosse 10
4410 Golddau
Switzedand

ITALY

Associazions Lega del Flilo o'Cra

The 'Loge del Als d"Orois a
private asociation legaly
recognibed By the talian Shate
witha Decres of the Prasident
{hicy 19 19473,

Ihia airrs of tha associotion are
the assistonce, rehablifoticn, and,
whiangvar Dossités, fhe
rhainstreaming of deof-bing ond
mutti-handicopped noivicuak
Within this cantaxt, rassarch
activity a5 well as teoches o
parant tranirg also tokes ploce,

The ossociotion fings its
reglizoticn inthe “MNostra Cosa
Iratitute, The institute nvclveas
medicol, peychological and
rehabilitatsn infervention. it & the
only one in Foly fo concentroba s
activithas with decl-Blird arnd
midifi-handicopped indhviduals,

Tre Mostro Cosa Irstitute,
founded in 1947, hos also been
recoanised oy the Minising of
Education in 19768) asa Ressarch

Canira. At prasent, the instiute
houses 23 pre-school childran ar
schoal chilcken (schoo
departmanty, 11 odolesconis
{post-achonl departmant and 11
adults (Kalormmo Commaniiy.

Tregiment of pre-school and
schonl childran s aimed af the
following:

# acquistion of cognithie skiss;

s gagulsition of gross and fine
mztar skills

s =aming of non-verbal
COmETUMCation syshams;

= ghmination of behondoural
prchiems such as salf-
stirmidotion ond self Irnjury;

¢+ development of odaptive
sociol skils (e.g. todating,
groaming skilis).

Thes Sdalescents are provided
with activities gemed of
genendizing abitas airedady
aoquired, ond developing
oocupation ond home skils. Those
aré planned in view of the
subdects belng refumed 1o thalr

4861 22g-Ang

UOHDIMNDT DUg-Ied)

25



Dracf-Bird Eciucation
July-Dec 1989

26

familias of sent to sheltéred
wirkshops

The aduits e and work in three
aportmants locoted ina
residential area of the city of
Csimo, The objectives pursued
with these individuals ore:

s indlepencent lIving skill:
s wiorkfocoupationol skills:
= pmotional devsiopmeant,

The work conduchad with all of
the subfects (children, odolescents
o ultsy) s supervisend By 4
psycho-educational/medical
faanm,

PFomanits {(who are from all oreas
of the counin ore penodically
Irvited fo fallow 1he intervantion
strotegies Implemented and
spand Hre with their chddnen. Far
this purpose, the Institute uses
threa aparfimaents, Parents e oo
axposed (hwice o year) fo coursss
cealing with infervaniion ond
interaction ssuss

Teachers recelve o fwo-year
courss baefore staring hair work
with the deaf-blind populchon
Thalr preporation s regularly
updatad through short courses
o workshops. Moreover,
Paticaad and intarnational
cantacts are wed o continue In
the exchonge of expanences and
in the ooguisition of new
Infervertion ond reseorch
technology.

Educaotfionol maferiol & regularly
puitizhad to furhar he
preparaticn of teachears and
parents on bosic issues of speciol
aducation with deaf-bEnd and
mutiply impaired ndviduals.

The resaarch actvily, co-
ordngted by o Sclenfific
Corrnittes, |5 performmad in the
medical, psycho-educational, and
soclal/orgonizational areas, Such
actiibty s camed oul with National
and Infermationol Centres (e.g.
Univarsty of Ancond and Sakss
Chilcren’s Hospihod, foly: University
of Nignegen ond University of
Letden, Hollondg: State Undversity of
M York, LISAY, Sorme of the
research issues to date axplorsd
e,

« diggnostic methods for early
detection of sansary and
behoviourat disorders:

« faoching techniguas sulfatls
for mutiply meaired chdden:

o pon-yengl communication
sestams:

v strafaghas Tor iIntegrating
saversdy and muliply mpairsd
Incividuals in school, work ond
comyTenity.

SPAIN PORTUGAL

Since is foundation 50 yaors ago,
the Spankh Mafional Crganlsation
af the Bind (OMNCE) hos always
hod o unit gevofed to the delverny
of sarvices to deaf-oiind children,

T yaors ago we stiarted a
nafional programme and fhe
Deaf-BEnd Departmeant wos
settled. iz function ks the co-
ofdination of senvicas dnd
counsalling to professionals, 1o
famiiies and 1o fhe deaf-oing
fhesrmasivas

We began Dy o screaning
procass and up o fow we hove
identfified 500 deaf-blind peopés in
Spain,

Throuwgh our Deportmant, new
sanices in the field of ecucation
ord rehabilifestion are Baing
opened,

A5 racpards Siecation, we mony
menticn the fofowing:

= Taache:s fronirng, On this
aspect we hove counfed on
tha cooparation of Parkins
Eohoal for the Blind, Moss., US4,

= Agsessment and counsaling ot
a noflonal level We hove
alrecidy registerad 54 chichen
in the Daat-Blind Depormeant
{34 rubDelio coves),

« Opening of new units for dear-
bnd childran in DORCE's
Educational Resource Cenfre
“Artanio Vicamta Mosguate” in
Modrid, Next Septemier four
uirits will Bagin working and
they wil faks care of 16

children fromm 3ix to 10 yaors old,

» Assesment ond counseling of
aaty strrubation proghammes
all over the couniny.

The Deportmant preparss.
trarsiotes and diseminates
nfarmction, s for sxompés, the
‘Intarnational Newslether for the
Dwaal-Bind',

Chur progromime s quits new
bt it has grown A lof inoa short
pariod of tims, We hope and
expect thatin the not foo distant
future we rmiay offer naw ard
sxypanded senvices for the deaf-
Bilird,

Faor further Informeation enguinrs

ONCE Spanish Mational
Crganisation of the Bling

Joes Ortago vy Gasat 18

2008 Maodrid

Spain

o

Casa P de LEboa has openad
the: fist sehogd for deot-oling
childran in Porfuged, The work hos
Deen sforted with teeo children In
insfituto Jasob Rodngiees Pereing,
but soon a spacific building will be
under congtruction in Lisbon to
provide an adaguata school for
deof-bind children

Twio Porfugussa facchan Rove
oeen given a special training In
deqf-bind children’s educatian,
uredar D Jan van Diji's supenviion
af the Instituut voor Doven in St
Michialsgasial. Or Van Dk and b
technicol feom fhonoughly
chagnosed ouf fwo Shilcnen kst
dWlarch during fher stoy in Hollond
togethar with their feachars

The Gosfs ralated to the
peaonnel traning will be chaged
o the Garrran foundation
"Missraor’,

NORWAY

I Moresay great chongss arg
taking phoce In the orgonisation of
tha cara for tha handicoppead. This
also has consequences for deaf-
Bind peopla

Heoitn core for the mentally
refarded 5 being greathy
decentralEad. This group of
people i iving today In big ceniral
irstihutions, whana the counfny has
the finencic resporsibdity, From |1
January 1991 It hos Deen decided
thiot cll mentally retorded pecple
will e movied ack 1o thelr home
communifias. The will also hoppean
to the group of congenitolly deaf-
End pacpla who iva In hase
Imstiturions o wel. Mohuralh it s
Impossda or tha srmall lacal
cammunifiss fo plan ond run o
o oac e B a o B e gl
pragrarmme for one single cear-
Bing persan, This requires both
profassonal ond econamic
resourcas of a kind that no sngla
community can provide. The
Maticnal Ceritral Tedam for thea
Daot-Blind tharetore B woming to
astabish ragioncd senvices for this
group. We see the necesity of
COODaraion QereEs Sonmmilme
ond county Dorders, Cur
suggastion & thot thare be buit
hionsing unlis whers four to five
congenitally decf-blind perscns
cam vd togather, The ool
autharities who will be
economically responsible, con by
proces for their daaf-blindg ciianis in
These housng-units, The




Directorafe of Publc Health hos
racommended thot he Minktne of
Healih ard Social Affairs shall give
timancial support to ench deaf-
Blind pemon's holging need. At
thia Hmea Besing if hos nof bean
decided who wil De responsitis
foof this financially, Several
comimumnifies in Morvoy ane now in
i riddle of planning thess
Meusing units white walfing with
increcsing impatience for
govarnmental decisions in thesea
matiers, Such housing units and
ifelong core & planned both for
the daaf-Blind who are todoy
schermes for living in the institutions
for the mmanfally retarged, ond for
those wiho live ot orme with treis
parents or in darmitankes. This ost
group will aliso nesd permarent
Ihvireg arsd housing o they gron
oldar. i Monway the tengency s
thot ceaf-blind chifdren kwe at
hiodmE with the parsnts urtil they
are inthe middle of halr teens,
D stofisiics show thot B0% of all
congentally dedf-bling pemsons
underthe age of 15 ve ot home
with thelr parents.

The crgomsation of the special
schools in Morway is oo
uridergoing great chonges; this
restructuing project & callad
‘Project - 5, Al the outset the
irfert wis To close down many of
the existing special schook and to
raorganisa some schogi info
regional resource-coentnes,
Moturally | hasa plans have
created aiot of debote. At this
Rt i the dissussion it seems fhot
1hé speacial schonls for the deaf will
contire of Defora, but 50 for
evanyihing is uresttied. The nesds
of congenitally deal-bind people
are to be considerad and put
foreord by Q special od hod
group within "Project - 57,

Just o Ftie word obout
somefhing that hoe finaky been
amanged. For a long fime wionk hos
been going on fo establish o
systarm of free guides for deaf-
Blind people on Jounmeys within e
conarvtry, This hadis firkally Been
armonged, Mow degt-blind peopia
In Mopway are enfitied bath fo
friovved on reduced fares and 1o
bring o guide on all frips, The
edantion = whean tfravelling by
girpfone, here the guldke stll Fas 1o
Py, I spita of this it's a step in the
fight diraction

Live Fuglesang
The Malional Cenfral Team for the
Deoi-Bhind In Norway

FINLAND

We walcome (Ris lattar from the
Chairrman of the Fnnish Degi-Bing
Association, Pirkke Widursn

Greetings

The Finnish Associoton of the
Craaf-Blind has ogaln selechad mi
o5 Cholmnon of the Azaciation, In
fha couse of my previous temn of
office | had o very inferesting fimes;
| expatancad and felt things | had
rever dreamed of. | really iowe this
Association and its wark, Usher
Syndroms decreases my ability 1o
see and heos but the brains-and
heart are functioning excelenthy
and, | hops, my sense foo

Tha Finnish Board of Associoficn
&5 resporsitle for our
aamingiration. Inoihis ole i is the
emplover of about 40 people. We
hawe 11 regional secratarias in
Finicind arnd the same number of
penple are working in the
Rerabditation Centre for Deaf-
Bind Children In jywisiid, o town
Imceninal Finland, We have in the
Tampers Sanvics Houwss for the
dear-blind 12 staff ard in fhe main
aftice in Halsinki arnother sevan
paonle.

The Boord of tha Associction
has nins mambers, @ are deaf-
blird, Thie secratary s aur
exaculive director Kaijo Solekar,

Thie rmuain activity of cur
Qssociation s rahabiitation, In this
wiork we con join both medicod
and reshahilitation expadtsa fo the
axperiances of deaf-blind pecple
hemsetlves. We can usa his
knowiadoge o ocvanioge inowr
COUNse DIoQrammes: Cur offar
miain aclivity is to promote the
imferests of deaf-blind peopie

Mowadoys he Finnish
gavemment and commncl
pubile senices are searching for
afficiency by splifting sendces into
armaber professoncl and
independent groups, | believe thot
this & not good for deof-Dling
people becouse they naesd very
compeatant seraces which abways
toke into consideration thae
changing situctions of deaf-blind
people genarally and the
Chnoes in ecch individual's
condition. Deofblind peopla
need total cone rather han
tractiment from spit public
semvices, The crucial responsibility
of tha Assoclalion & to promote
total care for deal-biind peope,

I; and oy Sthens are happy
that the FAnnish Association wos
founded abbout 20 vads ags —
srce then the memiens have hod
the chonce 1o influence dacisons
mada Cancarming hemsssives

One very acute problem

conceming fhe Assoclation ks lock
of intenoreter sarvices. Deaf-olnd
people cannot contoct
Irferpratars adsily, thay don 't know
anough about these sanvices —
and there gre too lew profassicnal
Interpratars in Finland. A big
pratd=m i fhat the ntenpeetess
gon't knone enough about deaf-
blindness. Some don't know that
the range of commmunication skiks
amd sacial ability are very vorichle
omong deof-blind people

Cne mpottant mission we have
# o introducs single people who
are deaf-pind 10 org anathar,
althaugh these people and their
diabilities moy differ fhay resed
adich ofher o share their skils —
which helps fhem to get along,
Thedy iy need sorme kind of good
madsi of how fo bve ond 1o core
for themsalves, Our Agociction, it's
officers ond speciolists ond deaf-
Blind peopile fogeiher con creots
this modal

SWEDEN

Central Service of Tronsiation into
Bralie for fhe Deaf-Bind

in 15987 the Swedish Institute for fre
Hordicopped storfed a urigue
frial to serve deaf-blind persons
with brolfe fronscriptions. 140 out
of o total of 1250 deaf-blind
patsors reod bralle In Swedan,
The service meets the persanal
nigads of the decf-bling person
wiho chooses individually what ha/
e wiants franscribed into braliis;
8.9, parsondl lethers, poems.
aodresses, family news,
nawspaper articles, even
videogroms in ggn languags: To
ks fhis possiole the senvice oo
hos to cover and supply
imformation of actud fopics ond
rEviEwWE,

A oustomer cand” B setupin
co-oparation with each reader
indicoting pemsonal interasts and
R 1ha braille should bea
produced, e.qg. double of singls
spaca batwaen the lines, Ore gme
of the project is to sfirmulate the
Inferest and chility to reod brailie,
arather is 1o mop the neads of
wich o sarvice and suggest how it
snauld be aefficlently orgonised. Up
till mow 35 deaf-bind persons hove
token advantages of the service,
abcut 60 persons do it reguiary.
The project & finonced thcugh
it hinistry For Sochal Affairs.

B. Furugren
Bromma, Sweden

4861 =g-Ang
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QUEBEC

(Canada)

In Slusbec resideniiol services for
cheaf-bind oduts hove exlghed
sinca 1900, W starfad
rehobditation services twalve years
ago with three deal-tind chdnen
Since= that time 345 deaf-blind
people of people with vision and
hearing impairmant are known
from imformation supplied by tha
pubiic senvices (all ages),

The Institute Raymond Dewear (O
renobiitation cenire for hearing
impaimnant n honireal) offods
senvices to 120 of thess paople. &
miutt-disciplingry fecm waorks in fhe
folitvwing areds;

o family Counsaing

» Eoly stEmulation (ot The Cantre
and in fhe commmuniby]

o audiclogy
»  physctherapy

= soeech and lip reading
therapias

o toctile and visuod sign
longuoge

* paychoiogy
s tachnology and slactonic aids

Trese senvices cng offerad in
colloboration with the ogencies
for the bilnd. The Teom covers the
whole provinoe and we hope o
open this year g new centre in
Sudbec city, There s a great
demaond for counseling senvices
for peophs whoe hove Lisher
Syndrome soowe hove g team
who ore orgonising o counssiling
cantre at the prasant fimea

Since 1987 the provinciol
ovamiment hos accaphed
responslcilivy for its deaf-bling
population and wa hopa that ths
will comtibute to an amalioration
of thedr condition of life.

Gilles Lafabvia
Frogromme Surdi-Cecite
institut Raymond Dawar
3500 Berri

Monireal HZL 4G9, Canado

The Deaf-Blind School
Population in Japan

Regarding the populotion of ceaf-
blird childran i Japan. 1ha s
complete suney 2o for has just
bean condicted by the National
Ressarch Insfitute for Special
Education. The surey was bosed
on fha queshicnnaine saof ouf to
917 qpecial schools of the counfry
T sonools (83, 1%) repbad,

It weaas Tound that aut of 7o
sehiools, 144 (18.8%) hod deaf-
Blired ahildran i el anrcimeant
These 144 schools ncluds all typas
of special schook o8 shown In the
folkowing charf:

Types of Numbaer of
schood schools
School for tha Blind 22
School tor the deof 23

Jchool for the mentally retaded sz
School for fhe physieaiy

hondicopped 26
School for the health impaied . 19
Othear 2
Tetal 144

The number of deaf-bing
children enmilad In these schools
wara allogether 257 (oDl
rephes: 129 schools)

50 of thease chidnen wane Geaf-
pilind with no odditional
honckcops. The sight of 12 of these
childran wds 0.7 of lass and i
Faaring was Y0db or over.

The rarmaining 207 hod ofhor
hiondhoopis) n oddition to daaf-
bEndness, OF the 207, 102 had
gight 0.1 ar less. thair haoring 00D
oF ovar

Sadakeo Inamung

Incidence of
Congenital Rubella in
Japan (19465 - 1985):

A naflonwide survey of the numbear
of deaf children with a history of
matemnal nubello oending special
schioods for the deal in Japan.

Matiorwide Rubello epidemics
occumad in Japan in 655 and in
19757, This paper reports 0
recttionwicis sunvey of deal school
children ohending schook for the
dedf In Jopan, April 1984 — March
1985, Bacause G pobicy of
integrating deaf chidren into
ordinary schook has recently been
adoptad fha author baliewve thal
the numiber of cases of congerdtal
rubalia syndromea right be rouch
greater than the 365 revaalsd in
thie suneey (and than the &8
praviousy repartad aftar
Imvestigaiions in 19970 and 1978
after eoch epldarnic which
rendenied 49 and ¥ cosss
respactvehy.

9,570 deal school childran
attended 106 schools for the daof
Irs S (rotionody, Dub exciuding
the Ryukyu lgandis) in T984/5, 365/
8732 deof childran ware idenfified
with @ histony of ratemal rubelio
(not sercdogicoly confirmed). 295
had decfness alone (80.8%), 14
(4 4%) aleo hod cataract, 20 (11%)
congenital neort dEecse and 14
[3.8%) cataract and congenital
reart dissase.

Becouse of the number of deal
chddran in ordinary schools, fhe
authors calculate that the
theoratical number of deal school
children with CRS {congenital
rulseda syridromea) snould be B24
Thay conclude that g sunmsaiiance
syatem for CRE should be
astablished, (Ruballa imrmunsction
has only recently been infrocuced
Iny Sopang,

K. Uada, K. Tokugawa,
Y. Mishida, M, Kimura

Amarican Journal of Epiderniology
wvod 124, no 5 807-815

{(Summary — Fal Tookey, UK)




ARGENTINA

wiork In the deaf-bling
department of the Helan Kaller
Instifute in Cordoba in Argenfing,
This k& @ large school with over 300
chidren offarng o rongs of
speciol educational prograrmemes
cowvaring eany Irtersantion,
schoaling and pre-vacational
fraining. Al children one served by
the early infervention progromme
— bind, daaf-olind and multiply-
handicapped childrar — and af
the age of three are admithed to
the mast appropriobe ecucational
programme; Tha instifute also

serveg chlldran with emctional
problams Approwmatehy S0 of
fhe chidnran arne ol
handicopped and ars sered
whady within the Institute, whils tha
other 5% ane manstreamed ong
supportad by staff from the
Instifute. In our department. there
are Curmentty séven deof-bing
childran between the ages of four
and 17, supported by four
fenichars. The couses of the
chiidren's disalzitios G

& Ruballa
| Prarmaturty
1 Urkncwr.

Al ther children aneg relatvely [ow-
funchicning and their programimes
InCHIChS:

Dy [hvingy skis

serson-perceptive

(ross and fine motor skills

Crientafion and rcbiliby

Lesngpuage devaloomend

Pre-vocafional skills
| 'weas frained ot Parkdng School for
tha Blind in 1983-84, giso taking
cousas ot Boston College. My
colleagpuas melude Griseldo
Coteagon and Donuta Wujnock
Damuto & curranthy af Parkins on
ar: Crientafion ond Mobility course
for students with [ow vision and
muit-handicop including deaf-
Bandness. In oddifion to the sevean

Chiddren inour undt, thess are hao
nighearfunchisning children
mairstreamead In the school for the
deaf, supported Dy ana of the
fenches from the Helen Keldar
Institute. Cordoba s in e centra
of Argenting and we arg wery
concamed about the children we
do ot kniow ond aio thosewe do
ko whio it s difficult for us to
reach. Tnera are a number of
famifles in the north of Argenfing
for insfancea, who hove vislted the
Irstitute andg far whose children we
hove developed programmaes in
fhein locol schools for daaf
chdidran of BEnd chiden, We ora
cumanth imvolved with fhe Latfin
Armearican region af the Warld Bling
Unilon whiose General Asserrnibly
meaats N bao waeks fime o
consider e funding of o project
1o dscover dagf-bling children
arnd adufts within Latin Amedca.
Prowision for voung oduls 5
major concem Decas there ane
curmently no senicas to follow our
pre-yocational froining
DrOQramime, CIre mojar
devalopmert N our wok will be a
raw post-groducte courss in the
reaching of multl-hondicopped
chilkdran which will stort ot cur
Urivarsity in hMorch 1960,

Graciela Fedoll

f-Bli i
Deaf-Blind World
Conference

The Fourth Helen Keller World Conference on Deof-Blindness was held in Stockholm, Swedean, from 28
September to 3 October 1989, Extracts from o ﬁmmﬁd uﬁhd at this
ucation

future issues of ‘Dea

are published overleaf, and

* will publish more.

Below, Graham Hicks, one of the deaf-blind delegates from the UK, summarises the Corference.

Thie conference has beon an
averwhelming success with over 200
delognbes taking part,
approximately 60 of them deaf-
blind, and gathered fram over 30
countries arsund Lhe world, Herse
we have had papers on many deaf-
blind izsues, both about the
situation of dealtblind people in
their respective conntries and shout
epeific developmonts in education,
employment, interpreter servicns,
modern technolugicnl sdvances,
public swaroness ete.

Participating in this Conference,
which at the time of writing is atill
in progress, leaves one with o
feeling of having travelled many
thousands of milas. AL one moment,
wit are in the United States where
sepvices are relatively well-
developed; the next, we are tn the
Middle East or Russin, where not
only are services very diffecent, bt
the culture in which they wdst hes &
opmpletely different nature. But,
whorever we are, the basic picture
is the same. Deaf-blind people are

mutking progress. They are striving
toestablish themselves in the
environment within which they
uxist and with the ressurces which
are available to them. We have geen
and heard from many people, both
personal accaunts and those wha
speak about deaf-blindness in thedr
nnfions B8 8 whole, It is impossibie
o judge cng paper sz being more
inleresting than others, for all have
been of high quality, and probably
if equal impoertance in their own
ERTTI.

4841 2eg-Any
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FOURTH HELEN KELLER WORLD CONFERENCE, STOCKHOLM

Deaf-Blind People and People with Normal
Vision and Hearing

Alexander Suvarov is deaf-blind and was educated at the

School near Moscow, USSR, In this extract

from a speech he delivered 1o the World Conference for Deaf-Blind People in Stockholm, Sweden, he puts
forward some challenging ideas obout the education of deaf-blind children.

The question concerning the
attitode of the deal-blind towards
both people with normal viswn and
hearing &nd absolute strangers is &
cardinal one, and for the deal-blind
it iz verily a question of life and
death. I is not se moch a question
of this or that mesns of
commiinleation a8 of this or that
orientation of the deal-blind
personality. The most important
thing here is the stand he himsel{
takes — thet of dopendence or of eo-
operation, On this depends hizs mode
of life — the hiffie of o disabled
person, who copaciously or
wnonnaciously isslates himsalf from
everybody, or the porsonality of full
Lifis, wiich makes It possible for the
doesfblind to tako part in the lifie of
gociety and humanity in genoral
and makes him, lke any other
normsl person, o full-Nedged
member of differént collectives and
RTTIL -

Az long as children deal only
with adults or with children, wha
are also deaf-blind they do nat
realige their osm disability and
therefore they do not alm to
overcome it. In this way in o special
institubion thers exsts conditions
for the child be consider his
blindmeas and deafness to be a
normal state.

But this iz an illusion, and when
it callides with the reality of
everyday life the illugion of the
‘narmality’ of dealness and
bindness is dispelled and the
ConESEqUEnces can be serious,

For exnmple & myth may emerge
of the existenca of two mutually
antagonistic worlds: that of the
deaf-blind and that of sighted
hearing people. Belief in this muy
feard mochild 1o isplate itselil from the
‘enemias’ who can see and hear —
cxeept perhaps for two ar three
epecial people who are regarded ns
friends. The deal-blind person may
become spiritually dealblind too,

We believe that this nightmare of
‘epiritual’ desf-blindness can be
avgided only by inteprating deaf:
blind children into the only world
they can live in — the sighted
hearing world, as sarly as possible.

They can learn the art of living
only through eommunication with
children with sight and hearing and
as they are alss children the deaf-

biind child will, naturally, compars
himaelf with them and, as they ean
gee and speak, he will inevitably
turn on his disability all the time
and will be forced to realise it OF
course, here seripus work with
children, who can see and hear (or
L put it more broadly — with
childran, who may b hiind, bt
with normal hearing} is called for,
Ther attitude to desfblind children
ghold be built up by their mentors,

And then the dissbled child,
heving become owara of his invalid
limitation, will want to overcome it
and thus become our mest lopal ally
and asseciate in the difficult tesk of
surmounting it In his
communication with children with
normal hearing he will willy-nilly
have to use the national verhal
lanpusge, in its oral and written
form, With time he will gein the
incentive to master the grostest
number of means of communication
possible, When he grows up he muat
be able to communicate with his
neighbgurs, his colleagues and
pazzars-by. For sure, this is not easy
matter, and everything is, of coures,
highly individual, yet we expect
precisely these aforementioned
resulia from joint pedagogics and
joint edueation of deaf-blind
children and those with normal
henring.

The theory and practice of joint
pedagogics 8 only just beginning in
the USSE. The firslt man to work in
{his field and organiss it was the
former director of the Fagorsk
bearding school for deat-blind
ghildren, A Y Apraushey. He invited
children from the neighbouring
achoal to viait the children’s home,
but ot that time the attempt to
create some aort of communication
hetween thess two groups of
children failed. In 1980 a
eonstruction and pedagogical
enterprise ‘Rainkbow” began 1o
funetion. Students and children
from senior grades work here. Their
main assistanee to the children's
home was eonnected with hogss-
keeping and they drow the inmates
of the childran’s home inte thess
activities, The ‘Rainbow® organiaed
hikes and festivals for the children
and in # Inter day ite employess
began to teach children to pluy
games and o use somputare

Today scientific workers of the
Research Institute of General and
Pedagogical Peychology of the USER
Academy of Pedagogical Bciences
work on the orgenisation of joint
pedagorics. This work i conducted
under the gutdance of the
Candidates of Sciences (Paychology?,
Asalstant Professor of the Mosoow
University, L F Obukhava. The
organisers and co-ordinstors of the
wark are AV Suvoroy and L T
Bhavelson, We have already
manaped o take our children to a
pioneer camp of the usual kind
called ‘Halute', which is located in
ihe Leningrad Region. In 1083 four
inmatag of the children’s home lived
theere [Ewn of them were attached to
one Young Fioneer dotachment), In
Aunpgust 1988 we already brought
pight children and they formed &
sperial detachment. In spite of this
wplation of an organiaational order,
the contacts of var children with
those with vigion end hearing were
wetive enough. The apecial
detachment even contributed to the
ereation of & free and easy
stmosphere and of goneral goodsill,

It is two years now that the
digirict headguariers of the Howae
of Young Pioneers of the
Rabushinsky Region of Maoseow ia
working in the children's home, On
the initiative of the leader of the
headgquarters, M N Osinevsky, the
Zagorsk Children's Home hag
becomi the coneern of the most
artive pioneers, A epecial pioneer
detachment Contact’, which
inclades children of differeni ages,
has been organised at the House of
Pionesrs. The children know the
finger epelling alphabat and learn
the Lorme code modified for the
Russinn langusge by N N oand ¥ D
Krylatow (both husband and wife
ara employess of oor Instiuate; N N
Erylatov is deaf-blind). Besidas
taking part in pant festivals and
hikas, tur pioneer detachment
arganisas joint excursions,

Jdoint pednpgrics envisages the
inclusion of disabled children into
the world of healthy people. At
present disabled pdults find their
way into it on their own. With me
Jmint pedagogical setivities is the
main opportanity to participate in
{hue Bife of the great world.




REVIEWS..RESOURCES...CONFERENCES...

The Osimo Conferences

The procsedings of the lost Osime

ence which wos held in
HD'-II::HI}HF 1988 are availoble. Mlease
opply to:

Tha Secretariet

Eurcpean Conforence

ings 1988

Lega aal Filo d'Oro

iz Montecerna |

S0027 Cuime (AN}

oty
The prics is 20,000 Lire incheding
poshoga.
European Conference on
staff Development in Services
to Deaf-Blind People 27 —
31 May 1990. First Invitation

This working ::mﬂerfmm will consider
imporiant tipech of raining ond
supparking staff in their work with decl-
blind childran and yaung adults: It wilf
be I:If:inhrw fio oll those invealved i"rh
iding or ceganlsing raining |
E;E. whathar in : . u&?:lill-lgerl:r'e;i
associhons, cobagas or universibes

Background

The pravious conference was held in
Csima in 1988, On this occosion,
partici fram nine European
countries explored many aspects of the
philesophy and structure of shoff
developmond progrommes and shored
information and ideas regarding thair
barmat ond contert. Several initiatives
graw aut ol this conferance; the
eslablishment of working porties for the
joint production of training materic,
an infernational seminar in Cslo in Ma
1%8% and a lorge number of .im:|i-ri|:|uur
stoff exchanges Sroughout Europa. in
addition, there wos o sireng demand
for @ follow-up conference. The Lega
del File 8" Oro kindly offared ko host fis
sacond conferance.

: The E?Eﬂugmhmn:u du::;nslm!e-:l
Ihe dhcndy uppmud'has =1
followsd in StoHf Develepment
p%ammu throughout Europa. In the
1590 Conference we will examing some
of the foctors that have influenced heow

these ap hes hove developed,
shara in [ Fha curren
stake af n comomeealion and

explore possibilities of fulure joint
progreds,

The Canference will bagin ot 10am on
Sundey. 27 May, 1990 and will dose f
| 2 novan on Thursdoy 31 Moy, The
following fopics will be axplored
through plenary sessions ond group

ECLISSETN;

1 Factors Influencing Stalf
Dovelopment

The ideas that wa hove about child

davelopment alfect the woy thot we

train our stoff, b fumn, the methads that

we use for iroining our staff will offect

their shde of wark with deof-blind

children. We shall examine the way

that different philasophical backgrounds

ean influence fe woy we truclure cur

Stoff Development Pregrammes,

: A nuMF othar carn affed
v 5 cement FOMmTEs are

planned. Speakers Frmptdzﬁmnr

ecuniries will be invited 1o identify the

influence of foetors such as:

-+ the lunetional level of fha deaf-blind
persons;

- gﬁgﬁuphiﬁ:ﬂ location of the centre

the suppert systems that are

ovailoble;

-~ occess bo ressarch [ierghure end
wpsrvision,

2 European Co-operation

An evoluotion af the progress achiowed

50 for in the discussion on joint training

mcterials, in pregrommes

and othear mestings. Discussion of

passihle fdure orecs of co-operation.

3 Exchange of information, Ideas and

Matacial

Time will be allocated for participants o
Irate some of the moterials and

share prociical ideas in small werking

e

Cost

The registrofion fee will be 500,000

lira. This will cower hetel

accommodabion for the nights of 28, 27

28, 29 and 30 May, plus meak and al

conference costs. Arrongements con be

made, at axira charge, for participants

to prolong their sy,

Registration

Preliminary registration should be mode
na later than 20 December, 1989, 4

ramme and hurther mfarmation will

sent to opplicants in January 1990,

Tha maximum member of
E:Hcip:nh is 3%, The orgonisars cre

n o ancou as HI In
represenialion os possi F mia
therefore be necessory to limil H'i
number of spplicants fram each

esunlry, so early opplicafion is
ndvis:lﬁe.

Far all hether information, pleass
cantact the Secretarial, Eurcpean
Conference an Staff Devalopment, Lega

ded Filo d'Cra, Yio Moatacerna 1,
40027 Csimo [AN], oly.

Sint Michielsgestel
The house style and telephone member

of the Instituut voor Doven in Sink
ﬂ;l?ﬁﬂ the Methardonds, howa

?r- Frumd.lnn'iu the h:;hwhm Doven in
intMichiea :.F.-h.-l et
Eikenheuvel in Vught and hd'l.t;ﬂh:.-"
Vingerd in Vught can be reached via
ane central nember:

{04105 B111.

When colling from obroad, first dial the
international oocess number, followed

ST A105 8111,
With the new telephana installofion in

use it is now also possible jo dial the
one numbers in the insditute directly,
& number for direct dioffing is;
041058
For examgple: the telephone number of
the inEurﬁmuﬂun sarvice in the Instituat is:
A54

Far direct dialling
04105 B358.

4851 20q-Apnf
UGHDSNPT PUIG-Ioed]

choase:

Australian and New Zealand
Hwﬁsmuhnn' ion of Educators of

Visually Handicapped
[ANZAEVH) Conference 1990
Date: 7 - 12 Jonuary 1590

Yanue: Akoronoa Cam
Avcklond's Nmﬁﬂwrfus i
Thame: Te Are Kotahitanga' (Planning
and Warking Togethar]
All ires fo:

rs Jannie Hill
Pregramme Co-ordinator

Homai Collaga, Private
Monurawa "

Phone [0F) 264 7109

Poitiers Conference

The Eﬂn&di aof the #th lAED8
Cantarence, ':ﬁch wits held at Poitiars
Fresnca in Ju|}r 1987 ore now availabls
Please write to:

APSEA,

{Association Mafional Paur Los
Sourds Avengles)

18, Bua Eiex

FS018 Paria

Franca

Sary which longuage text you require —
Franch or '.;n ush, unj‘al;:tcnlnﬁt o

ntot 108 Fran ncs, which
m packing and poshage costs,
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