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A MESSAGE FROM THE PRESIDENT

ust a few weeks ago |
had the pleasurs of
chairing our meesting of

the Management Commiltees
of Dblin London, & meefing
in which many impodant
issues regarding the way
forward for the organization
are being resolved, We had
the opporundty o review a kst
of the uptoming work and
evarts sponsored under thea
Ol banner, In that fine, el us
plaase walcome aboard
Emma Fisher, whao will be
working walthun (he
Secretany's office at Sense
handling a lol of tha offica
and clerical needs of our
associabon.

A you will recall, we had
planned a conlerence for the
Africa region of Dbl for 2002,
However, due 1o soma
urforeseeable
cifcumstances, wa have had
fo postpone that event for the
tirma being. On a more
posifive note, in Marzh | had
the honor of attending the
first South Afrncan National
Conference on senvices o
blind multi-impaired and
deafblingd children. This event

EDITORIAL

I ife here has been very
busy sinoe tha last
issue and it's been

very goad o hear from 5o

many friends from all over the

world during the Spring. With
the theme of the magazineg
ieaning, yet agan, toward
communication | think we can
ail agree that getting in touch
with pecple who are far away
haz, at least for many of us,
really improved as a result of
naw technologias being

was organized by Sam
Boshialo of the Sibonils
School, along with Anks van
Hearden of tha Plonger
School, and the commitiees
for the multiphy impaired of
the South Africa MNational
Council for the Band. Owver 70
pecpie from many schoots
throughaut the country wers
in aftendance,

To see 20 many gatherad
iz leam-about deafblindness
was most inspifng. Mot [ong
ago there was only onge
pragram for the dealblind in
South Africa, at the Pioneer
School In Worcaster, In
recent years the Sibonile
School's program was bagun
by Sam Baoshielo o serve
some of the black population,
Mow, of course, bath thesea
programs are guite
integrated, At present, there
are four schoolz semving
dealblind childran as a
zpecial focus within their
curnculum, Many olhers in
attendance at the conference
have identified deafblind and
blind multi-handicapped
children and ara planning fo
start serving them in the

adapted and made more
widaly accessible and
eHordable to us all. Cna of
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coming year. Theo Pauw,
aone of the eaily foundars of
Dbl and godiather of
deafblind education In South
Africa, presented a keynote
address, in which he
axpressed his exciiament at
seeing this new expansion of
intaragst in deafbdindnass
within his country,

We now look forward to a
maost comprehensive
program that has bean
planned for ihe 5th European
Conference baing hald this
Summear in the Netherfands.
It iz wery good news that
aboul 85 peaple from Certral
and Eastarn Europe will be
spansorad to attend this
event, with lofs of suppor

our lead stones this dma 13
aboul "The Link™ in Yictoria,
Austrabia, Here's an exampha
of technolagy providing new
opportinities with great
success. [mcantrast, and
accenturaling the parscnal
touch, Daniel Alvaraz Reyes
from Spain describes the
development of his own
COMMURicaikon syatam, and
revaals how it aftects his life,
Thosa who have rmet Daniel
ara fascinsted by the spesd
at which he works with his
interpraters and this arficle
provides many personal and
revealing insighis
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fram NGOs and the
European Lnion, Cur thanks
toa go to the many Eastern
and Central Eurcpean
agancias wha have
expressed intersst in hosting
tha next Eurcpaan
conference in 2005. We will
s making a decisicn an the
applications within the naxt
couple of manths.

We are all looking forward
ta the naxt Waorld
Conference, io be held in
Missassauga, Ontaria, in
2003, hosted by our friends
af the Canadian Daafblind
and Rubella Assaciation. We
will rave much mare detail
about this meseting avallable
al the Holland conferanca,
but im the meaniime you can
wisil thedr web site at

| would lastly remind yau
that wer take rolling
applications for hosting
conferences. You may apply
at-anmy time for.a fulure
canferance, Therefore if you
are interested in hosting he
world canferance o be held
in 2007, please contact
Emrma Fisher at the
Secrefarial for an application
form.

Michael Collins

Withaut our email hara we
gerainky wouldn't have been
In touweh with Kathlean Pnme,
whose timely thoughts | am
sure will being har many raw
friends. Dur old friends. Jan
and Graham Scahill from
Mew Zealand also use this
medium b share naws. Thay
gre at the centre of
conference organisation in
the Southern Hemisphera at
thé momant — as ara many
others in Eurcpe- 0 enjoy
the mestingz and keap in
touchl

Eilesn
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DEVELOPING COMMUNICATION

Introduction

Whan an individual loses their
hearing, they begin to rely on
other methads of
communication. The mathod
adopled will depend on whether
ihe Individual has congenital or
acquired deafness. Individuals
wilh acquired dealness may be
able to continue fo express
themselves orally, but, in both
cazes individuals will change
thair raceplive communication:
lip-reading, sign-language,
himodal, ete. All these
receplive methods are visual,
i.e. the deaf person "hears”
through their eves.

owever, what

happens if an

individual is Hind or
saveraly visually impalred as
weall a5 deaf? This presents
far mora sanous problems in
terms of communicaiion. As
the individual can na lenger
usa the visugl or audio
channels of communication,
he iz eft with the sense of
tauch. The hands act as tha
channel for recepiive
communication, using
sysiems adapted for
receiving information by
touch, and ‘as the means of
gaining iniormation about hes
surroundings.

Effective communication

& therefore the key to social

The ‘Dactyls’

method of
communication

Damiel Alvarez Reyes, President of ASOCIDE in Spain, describes how his personal
communication system has developed and how it has made communication easier...

imtaraction for deafbling
pecple in their social and
cullural environment. Both
prifessionals and deafblind
pecple take a kean interest
in any developmani relating
o communicatian, in tha
saarch for quickar and more
effective methods of
cammunication.

Oneof the greatest
problems with the methods
of communication used by
deal people, especially with
manual slphabets, is the
slow spead in transmitling
mformation. This is bacausa
communication is parformed
manually, letter by letier,
using different finger
positions ar writing letters
with the Index finger in the
palm of the hand, Pressures
af time make it difficult for
ihe spaakar or inlarpralar 1o
use ihese sysiems o
transmit infarmation abaul
what iz being said and what
is happaning ir the
surroUnding area,

Ancihar method, sign
languags, which does not
rely on the alphabet, olffers
greaier potential asifis &
faster method. Deafblind
pecple who leam this sysiem
can recaive infarmation mare
quickly and effectively with
sign language than with tha
manual afphabet. This is the
main advaniage of sign
lamguage as.8 basis for
develaping faster
coemmunication for those who
usa manual alphabsals.

Deafhlind
people who
learn this
system can
receive
information
more
quickly and
effectively
with sign
language
than with
the manual
alphabet.

Daniel’'s method

Sign language iz the first
languaga for individuals
gifecied by congenita
deafress, If they later loss
their sight, they can adapt
Trem the visual to the tactils
version of sign language and
coniinue to uss i Howeaver,
individuals wiha losa their
nearng in iatar ke do o
generally leam sign
anguage, People with
acquired deafness usually
learr one of the manisal
alphabets, since thess relain
the siructure of spesch. It s
atso difficult to leam sign
language, though an
individiual many learn a few
signs or basic symbols

1wl nenwy Expliasn my
method of communication
which devedoped naturaidly. It
has always altracted a lot of
aflenbion.and interast from
professionais and deafolind
paople, ol only in Spain but
worldwide, They have askad
T G many occasions to
write an arfichs an my
methed, In fact this method is
already bang imitaled by
interpreters and deafdind
people in parts of
Scandinavia and Latin
Amarica dus to tha
advantages it ofiers in
communication

Befors | expiain the
rreedned., | sRedid pamt oul
that | have amed and used
slgn larguags afhough my

ot congenital. |

geainess s
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DEVELOPING COMMUNICATION

leamed sign language at the
age of 18 whan | lost my
hearing. This knowledge of
sign language was a decisive
factor in develoging my
sysiem. | hops o présent it
as clearly as possible,

The combined
alphabet and
sign method

The system | use, which |
reter fo as "Dachyls”, has
always attracted attention
due fo itz speed of
communication. Thiz becamsa
apparent In meseiings and
international conferances as
my interpreter completed the
translation before other
interpraters. What was the
reason?

by systern combines the
Spanish manual alphabat for
deafblind people with signs
from Spanish Sign Language
[LSE), adapted for usa in the
palm of the hand, i.e. it uses
both letters and shgnz in the
nand. Depending on the
information, it either spells
out the ward letter by letter
or, where there iz a sign, this
i representad in the palm of
the hand; the greater tha
number of signs, the quicker
the tactile communication.

| have incomporated the
most CoHmmcn words as slgns
irn this systam and have also
included many technical
wiords relating 1o my work in
the field of deafblindness.
Less common words, aficles,
pronauns, etg, are apelt out
with tha manual alphabet and
the structure of speech is
retained through the use of
signs and letters.

| have already included &
targe number of signs and
with practice continue o
increase this numbsar. |
initially included signs made
on the face but found this
vary Inconvenent 5o now
limit gigns to the hand, wrisk,
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foraarm, arm, shoulder and
chast

Most signs use just one
hand, but two hands may ba
used when necessary o
adapl & sign,

Keys to using
signs

The signs used are based on
Spanish Sign Language and
represented in the palm of
the hand. Whean a sign s fot
easily intelligible in the palm,
efther dus to its position ar
mavemant, it is adapted fo a
close varant. Ona very
important rule is that signs
miust be understood clearly
and quickly by touch so it
may be necessary 1o changa
signs or on occaskons o
imvent 8 new aiternative sign.

Keys to
developing
the system

Dne of the keys whan
adapting this system was to
consider the-hand, from the
tip of the fingars to the wrist,
a5 the face of & person,
Therefore if an LSE sign was
made an the face, this sign
would be represented on the
palm of the hand with the
zame configuration and
mowemant, Forinstance, if a
3ign was made on a specific
part of the face, the same
sign would be made in the
carresponding pesition on the
palm; the forehead is the
uppar palm, the wrist
represants the nack, the tip
of the thumb the ear, etc. To
[Hustrate this,

Think

Ir the same way, the wnst
can represent the neck, and
the farearm the chesf io
reoresent signs.

C
%%fi
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However, many signs ars
alsa mada in the palm of the
hand, wrist or farearm which
do not necessarly reprasant
the head, neck or chest

Clarity iz one of Ihe most
important factors which
adapling signs: a sign must
be represented 5o 85 o be
undersiocd by Iouch either by
its position ar by movement,
and tha head-hand analogy is
nct a fixed ruke,

Advantages and
disadvantages of
the system

Thiz system does ratain tha
same structure a5 speech in
transmitting information. The
use ol the manual alphabei
alone, Le. communication
letter by letter, is slow and
does not permit an indvidual
o follow the speed of speech,
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y whan peaple

el There s alsg
10 transiate, o “see”
ppering i ihere ars

e

What is
vitally
important
to me is to
be able to
gain clear
8 and speedy
- information
nane " ~ about what
: - Isheing

= said and
what is
happening
around me
and to be
able to act
accordingly.

(1]

The perception of emotions in
others is very important as it
enables us to be more expressive.

to each person ar interpreter,
which takes fime. For this
reason, very few people use
it (frimnds, regular
interpreters, eic). It would be
nacessary o draw upa visual
dictionary showing how o
reprasant each sign, if the
systemn was io be used more
widely. [t would not be
appropriste to develop the
svetarm withoul such a
dictionary as gach deatblind
person would use their own
signz thal could not ba usad
o communicate between
each other. if an miarpretar
learned the signs for ong
deafblind parean, they could
niot be used or understood by
anolher,

Cne further imporant
advantage s that by
caombining letters and signs,
the mathod can rapresant
information about tha
emctions of the interpreter or
speaker. it is possible to
capiure nervousness, by a
zubila changs m the way of
represanting the sign, &
greater pressure, ate, ILIE
aist possibie to note that
thay have losl the thread, kst
nterest or are either fired or
dalighlad ta be speaking.
This is very imporian
infarmation, as it allows us to
Bopreciate emations ihal
cannot be sgen and tones
which cannot be heard

It Iz & pleasune to know
when gur interpretar is
laughing or tellz us that our
speaker is laughing as we
pan respond with & smike

The perception of
emations in others is vary
important ag it enables va o
be mora. exprassiva. If we do
rot know whal is fhappening
arourtd us, It ks not surprising
when deafblind people
ramain lacking in expression.

Conclusions

When | bacame deafhling, |
began to use the method of
writing Capital Lettars in the
palm of the hand, 3-sysiem
thal provad very slow. |
therefore started to
incorporate signs (| knaw
Sign Language), o increase
tha spead of communicating
Information. Later | iearmed
the Spanish manual
alphabet, which is much
faster than writing in the
palm, which enabled me io
develop a parfect
combnation for recaving
Information as words could
be either spel gul or signed
ag appropriate,

This svslem changad my
lifg and has proved
tremendausly useful in my
widk, In-attending
conferances, seminars and
meetings, and in gl activities
| undartaka, What s vilally
important o me is o be able
o gain elear and spasdy
infarmation about what is
balng sald and what |3
happening around me and to
be able to act accordingly.

As this systermn has baen
vary- useful for me, | believe i
could be very usaful for many
others,

| wiould like 1o thank all
those who have coniributed
ta thie davalopment of this
sysiam, which gives me the
most effectve commurication
| could sk for.

Translated by Julie Alldsy

Obl Review
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The Link

Deaf-Blind

AFROCINTHIR

ollowing a submission
F to the Mational Office

ol the Intarmatian
Economy (MOIE), The Deaf-
Blind Assoclation was
successful in receiving an
Accessability grant in
september 1988, The grant
was 1o astablish, avar a twao-
vear pericd, & Computer and
Internet Access training
pragram, with appropriate
adaplive technology, for 10-
15 paople with deafbiindness
in Victoria, subsequantly
ramead *Thea Link"

Thiz project started from
nothing and we are
constantly leaming new
things! Cur exparence (o
daia has reinforced the need
for customised programs 1o
meat the individual neads of
participants. This means
addressing nal only adapiive
technology requirerments bul
also screan colours, font size
preference, and sequencing
ol rsunirg modules,

The Link iz proving 1o be a
unkgue and wonderful
opporunity o reduce the
isolation of dealtlindness and
we gre very excited about the
axtansion of his cpporiunily
beyonrd Vicloria

A typical day at The Link:

W Checking and making
repairs if necessary o the
EDITIFILI[EFE.

B Trauble shooting any
probems people may
ba having.

B Reinstalling programs
when necessary.

B Communicating with
visitors.
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B Helping with signing
classas at The Link,

B Helping tosohve any
problems accessing the
Intermet at The Link, or
avan at thelr hame,

B Listening to ideas and
answenng any questions,

B Making sure sveryone has
iea, coffes and milk
avaltabla for the day — very
imporiant,

B Co-ordinating olher
valuntesr support 1o
assksl any participants
dropping-in

B Answanng the Telephones
Twvpawriter,

B Making sure The Linkis a
safe, clean and fun
emviranment

Intranet
Home Page

Civer the past vear wa have
pul tagethar an Intranet home
page that can be read by
evanyans wno visits The
Link. Every computer in Tha
Link netwark can aocess this
gnd input from volunieers,
tralnees and stafl is
encouraged atall times,
Tuition ig given in designing
the home page, how to-add
additienal information and
surfing The Link's Home
Page. As people became
mare canfident in using,
dasgning and adding links o
this page it was uploaded to
the Inlarmeat and mads our
launch onta the Waorld Wide
Weab possible.

[hitp s neispace. nel.aw
~dbalink}

Celestine Hare discusses the development of a project that is changing the lives of
disabled people in Victoria and acrozs Australia.

Celesline Hare

The Link iz a major volca
in informabion and technology
for people who are deafblind
threughout Ausiralis and
there iz no tuming back!

Being able o cusiomize
uzer profiles has beery an
azsaniial elament in the
success of The Link. Each
cliert can be assurad a1
startup that they can read the
scraen with the following
customized settings:

B display seflings —
background colour and
text colour and size,

B mauss poentar — gaze and
colour,

B email account — private
account whara they have
conired over how many
emallz thay recehve and
who from.

Our
experience
to date has
reinforced
the need for
customised
programs to
meet the
individual
needs of
participants.




Check the
Lirsk; ot
yaurself at;

hittpo e,
netspace.

net.aul

~dbalink

Tha Link, 3rd
Floor, Rass
House, 247
Flinders
Lane,
Melboume
3000

Australia

Teut: (03)
9630-7000

Feax: (03)
G550 3689

Voice: (03)
88547133
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The Link in action!

B infermat favourites foldar,
B desklop lcons,
B slartup programs,

Identifiable
outcomes and
benefits

Access to private emaill
accounts
Email gives paopbe with
dealblindness instant access
lo-a wide range of information
and people, with ralative
immiediacy. Prior o email,
they had to rely on having
thedr writtern material in lange
print, Brailla or read Lo ham
by another person,
Farticipants can now talk
o emall friends arcund the
world, can organiza social
outings-and arange senice
with agencies with sase and
redlability,

Internat Relay Chat
Chatting on the computar
was makhiy conducted at The
Lirnk with known peoplia.
Monthiyv technical meetings
wers conduciad without an
intafpreter as participants
couid each sit gt 8 computars
and participaie by typing and

reading. Whanever there
were more fhan two
pardicipanis waniing a
canvarsation or whan visitors
arrived, they could corverse
vig the computer.

Generally pariicipanis
wers reluctant to jain an
online chat room &s the
gpaed of the chat was oo
miuch to read snd they felt a
little Intimidated by the lopics.
At one stage they iried to gat
up & chat room but the
program did net suppor
customized screen display
setlings and they were nat
abla o participate,

Internat

All the obvious advaniages of
ther Internet are egually true
{ar people with
deafblindness, Looking up
fooiball and crickel scores,
checking the weaiher,
regding the newspaper are
regular highlights and even
mare assantial as deafialing
paople don't hear the scores
on the radio, TV or read them

ghie o lellow theer &0
interests; Amencas o

atl banking and shopping
anlineg but are still vetlo take
up this activity!

Word Processing

Genaral independanca in
word processing has
produced regular newslettars,
maiing labels, aficles,
megting reports and
agendas, invitations and
lettars

Scanning

Scanning has allowed the
incorporation of photes in the
above documents and has
proved vary popular in emall
cormespondence,

Taxl scanning with optical
character recognition has
gnabled completa
indepandence tor paricipants
i reading all manner of
correspondence, This
material is read on the
campuler via Braille or
printad in Braille for
permanant copy.

The Next Step

The Link is an essential
sarvice for peopie Wwith
deafblindness, and we plan
o continua o enhance fha
Train-the-Trainer program
basad on the knowladge and
gkills established aver ihe
last two years. The provision
of training to interstate
representatives will be a key
in making this program
national,

The deafblind community
has embraced the
opportunity o develop fheir
computer skille. The mpact
of-technorogy in reducess

ls [}



DEVELOPING COMMUNICATION

Aspects of acquired
deafblindness

Anneke Balder, Chair of the Acquired Dealblindness Network and co-ordinator of the
Unit for Deafblindness of the Netherlands Foundation for Rehabilitation (formerly
Stichting Doof-Blinden) writes abaut acquired deafblindness and the peaple It allects.

Awareness
raising

is vital for
the
progression
of

this work

eafidind people are
people who are deaf
or hard of hearing

and blind or visually impaired,
When we talk about acguired
deafblindness we talk about a
group of deafblind people
whi have acquired thair
deatblindnass later in lifia.
There are thres groups of
acquired deafblind peophe;

| people born with normal
£ight and hearing.

2 congenitally deaf or hard
af hearing people with
acquired problems with
thelr wision,

3 congenially blind ar
visLiaily impaired people
with acquired problems
with thalr hearing,
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It is clearthat g person who
is born with narmal sight and
hearing and who acguires
deafblindness because of an
Iirmess, accident or anothear
reason, belongs to the
acquired deafblind growp, But
congenitally deaf or hard of
haaring people who get
serous problems with thair
wiskon (lika people with Usher
Syndreme) and congenitally
bhind or visually impaired
people who get sarious
problems with hearing belong
I3 the group of acquired
deafofind people too. That
means ihat the group of
pecpie with acguired
deafblindness is a group of
pecple with very different

backgrounds and a complax
set-of problems. Some of
the difficuities that
Individusls have
encountered can bean sean
In the stories balaw.

Esther

Esther was bom with a
saverns prograssive visua!
impairment. Shortly after
her fourth birthday, she
became tofally biind. Sha
want (o a primary school for
chitdren with a visual
imgairment and altended g
rormal sehoal for her
sECondary aducalion. She
starnted o frain to be & social
workar. i the firsl vear of
this course, she had severs
problams with haaring, the
cause of wiuch s uninown,
A heanng ald was made
avanabie, and with the help
of different guides,
valuntears and frends
Egther can finish her
gducalion.

Henk

Henk is cangenitally deaf
Az & small boy he wenl loa
school and group home for
deaf children, Sa Henk
grew up in the deaf world
and sign language was his
first languags. From when
e was vary young, Haeink
had problams with night
blingdness, When he was
about teen vears oid, he
slared having problams
with sight during the day.
Whean ke was nearly 30
vaars old, his wision
becarms 50 bad that he
could not saa sign
ignguage any more. Ha
Deedme severaly saocially
isolated, because he could
nol communicale any mors
with fiis family and friends
in sign language. He had o
{earn another form af
communication. For Hank,
faciual sign language is
S0ma wing of solubon,
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Micole

As g resull of meningitis,
Micore became deafbiind
whan she was eighltesn
yagrs old, isaialed from the
people-around fer, who
couhid nol commoticale with
har, she sulfered fram
savars deprassion. Then
somesne showed her
felters in rellal. Sha
recognised the lefters and
made words with tham.
Then the cammunicaiion
with Irne padgole aroundg har
developed quickly, She
fearnt facival inger
speiling, Later, she
discovered the Lorm
system. The advaniage of
Lorm 15 ihatl her friends
ream o use it in about an
hour. Braille gives har
FCoess 1o the compLiter
she can sfudy, wark wall
the compuler and Lse g-
mal and the interngl o
kgep her social confaots,

10

Riet

L am B8 vear ol | cannof
fear any mone and my Wsion
is very bad. Some yearns ago,
when I was only deal’, | cowld
undersfand e people by iio-
reading, That is impossible
rmaw. | have given my
telgvision fo my
granddaughler. Reading is
impassible and the mnging of
tfre howse bel | cannot hear
Burt the mast ternble thing is
ihal people do ol cofme fa
Wisil ma any more, Decause
ey cannot falk with me.
Oftan | think it is evening and
it isanly 3.00 arm. | ao ol
want o lve any maore

Number of
people affected?

Careful estimates, bazsed or
different research say hat'm
avary millsan peapla at least
250 are deafbling; 10%
belong fo the group of
congantally ceainling peopse
80% o the group of acquired

Looking at
the needs
of acquired
deafblind
and elderly
deafblind
people,
you see a
strong
need for
sServices
and
projects
with an
emphasis
on rehabil-
itation and
support

deafblind people. That means
that the group of acquired
deaftdind people is much
bigger than the group of
congenitally deafbling people
Tha zad fact is-that {even 0

Eurppe] we know |ess sboud
the kind of services scqulrad
dagfiling psople nesd. han

about the Kind of senvices
SO eTHIEIY OEsian DeslRE
aod

When you ook at the age
arge within the whole-groug
2F oes’hind Dedpia Wea sas
nal Tooe &re older than 65

Y= Odoar than S0
oid. - Anzlysing the

X csifian of Ihls group ol
obd and very old deafbling
opde we had o ooncluda

thair ags: thay ara Domn with
normal sight and hearing,
nay navea had a normal
=ncial and working career
and acquire the dual sensory
impairment later m ke,
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A special need
for services

Although thera s no common
agreemeant yet about the
blusprint for sérvices for
ecguired and elderdy
deafblind people, some
things can be said about this.
It iz good 1o ramembear fhat
acquired dealfblind people
have acqulred the
geatblindness later in hfe.
That maans that they hava
had g normal developmant
from childhaeod to adulthood,
Looking at the needs of
congenltally dealblind paopls,
you see a strang need for
samvices and projecis with an
emphasis on development
development of
communication, development
of all day Iving activites and
the developrment of mobiity
Looking ai the neads of
acquired dealbling and
eiderly deaiblind peopie, you
a8 a strong need for
services and projects with an
emphasis on rehabilitation
and sugpart, beth focused on
maintaining independanca.
With regard 1o
rehabilitation, the aclivities
thal are important are

January - June 2001

IEATTI NEw Communication
skidle, traimng for mobilify
pavehosocial help and all
daily living acivilies

With regard to support
sanices we must think about
sanvices like \nferprating
zanyicas, guideshalp sarvices
and volunieers,

Developing
awareness

Paople who work in the field
of elderly deafblindness all

= ._

-._..1-
'--..."__ &
4 3

e
e
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krow Now imporant raising
BWwareness s for BYaryore,
AWwarenass raiging is vital for
the progression of this work,
Ona af the main prablems s
that elderly deatblindness
often s not recognised as a
dual-sensory impalirment
presenting special prablams,
Az a result eiderly people
ara living In aformous
lzelation, because people
ground tham da not know
how o communicate and
which lechnlcal ajds are
avallabls

Making the world aware of
gealblindness, a5 one of the
problems of old age, i= an
activily that must be
underiaken Ir the years 1o
come. Allhough if is-a big job
wie miust start planning this
activity, because it is & saq
reflection that evarywhere in
tha world old peopla with &
dual-sansory impairment are
living more isolated lives fhan
nacassarny

1




INTERNATIONAL HOLIDAYS

Holidays for deafblind
people across Europe

Jan Jakes paints an amazing picture of the holiday programme so far — this year the holidaymakers are
all off to Switzerland and conid be skiing in Austria soon!

he idea of organising  chance io meet deafblind France in 1838, We agraed
international holiday paople from olher countrias; that the programmes would
mieetings for deaf- My idea was a8 "recreation include spart, eultural, |
blind people was bom inthe  and reiaxation” stay with a educational and social
surmmear of 1296 during a programme that would make  activities,
disgussion with the late Jean- it possibla ler the parlicipants Tha aim was o provide
Frangols Guarineau, the then  to meet each other, establish  deatblind peapla in Europe
director of CAT, da la parsonal contacts, share their  with the following practical
Jan Jakes Chauma, who was visiing gxperiences and get to know  opportunitias:
Prague _ lh_a host couniry. | d:_&tussad B o meat sach other,
| was thinking about the this plan with Jean-Fra nGois astablish and devalap
idea of inviting deafblind Guerineau and asked him for interpersonal
pesphe from varous help in-camying it out. He communication:
European countries o spend agreed and suggested that B ]
thieir Ip'lnlida}f in the C?EEFI:E 55:!’1 slays shn:-?..';ild ba W 1o share tr"&;r Habalencgs
Republic. | wanted to create,  organised in a differant and:ioen|ay el Grmmon
even for those deafbling country every year. We e
peopie wha do not have decided that the first stay B o ge through an
professional contacts among  would be in tha Czech imteresting haliday
the daaiblind community,a Republic in 1997 and then in programme logather:

"faia

ad

S —

Making new friends!
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INTERNATIONAL HOLIDAYS
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Drumming!

W ic get acquainied with
vanous counties and how
deafblind people ive in
tham

W o develop and deepean
thair cwm inlitative and
activities; and

W o represent their own
organisation and couniny
by organising one of the
intermational holiday stays
thamsalvas.

There have bean three
international hofiday stays so
far, The first cna was
organised inthe Czech
Republic In the summear of
1997, It was aitended by 17
deafblind people from sevean
European countries. lis
programmie conststed of teo
paris. First there was a

weak's stay In the mounfains:

hiking, horse riding, sauna;
hot-springs, swimming, an
avening sccial avent with Ive

January = June 2001

music, an evening by the
camplire, discussions and
talks, The week in the
mountaing was lollowed by a
two-day stay in Prague, the
capital ef the Czach
Republic, its programme
included sighlseaing in
Prague with free fime for
shopping, walking, and a
farewell evening party

The second holiday stay
far the deafilind pecple from
Eurcpa was in La Rachalia,
France, in Septambear 1998,
The stay was organised by
Jean-Frangois Guerineau
and Flarence Chavalller,
Eighteen deafbiind peopla
from six European coundrias
paricipated, The programms
offerad thips to inferasting
sights on the Atfaniic coast
(hawsar workshop, oyster
park, histoncal towns with
ramparts and balilarmenis),
sightseeing In La Bochelle, a
visil 1o a marine mussum

with fisharmen boats and an
oceanographic ship
excursion, a boat trip to the
slard of Alx, 8 pienic, graup
ard indwvidual talks, and
avening sccial events,
Durirg the first hiolkday
stay Peter Vanhoutte; a
deafblind participant,
voiunteered to organisea a
similar haliday stay in
Belgium. Thal iz why the




INTERNATIONAL HOLIDAYS

third Eurcpean deafblind
hellday, ELURG 2000, 1ook
place in Belgium, This
maaling was aftanded by 16
deafblind peopie from nine
European countres. Thea
organisers, Peter Vanhoulie
and Koan Amerlynok,
prepared-a rich and cobourful
programme. It was a
combination of sparfing,
educational and cullural
activities, multicuitural
communication,
acguaintance games, and
lalking.

The paricipanis visiied
farms, a museum and a
Flemish Brewery, They also

vizgited the word famous high-

tech centras on speech and
audio=-visual technoiogy
'FHanders Language Valley'
and 'Lemout & Hauspie'

During the last evening of
the Belgian stay, the
partcipants agraed o
organize the following holiday
stay in Swilzadand, The stay
is being prepared by ARSA

| ---'II

vAssociafion Remands
Sourds-Aveugles), FRSA
{Fondation Romarnde en
faveur des personnes
Sourdes-Aveugles) and
LCBA {Union Centrale Suisso
pour ie Bien des Aveugies).
The stay will take place on
August 18-28, this year

Itz hoped that a
Eurgpean deafolind holiday
will ba hald evary yaar, gach
fime in 8 different couniry
Several organisations rephied
fo our reguest with congrate
suggestions: In 2002, the
holiday siay will be hekd in
Croatia, and in Poland in
2003,

30 far we have met during
the summer holidays. Mow,
Ausiria has come with.an
miarastng suggestion. Thara
they would like 1o organise a
winter sport sking activily
next yveard This would mean a
chance for thoss deafblind
peope wh like skiing, ar
would like to try L to
participatal

It Iz certain that deatblind
peophe ke o visil othar
countries and 1o get
acguainted with othar
cegiblingd peopie. Thea
European holiday meeting s
& very interesting and quite
exciting axperance for many
of them, Such events can
contribute o the
establishment and
developmeant of closer
frendly relations amang the
peopbe of Europe. On tha
basis of thase socal, cultural, '
sporing, andfor other
recreational activities il =
poesible to do the following in
a practical way:

W 1o promote social contacts,
intercommunication, and
sociability;

B o raise morake and
compatance; and

B to enhance their salf-
consclousness, self-
reliance, and self-
confidenca.

Al the funfair
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For the future

It would be excellent it other
national organisations of
daalblind people weaild be
willing to organise holkdays in
the future. The holiday could
reflect wihatl is inleresting
anaut the host couniry —and
of coursa, the main task and
gaal; 1o heip the deafblind
individuals

January — June 2001

To make arganising the
gtays sasier, an informal ‘ag
hoc’ co-ordinating unit was
formed. The presant oo-
ordinatars are Peter
Vanhoutte-and |. Jan Jakes,
bath of us deafolind peoplie,
andd we are happy o co-
ordinate the holiday calendar
and offer advice,

Questions, proposals, offers,
comments, notes etc. can be
addressed to:

Fetar Vanhoutta
Dieslsesteanweag 33

3010 LELUVEN

Belgium

Fex- D032 16 2593 99
Email; peter-vanhoutte @ pi be

Jan Jakas

K Vodejemu 28
160 00 Praha 5
Czech Republic

E-mail jajakes @volmy.cz




EDUCATION IN

GHANA

Deafblind education:
a case study in Mampong-
Akwapim in Ghana

Intreduction

Deafvlingd children, or children with dual sensory
impairment, are those who have a combination of signt
.l.-y._1 hisgaring impalrments, but are nt I'l1."|.'l'.*:-'-.=:1ri|_'.'
tatally blind or profoundiy deaf. Same of these
children have residual hearing and vision,

Some of the additional disabilities the deafblind
children have are physical, intellectual and sodal
However, major problems which characterise these
children are communication difficulties,
underdeveloped motor skills, mokility, social
Behaviour and copnitive imitations. Deafblind
children may have intellectual levels ranging from
giftedness (as in the case of Helen Keller whao at the
age of sixteen lost both sight and hearing) to severe
mental retardation. Educational placement in the U5,
for example, is at residential schools for the blind
and deaf, early childhood developmental centres,
vocational training centres and regular public
schools, {(Heward & Orlansky, 1988). In developed
counitries, such as the U.S, some are able to be
integrated or placed in special schools and gain
admiission to secondary schools with supportive
assistance provided by special teachers. Some
communities also offer employment in their shops
(Kirk et al., 1993%, Due o dual impairment, these
children obtain most information through secondary

16

Ms. Grace Yawo Gadaghui is a Sentor Lecturer in the
Department of Specinl Education. Her area of
specialisation s Communication Disorders and Sciences
(Speech Therapy major) and Audielogy (Paedintric
Habilitation) and she is a teacher of the hearing impaired,
She is now the Dean of the Division of Specialised
Professional Studies in Education of the University
College of Education of Winneba.

Grace describes a survey she has undertaken this year
that gives a picture of the way in which special education
is developing in Ghana and highlights aspects of their
teacher training progranime.

senses, such as, taste, touch, smell; and kinaesthetic
means, and also by residual hearing or sight and
through indirect information supplied by others,
Since communication is a major problem, a strong
gmphasis is made on some form of sign language,
pestured, speech, tactual and speech reading (if
appropriate), and for others the use of finger speiling
to supplement sign language. In addition to
vocational training, daily living skills such as
bathing, washing, dressing; cooking,
communication, and moving around one’s ow
environment are some of the important skills
deafblind people learn

Deafblind education in Ghana

In Ghana, deafblind education started om 10" January
1978 at Mampong-Akwapim in the Eastern Region
{Gadaghui: 1998). It began with Ms. Marion Obeng, a
teacher of the deaf who was interested ina boy who
was both deaf and blind, She sought holp and both of
them had the apportunity to go to the Perkins School
for the Blind in Watsrtown in the United States {Avoke
19973, After two years they both came back and with
financial support from the CBM; a classtoom bleck
with water, hearing aids and a Volkswagen pick-up
were aoquired. In addition, the CBM sponsored a
teacher to attend a course in the Netherlands.

Dbl Review
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Mow, the Government of Chana trains the teachers
at the centre, pays their salaries, and provides board
and ladging for the children. To supplement the
Government’s ald, CBM is skl giving financial
support, equipment, and materials for teaching and
learning. This is also complemented by the Ghana
branch of World Vision International.

Admission is by assessment conducted at any of the
assessment céntres in the country. The centre has been
active in promoting its activities with workshops for
parents and as a place to make visitors aware of how
teachers shape the lives of these children and help
them to be independent.

Mevertheless, the deafblind department is the least
deveioped of the spedial education schools in Ghana. 1t
is not autonomous, but under the administeation of the
Demonstration School for the Deaf at Mampong-
Akwapim. To créate awareness of the activities of the
deafblind programme in the department, a survey was
carried eul from 1% of February 1o 16 February 201
on the school,

Objectives

The aims were three fold:

i} toidentify the strengths of the children's
functioming capabilities,

i} toproject and promote deafblind awareness to the
pubilic,

iii} to determine the need to focus attention in training
teachers for deafblind education in the country.

Methodology

Population

Teachers of the deafblind and deafblind children
participated in the study.

Sample

Seventeen participants were involved. Seven teachers
made up of Ave females, including the Headmistress,
and two males, and ten deafblind pupils (one female,
nine rmales) aged between 10-25 yvears participated.

Research Design
Qualitative research tools, such as questionnaires,
interviews and observations were used.

Procedure

Interview questions and a guestionmaine were used o
gather information from the seven teachers on
enralment, academic and professional qualifications,
and the institutions attended for deafblind education,
In addition, identification of causal Factorsin the
deafblind children at the department were addressed.
How courses were taught, principles adapted and
communication modes applied, were all areas of
interest. Equipment and materials used to facilitate
teaching and learning, problems and suggestions to
enhance public awareness and teacher competencies
were also part of the questions participants answered.

January — June 2001

Findings
i1 Enrolment

—

Investigation on enrolment and teachors”
professional levels reveated that there are presently
soven leachers with a diploma in the education of
the visaally mmpaired. Five (71.4%) had their
diploma awarded by the University College of
Education of Winneba. The remaining two {28.6'%)
had their Special Education at the then Spectalist
Training Colfege of the Blind at Mampong-
Akwapim and at the Perkins School for the Blind,
Watertown, United States, respectively. The range
of teaching experience of the teachers is between 10-
32 years, However, years of service in the Deatblind
Department are between 2-10 years, Each teacher
emphasised the time and patience put in to teaching
and leaming, and the difficulty in measuring
knowledge, But they all agreed on the satistaction
obtained if a skill is attained is worth the task. There
is no denying teachers’ empathy, devotion and
commitment to their wark. This is to say that,
without these attributes, deafblind children at the
centre cannot be educated.

[nformation on the children revealed that aul of the
ten pupils, three pupils (30%) have low vision and
two have spectacles on, Seven (70%) are totally
blind and deaf. The only female has a limited
vocabulary in Akan, which can be understood

though is nat very distingtly articulated.

Causal Factors of Deafblindness

The commonest causal factors for deafblindness in
Ghana are meastes and cerebral spinal meningitis
{C5M). However, other causes generally
acknowledged are matemal rubella, genetic
disorders, Fetal Alcaohol Syndrome, Rh bleod
incompatibility, anoxia, accidents, and brain toxic
substances {crack, heroin), (Kirk et al, 1993),

Besides measles and C5M as causal factors of
deafblindness in Ghana, lack of fadlities for carly
treatment, herbal treatrment of infected ear and eye,
coupled with ignorance and superstition,
compound the problem. (Ocloo, 19%6),

1) Mannmerisms

Each child has his/ her particular characteristics, as
literature doouments. For example, some poke the
eyes, hit the bridge of the nose, self injure, swing the
head, throw tantrums, flick the fingers, rock the
body, make noise, grind their teeth, or laugh
excessively. Others knock their head and fump,
willk about and clap. Other disabilities which some
of the children have are mental retardation and
epilepsy. {Heward & Orlansky, 1988). In addition,
some become sleepless {insomnia) and sometmes
present challenging behaviour. As a result,
occasionally, they receive health services from
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Patang mental hosphtal. Other services given are
medical cane fram the 37 Military hispital, and
visual checks with Eve Savers International, Ghana.

Courses Taught

The courses tanght, which are practically oriented,
are vocatonal skilly, He «kills, orfentation and
maobility, sensory training. physical education and
hygiene, gardening, cookery and Braille T hiz main
objective of these courses is 1o help ¢ach child
acquire the ability to help themselves and feam to
I independent.

In vocationat skills, pupils are taught o make
mufflers, doormats, table mats and flutty balls as
decorations, Some of the children who are more
able can make these items on their own provided
the cutting of the materials is done for them, In life
skills, pupils learn to ivash, iron, polish shoos, and
make beds. The ordentation and mobility course
imvalves teaching related to the environment,
using the residence or centre and moving from one
point to another. In addition, the pupilsare
mvolved in sensory tmining whereby the children
learn o differentiate between money and
materials, and different types of textures and
shapes. For instance, the centre has concrele items,
such as gard, beans and wooden shapes to enable

N

| N

GHANA

children bo leam o touch and feel the objects. In
cookory, they are taurht how to cook local dishes,
such as bean show, boiling vams, Iried plantains.
Belore the lesson starts, familiarsation of the
foodstuff i carried out in the form of feeling the
items in arder to have a mental plcture of each one

af fham

The cathng of such raw [oodsiulfys is usually
monitoned by the teachers. All children are made to
participate, Some can fan the fire, others are guided
to cut the vam into pieces, and others stay arouncd to
findsh cooking i,

Principles in teaching deafblind pupils in Ghana
Teaching for the less able pupils is 0 one-to-ome
;||_1;11_'|;|:1l;'|\ However, some teachers havea
maximum of three pupils who are able o sucteed in
a group. Since hearing and sight are the main
problems, many activities an: action packed using
body movement, feefings and touching the bodies
of the teacher and the leaming materials. Much sign
fanguage for the deafis used. Other methods are
gestures, miming amnd multl-sensory approaches,
suct as tactual (touch), kinaesthebe (feeling) and
vibration. Pattence and devotion on the part of the
teachers is of the utmost importance since five (3(1%)
of the pupils at the cenlre have some amount of
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mental retardation, and they can learn at their own
pace, This implies that there are children with high
lanctioning levels and these do not need as mach
support as others who may need it all the time. Asa
resull of memory loss or lack of retention, the same
tasks are repeated. Repetition is a cornerstone of )
memary retention of a particular task. Task analysis
is-another essential method leachiers use, Task
analysis inviolves breaking a major task into chunkes
or bits tor thie learner to learn through repeated
activity. Each step is carcfully monitored and is
grasped before the next step is lackled.

vi) Communication Modes
Sign Language, Braille, gestures, writing, brailling
and miming are the main modes of communication
used, Nevertheless, two of the older children wha
havwve low vision can write and Braille. The younger
ones are now learpdng to Braille: Four of them, whao
have stayed for 10 vears in the school for the deaf
and have now been transferred to the deafblind
department due to eve problems, are perfect in sign
language for the deaf children.

vii) Equipment and materials
Since the pupils have to use sign language to
communicate as well as brailling, the CBM has
provided the centre with Braille machines, Braille
sheets and jigsaw puzzles to mention but a fow,
There is equipment for gamaes such as ludo, drafts,
football and panorama. Other facilitics ingclude a
playground, two big classrooms, two toilets and a
library which the children share with thie deal
children.

viii} Unigueness of the pupil
The unique talents of these children are shown in
art; craftsmanship, and drumming. Finished
products of woven mufflers, door mats and table
mats are some of the exhibits in the stores for sale
and for ¢xhibition purposes, One of the pupils is
talented in drumming and belongs to the cultural
troupe of the Demonstraton School for the Deal,
Another pupil is an excellent artist who drew
Princess Anne and former President Jerry |ohn
Rawlings of Ghana during the Princess’s visit in
the year 2000, He also draws instructional aids for
teachers in the Demanstration School and the
Department of the Deat-Blind, Many of the
children can sweep the school -:'L'-nu‘-s-uum'l, wiikeh
uniforms: and plant and watér the vegetable

garden,

ix) Parental Bale

IN GHANA

the home. The workshop runs from a Wednesday to
Saturday atter which parents take their child home,
The parental collaborative robe is one of the major
educational aspéects of deafblind cducation.

Problems

The teachers.at the University College of Education
of Winneba are not solely trained to teach deafblind
children, The Government’s financial suppor
covers only a portion of the children's education
and does not extend to areas of equipment,
mnstructinnal materials and school uniforms. The
educational programme for the deafblind children
is not purely based on the principles of deafblind
education. [nstead, it is patterned on deaf
education, hence the use of sign language for the
deaf. Bign language for the deafblind is neglected.
Rather, sign langnage for the deal is taught to the
deaiblind children. The reason given was that, since
the children are living with the deaf children, they
should only learn the language that enables them {o
communicate.

it s also observed that skills learnt in the school are
lost as children go home since thoere is no follow up
programme. Besides, parents are more sensitive 1o
the children's problems and tend to work for the
childeen instead of helping them to become
independent. There are no craft instructors who can
expose children to different skills, In addition, many
of the children have low Intellectual functioning
levels siv carnot pursue higher academic work and
gain employment. There are no workshops and no
exclusive transport for the deafblind children. The
lack of transportation prectudes outreach
pragrammes which can educate the public on
achievements, causes and prevention ol
deatblindness. The school dropout rate is
insignifcant, however, if it occors, the reason is
either that parents refuse to report with the child or
the child feels he is ton old and tired with school,

[Discussion

Teachers are unable to leach competently since they
have not had deafblind training, though their
background is blind education, There is the assumption
that if they had at least “on the job™ training from
experts, they would do better. The autanomy of the
depairtment may alse make teachors more ervative ln
implementing the currfculum and sign language of
deatblind children, However, the present pasition
precludes that

Suggestions

The parents’ greatest problem is communication
and managerment of their children, The saluton is
to organise workshops for all parents ance a year to
educate each parent on what his/ker child is
capable of doing so that there §s o “carry over™ to

[m view of the above problems, the writer suggests that
the Department for the Deafbling should be
automomous &0 that the programme can be tailored
silely for deafbling education. Sign langoaee for the
deafbling should be introduced to match with those
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used in the deafblind institutions in the US, Teachers
need to have deafblind education as a programme on
its own in the University College of Education of
Winneba As an alternative, the Government of Ghana
could Haize with the Perkins School for the Blind, for
experts (o train teachors on the job.

Students from the University College should have
off-campus Teaching Practice at the Deafblind
department and also have thelr School Attachment
Programme as well.

Home visite as part of the deafblind education, ars
an important companent of allowing teachers to link

home and school together, and toosusiain conbinumty af

learning and memory retention of skills leamt, 1t is
worthwhile promoting home visits as well as outreach
programmes to educate the communities in which the
children live. There is the need for the deatblind
department to have autonomy, if possible, so that the
curriculum for the deafblingd can be carried out with
appropriate sign language, finger spelling and speech
for those who can use it. An inlensive campaign for an
aclvocacy group is needed to fight for employment tor
those who are talented. For those others, it is the
writers' wish that bothy internal and external non-
povernrmental organisabons extend pssistance to them
in the formeof modern instructional teaching aids and
the training of teachers

20
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Social orientation and
its significance in the
development of personality

Taljana Alexandrowna Bassilova of the Instifute of Special Education, Moscow, Russia reflacls
on her long experience as a psychologist and researcher working with deafblind children in a

country undergoing change.

aving worked for

Many years as a

pavohologist-
rezaarchar and diagnostician
ard as the co-developar of
methods and programmes for
teaching deafblind childran, |
have had the opportunity to
follow and analyse the resulls
of this teaching process,
Twenty years has passed,
and those dealblind peapla
wheo wene mora than 30 years
ald whan wea first got
acquainted have become old
pecple now and soma of
them have passed away.
Thoza that usad to ba
teenagers are now adulis!
Mo |am following a third
generation of deafioling
paopla. | have wilnessad and
recorded many changes
zince the star.

Dizcussions with deafblind
adults, teachers and parents
provide nich information that
indscates both falures and
successes in the education of
deaftlind children. The most
yvaluabls is the experance ol
wall-educated deafblind
adulis who can tell us about
thamselves and who can
analyse their own problems.
They faced sericus problems
in their youth and adult lives
and we aré awara hat our
professional competence in
loreseding thesa probiems &
row in guestion. The group of
deafblind childsen is
changing; their conditions are
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mare complicated, And those
things that were thought to be
solvad for dealblind and
partially sighted deaf children
withoul manifested leaming
difficuliies, now reguire very
diffarant approaches,

Thiz paper 15 based on the
axperience of teaching the
original poputation of
deafhlind children who did not
have lsaming disabdities or
mental reiardaticn. 1t is
focusad on the devaloprment
of persanality in our deafblind
pupils. The children’s most
sengus problams are hiddan
o amerge i the future, These
prablems include a lack of
opporiunity for self-realisafion
and this 15 of concam o thair
parens, teachers, and sociaty
in general.

In the early siages, the
personal development of a
deatblind child is Bnked with
genaral develapmant. A
deafolind child cannot develop
as a persanality befora he
masters the object world,
bafore he Bams how 10 ol
in time and the-environment
indepandently, and belara he
masters the skills of daiky
rouling, Mastering a means of
communication, and-after this,
reading and wling are also
very important. Cognifive
development, at this stage,
seams 1o be very important,
as it influences the garnaral
devalopment of & personality
greatly. This is why language

Tatjana Alexandrovna
Bassilova

and intefieciual development
wias considarad o ba
practically the oniy aim of the
teaching process. This was
true when the system of
teaching the deafblind in
Russia was being developed.
it is wall known that it was a
dramalic histony. Three fimes
thils system was created and
recreated in cur couniry and,
aftes 20 vears of work, halted
for long periods of time, The
first two were schools for the
deafblind in Saint Petarsburg
and Kharkow, The third
attempt was mads n 1883
when a school for deafblind
children was openad in
Zagorsk (now - Sergiey
Pasad), For gbout 30 yaars it
was a litthe, and even efite,
sehoof for 50 deatiolind
children: Since 1331 it has
grown to fake 120 children
and young adults irean
educationa! and rehabilitaiion
CEnire,

The most
valuable

is the
experience
of well-
educated
deafblind
adults who
can tell

us about
themselves
and who
can analyse
their own
problems
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For a long

time
parents
focus on
finding a

cure for the
child, and

do not
adapt to
the new
situation.
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I {he sarly 80s the
cantent and foundation
methads of teaching
deafofind children weara
detlarminad and parsonal
development was made a
prigrity. By this time we could
assess the level of readiness
for adull life in gur first
graduaies, but we observed
thair very immatura
personalities and thoy wars
ol feady to understand the
rights and obligations of an
adull mermoer ol sociaty

The problem of thi
devaloprment of a personality
becomes very much more
important dunng adolascancs
when ihe child is changing in
Ioan adult and becoming &
mature parson. Our
observations show hat mas!
deatbiind people find difficulty
in developing confidence,
ungarstanding moral values
and codes and identifying as
a famihy member or member
of another group; In faoi,
taking their full part as a
citizen. We found out that
deafblind people’s ideas
about their past and future
and about the pastand future
ol thelr famibies wara not well
developed,

It Iz possibie to explain
these difficulies and for the
purgasas of this arficle | have
divided them into thrae main
sechons:

Deafblindness

Tha reasons for these
difficulties are caused by tha
impalrmment is

child s Isolste
surrounding word
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world. Becauss of the
daafblindness the persan has
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great difficully Menifyng =i
others and undersiand '-_: e
differences betwean peools
La. style of dresaing
behaviour and age. This also
makes it problematic fa
understand and develop as
arn individual,

As a resdit of the
imipacrmmenis a deafbling child
becomes highly depandant
lar day to day care on ofher
people, The skills of looking
atler anesell, cooking megls,
shopping, taking fransport,
dalrg the washing and
cleaning will be: acguired
much later In comparison
with hig'her sighted and
hearing peers. This situation
feads to high dependency.
The combination of
egocenirism and dependency
creates the basks for tha
development of egoism-and
this can result in the deafbling
person rejpcling the inlerests
of oiher people, insisting his
Interasis and nesds are the
cniy ones for family and
fnands as wall,

Family of a
deafblind

individual

This group of reasons ang
ralated 1o tha impairments of
the child and are connected
1o the attitude of tha
"surmlinding” people iowards

ki, As & rule, the closs
o It - o —_ - -
BIQLHELE: WS E EoNEe
g & Tt =
& omihg L PSS OF B RO
Al il B c i
s St o T = = g
: = SErTLEDE
- SR LT P el
SMECESY. = SR O
o A e
YRET-WEINISTED 5 Chediel
Tre ~rdd mecmrmes fhoa - =
£ Cheld DeOoImes: e Cansre
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=

ol the family axistence, Tha
nterests of the cther family
marmbars (parants. siblings)
become secondary and less

— oE
DOEL MY Sy T

We can attribule some of e
prablams with the practes of
teaching the deafblind chiid
I practice a deaftidind ¢hild
remains an object of tha
temching process during the
whole period of education.
Ha iz being laught and
educated but is not fully
participating In learming and
social behaviour, n the
spacial conditions of a
boarding schood the chilg
lives with children of tha
same age and disability, This
iswhy he cannot recogniss
hirmsall as differant because
of his impairment, and doas
rol FEarp now 1o compensate
or io understand the
influence of this impairmani
ory his future life, which will
involve peopia who see and
hear in a differsnt way,

Az the procass of
developmeant matches the
level of leaming, a deafoling
child cannod take part in this
ProCEss emaollonag

;

consciously, The persons

axperiences of 8 deafning

] f - T n ol — ™
T DECTENG Dl B e
—=rss as— T

METHE RIS DRMAICIDEMS and

sysiem for the deafbling -
understood Wa must change
the-basis of education. We
must tum & dealbhng shild
frem the obyact into the
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subiect of his education. Wa
mist tum him inio a subject
who can realise the dificuitiss

and thea limiiz of the obatacles,

which are created by tha
deafblindness. This we found
fo be a complicated process
and those considerng it
neaded fime to reflect. On the
one hand, the assistance of
ihe close family has the
potential o open up the
deaiblind child and asslist in
the deveopment of the
personality, bul on the othar
hand, this retationship can
rasinct armd even distord such

devetopment.

Socio-Domestic
Orientation

Expanmental wark on the
content of teaching deafilind
children bacame our altampi
to break out fram the
dilemma of this contradiction
in the educational process.
We wanied 1o bring
aducation closer (o tha raal
life-interesis of a chitd, We
adoptad a naw eaching
course — Socio-Domestic
Orientation (SDO).

The mam goal of the wark
on SO0 was to include
deafblind studants in tha
social and domestic
environmeant and to equip
tham with different socio-
cuitural skills, Tha ecquisition
by the deafblind pupils of the
knawledge and skills, which
will heldp them 1o successfully
parlicipate in everyday life
and leisure, will help them o
fulfil this goal.

While working on the
content of the SDO
pogramma we saw the main
teaching aims as follows:

M o give our pupils ideas on

thelife patiem of a persan,

N {0 assisl in understanding
the age differences of
developmeant,

W o bring a child with
sanous imparmeants o
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visien and heanng closer

to understanding his

disability.
The-main topics of the
programme bacame “Familly”,
“School”, "WorkiJob™ and
“Leisura”, The content of tha
topics studied was changed
[ram one grade o another,
50, the main content of the
tople “Family™ In the early
vears is making the
knowladge about bomea mong
accurate and developing &
notion of family structure.

After a-whike the content of
the tople 1= broadenad (o
discuss the closesi relatives
and the family relationship
betwesn them and the child
Than tha child gets details of
family history, his nationalily
and more information about
his family. In adolascance;
the young person may get his
first official document — a
passport, and leam about the
traditions and procadure of
marmage and divarce, Finally,
the students feam how 1o
take care of & baby and o
take parental responsibifity
for the education of tha
chikdren,

1 iz essantial to show the
necessity of special
praparation for this parental
rabe &g the possibility of
havirig a dizabled child whila
being a disabled parent
prasants any family with
challenges. The young
pecple are alzo taught about
the procedure of genelic
assessmant. Tha family-
miadals discussed include
those of the schoolleachers
and classmatas. Far the
older puplls some study is
made of society and wider
relationships. The school and
relations between
administration and staff, their
rights and chligations,
procadures of engagemeants
and dismissals in fhe work
placa are all par of this
preparation for the adult
world,

The SDO programme is Itis
very varied and includes all
the evary day aclivilies that essential to
people cope with as a matter  show the
of routing. It fecuses on "
social interests and I'IE{:EHI!]T
emargancy situations and, of SIIEEIE‘
vary importantly, handling
okt preparation

This work is being for this role
undartaken with the
expermental group of as the
deafblind children and at pnsslhllity
Sergiev Fosad Rehabilitation of having a
Centra for deafilind children. g
By the third grade :hiijrir; disabhled
have already mastarad . .
main skills of self-care, have EI'I'IM “h"E
agcocumulated alemantany he[ng a
knowiedge abaut lite In their
family and af school and are disabled
at tha point when such a parﬂnt
courze can be implementad
& vary important part in tha III‘EEI'I'IS
SDO programme is the any family
organisation of zpecial ith
excursions to fallow the fife of w
adults in different socio- ElIH“EIIﬂES
domeastc situations in oroer
io master, in practice, the
skills which are necessary far
their future independent life,
According 1 the methods
ysed in the SO programme
a ot of altenticn iz pald 1o the
cantent through role playing
dramatisation.
How can we hold out to retain h]ﬂh
standards of service and save

ourselves as real educators?

The larguage abilities of
the students, which they have
achievad by this time, da not
give tham full command of
commiunication and fealings
in spakan or evan slgn
ianguages, The most
appropriate way for this to be
encouraged has been
through drawing and content-
rofe playing. These are the
activities that make it
possible for partially sightad
deaf children to restone the
everts of their pnvata ives
and get acquainted with the




Philippine program for blind
children with additional
disabilities

Yolanda 5. Quijano, the Chief Education Propram Specialist in the Special Education Division of the
Department of Education in the Philippines describes the developing programme in her counlry,

iliping blind children

with addificnal

dizabilities started
recening educalional
sarvices in 1586 when the
Hesources for the Blind,
Christoffel Blindenmission,
the Philippine Mormal
University and the
Depariment of Education,
Culture and Sports (DECS)
offered summer courses for
teachers of children with
vizual impairmant. One of tha
topics of the course focused
on the education of mult-
handicapped children, which
was offered as a responss o
the clarmour of special
education teachers who were

challenged 1o accapt thesa
children in their classrooms
without any formal traiming.
The program has been
strangthenad by Hilten
Perkins International through
Mr. Kirk Horton, the Regional
Represantative who has
conducied a series of
activites. One of these is the
provisicn aof shod-term
traming to identifed taachears
who actually work with these
chilldran. The raining
provided the parlicipants
with kncwiedge and
information on the
characteristics, nature and
causes of handicapping
conditions,; and the various

educational programs and
intarvantions approprata for
thesea childran. It also
provided them with specitic
technigues for warking with
children who are deafbling,
as well as thozse visually
impaired children who could
hear bul cannol speak, or
wha have motor problems or
cerebral palsy. Another
activity was regular school
vigils (thres limes in 1888)
which provided an avenue
for discussions about the
child's program with local
administrators, the spacial
education teachers, and in
some cases, the parents,
The visliz also reinforcad fhe

Social orientation
continued from p.23
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expenence of other paopla
But this s not done just
simply by drawing or playing
d JdaMmeg Dased o the
specially developed pian. Wa
nava o craate emotions W
CoRUred CoMmMmunicathion
babwean children and thair
teacher. This communication is
based on 2gns and words, on
an activities and role-playing

We started this work mora
than ten years ago. Gradually
this approach was includad in
the curriculum of a school for
deafblind children. Finally bao
VEArs ago our programime
was published,

What are the

benefits?
O students ang batter
nlarmead about e ouiside

being awekened because the
chifkdren start o understang
the necessity of 1he leamed
knowiledge. But the problams
of the development of
parsonality remain, as thasa
are eternal problems and it is
impossible to solve them,
once and for all

Wa understand now that
we need a special

Our contex

But we Iva 5 2 non-5
society with & widenin
BCONGMIE Srigls. How oan we
hold gut to retain high
standards of sarvice and
save ourselvas as real
pducalors? And how can we,
while sateguarding curselves
still teach our children how 1o
find thamselvas T

Lo I
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belief that there are indaad a
large number of blind
children with additional
disabilities In the country,
and the Special Educalion
Centras estabiished in
regular schools can accept
these children in the existing
services for the visually
Impaired, This posed &
chalienge to the spacial
education teachers who
have full time classroam
dutias in the resaurce roam
or in the integrated pragram.
But it was decided that we
could respond to this
challenge through the
creative use of staff and
violunteers, specific time
schedules and othar
classroom armangements.
The teachars found these
vigits wery heipful since thay
ware able lo discuss the
specific neads of individual
puplles as well as the
educational programs
appropriate to each, Amaong
ithe specific concems
discussed were the need lor
& mora funciional curnicuelum,
the utilisation of parents or
baby sitlers as teacher-
aides, teaching techniques
far dealolind children, and
the purposeful scheduling of
classroom activities, During
these visits, local educators
for the blind, Ms. Mila Wayno
of the Resources for the
Blind, Inc. and Mr. Romeo
Mina of the special education
diviston, DECS, assisted Mr.
Horon

On September 20-22,
20040, the Third Mational
Congress on Visual
Impaiment was hald with the
thema, "Reaching Qul io
Visually Impaired Children
with Additional Disabilities”,
This was sponsored by
Resourcas for the Blind,
Hifton Perkins Intemalianal,
Perkins School for the Bing,
tha Overbrook Schoal for the
Blind/Mippon Foundation, the

January — June 2001

International Councii far tha
Education of tha Visually
Impaired and the Depariment
of Education, Cullure and
Sporis (DECS). Two hundred
and ninaly-gight teachars,
adminisirators, suparyisors
and other DECS officials
participated in the Congress
which discussed the issues,
concermns and trends In the
provision of school services
to these children. The main
speakers wara Kirk Horon
and Maranne Riggio,
together with local special
education teachars who
sharad thelr experiences in
the assessment process of
these children. These
speeches ware followed by
dizcussions on the
educational programs
prepared and the
implementation of
interventions or specific
activities that worked well
with them. The Congrass was
cappad off with the
preaentation of the
Dutstanding Teachers for the
Visually Impaired awards o
teachers from different
regions of the cauntry.

For the school year 2000-
2001, a total of 41 visually
impaired children with
additional disabilites were
enrolfied in regular and
spacial schools throughout
the country. Six of these
childran are deatblind, while
others are blind with autism,
speach problems,; intelleciual
dizsability, cerebral palsy, or
motar problems. There are
about 21 specialist taachars
warking with thase children. A
commitiment to serve these
chifdran coupled with tha
desing to learm and Iry ol new
things in the fisld of visual
impairmment are the hwo major
characteristics shown by the
teachers, These assets
cerainly give the program a
hopa for expansion

Final Call for Registration for

‘What it Means
to be Deafblind:
Identity, Rights, Unity’

The Seventh Helen Keller
World Conference

&

World Federation of
the Deafblind

First General Assembly
7-12* October 2001

Waipuna Hotel and
Conference Centre,

Auckland, New Zealand

The programma committéa has finalised the
details of this event that will incorporate both
ihe Halen Keller Conferance and the Gengral
Assembly of the World Fedaration of 1he
Deafblind, The workshops and speechas will
be presented over & days and will include a
conlerance dinner and time for social
activities,

The committee hopes that this conference will
lzad 1o the development of better senaces
and greater opportunities for deafbiind peopie
internationathy — bath educationally and
gconomically. Uiz particutarly hoped thai if
will increase Government awaraness in New
Zealand of the naed for maore services for
deaiblind people.

For more information and a registration fomm
plaase contact:

DENZ International Conference
PO Box 7150

Tikipunga

Whangarei

Mew Fealand

Email: jscahill@ihug.co.nz
Telaphonea +64 9 437 6638
FAX: + 64 9 437 66071
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NETWORK NEWS

Acquired

Deafblindness

Network

Gesz Roulstone

International
Directory of
practitioners in
acquired
deafblindness

110 guastonnaires wera sant oul in
Movemiber 2000 to known
practitionears in ihe held of acquired
deafblindness, Justover 30 have so
far bawn returned. Tha
guestionnaire responses will be
anterad on & wabsile posting details
of pracliicners on a Euwropean and
workdwide basis. [ vou are a
practitioner who has not yet
received a capy, or if voau know of
someqne whao should receive one
please contact by amail
enguinasd sanseaast org uk

Cn the same nolte please can wa
remind everyane whao has received
a guastonnaira 1o ratum it In the
envelope provided

Swiss 2002 Seminar

Al its meeling i the Metherands in
Fabruary the co-ardinating group of
the European ADB nebwork
linalisad the date of the naxi
European seminar on Acquired
Deafblindnezs as Coteber 2002 in

Bwitzerland, The exac! dates and
vanue ara vet to be decidad.

Tha seminar will focus on
developments in 1he fiald and
issues connactad with the
recognition of acguirad
deafblindness as a separate
disakbility

The seminar will alsa highlight
the range of services currenily
offerad throughout Europe to this
client group and hear from
deafplind people thamselves as to
the senvices which providers should
be offaring.

Research on needs
and numbers of
elderly people with
acquired
deafblindness

in Europe

Membears of the co-ordinafing group
have been pressing ahead with
rare up-io-date reseanch on ihe
naeds and numbers of elderly
acquired db people in Europe

There have been a number of
small side pleces of research in
different countries on nesds and
numbers of tha elderly deafoling
These have used different
methadologles which have in tum
produced different results.

Mow praclitioners in Morway and
Finland are co-ordinating rasearch
o mave wark ahead in this
mporiant Feld of siudy, I = -hoped
that work in English transiation wil
be compleied by the summer-in
tirme for the Europesan conferénca in
Melherands in July. It is hoped ihat
ong autcome fram this wark will be
g single assessment ool for furher
consistent research throughout
Europe.

Dbl Review
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European Usher Study Group

Since the Eurapean Usher
Study Group last met in
Madirid in 1997 new genetic
discovares in the field of the
Ushar syndremes alone have
accelerated rapidiy! In the
wider fiald of genetic study
the Human Genome has
been mapped: Dally the
shaap has been bom from a
cloned embryo; mora racantly
it has been reported that 30
babies in the USA have DRA
fram three parents rather
than two,

Advancas in genetic
soience challenge soolaty.
What ara the implications for
us living today and for future
genarations? For families
who know that they carry a
genetic condition-thesa rapid
advances I'I"‘IE.'!.-' BRPERT

bawildering, even alarming.
At thie same lime somea
genetic advances seem 1o
offer targible hope for
improvement in guality of lifo.
Wiat about fam:lias who
carry ane of the many genes
for Usher syndrome? The
theme for the nexi European
Usher Study Group which is
entitled "Ethical aspects of
rew genalic discovares;
implizations for families and
forsociely’, provides an
epoorunity for some of these
ethical concems to be aired,
as wall as bringing us up 1o
date with the most recent
scientific devealopmenis, The
EUSG will be held on 23-24
July al the Golden Tulip
Lonference Hotel,
Leauvenharst,

Moordwijkarhout, tha
Metherlands, Itis hoped that
zome of 1he cufcomes of this
meeting will be reponed on in
tha July-Decembear adition of
Dbl Review

Mary Guest

EUSN - European Usher
Syndrome Network

Dear friends,

We have to announce the
postponement of the
Eurcpean Usher Syndrome
Metwork Conference, 21-23
July 2007

In ihe last edition of the
Deafblind Intermational
Raviaw, we Informed you
about the Conferance which
the European Lisher
syndrome Metwork intandad
krorganise fram 271-23 July
2001, This ELISN conference
was to be a pre-conferance
activity o the main Deafblind
Intemational conference.
Unfortunately dus jo
unforeseen circumstances
the EUSM canference has
had o be cancalled.
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Instead, we will use the
network moming In the maln
Dol conlerence 1o hold a
warkshop relating to the
ELUSHN, We are corvinced
that we can offer you a very
Interesting programme abaut
Ushar syndrome from the
perspective of both the
people with Lisher syndrame
themselves and also tha
farmily members

Furtharmara the ELISN will
be hoiding a European
Conferance about Usher in
2002 and we will be giving
yiu details of the programme
during the network morming.
You will also have the
oppartunity during the
nabwork morming 1o suggest
additional topics for this
conferance. Sa be thera!!l

Seeyou on Frday 27 July
20071 in Noordwijkerhowt,

Marylin Kilshy
Mational Co-ordinator,
Usher Resources
Sense

On behall of the preparation
committes af thie EUSN
Conference 2002,
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Latin
America

Venezuela - developments
within higher education

& recant collaboration
belween Birmingham
University, OMNCE, and the
Hilton Perkins Program has
initiabed axciting
davelopmenis in Venezuels
this year. In April Mosman
Brown, Distance Education
Co-ordinaior from the School
of Education at Birmingham
University, visited Caracas,
Vanezuela to deliver a
seminar on Multi-Sensory
Impairment to three Latin
Amencan students, Whika in
fhe town he visited the CAIS
Deafolind Centre and
SOCIEVEN Deatblind
Association, two services for
daafblind childrén and young
adults from Caracas, Morman
alzo delivered two lectures at
UCAB —the Cathaolic
University at Andres Bellos -
and mel with a group of
parents.

MNorman Brown and
Stephen Pemreault from Hilton
Parkins Program aof Perkins
School for the Bind then met
urivarsity professors at
UCAE in order io discover
morne about thair initiative o
launch a distance-learning
mastars degres program cn
miuiti-sensory impairmeni at
the university.

Latin Amarican Parent
Leadership Conference
From August 2 =4, 2001, the
Latin American Metwork of

Parents of Deafblind Children
will meet in Miami, USA, and
receive training on retevant
iopics. This meating will take
placa in conjuncton with “An
International Celebration of
Empowerment: Sharing
Dreams and Visions for
Childran and ¥oung Adults
who are Deafblind.” This is
the annual confarance of the
LIS National Family
Association of tha Deafblind
(MFADE) and the annual
paremnt workshop of the LS
Mational Technical
Assistance Consortium of the
Deafblind (NTAC). I is
gxpected that mearly 100
parenis of dealblingd chikdren
from Latin America, Spain
and the US4 will attend these
activites, More than 30
parants will coma from Brazll,
Argenting, Colrmbla, Chile;
Urtguay, Peru, Panarma,
Dominican Republic, Costa
Rica, Maxlco, Ecuador and
Gualemala. Conierence
activities on offar includa:

* What parents of children
who are dealblind want to
Ko,

* Parspoctives on
empowearment and seli-
detarmination,

F An overview of personal
future planming;

B The mportance of
individualized planning;

* Fozitive parnerships

This conferanca s anes
again the result of &
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collaboranon oetwsen-TMNCE
and Hilton Perdns Program
of Perking Schood for B
Blind.

Costa Rica

The Deafblind Deparment at
the Centro Nacional de
Educacion Especial
Famanda Centeno Goall in
Costa Rica has racently
made changes to the
physical ervircnment at-the
cenire to cater for the
particular needs of their
deafblind, blind and visually
impaired-children, This s a
dream come rus for the
parenis, professionals and
adrministrators at the centre
and was made possible
theough the support of Mrs:
Lorena Clare de Rodriguez,
first lady of Costa Rica and
Mr, Antonio Alverez Desanti,
her deputy,

Brazil

ADEFAV, d deafblind
pragram In Sao Paulo, Brazil,
ig finally able to make
altarations o ona of their
bulldings in order to make it
suitable for the neasds of their
deafolind students. This
gxciting development |5 the
result of a grant from Mr
Patar Schnell, compary
director of Sofware Ag
Stisfiung Am Elchwaldchen
B, in Garmany.

Graciela Ferioli

Romania

sanda Casapu,
Headteacher,
writes about this
new service for
tamilies in
Bucharest ...
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The right to an education

In the schoaol year 1998-2000,

a unit for M3 [deafblind)
children was sel up, as a
result of a collaborative
partnership agreement
between the Ministry of
Educations and Research and
Sansza International. Thea
objective of the parinership
was to create an Institutional

and legal framensnark for the
education and rehabilitation
of childran with assocciated
gensary impairments, This is
bacause there was no
aporopriate educationa!
provigion in the Romantan
matnstream, or special
aducation, system for thesa
chitdren.

Tha Buchares!
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kindergarten for hearing-
impaired children found thes
kind of inclusion to be the
best educational option for
childran with savare
additional disabilities.

Cur unit is made up-of 4
children with asscciated
sensary impairments, and
the teaching stafi ane
selected according to the
children's diagnoseas — thay
are leachears lrained to work
with hearing-impaired and
visually-impaired childran.
We have adapted the
curriculum For the hearing-
impaired and the visually-
impaired and opled for
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aclivities that can be
deliverad through Total
Communicaion. Cur
fundamental principle is that
all activities should focus on
the child and tha
observance of the potaniial
and individuality of each
child

Sanse Intemational has
generously offerad their
spacialis! iraining experise
far a programme for the
teachers of the deafblind unit.
The assessment of tha
deaftdind programme has
been extremely favourable so
far. This fact encourages us
o continue, and hopefully

axpand the project further in
the future:

The “Eminescu”
Kindergarien for hearing-
impalred children hopes to
continue to pravide
compatant sernces for
chitdren with multi-sensory
impairments and. with ihe
help of Sense International,
Io Dacame a resource centre
in the near future. The
gratitude aexpressed by the
parents of these children is a
wall-deservad raward far
those included in this
partnarship. We hope that
the partnership will continu
b grow

Cornelia Codreanu,
Headieacher ol the School for
the Blind in Cluj-Napoca, wriles
about the progress being made
al the newly establizhed
educational provision for
deafblind children ...

Ore of the daafblind wnits in
Romania has been
lunctioning since Dotobar
18949 at the School for
Visually Impaired Childran in
Cluj-Mapoca. The unit was
part of the programmes
inifiated by Sense
Intarnational in cooperation
with the Ministry of Education
and Research in Romania.
As the unit provides a
complax programme af
intervention for deafblind
childran it has beanefited from
the suppart of the most senior
mambars of the staff
including the head and the
dapuly head, the local
inspectorate and the Babes
Bolyal University.

Although the unis have
been assassed perodically, a
mizre comprehensive analysis
has been developed recently
and the conclusions pul
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Cornelia Codreanu, front row

logather in a detailed report,
This report clearly proved
that the children in the unii
have developed naw skills in
many arsas and tha quality of
teaching observed was of a
vary high standard.

Strong links have been
made with the parents of the
chilidren n the unit. The
parenis have often offered
valuable information which is
an nporant source of help
when drawing up the
individual Intervention
programmea for each child.
The pararts are pardners in
devealoping the programimes;
the progress of the children is
analysed in the presence of

stall and parents in order io
esfablish action plans that
might svarcome possibie
abstacles.

Tha programmes of
imarvention are periodicalhy
analysad for a numbar of
reasons; io assess the
chidren's progress and to
sae whether the proposed
objectives have baan
achieved; to choose the most
efficient method in dealing
with the individual chiltd and
to increase the variaty of
teaching materials; to fird owt
the most appropriate way 1o
commuricate with the
children. Our major objective
has bean he develooment
and assessment of the real
patential of the children

There are differant ways o
achiave sUccess in working
with dizabled children. The
Cluj unit's success hasbeen
through a fruitful cooperation
belwaean the teachers in the
unit, the wider school, the
leachars and the children's
parents, the medical doctors,
the pevehologist, the speech
therapist and the
headmisiress. Our kay for
BUCCEss is working togethar
a8 a4 mulbdisciplinany team for
the children's benefit.
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Marzenna
Zaorska
reports on this
exciting
opportunity
for cross-
disciplinary
action and
understanding.

Research conference on
‘Model Solutions to
Education and
Rehabilitation of the
Dealblind'.

Olsztyn, 5-6 March 2001

The conference, which ook
placa in Disziyn (Poland) on
5-6 March, was dedicated to
the problems of education of
tha deaiblind, It was
organized by Dr Maizenna
Laorska from the Special
Pedagogy Instituta in the
Warminsko-Mazurshi
Univarsity. The confarence
was a parl of the ressarch
project on ‘Epldemiclogy o
dealblindnass in Poland’
initiated by the Scleniific
Committee (Komitel Badan
Maukowych — KBN), The
prablarm has baen
researched by the Special
Fedagogy Institute of the
LW and The Deai-Blind
Sociely (Towarzyshio
Fomacy Giuchoniawidomym
- TPG).

The conference was
attended by reprasantatives
ol varous disciplines —
researchers; specialists from
a numbar of differant
branches whose work deals
with ranabilltdation of the
deafblind such as
pavohologisls, educators,
logopedians, rehabilifators;
doctors, spacialisis n the

correction of heanna,
representatives of
orgamnsations helping ihe
geatblind — The Deaf-Blind
Society (TPGE) parants of
deafblind children; and
deaiblind adulis themselves.

The conference (tha
sacond of its type in our
couniry — the first one,
ofganisad by the Adam
Mickiewicz University in
Foznar in 1995 — was held in
order 1o demonsiralas the
possibilites for the
devalopment of the
rehabititation of the deafblind)
was aimed al discussing the
best solutions to the
organisation of the systemn of
education and rehabilitation
of vanous groups of the
deaflind in Poland and the
iraining of specialists to work
with thaese people,

Approxamately 50 peapla
attended the conference
There werg, 1o give some
examoles;

* high-ranking officials of tha
Warminsko-Mazurski
University in Olsztyn; Prol.
Dr hab. Janusz Piechocki
— Vice Rector for student
affairs, Prof, Dr hab.,
Eugeniusz Lapinski -
Dean of tha Faoulty of
Fedagogy and Arts, Prod,
Dr hab, Stanislaw Kawula
- Director of the Institute of
Pedagogical and Social
Sciences, Prof. Dr hab
Czeslaw Kosakowski -
Chrector of the Speclal
Pedagogy Institute;

* delegates from The Deaf-
Blind Society (TPGE): Jozai
Mandrur = president of the
socialy, Dr Tadeusz

[

ME;E'H’EH: — WViEE presagent
Elsbiets Clehsak -
secralary, Grzegore
Koziowski = mamber of
the board of dirsciors
[cionek zarzadu)
Grazyna Glinska —
chairman of the Deaf-Bling
Children's Paregmis Sachion
in thie Society;

delagates frem the Palish
Association for the Blind
(Polski Zwiazek
Niewidomych) in the
Warmifsko-Mazurskia
province {Tadeusz
Milewskl = prasidant, Piotr
Lozinski — vice president,
Danuta Jatklawicz —
membier of the board of
directors) and Palish
Associaton for the Deaf
(Polskl 2wiazek Gluchych)
(Zofia Gadzkowska):

the Mayor of the
Warmidsko-Mazurski
province’'s Spokesperson
for Disabled Affairs:

the inspector for special
aducallon fram tha
Education Authorities in
Dlsztyn;

delegates from the
Mational Fund for the
Fehabilitation of the
Dizabled of the
Warminsko-Mazurski
Department: Ireneusz
Marklewlcz — director,
Andrzej Jurkian = vica
director, Tomasz Czajczyc
- member of the board ol
dirgctors;

specialisis from tha
Integrated Kindergarien,
the Special School, the
Specialised Children's
Hospital in Olsziyn;
workers of the Early
Intervention Centra for
Childran with Compound
Disorders in Warsaw, tha
Fahatbilitation Cantra for
Hearing Impaired Children
In Szezacin, the
Counselling Cenire for the
Blind and Short-Sighted in
Poznan, the Centre for the
Blind and Short-Sighted in
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Bydgoszer and Radom;

# speciglisis from the
Acadermy of Medicing in
Poznan and Gdansk; and

# researchers from the
Warsaw University, the
Ldzkl University, the
Podlaska Acadamy in
Siadica, the Pedagogic
Academy in Cracow, the
Warminzsko-Mazurski
University in Qlsztyn,

The speaches al the opening

ol the confarence were made

by Prof. Janusz Piachackl,

Vice Rector of LIWK, Prof,

Eugenlusz Lapifizki, Daan of

the Facully of Pedagogy and

Arts of UWM, and Tadeusz

Milewski, President of the

Folish Association of ths

Blird in the Warminsko-

Mazurski Depariment. During

the conference 21 papers

were delivered

The introduction o the
prablems connactad with the
izsue of deafblindness was
presanted by Prof, Czeslaw
Kosakowski of the
Warmifizka-Mazurski
University, Prof, Jan Pafczyk
then alked about the
possibilities for fraining
spechalizts o work with
deafblind people, and Dr
Hanma Zuraw about the
peculigr charactar of socal
functioning for hearng- and
sight-impaired individuals,

Jézed Mendrun shiowed the
educational and
rehabilitational activity of The
Daaf-Blind Society (TPG),
Katarzyna Cwirynkalo and
Agnieszka Zyta analysed
methods and forms of work
with the deafblind in the past
and the presant.

There were two papers
portraying the rehabilitation of
the deafblind abroad,
Methods of carrying out
spacialisad activities directed
towards the deafblind in
Great Britain were presented
by Tamara Clerplatowska
and Malgorzata Hwang from
Cracow, Dr Dorota Kormas of
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Cracow then describad tha

meathods used by the Ceanire

in Wurzborg, Germany
Two lectures about

pentres for the blind weare
also presented. Malgorzata

Plociennik and Danuta

Podladna showed the work of

fhe consultative — diagnostic

team in the Counsalling

Centre for the Blind and

Shori-sighted in-Poznar,

followed by Kryshyna

Klugiewicz who described tha

Cantre lor the Blind and

Shor-Sighied in Bydgoszcz

During the break in the
debates the paricipanis of
ihe conference had the
opportunity to Inspect the
hearing cormection aguipment
prasanted by Olicon Co

Iri the affernocn session
the fallowing lectures were
dediverad:

» Prol. Bogdan
szczepankowskl
presentad the possibilities
of early diagnosis of
individuats suffering from
Lisher symdrome;

# Grzegorz Kozlowskl spoke
showing the role of
technical alds in
communication of the
deaftlind,

¥ Mirosiawa Wichrowska
talked about the need to
prepare the deafblind
childran for living in
sociehy;

P Marla Lachawicz — mather
of a three-year-old
deaiblind child —
scheduled an address o

paapla working wilth
dealblind people
descnbing problams in
diggnosing, treating,
educating, and
rehabilitating deafblind
childran in the eardy slages
o their lives;

P Grazyna Szymalfenig -
mather of a deatblind gir
of 14 —analysed her
BXpanances Whike Dringing
up and educaling her child;

= Michal Oetrowskl = a
student of food technclogy
with Lizhar syndromea -
tatked sbout his path to
Lnivarsity;

P Norbert Barszozewski
presented the work of the
Centra for the Blind and
Shor-Sighted in Radom;
and, linally,

= Dr Marzenna Zaorska
presanted the rasulls
obtained irom the research
projacl an ‘Epldemioclogy of
Deal-Blindness in Poland'
of tha Sciantific Commitiaa

{KBN),
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After a few minutes’ break the
conferance particlpants wara
shown a play enfitied "Brother
and Sister’ based on the
Grimm brothers production
and presenied by 'Euryimia’,
the Children's Theatre of
Motion — & part of Qlsziyvriska
Pantomima, A caremonial
dinner finished the first day of
the confarence.

On the second day four
lectures wara givan, Dr
Tadeusz Majewski from The
Deaf-Blind Society (TPG)
lalked aboul work
rehabilitation of the deafilind,
Dr Danuta Paradowska of the
Academy of Medicine In
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Gdarsk prasented the
problem of diagnosing
hearing amang children with
avisual impairment. Barbara
Mowicka of Oksztyn analvsed
the latest methods of
correcling hearing of the
deafblind, Finally, Ewa
Croblezynska, Madalena
Krzyszton and Marcin
Kawczynskl from the
Acadaermy of Medicine in
Poznan described the
peculiar character of the
rafabiliation of people after
cochlear implant.

Al the and of the
conference there were round
lable debates, whare all tha
papers werg summed up and
S0ma conclusions were
reached. The participants
agread thal there are a lack
of good salutions as far as
ther obtaining of information
about deafblind people —
especially children — i
concarnad. Thera 15 alsoa
need for elficient solutions in
diagnosls and early
rehabilitation {from the time of
diagnosis of the prablam wntil
the start of schoaol education)
It would be desirable to
arganiss co-operafion
betwean medical sarvicas
and rehabilitation cenires so
that information about the
diagnosad was always
passed on

Furtharmore, knowledge
about the pecular chgrecier
of the devalopmant and
posstbiliies of the deafblind
should be developed and
spread among Venous
Environments.

Spacial altention was
focused on individuals with
Usher syndrome. It was
siated that they need io
oblain special care from
peychotherapists and
educationalists who would
attend to alternative methods
of communication,
onentaticn, accomplishing
work compatence and
interests

Evantually, it was agread
that organising annial
conferences dedicated 1o
soma specific problems
connecied 1o the ssus of
deafblindness thal might
include diagnogis of
disorders. developing the
potential of deafplind peopla
and aarly stimulation would
be highly advisable in
Poland. The organisers of the
conferance hope that it will
be the beginning of more
syslematic achans for
deafolind pecple in our
counlnyg.

Belgium

Peler YVanhouite
reports

Campaigners in Belgium are
Roping 1o create-a new
servica for deaf and deafblind
pacpHe, a Writing
Interpretation Semvice, This
sanvice would help people
who have become deaf or
deafalind later in life-and wha
are unable o leam sign
languages. We fesl that i ks
very important 1o have
gualifiad interpraters
available who can

communicate in a way that
tha user understands. In
Balglum there are currantly
M recognised writing
interpreters; only sign
interpreters are paid by the
state. Some sign inlerpretars
are willing to write when the
uzar prafers it but Belgium
only has a small number of
zign interpraters. We are
hoping that in the future
writing interpreters will also

be recognised and paid by
the govemment. We would
appreciate any advice from
other countries who have
writing interpretation services
with ideas of how 1o create
such a sanvice, the Iraining
the interpreters should
recelve and the way that i
works, If you would like 1o get
in louch then please contact
Peter Vanhoutte at:

pe.vanhoutte @ping.be
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East
Africa
News

Two new groups have
recently been launched in
Kanya that signify major
milesiones in tha work with
deafblind people in the
country, These wara the
launching of The National
Associafion of Parenis and
the first group meeting of

deafbiing adulis in the region,
The National Assaciation of
Parerits is an amalgamation
of parental representatives
from programmes throwghout
Kenya. The advent of these
wo groups is extremaly
important for Kenva and it is
hoped that they will lead by

example and encourags
increased availability of
sanrvices for deafolind people
throughout the ragian,

From Dealbling Mews, ' 2
newslaliar on Deaftying work in
Edsl Alvica kindly submilied by
Penny May Kamau,

UK

Social Inclusion for
deatblind people in Europe
How much da we actually
know about how the
European Union impacis on
the lwes of deafblind paopla?
How weall documented ara the
effects of social exclusion in
Forugal varsus llaly? These
dra just some of tha
guestions that a new
ransnabonal project,
coordinated by Sense
International with EU tunding,
will be asking.

Laga del filo d'org, Caza
Fia, the EDBN and Sense
International have joined
forces for-an 18 month
project that will result in the
publication of three projects:
* [ooking al soclal exclusion
= aguide to how deafbling

pEcple can wark with and

influence fhe EL
» gefling deafblndriess on
the European agenda.

Thig iz vital research which
will baneafit EU-wide and
BOCBESION countries, and can

be used as a springboard for
future developmants on tha
social inclusion of deafbling
people

I you would like o leam
mare about the project,
please contagt Emma Fisher
for further details and how
you might be able fo help at

eflsharil senss, org.uk

Usher Forum —
Irene
Salomatina

Irene [left)

Usher Forum has recantly
published a small leafie
describing their aims and
currant projects and inviting
people with sight and hearing
prablams o get in touch with
them. On-going senvices the
charity offers 1o deafbling
peaple gnd their families
include a Communication
Club, Leisure Club and
reguiar newslatter. The group
also arganises seminars and
courses for parenis and
lsachers and campaigns on
behalf of tha rightz of pecpie
with Usher and other
disabilities, For more
information please contact
Ireme Salomaltina

Director

Usher Forum

PO Bax 108

103045 Moscow

Russia

Email: [yeal & mail.ry

January — June 2001
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Conditions and syndromes that can result in deafblindness

In the ninth of our series on causes of
deafblindness, this edition examines

Laurence-Moon-Bardet-
Biedl Syndrome

(Also known as: Laurence-Moon Syndrome (LMS)
or Bardet-Biedl Syndrome (BBS)

Iintroduction

Until recantly, the condition was
commanky known as Laurence-
Moon-Bardet-Bied| syndrome
{LMBBS), It has since, however,
been aplit by its clinical/medical
charactesstics mto Laurence-hMoaon
(LMS) and Bardet-Bied! (BBS)
syndromes, Daspite this, tha
anginal syndroma name is siifl
usad in the LK. Bath syndmmas
are charactansad by retinitis
pigrmantasa (more accuraiely
fermed red-cong dystroohy), bul
digtinguished by the presence of
othier characternistics, Thana is
much cvertap between these wo
syndromes and the terms are offon
used interchangeably. For the
purposes of this aricle; the term
‘Laurence-Moon-Bardet-Bled|
syndrome’ is wused,

Bardel-Bied! ayrdrome s
genatically passed through families
by the autosomal recessive patiem
of inharitance. This means that fora
child ic hava the syndrome she
rmust inhant ane mutated gane from
aach parand. Lasrancs-Moon-
Bardal-Bied! syndrome undoubledly
sulters under-diagnosis and
tharalane irue asimates of the
provalence of tha condiban within
populabkons ara difficull. In cerain
regions, it 5 quite commion,
pareulary amangsl the Badouins
of Kuwait where LMBBS is prasant
i 1 in 13,500 of the population,
This iz dus to high rates of nbar-
family marriages [consangusnity).
Mewloundiand in Canada is anather
regeon whers LMBES |8 pravalent in
the ordar of 10 17,500, Az wall as

consanguinity, this may be dus to the
‘lourkdas eflact’ of the original settlers
whi, Incidenially, can be tracad back
1o & handful of familiss who emigrated
fram the West Country of England in
thr 1800%: Eurapeary studsas from the
Metherands and Switzarand estimata
prevalence nearas 1 in 160,000, whitst
& Britizh study estimatad prévalencs 1o
b1 i 125.000.

Diagnosis of LMBBS is not always
straightforward, This iz becsuss there
= variation i expression of the
syndrome, not only between families,
But within them as well. For the
purposa diagnosts, the features of
LMBES are dividad inis two
categones: Primary leatures and
Secondary fealures.

Ciagnosis of LMBBS regulres four
primary features 1o be present or
thrge primany plus e secondany
featuras:

Primary features

Red-cona dystrophy, Renal
anomalias, Polydachyly, Obesity,
Laarnmg difficulties, Hypogonadism in
rhales

Secondary Features

Speech disordar, Spasticity, Poor
coordinabor'ciumsiness, Palyurnial
polydepsia, Laft vanircular
hypartraphy, Hepatic fbrasis. Hearing
lvss, Diabetes medlitus,
Developmental detay, Brachydactyly.
Alanca.

Signs and symptoms
of LMBBS

The following is 8 brief description of
soma of the more commanky
obsarved aspects of LMBES. Thare
arne olhers cited in medical [feratura,
b For brevity ans nol mentionad
hiere

The Eyes
Retinitis Pigmentosa is commaonly
cited in LMEBS. However, the
preferred term ‘rod-cone dystrophy’ 18
used as it more sccuraiely describes
tha pathological process. In the early
slages of rod-cone dysimophy, there
may be no pigmentary changes sesn
daspite significant visual disfurbance
A pacend study showed rod-cone
dysircphy presant in B6% ol
individuaks. The average age at which
rught=-glindness was firsl noted was 0
years, while reglstration ol béndness
Was 15 years

Ohar visual impairments obhsansad
Imindivicuals with LMBBS Include
horizontal nystagmiues, optic alrophy,
mvopia, sirabismus, catarasis,
glaooms and masular dysirophy,

The Ears

The prasence of conductive hearing
lass k5 obsanved in 21% of afected
childran with LMBSS. In most cases,
this rasalves spontaneoausty ar with
traatment by adulthood
Sansorinaural haaring koss s
obsarved in 3% ol affecied
irecdiviciuls.

Hands and feet
The presence of exira digiis
(polydactyly), et Ingers of s is
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present In aboul 66% of alfected
individuals. This may range from a
small piece of skin o a fully fermed
gegit on all four limbs.

The presence of shor, stubby
fingersfioes (brachydactyly) &
camman and obsenved mone
frequently in the feet than n the
hands, When present in the hands. i
can affect an individuals manal
dexterity and the abiity 1o use
eguipment such &g compiter
kayhoards.

Wabbing (syndaciyly) is lesa
Irequently obsarved and |5 usually
partial and confined fo the second
and third foes

Obesity

Excess weight-gain lends Lo
commence ai approximately 2 years
of age and ocours in 76% of alfected
individuals. It is one of the major
problems associated with LMBBS,
Obese individuals can experence
muktiple health problems, which may
be the most challenging aspects of
this eyndrome lor affected individuals
and their carers to manage. Obesity
& vary often the reason for frequent
medecal consuftations.

Learning difficulties

Many published medical reports and
Iterature describe manial ratardation
a3 being a major feature of LMBBS,
However, this is thought toba
inaccurate, and affectad indiwdials
are now described as having mild to
moderate laaming difficulties, Same
individuals may have problams with
ghorl-tarm mamory but have excelient
fong-term mamory. A lew have
exceptional mathemalical skills,
usually evidenced by the ability to
perlarm raped mental arithmetic,

Developmental Delay

Parants report delay in development,
panticularly with sitting, standing and
wialking. Delay may ba up fo'one

year. Later, parants report clumsiness
and poor coardinatian in 53% of
affected chilkdren.

Kidney problems

A significant renal companant has
anty bean noted in the last 20 years,
Kidney abrormaliies can be divided
looaely Into structural and functional,
In tha farmer, the foetal kidney has
tailed o develop properfy and is mig-
shaped, but has no baaring on

function, In ihe latier, thera is.an
imability to-concentrale the urine and
individuals repor excessive thirst and
A significant number of individuals
(30%) develop symptoms or signs of
renal disease, such as urinary trac
infectons while others (5%) will go on
o develop end-stage renal fallure
requiring dialysis or transplaniation,

Endocrine Disorders

HMan insulin Dependant Dighates
Mellitus (NIDDM] is seen in 15% of
mdviduals with LMBBS. A previous
study, howsaver, has shown an
additional 30% to have mikd NIDDM
wian & glucose nlerance test was
performed.

Hypogonadism (impaired function
of the testes or ovares) is common
amangst males, and 10% have
undescendad tastes at bifth. Males
may produce lower than normal levels
of testosterone and are unlikely to be
fertile, Hypogonadism In lemales is
miuch more difflcutt o assess, but
does not appear 1 be prévalenl.
Sevaral females with LMBBS have
succassiully given birth to healthy
chilcren,

Treatment/Therapy

Thara is no cures for LMBBES as the
basic blochemical cause ls unknown.
The prognosis s dependent upan he
severity of the condibion and the
extent 1o which sysiams of the body
are aifeciod, Managament of the
syndroma Tocusas on freating epecific
organs of systems, For instance,
manageman of chesity may involve a
multidisciplinary approach. This might
inclusde & comination of canaful
digtary assessment, dis!, bahavioural
therapy and exercisa

Therg are no proven treatments o
gither pravent or aleviate the
datarioration of visicn associated with
rod-cone dysirophy. Howesvar, much
can be dong to prepare for a lite with
I vision, Access 1o support that
suits an individual's nesds and
assistive devices such as low vision
aids can b valuabla,

Research

Ir 19598 an international Bardet-Biadl
syndrome Consortium was
establishad 1o aid rasearch into this
syndrome, The consortum comprises
of Labaratorkes fram three countries:

the United Kingdom (Guys Hospitald
Inatitute of Child Haadth, Londor);
Canada (Memoral Liniversity,
Mewfoundland); and the LISA
(Baylor College of Medicine, Texas).
The purposg of the consortium is o
pool, data, family rescurces,
lechnscal knowledge and avold
duplication of work, Resaarch s
being undertaken fo identify one
geni, which is beeved o ba
raspansibia for up to half of all cases
ol this syndrome in Morth America
and Europe. [dentification of this
gane could help io understand how
and why the problem aseociated
with this syndrome ocour, i cousd
atzo form the basis of 8 new
dagnostic test and prenatal test in
tamilies already affected,

Support Groups
Laurenca-Moon-Bardet-Biedl
Society. 11 Blackthom Avenus,
Southborough, Tunbridge Wells,
Kent TN4 8YA, England,

o-msall julle sales @imbbs.ong. uk
Wabsite: www.Imbbs org.uk

Research centres

Division of Molectlar and Medical
Genetics, Prince Phillp Research
Laboratories, Guy's Hospital,
Londan, England.

Wabsite: www.isgrd. umds. ac. uk

Centre for Obesity Research, The
Luton and Dunstable Hospital,
Lewsey Aoad, Luton LU 0DZ,
Bedfordshire, England,

Dopartment of Ophthalmology,
Baylor College of Medicine, Texas
Madical Canter, Houston, Texas,
USsaA.

Facully ol Medicing, Memuorial
University of Mewfoundland, St
John's; Mewloundland, Canada;
Wabsila: wiww. mun.ca

Other wehsites

The Low Vision Gateway:
W lawvision.org!
laurance moan.htm

The Foundation Fighting Blindness:
www blindness. org/htmy/
vision_disordanbbardet. html
Mational Organisation for Rare
Disordars (NORD):
www_stepstn,com

Fiona Hall-Jones
Sense

January — June 2001
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Finding my voice

Kathleen Prime, who is blind herself, has written to us from
Long Island, New York — she's inspired!

ast winter, a

seamingly frivial

incident happaned.
It was one of those
occlrmances thal sesm
insignificant on the surface
but nonetheless have the
power 1o transform a life,

It was as simple ag this;
| cama down with a bad
cold and could not speak
for three days. Although
this was merely a
temporary inconvenenca,
it was also depressing in
iz -own way becausa for
what seemed lika an
imterminable three days,
| talt powearless in g way
that | had never
axparianced balors,

For the first time in pmy
life, though | was by no
means al'a loss for words,
| suddenly knew whal it
was like 1o lose the powear
of speach, Yeas, it was bul
a fleating mament in fime,
but it taught me a lasson
that will remain with me
throughout ey [ife.

I Hrmly balieve that
there are reasons for
avarything that happens in
life, especially the dittls
things that appear
unimpartant and-only
become clear fo us later
o Well, inmy three days
of voicelessness last
winter, the seeds of
ampalhy were planied,
and fitthe did | know that
the desper meaning of this
invaluabla lesson wauld
come fo bght in July of
2000

Fram July 7-2.3, 2000, |

36

attended a conferance
sponsored by Mobility
Intermational USA. At the

MILISA conference; a new
challenge presented itsalf,
aone that | had newer
encountered befare. For tha
firgt time, | was introduced o

It is wonderful to think

that all this can be accomplished
through the powerful and expressive
sense of touch, a sense that often
goes unnoticed in the hearing-
sighted world.

the world of the Deal (which |
write with & capital D out of
respect for their strong sense
of cultural identity). As |
began 1o learn a few words of
Sign, a whole new world
unfuriad before me. Suddenly
| wanied to know maore and
mora, o gel a glimpse ol a
workd | knew so fttle about,
And as | reflected back fo my
three long davs of silence last
winter, | realisad that Helen
Keller's saying musi be frue;
“Blindness cuts you off from
things. but deafness cuts you
off fram paople.”

My growing empathy for
people who face

communication barrars was
further reinforced by.a
detemmiried young worman |
met at the MIUSA exchange
program. Her nama is
Ashveana Tulwa, and she is
a Deal woman from the tiny
islarnd of Mauritius, off the
coast of Africa. Ashveesna’s
first spoken language is
French, but ASL is her
easias! means of
communication. She and |
patiently struggled to
understand each other in
French, a language we both
krow, and yet our iask was
infinitely difficult becausze of
her limited language skills
and mmy cwm [ack of
exparance with ASL.
Ashvesna and | did our
bast, though, and with the
help of Leah, a skilful and
compassionate interprater,
we were able to converse to
a limited axtant. Whan my
new Deaf friend was ready
to return 1o Africa at the and
of the conference, | couldn’t
help fealing a deap
sadnass, first of all becayse
| may never see her again,
and secondly, because for
all our efforts o
communicate and gel fo
know each other, our
success had been very
fimited. | was proud of what
we had managed fo
accomplish, but | also knaw
ihat if | did not make an
affori o learn Sign, | would
miss an opportunity 1o ged
o know many more paopia
like Ashveena. peopls
whosa minds and hears
wodld farever elude my
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understanding, The seeds
of last winter had finakly
Bloomed in mid-summer,
Mow the direction of my
lite has changed visibly,
Although | still have an
interest in pulting my
Franch l[anguage skills 1o
use, | feel compelied io
servie the deafblind
community in 5ome way,
My goal iz 1o leam morme
Amancan Sign Language
and to employ my Braille
and computer skills in the
senvice of those who live
withoul sight and heaning,
thus-allowing a iittle light to
shire in the darkness and
a note of hope to
penatrate the sllence of
their world, It is wonderul
1o think that for them, all
this can be accomplished
through the powerful and
axprassive sanse of louch,
a sense thal often goes
unnaticed in the hearing-
gighted word,

Although | wish 1o offar
support and practical
assistance 1o people whao
are deafblind, | balieve
that the maost valuable
outcoma of this endeavour
will be the lessons | learm
iram this unigue and gitted
group within the disabled
community. Life has taught
me o gather strength from
ihe example of those who
have already
accomplished tha task af
hand, and alsafo
recognises that the mast
difficult imitaticns to
cvercome are those that
we place on ourselves, S0
mon that | have known [if
only for a brief moment),
the pain of the voicalass, |
am prepared to face many
new challenges in order 1o
assist them in their
struggle ta let their vaicas
ke heard and recognised

by all,

January — June 2001

BOOK REVIEW

Lt} [ |

Hindi!

Meena Mikam, Mational Cao-
ordinator of the MAB India
Deafblind Programme has
recently published the first
avar Hindi book on
deafindess. 'Deafblind
Children = Early Intervention’
COVETS Causes, definitions
and charactenstics on
desfblindness and provides
ideas on aarly Intervantion
techniques. The book is
aimed at parants, education
professionals and anvone
elze who would Hke to work
with deafblind childeen
Sense International India s
honoured fo ba the sponsar
of the book and hope that it is

The first book on
deafblindness in

an inspiration for other writers
o increase the avaitability of
written resources an
deafblindness (n Indian
larguages. If vou would ke a
copy of the book pleass
contact;

Depariment of Education
Mational Association for the
Blind

Husiom Alpamwalla Complex
124 = 127 Cotion Depot
Cotten Grean

(Mear Reay Hoad Ry,
Station, East)

Mumbai 400 (33

MDA

Bravo! Miss Brown

‘Bravol Miss Brown' isa
racently published biography
of Mae Brown, the firs!t
deatblind person to graduate
from the University of Toronto
In 1872 The author, Joan
Mactavish, was Mae's tutor,
guida, mtarpratar and friand.
Mactavish provides an
Insplring document of Maa's
childhood on a homestead in
Canada, her gradual loss of
sight and hearing and her
persistence in sifiving to
achieve her own goals, Her
oulstanding achievernant in
pbtgining & university degres
was accomplished at a time
when people with dizabilities
wiara rarely wisibha within
mainstream sociely and is an
interesting histoncal record o
the prevailing atitude
towards disabled paople at
that time, The book gives a

vivid iImpression of
Mas's intelligence,
starmira and
commitment and
I= an Insplring
account of life
as a daalbling
WOrmarn

Copes o
tha book are
CDN $24.95018 516.95 and
can be ordered by coniacting

Lynne Ford

Hushion House Publishing
Lid, 36 Norhline Road
Toronto, Ontare M4B 3E2
Canads

Tel: (416) 285 6100
Fax: (416) 285 1777

Fiease gquote 15BM number;
0-S588089-0-5.
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MANAGEMENT NEWS

E

Management
Committee
News

The latest Management
Committes meeting ook
place st Sensa in London
on the 28th ard 29th April
2001. Dbl's president,
Mike Collins, reported that
it had been a vary busy
tirme for Dbl, with ongoing
praparatians for tha
forhcoming conference in
the Netharlands as well
&5 seleciing & host
cauntry for the Eurcpaan
conferance in 2005,

European Conference —
the Netherlands 2001
All preparations ara
running according toplan
and an estimatad number
of 350 paricipanis i
axpectad. Tha Dut
Planning Commities has
been busy finalising ail
speskers and workshops,
ard iz looking forkard o
welcoming everybody
fvobved in July.

Strategic Planning
Update

Az reported in the fast
tssue of Dbl Review,
strategic planning plays
an impartant rate n ha
development of Dbl
Some of the latast plans
will be open to discussicn
at thie next Councl
meeting in the
Metharlznds.

European Conlergnce
2005

Competiflon has baan
fierce for the run (o host
the 2005 European
Conference. A decision
has nol yel been mads
but walch this space for
turther progress reporis!

28

A Mew Addition to the
Secratariat
We are very pleased to
announca the
appointment of Emma
Figher &3 the new Dbl
Co-ardinator. Emma
previously spent three
yEars working lor Sansa
UK fundraizing sois nol &
stranger to the deafblind
field, She has a great deal
of imlarnational
sxparience, both
working overseas and
co-ordinating
transnational activitles

I you would like o lind
ol more about Dbl or
gven iniraduce a friend fa
become a member, then
Emma would be hapoy o

haar from you, You can
conlact her at

efisheri sense.org.uk
or-at!

Deafblind Infemational
11-13 Clifton Terrace
Finsbury Park

London M4 35R

LK

The Dbl Secretariat

The Dbl Secretariat can
be contacted al ofo Sensa
Intermnational at;

11-13 CliHlan Terrace
Finzbury Park
Londor, M4 35K

]

or by email

g @ sensa org uk

The Managemeni Committes - April 2001

f Tobr

CEAFELNYD INTERMATIONG.

Dbl 15 a wila! netwaork for
all invalved in the fiald of
deaiblindnass. Im arder
to bast sarve our
mambers, it is crucial
that we raisa sufficient
funds through feas o
linance our basc
activitias. \With this in
mind, there is a
Corparata as well as an
Individual mambarshio
formm for vou o Wl in
Plaase encourans as
ANy people as possible
b fein

Mon-Voting Members
consist of individuals,
nationel networks and
non-gubscribing
Corporatas. MNon-woting
mambars can coninbuta
io the decizion making
process ol Dbl throwgh
aither a corporate
membes or an
infamathonal network,
Mon-voiing membars wall
rasCmave o oopy of Dl
Raview and other relevant
Db infermation, Mon-
vofing membarship is
free, but an annuas
donation of LISE30 &
requested 1o cover costs

Voting Members are the
representativas of
corporate membaers who
nave paid their
subscription feas, and tha
reprasantatives of
recognised Dbl networks

There are now two fiers of
Corporate Membership

Lamge Comparates:

Annual Fees bahwesn
LISE3 000 and LISSS 000

Small Corparatas:

Annual Fees batwesn
USE300 apd USE1.500

Ceorporate Members can
ba nominaied bosikon ihe
Counkil,
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Dbl MEMBERSHIP

e e A N i S T — ' — — A r—— S l—

I Non-Voting Membership

I | would like to join‘re-join Dbl as an individual
I nan-voting member [pease delete 85 appropriate)

| | wish to make a donation of U3530 or £20
| |'wish o make a donation of [please spacily)

| Please debit my  Visa Amarican Exprass
hMastercan

IDD]D 000 0000 0000
i

I Flerse note that credil card payments are madea
e Sense who then credits Dbl

: Pleaze find enclosed my Postal Order
I

| Sumame

|
| First nama
|
|
| Job Title

|
| Address _

I

| — -

Titie {Mr., Mrs., Dr, alc.)

Dirganisation

| Town ity

| Caunty/State

I Post/Zip code

| Cauntry

I
| Tel (please include country & area codes)

| Fax: {pleaze include country & area codes)

| Email:

| Dbl Review [tick one box in each categaory)

I would prefer to receive DB Review in;

rigglls NS

I English  Spanish

| | would prefer to recalve Dbl Raview on:
| Paper disk

| Please return to: Emma Fisher, Dbl
| elo 11-13 Clifton Temrace,
| Finsbury Park, London N4 35, UK,

January — Junea 2001

|
|
I
I
I
I
I
|
I
I
I
I
I
|
I
I
I
|
I
|
|
|
|
|
I
I
I
|
I
|
|
I
|
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I

-
The following person is a member of Dhi:

Mame:
Address: =

| Corporate Membership
: There arg now bwo tiers of Corporate Membership:

| Large corporates:
| Annual fees between SUS3,000 and US$5.000

| Small corporates:
Annual fees betwaean USS300 and USS1,500

We would like 19 [oin Dbl as a Large’Small
Comporate Member [(please delefe 55 appropriale)

—— s —

| We subrmit an annual fee al US$

! Corporate members are entitled o recelve up to
| 25 copies of Dbl Review. Wa would like
| copies in English/Spanish (delete a5 aopropriata),

Method of payment imust be mads in US dollars)
Cheque or intermational postal order

|

|

I

| Bank Transfar

I Mame of Bank.  BABOBANK

Address of Bank: Sint-Michielsgestel, Netherlands
I Aiceounl Mame:  Instituul voor Doven: INZAKE DB
|

|

Sccount Mumbar 11.29.00.825
Member Details:

I
| Reprasantalive

|
| Address

I

|

-

I Tel: (piease include country & area codes)
I

| Fax: (please include country & area codes)
I

I

I

Ema.

| Please return this form to: Dbl Finance Officer,
| cio Instituut voor Doven, Thearastraat 42,
| 5271 GD Sint-Michielsgestel, The Metherands

|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
|
| Organisation :
|
|
|
I
|
I
|
|
I
|
I
!
|
I
I
| (Fax: #3173 55 12 157) |
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