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A message from
the president

As | si to write, it is The day
after aur Thanksgiving
holiday hers in the Siatas,
and mast Amaricans ara still
recovering from this day of
gorging oursaives on furkey
and all the fixings, which we
do annualty in the name of
gratefulness. Kidding aside, &
is a faverite holiday for most
Lmericans bacause We
pause and refiect tor at beas
are day on &l the things we
should be tharikful for; our
irignds, our famikes, our
work, our health and well-
being. This haliday has none
gl the bombast of our
Irdepandence Day rar doas
it have the frantic anticipalory
haste thatl Chrisimas seems
ta bring alorg. Itis & day of
feasting, thanking, gulet 1ime
with family, and reflecton.
Cyr Dbl farmily sleo has a
hest of things 1o be thankhil
far. We have a wondariul
mIAMAgMG poard intha pereon
of our Managearmeant
Cammittee, and 3 very actve
Councit. These individuals are
axtramaly genarous with e
e, in rnaking sure that we
are a viable professional
arganization. \We also have a
top-noteh newsetter, one that
hicldls fis own in comgpansan o
what any disability group
publishes asa worldwide
publication. Thanks 10 our
editor and her able staft tor &
job wall done on & coMINWENG
basis. We have actre
network leaders, who ook
after the wark being done
caoparatively in a host of
imerest areas. Thanks 1o oUr
loyal individual and corporata
members, we have fimarcial
shahility that allows Us 10
maintaln an crganization ai &
much highar standard than in
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past years. We have
argamization, Sense
Intemational, that al
zalariad Secretanat i
in a most productivi
stpported mannest, W
haye improved our
communications fenl
are curnanfly mthe g
significantty upgradi
web presence,

i of tha abovwa 3
are gll matters perta
aur aver-arching il
jor which we can b
and tharkhul. As T &
comtan] of this curtd
your hards, It alsot
me iht we should |
a5 wall for the indi
memibers of aur off
wiho are ahways S0
confribute. | see ar
cofleagues who D
the time to writs 28
Smast House in S
lpisure activities in
Thay are typical of
mambers who wrll
conibribaste lor evel
jha magazing: pet
real work with gea
paaple and wiling
thetr methods ang
approaches, We
thanhful that this
ahout, | also 588




from 8- ek earifbulos in
Kazakstan, a country that we
ara haaring from for the first
Ema. Wa have a featurg
arficle shout tha Smithdas’ in
Mew Yark, a couple that the
entire fiald should ba thankiul
to claim as part of us, This
dealblind couple have baan
bralass advocates for a
lifefime. And we sea a fond
farewall ko a dear colleague,
Anneke Baldar, who stape
away from deafbiind work
aftar several decades of
genace. and who was

instrumantal in making our lst
Europaan Conferance such a
sucoess. Thanks indeed thal
we have had people Eke her
in-our ranks.

We obviously cannot thank
avaery desending perscn in
this cofumn, Suffice to say
that wi ane thankful ior whao
wa ara &nd who we have
amongst us, and thankiul that
we have this close global
community of people who
compriza Dbl

Michael T, Colling, President

CONTENTS

SmartBe = a‘aman house for
peagle with disabilithes

EDITORIAL

This editicn of the Review
has our usual miz of articles
and news fram arourd tha
wiorld and wa hope that yea
anjoy reading about the
exploits and achiavemeants of
colleagues from 20 many
diffarent placest

Sucoessiul confarances
and natworking feature widaly
a2nd there i no doubl that tha
noficn of gething logathar ard
shanng intormation and
‘suppart, not just locally and
nationally, but internationally
&5 having a hugely bansficial
eftect on the field of
deaflindness. Electronic
communications have mada a
diffserence and supgort our
“talking 1o sach othar”.

Hare, at the Dbl Reviaw
clesk, we recaive almast all
alr material, including the
pictures, through e-mail. This
means that we are able to
respond maore quickly and
more effectively! Many of you
will be pleased to know that
the Dbl website is now active
agaln-and Maleglm
Matthaws, wha is Dbl
Infarmation Officer, will be
plamming and managing new
developments over the
caming maonths. Malcolm will
be wiiting regulary for the
Rewview 1o keep us all up 1o
dale and | know ha will
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welcome your comments and
contribulions.

We, too, are vary grateful
far the great suppart wea gel
from our regular
correspondents. Mike in
Australia, Elin in Danmark and
Stan in Canada hawva no idea
how aur 2oirts rise 45 we
recalve thalr condributlans
unrequested! Sian, Linda and
the team will ba warking really
hard in the naxt six manths 1o
prapare for our big Dbl event
it Canada next summear. Wa
wish tham avery success and
look forward to seeing you
there. And if you haven't
written for us yeat - what's
atopping you? Get in touch!

Seasons Greetings ta
everyane!

Elleen end Frances
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Througn & numoer of pitat
projects ralving ~gmarl
nouses” and compute
solulicns, W have \gamed
b e tachnalogy Gan be

with othars. Wa inveslio
o informaticn and
communicaton tachnology
{1CT) can he used to give
disanied peopie 8 graater
chance of a0 independent
lile, far axampie, oW

i @ could

roased

crpate imyerest in eT
golutions for the panafit of
disabled peapie. and 1o
demanstrala tha need for
naw vechnolody acting 854
source of inspiration fof
ysars ab well as for

gasionals. Splutions and
assishive davices are
devaloped in co-aperation
wath manutacturerns-

impaired people, yizgalty and
h&@l‘fﬁ'irnpalmd peopie and
peapid with cogniive
disapiities -:,de‘.lﬂmpmﬂ‘-""tﬂl
disability, prain mjury,

niia).
ur target graups far
informatan inclhadsa digablec
pacple. prulﬂssinna.'rﬁ watking
with angistive diavicas, prl.'-.lgiﬂ

polticians, and other
:I-aﬁisinn-maher&

pased @ ol knowledge o
target groups. wa created
sranaris whara fictianal

Wwhat is
Smaﬂnn‘!

SmanBe is 2 paie-ran

ne-loor apartmetT int
fve-SlOrey puiiding stuals
a Stooknotm suburp, This
nouse, together wilh 58ve
gthars, Was puilit for & oo~
operalive nousing assoch
s Sanior citizans.

antly, entry is &l

far disabied pacple: thar




accassible through & door
r‘I'I:FI'!'I m&m be il h

SmartBa is not lully
adapted forany disability in
particular, Tha project
locuses an IGT and assistive
devices and solulions mads
with compuier technology
and electronics, We wanl 1o
shaw haw disabled people
can Hive an independent and
rich life ragardiess of the lype
of digability. That means thal
miany furckions i an ardinary
hoe must e possitle 1o
control and supervise far
peopls with mikd 1o severs
disahilitiag. Smanbo is a
home with faciities for
relaxation and hobbies, for
work and study.

Splecting installations 1o
meat the neads of the users,
we optad for stardard
g;pmnmm-umanmlﬂr'
gvallable, industry-standard
products offer A betler

“pengfitioost-ratia than
equipment sspecially
developed for disalied

; = in fhat seNsE 1tve
in=tallations In the apariment

functions present In 8 fkame.
2.g, windous, daors, ocks,
ater autiets. electic power
_and cooker. The need L0
mionitor and eontrol such @
large number af funclians s
most easily met by choosing
& ‘home bus systeny, which
uses an intelkgent buiding
contiol eystam, particularly i
you want o program jiali=
compiex

Switch, sense and moailor 1o
be very refisble. Practically all
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sensors giving input signale

to the bus-sysiem ane

pedinary standard
companents. Viall-mounted
gwitchas for ghts &lc. are

EIR standard. A cable

connacts all sensaors and all

actuators in the apariment.

{Sansors ara inpul davices

auch as awitches, molion

dteciorns, magnatic switches,
pressure sensitive switches,
pUITENt sensing devices,
water fiow sensing davices
alo. Actugtors are culput
devicas, i.e. relays for
swliching power, doar
automation, ar controlling
lamp dimmars.}

The follewing tems ars
spnsed by he sysied

# gl aleciric switches for
switching lights and
ﬁlﬂact‘rica! oufiats on and

# |A-receivers, one in gach
room receiving 1R (nfra-
red) signals from remoie
control devices;

# erlrance door and Coor
Frorm the Hving room ]
paba;

& doorbell at the entrance
door and telephone signal;

& mation sansing device in
the hall (used for
autematic lighting of hall
and bathroom},

# kitehan window and waler
tap:

& Conkear;

# bad,

Thesa items ang controlied

vig 1he sysiem:

+ practicalty all kghting:

& most elocirical power
outiets:

& motorized lock of entrance
dear and door oparner;

# motorizad blinds and
curtains and window
opaner.

Trhesa are the basic funclicns

supenisad and contnolled by

the syztem, But supenvision
and control must be made
seoassibie for peopls with
cEsabiities. The user interiacs
of standard equipment 5 oftem
inadeguate, Every disability
and every individual need may
reguire & specialised sohution
for accessibility. This is the
real challengs ina praject ke

SmartBo whiers We slrive ta

ophimise accassioility for

peopie with a wide rangs o

dicakalities
Cavices for the

presentation of information o

e waer are tha computer

monlior plus recordec speach

anneuncaments. In addition,
there are visual and 2ctile

gignalling devicas, 2 e

enlargement prograam, a

speach synthesiger anda

Brailla dieplay for visually

impalred, blind o deaibiind

peopha, Input davices are

Jane Eriksen
in the
SmartBo

SmartBo is
not fully

adapted for
a

ny
disability in
particular,
The project
focuses on
ICT and
assistive
devices and
solutions
made with
computer
technology
and
electronics.
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LIVING

computer will assist people
with mental retardation, brain
damage or demaniiz. The
~goalis 1o give them conirol
gver thair living in an
apartment, suppart their
-activities by giving them
planning capasty and
remindera from tha computer
gnid help them o
communigate whether thay
canspeak or not. A universal
terminal fvideo felephone 4
fext phone + voice phone) for
signing people {also for hard-
aihearing or mentally
retarded people) is ingtaled io
‘Fupport their commumication.
There iz 8 Video dogr-phone
for molor-impaired and eiderly
people and a speclal door-
ane for desfbind people.
Ugers want 1o know who is
“ringing their doortell and if i
iz someane they really want to
“poen their door to meet!

Discussion and
mlus;uns

While -’nE'»T and elecironics
=1 gre ; er ppporiymities to
g better and more
md&nt ife for disabled
“and elderly people, systems
ﬁﬂh&femplw&d to coniral
m.par'.rlse people in an
way, Theintegrity
'HI'Ei'ldedual must atways
E‘Fkaﬂefd Ethical aspects
of paramount impartance
ﬂeﬂhﬂm‘e Hiving conditions
‘@ fo be discussed.
The*mﬂiﬂﬂf installimg and
man apartment with
‘mew izchnology might be
mwmd expendiure
o assisiant staff, ltcan be a
wpﬂw ExpETience to be
ﬂﬂrﬁmﬁe with doing things
-@n your gwn without having
&0 assistant ahways at your
~S40e- Newertheless, this is no
“Eacuse iodeprive disabled
_peapia of personal
“assistance. Money is saved
'ﬂll't#ﬂlﬂr peaple can
t'live in & safe way
in thair. own homes instead of

.Ii 5
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lfcanbe a

Very
positive
experience
to be able
to cope with
doing things
0n your own
without
having an
assistant
always at
your side.

moving into institutions.
Probably many people would
prefer o siay in their homes if
thiz is an aliemative, This,
however, should always be g-
maiter for individual choice. In
the optimal case, thanks o
the use of modern technalogy
an indivicua! will enjoy a fisll
and indepencent liks in spile
of severs disabilites; at the
game fime coais 1o sociely
may be reduced.

SmartBo was completed in
Drecember 2000. A total of
arourd 1500 visitors came
from ail over the world
Incliding deafblind people
from Sweden, Japan and
South Africa,

A very imporiant outcomes
of the project is to share
information-and a package,
including & video film and twe
CD ROMs, is available 1o
buy. The video shows the
house in use and the Chs
contain detailed descriptions
and an interaciive tour, The
video has English subfitiirg.

SmartLab

The work on ‘smart” living is
being continued at The
Swedish Handicap Instituts in
a new activity called
SmartLab involving all
depariments of the Instilute,
Knowledge, experignce and
equipment from 3martBo has
informed this proksct,

Door phone for deafblind
people (left]

Inicrmation can be found on
htip:/fweew. hil.sefenglishy
smaritab_eng,pdi

The Swedish Assocation
of the Deafblind (FSDB) plan
o start 3 project in Spring
2003 — called Villa SmartBo -
on independent living for
deafblind peopka, Villa
SmartBo will be powerfully
suppartsd by advanced
technology to assist deafblind
pecple 10 live independantty
and have an active social lifel

information

about SmartBo
The film with Swedish
subtitling and two GO
ROMs is SEK 200 (approx,
€20} Order no: 91804, The
Flrm with Englesh subtitling
“Peopis using SmanBo” i3
SEK 150 (approx, €15),
Bath can be ordered from
the Swedish Handicap
Institute Phore +45 8 620
17 00, Fax +46 8 739 21
52 or via www hise
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SENSORY

INTEGRATION

Joshua stopping and
turning back to begin the
sequence of actions again
and again until he was
farmiliar with the alteration
made ard could then
continue on his ‘purneay’.
Ak a resull of this
behaviour he had been
‘glven a tentative diagnosis
il ALt s
#* Joshua had a moderate
nearing boss and wore two
hearing aids, He was only
abia 1o walk when wearing
lhu fegaring aids and would
revart o crawling when the
hﬂqﬂug_a]ﬂs were
ramoved;
- ﬂ’lairr crawfing, Joshua
 was not able o use
diagonally opposite limbs.
In addition he crawled with
tﬂ: hands fisted and his
ﬁﬂthald off the ground to
mma armount of
#m“aﬂm receivad;

- Joshia was tixated by
ﬁlﬂﬂ lights and mirmors;

pENLA was very [Imited in
Bility to actively
it s environment in
. He was only
i n one video
= manlarad repeatedly
{ He woukd also
Iung thin plece of
: ]_:Hn&nw finger
nd thumb of his right

18 MOVEMENT games
“swinging and jumping
afult) wara

cad that Joshua really
-and jumping

1ha one activity that
13 woud request by

Alar & tarm in
o was e
* m nhhsm;wlnur and
mﬂmmﬂ:s mada.
ﬁﬁnﬂhﬂ ol a speciakst
therapist was sought.

Iy tha schaol paid for
st therapist o work:
mm those

e alraady involvad

- December 2002

with children in school did not
hawe the speciafist fraining
required. it was noted that
Joshua was experiencing
difficulty in a number of areas
relating to his vestboutar,
proprioceptive and
kingesthehs sansas,

An individual sensary
imegralion programme was
set up and mplamanted
throwgh eight sessions per
week,

After six weaks many naw
skills werg emerging,;
ncluding:

#* explaring playdough;

# beginning 1o mouth toys;

+ mare eye conlact and
social inferacton;

+ independent exploration of

a range of toys,

#*+ looking ai his own
reflection in & mirrar;

+ responding to object cues;

# simple problem soiving

(2.0, mawving & boak frem

hiz chair so that he could

sit down),

Harry

Harry is a little boy with

CHARGE Association. He

has a prodound hearing loss,

glauvcoma and is registarad

parially-sighted, He has a

tracheotomy and on-going

health probiems.
Consequently he has lull-time
nursing supgcrt in schaol,
Dua to long pericds of
hospitalisation, Harry was not
referred 1o the specialist
teacher team for input
regarding his sensary neads
until he started school at the
age of four,

Cihservations of Harry owvar
time showed:

# he was refuctant to interact
with others;

# [he use of a Resonance
Board was a huge
breakthrough. Harry would
bacomea wary excited and
anjayed experiencing
strang vibrations, Lse of
this aguipmant supparied
ihe development of

anficipation, turn-taking

and cause and eifact;

#+ Harry was not able fo
transfer these skills 1o
other silvations despite
cansistent and frequant
expasure fo simikar
activities presenied in
ather envirgnmenis;

+ sign support wes
infroduced tegether with
other augmented
communication modes
(e.0. use of object cues).
Harry began 1o respond o
some gvenvday signs but
mada no attemat to imitate
the signs himself;

+ antl-zocial behaviours
bagarn o emerges,
including scratching angd
pinshing.

It was initially suggested by

Harry's teacher that these

bahaviours were the result of

naughtiness and attention

seaking. This interpretation o

Harry's bahaviour was

raviewed and the suggestion

mada that thesa behaviours

{although socially

unaccepiable) wera Harry's

attermpts to abtaln infermation
fram his world, This view was
supported by chservirg that

Harry pinched loys and

objects ghven 1o him, and not

jus! paople.

Phiysical joint compression
work was introduced under
the guidance af an
occupational tharapist
(spacialising in sensary
infegration wark) and after
the second sassion Harry
began 1o inltiale these
activitias himsell. When these
aciivities were underlakan
Harry's pinching and
scratching noticeably
reducad for a period of lima
afterwards. He was also felt
ta ba much hapolar. smifing
and willing 1o interact with
othars. At the end af The
second sessian Harry
imitated waving ‘goodbya’, a
bahaviaur fot previously
ophserved. & maora detailad

The

organisation
of
information
received
from our
different
sansory
madalities,
is used to
enahle us to
interact
effectively
within the
world
around us.




Objects of Reference ...
Objects for Conversation

The Origins and Development of Objects of Reference in Europe

Marleen Janssen, The Deafblind Depariment, Instituur voor Doven, The Netherlands.

In this article Marleen Janssen takes a brief look at the history of
commnication methods for deafblind people tn the past and then
Jocuses on the methods that msprred the staff at Insticunt voor Doven
i their work, past and present, to develop spectalist provision. She
discusses the people and the methods they used to support
communication and the way n which olbgects of reference hawve been
used mn developing conversations with deqfblind children. Marleen
grves lors of pracrical examples and wams of the imporrance of the - e
praper implementation of methodology in evervday practice.

Marisan Janssan

EDDFEI‘SEﬁDIlE with deafblind people in days g_ﬂn; b}f

totally deal but possessed some residual vision, The
nature of the cataracts sffecting his eves was such thae
he was gble to distnguish u number of colours: He also
had an extremely well developed sense of smell and
semse of touch, His communication was limited but
effective, as you will see in the following cxample.
When a person came into the room, he knew

It iz fascinaring to-sec how much was already known
~about communication methods for deafblind people
arpund s hundeed vears ago (Dendermlk, 1907, Case
repores on well-known deaffalind peogple gell ws that
-ebnversations with them and others took plece using o
waricty of methods including, inger-spelling into the
hand,; Tadoma, tactile signing and a combination of all

these.

W bnow the sucoess srorics of these
well-known deafllind people.. But what
wis it like before these deafblind peophe
wire able o cominunicate at a
symbaolic level, in other words before
they had mastered these fomms of
communication — symbol avsrems?

A report about James Mirchell, the
sol of o Procestant cleric from
Seotland., who was bom oin 1795, was
anve of the Tfew dealblind children, who
were recognised then, in whom both
‘senses were Inmited from birth. This
contrasts with the deafblind children |
menticned earlier, whose dual sensory
chsabilities were acguired as they begun
g0 grow up, This mekes a greas deal of
difference for the development of
GO AT,

From birth, James Mitchell was

July = Decamber 2002

immedintely from the smelfl, this then led him o where

Marie Heurtin using
Tadoma, a mathoed of

the stranger was standing or sitting,
and the visitor was then immediately

subjected to @ tactile investigation. He

als0 used his sense of touch 1o discover
whether or not the siranger was
weering boots, James passionately
loved horses, and the boots gave Him a
strong chue as to whether his visitor
also shared this intercst.

Anger, joy and sadness could be
cleardy obssrved in James; hie showed
these emotions by emitting discordam
noises, loud burses of laughier and by
erving (Lenderink, 1907, p. 83-87).

So thanks 1o these individuaks and
their recorded czses we know a litte
about frow the educators of that time
strugeled o engags n conversanon
with deafblind peoples and o provide 2
langruage to describe everpday evenis,

11
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The “Conversational” method of
Dr. Van Uden

The tazk facing Jan van Dijk at the beginning of the
19608 was also o dilficul one, namely to offer
congenitally deafhlind children a good upbringing and a
pood education at a special new department which was
to be get up in Sint-Michizlsgestel. Thirteen deafblind
children were admitted 1o the department within a short
apace of ime. Jan had reained a5 8 teacher of deaf
¢hildren and as a special educaror, In order (o be able o
perform his new role suecessfully, he studied various
methods which had been developed for depfhlind people
ifi orhee countries, He spent some timeat Perking in
Bogron, becoming acquainted with the methods used
theti.

He ohgerved the “identifyiing method™ ae applied by
Howee with Laura Bridgrmn. Communicainm wes
leamed via the sumulas-response model, wath the
teacher alwave being the omé who namied the obpects.
For example, the teacher ploces a ball in the child's
hand and says; “ball”, Or the teacher shows the child
picture under which the child must place a written
wiord.

Jar varn Dijk also studied the methods used i the
former Soviet Union by Sakolansky and
Meshehervakow. He learned from this how important it
was to creane opportanites and give childeen cufficient
scope to build up representations of the world sround
them aad to implant thess mental images in their
memery (Mesheherpakoy, 1070; Enerstvedr, 1996),

But the most impertant source of inspiration for Jan
van Dijk remained Dr, Van Uden’s “conversational
method”, in which Jan had been triined ae 4 teacher of
the deaf, just like my own predecessors. The essenoe of
this method lies in the child-centred approsch dinng
“the consversadon™, Dr. Van Uden developed the
methed of “seiang and playing 4 double act™

This method con be characterised g3 a natiral
didactic method that is also used by mothers of young
children: the mother “seizes™ the utterances of the child
by repeating them in the right words and in the nght
sequence, and thereafter adds her own contribution
She does this in natural simetions at moments when the
child is motivated and avwaiting her responses. Van
Uden {1977) describes many examples of such
CORVEESELIN MOMents, &g,

Mother comes o the cot, dnsws by the sounds her

baby it making. The baby immediately begins to

move 1tz arims, begs and facial fearures, half-crying
and helf laughing, The mother understands these
exprossive movements, these non-verbal

cxpressions of “body language™ and says “Are you

hungry? Come here, my darling”™.

These two sentences represent o conversation: the frst
sentence coptatns the words which the baby would have
urtered if it were able to talk: | am hungey™, verbalised
by the mether as “Ane you hungry?® The second
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senfence is the mother's own conibunon to
comversatdon. “Come here my darling™. Thei
nit ver wnderstand this second sentence, buly
wetions, the mother makes heesell understond
the child out of the cot In this way the child |
quickly coane to understand what the expeess
here™ means, and, for example; stretch out i
when it hears teese words (¥an Uden; 1975,
methid 14 based on an antcipatory approach
motivation of the child; because the child 5@
it butlds up expectations regarding the reac
mather, Reperition and predicmbility in the €
routine play un important role here
Afrerwards, an important support tool i€
is the recording of the conversation mements
drawings and writing. The ar wis alwiys 4
minst characleristc elements, those that hasdd
most impression on the child, and then e gm
language for those elements (Van Uden, 195

Symbol formation in the
Van Dijk method

Svmbolic function
[, Jan van Dijk developed a communication
fior deafhlind children in which becoming &%
symbaolic function iz seen s a crucial process
tn the development of children without dissk
symbaolic function separates thought from o
acrion and enables the child o evolke interng
representations of things, people and cvenis
rhey are not present. The child discovers tha
representations can be named using & wordi
1a congenitally deafblind children the pro
becoming aware of the meaning of symbols
muny vears. The Van Dijk method is based
thar aymbol formstion must take place withi
zocial context, in which the inidarive lics wit
When developing svmbolic behaviour it iz
av-all times to ory and match the child’s sphe
ifiterest, o by and creale Conversanion mom
the individual signs from the child a3 a starn
ik Werner and Kaplan (1963], Jan van
believes that these signals must indtially have
in common with the object 1o which they rel
example moving the arm in a circle o signif
ar moving the upper body up and down o s
“swing”. The essential point 1% that the chilc
iy dizeover relationships for irself. Since at t
are ugpally dealing with symbsols thar involv
skills, i is' important 1o tain the ose of the t
properly.

The importance of pointing and refe
In addition 1o the development of namural gt
syrnbol formation is also encouraged enablio
to make references, [n their communication
particularly when vsing words or gesoures, £




o

conversation parners refer to things-about whach they
have a shared knowledge. For r::m:n.pil:-. the word
mrable™ refers ton representation m the minds of both
eonversstion partngrs. The word refers to something
that 15 not actizally present it 15w substitute for it This
Mﬁ_ﬂhﬂﬂ rnpr:s:mnuvr.' reference.

Fﬂnw'lu ‘i preperation for this referental function
ﬂhh:wnﬂ. A small child uses its finger to point o0

of the wail and begins to babble; the child's

mﬂhwﬁ the hinger and says, “Yes, that's
ﬁnﬁ- . The behavivur of the young child muost be
Soen i the same way as pontng. For example; when
=he child picks up an object, holds it up and wants the
nﬂh‘.‘rﬂmﬂn o look arit. When people point to
mﬂ:hgﬂlrrstup' otitside of themselves, as it were,
#nlhmgpmm! o the other person.

h’pﬂnﬂn; with the finger can be regarded as an
#li oking nt something, it is mrely found n

sc with @ vizunl dspbibicy. Tnu-tﬂl;t_-, this function is
e iu':m::plf, by mppm; genthy on somesthing,
Fry miphn: and then Iappmg the child for whom
£ i smtended. This action is saying, &s it were;
w i for Peter”. Ancther example might be first

topping the child’s body and then tappimg ane’s e
body, a2 a way of sayving: “You and me together™. No
words are used, Words replace a certmin notion; the acc
of pointing does not. Although pointing refers 10
something, it does not replace 1t {non-reprosentutive
reference’).

Wery cleardy, the use of objecis of reference & an
extension of pointing.

Dbjects of reference
When a child begins to succeed, sfter repested
experience, in forming a representation of how cerbamn
activities proceed, certain objects which are (or have
been miade} the most characteristic for the child can
acguire a referential functon.

For example, when a certain beaker is presented ot

& certain tme each day, the child will call up the

representation of *I’m gaing 10 have s drink”

whieen offered this beaker. Inthis situstion the

beaker refers to "having a drink”,
Oetce the child has become aware of the referennal
funetion of an object, it ¢an be taught po refer o the
activity n-guesrion by aking the object, or using a
schematised form of iv. Absrracted objects of reference
eruay be mrimiature objectd ar "a part of the whaole™, If the
child wishes to cycle and the bicycle ks not near by, it
can e given the ppportenity to refer to this activity by
showing 8 “piece of a Bioycle™, for example 1o key 1o the
bicvele lock,

The importance of objects of reference

The importance of these ohjecrs of refercnce conmot be
over emphasised. They pive the language-less child an
oppOrtanity o express s wishes actively; the togally
blind child does this vsing Mractile™ symbaolks, while the
partially sighted child uses drawings of the abjects 1o be
referred eo ing for example a “reference book™.

Using these obyects of refecence, experiences can be
recorded in calendars and conversaton books. The
objects of reference offer something tangible — o
conerere means of talking about expericnees and evenos:
Becording the events gives the child oppormunity, for
examphe, to leok forward 1o & pleasarable event. The
child can also express wishes with regard 1o the future,
as well as heing able wo look back ar evenes from the




Pt The deafislind child is thus given sno GRpOTunity to
hecome @ person with a Present, & past and @ furure,

From signal 1o symibal

Objects of reference can develop inm mue symbaols if
théy increasingly eome to funstion in differing situgrions
(decontextualisation). For exmiple, the beaker is no
longer solely that one object which is ysed in the
morning and the sfternoon, bur s alsa gn obiject which
i5 used by other members of the child’s group, which
can be bought in the shop, which can haye different
shapes and colours, which i= washed wfter use, and
which vou can tlk about "When are vou gring o buy a
new beakerr.™ By pllowing the ebject of reference 1o be
uwsed in a conversation in 1 range of different ways, often
In combination with gestures ar speech; the child
abendons the ides thar an obfect of reference muse
alwuys lead to o particular action, bal comed o realise
that the object of reference can erilie things to be given
B-name, fio exemple: "That isa car”. The child
meeritalines thie and realises that everything can be grvern
A ndine, In this way it is possible for tye child to detech
rself from the purety Pragmatic world,

A symbol systiem

Once the child has digcovered that peaple ate ahle to
participate in esch other's worlds of action and thoughe,
the need arises to do this iystermnatically. A langnage
S¥YStem must be chosen. For deaf and deafhlind
children, development in the direction of sign language
i the obvious choice, However, for some congenitally
deathlind children it is possible to combine their awn
Bestures with tactile symbols and Braidile, and glse with
fngerspelling or writing (Van Dijk, 1965; 1967; Van
Dijk & Janssen, 1993: Van den Tillaart, Janssen &
Yiager, 20000

Objects of reference in
everyday conversation

In the 1970 my colleague and predeceszor Mary Rose
Jurgens deseribed the impeortant functions of objects of
reference as heing:
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the ability 1o chamscterise;
¢ the recording of experiences Jurgens, 1975
The characrerization of experience takes place
choostng a churacteristic derail, king the mte
the child as the starting point: this means thary
characterisric detall ean vary greatly from one ¢
nnother,

In the carly 19805 ever moge refined system:
being used with individual children. T begamn dhi
the Deafblingd Deparmment abstracting réctile al
reference for a blind child in refjef paper, {Jamgs
1984,

; : =
Developments from the 1980
till now

In the carly 19805 the number of dealblind chils
our Deafblind Department had Browen to 35, T
developed all kinds of communication i
differentisted on the basis of the interests and
capabilities of different children, The COTTVERGHTE
alwiys the cenrsl plank of thase approgohes, Al
obects of reference plaved a SUpporting rols in @
and sustaiming the conversartinn,

In the mid and late | D808, the use of objects
referehice was becoming mare snd mare well e
nat only for the deafblind, but also for other gpa
children and adulis with multiple disahilicios,

Research in the field
In 1989 Charity Rowland and Philip Schweigert
the use of conceptually concrete symbaol EySTemys
deafblind, Their studies showed thar objocts of g
weee extremely useful for non-speaking mdivid
wene deafblind. The use o objects of reference
deseribed in many publications within the conrey
"activity baoxes™, “anticipation shelves", "calendd
systems”, and ofien targets individuals who are d
A number of suginentative and Altermatiyve
communication (AAC) systems have heen ds
use with non-speaking individuals since the mid
These have been thoroughly reviewed by Beuk
Mirenda (1998) and in the UK by Park {1997,
these symibol systems require Fuarly well develop
cogritive skills as welf ag good visual scuity.
Recently Rowland and Schweigert (20000 54
that the objects of reference are also ugeful for
individuals with & broader range of dizabilicies-
mental recardation, developmental dissbilities,
pervasive developmental disorders, severe vis
IMPATIERY, Severs orthopaedic OTIPErTIIEnt,
disabilities, and deafblindness. They have alga
demenstrated thar tingible objects of referencs
rerve as a bogdge 1o other symibl SVRIEM S, in
abstract systems {sach as speech or manual
lngueige) and thar learning to wse tangible 4N
not interfere with the soquisition of pesch,

Dh




Implementation: back to

the beginning

In owr own Deafblind Department we have secn a

deveiopment since the 19905 which corresponds with

developments elscwhere. Our Depanment has doubled in
termns of number of children (new 65, with the result
that we have also acquired many new staff. The use af
vhjects of reference, like the use of other forms of
communication, demanded standardisetion and accurate
recording and transfer to the new staff members, We
geguired fine new communication chests in 1993, which
cantained smandardised materials but which could be

-adapred for each mdividual child, One disadvaniage was

tiar we were unable 1o provide all those new people with

“adequate supervision and mducton support o
wcordance with the origmal principles as refured hore,
The consequences of this were;

# when s new pupil joined us it was ofien the case that
a communication chest had aiready been ordered
befiore the child amrived, and before we had o chance
oy observe what that child’s capabilitics were and
take them intw account properiy:

# amention was focused too much on planning and not
enough on Conversing

# the initiarive sometimes lay too much with the

-teachir rather than the child;
# there was too much of 3 rendency o drop into the
foeed rourine, without building in surprise ¢lements

and without eliciting conversetlonal moments,

e - —

e ———]

'S0 we learned the lessons ...
In conclusion therefore, 1 would like to stress that the
use of obiccrs of reference is only worthwhile if the
-I:E!-I]IHIEI.'E (parcots, teachers, caregivers and others
“involved m the child’s upbringing) are well aware of the
various functions of the objects of reference and know
how they can use them. For us this meant going “back
o the beginning” as regards implementation: explaining
Thow abiects of reference should be wsed in the context
of everyday conversations. (Grood interaction and
communication support and adequate raining of
Eﬂjqﬂmmpmvndmb:amsim condition for this
wr_n, 2001, 2002; Van den Tillaar, 2001} with
~which o have the impace it deserves.
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For some
deafblind
people the
leisure
programme
became a
return to
the time of
having good
vision and
hearing.

LEISURE ACTIVITIES

Out and about in Russ
-« IS it just leisure?

From the moment that Usher Forum was founded we decided that we would create servicas bath
deafblind paogle of different ages and for familles with 2 deatblind member. Dur organisation &
nearly 5 years old and we are Irying to develop our laisure programme.

= ha leisure programie
inciudes three strands
of work:
# communicalion club

This is held ance or twice

& month and ie open fo

every deafalind person or

family membar. Morsaver,
any of them can invite
frignds or anybody they
wish to parlicipate in the
maeting.

# partles

Traditionalty (we already

hava our traditionsl} we

calebeate birthdays and
hioid Mew Year and Spring
partes with group
compeatitions, quizzes and
reat fun.

# exoursions

| 'will 1alk about our

axcusions n detai,

Every excursion has several
targets to be accomplished. |
will point out some of them.
The ong on the very surface
&5 visthing an inferesting
mace.

Being honely, having
mobifity problems or being
too busy in avery-day life (in
the case of family-members)

creaies greal problems when
trying to wisit the many
historical and cultural centres
and museumns situated in
Moscow and the ragion,
Deatblind people have
difficulties wilh
communication, special
guidance ard imtaroretation
{we do not have any
interpretation services for
deaiblind peopla in Russia at
the maoment}. So, voluntary
quide-interpraters help
people to visit these
interasting places,

Another is that a visit
reprasents a real gvant in
their life. This is what we
really want to present to all
the panicipants of our
exursions. Mast dealblind
pecple and thair family
members share with us their
strong concerns that thay
don't have exciling events in
thair monoionous lives.

Both deafbiind peopla and
their family membears feal
they have a lack of stores to

share with thedr friends.
leads ta the narmowing
communication circlas.
around a deafoling pan
and around families
hawve deafolind mambs
attanding a real evani
provites a good oppar
to build contend for fuld
comvarsations with pes
colleaques.

The main partficean
OUT BXCUrsions are s
with acquired deafbling
They usad o live mud
active lives and had
apportunity for free i
Deafblindness practiss
chases that door to oo
and this is nat only be
of thalr deteriorating s
and/or haaring. The f§
situation within such g
usually becomes very
in our country and it
for them 1o affard 1o 4
anywhara. The aim o
letsure programme is
redurms tham to 8 Aov
of fif@ (b1 & way). Ma
PeopiE VISl mueseum
galkerias on Saturday
Sundays. We do THE
a5 everybody aisa d

The d&a!hlin-:l Thd]
Wwie asked siressed
ExCUrsions gave the
cpporiunity to confi
lagming.!

T ik gadng with po
iearming new things
(Elena 5.)

% am fond of raadi
authars. It woild by
Wisil Muzeums of AL
writers"” (Julia L.

Db
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LEISURE ACTIVITIES

“When | was a school-girf |
hated going fo museums. |
have mobility probiems but
nobody warted to wail for me
and | nesded more fims {o
see averything. Every fime |
went | got losl. | ke to go
with Usher Fonmm becauss |
&m nof afraid of getling lost
with youw and you give me
griough fimea for evarniiung”
{Elaria V)

For some deafblind peopla
thege laizure programme
tzurs became g rehim ta the
tim=-of having good vizion
and hearing. Faor mast of
tham it wasn™ a pasnful
meehing with the past at all.

“Though ! visifed here when |
WS younger it was 8
plagsure fo coma back o g
place fhat ! lied fo visit when
{ Wwas poung and beatiful®
[Mataly K|

For the families of deafolind
peopte we have some other
fargets, Firstly wa offer them
the possibility of meefing
aifferent dealbling peopls and
saaing that it 1= possible ta
suUnive m such a situation;
and sagondly that there are
miffersnt methods of
comimurication thet can ba
used with deafblind pecplsa.
Within tha Laisure
Srogramme it is quite
common ta find thal when a
d=albiind mother cannot
coms with us, her sighted
and hearing daughter and her
fusband will come with us
instead. Sighted and hearing
chitdran of deafblind pecple

‘ofien participate; mothers

=nd grandmothers, their
friends and refatives — we all
kncw-agch othert The chance
af R excursion provides &
somicrable oppartunify o
get ingluded i the group or
o atay outside of the group
Ut keep angye on it In gur
WVieW, Bncouraging a8 mixtung

of different people creates &

pasitive basis for accegting

‘problems
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These excursions mean
that parents get the rara
oppariunidy to have a real
rest, that very braak which
they drearn about constantly.
L a few occasions during &
recent frip, mothers were
able fo absolutely relax, One
them smiled and said: " don't
avan know where G, is now! |
anly knew that | cannat be
waorned aghout im here — ha
is not alone here. He = sata”
[Ella A} Another mathar was
siting alone on board the ship
waiching the passing frees
an the gther river bank, "Ars
you not feeling lonaly? |
asked. "Mo, thark you. | am
RESTING! (Lilia H.}

Finally | want o tell you
about gur final frip of the
year, Traditionally we close
the seascn with some far-
away tour, This year we weni
fo the Mew Jerusalem which
iz & historics! and cultural
cenfre 75 km o the West of
Maoscow, A 17th cenfury
marasiery was created a5 a8
copy of Jerusalem so that
Aussian Christians could visit
the very impartant religicus
places —in Russia. When we
visited it was the first day of
summer and the weaiher was
Bright and happy, There were
many new participants in the
group, Yictoria has Usher

syndrome, type 2. The family
found us in February, Dut
Victeria didnt wanl to come
to the leisure ciub ar o our
parties. Howewer, this fime
Victaria, her mother and aunt
came with ug, We were
happy, Galing £, — Vicloria's
mather — said 1o us; “My
daughier has siayved at home
for four years. She didn'l
want bo go anywhere. Here
ghe saw for the first time that
& person with Usher
syndrome could meet other
people and continwe [earming
new things about the workd”

Irene Salomatina,
Usher Forum,
Fussia, Moscow,
rvi@child.ru
ivaal@mail.m

“I like going
with you.

1 like
learning
new things™
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OPENS

Inspiration and hardwork
lead to a specialist Unit for
the education of deafblind
children in Greece

he astablizhmeant of

the first Unit far tha

aducation of tha
deafolind in Greaceis a
dream come true. The
struggles of the Assocation
of Parents, Tutors and
Frends of the Deafblind have
bean worth whils as the
Mirniztry of Education, Lundar
thi tead of the Director of
Special Education, has
gstablished the first Unit for
tha education of the deaftling
i cooparation with the
Centar of Educatian and
Renakilitation of the Blind
(K.EAT.). The Unit will epan
up and start its work in the
migdarn premisas af the now
ballding of K.E.AT. in
Mevember 2002,

The process of the

establishment of thls Lnit
started about fittean years
ago. when Ms Argyro
H’apml-il a Tl;‘-El.d'IEH ﬂt
K.EAT. heard of Kosmas, &
deafblind child who had baen
borm with residual vision and
residual hearing. Kesmas
had been abandonad by his
family and had been taken on
by a state inatitution
responsible for the care of
abandoned children with
mulliple disabilities. Ms
Raptow contacted her lriand
Calliope Karanikola who, up
la that me had devatad her
life to missionary work in
yarious countries in Adrica
and Asia. Calfiope Karanikola
decided o foster Kosmas

and ai the =ame fime she
started a struggle for his
aducation. In the meantimea,
they discoverad other
childran with similar problems
and came inio contact with
the peychologist Mr. Jacques
Souriau, from France,
Jacques' help wae
invaluabia, firstly i the
educstanal advica ha gave,
ared secandly In 1he advisory
suppart he offarad 1o he
parenis, tutors and
profescionals Who Wers
wiorking with thesa children,
Additionally, an in-senice
fraining program aiming ai
the specialization of the
K.E.A.T. professionals
staried through visits 1o
Deafblind Unils in Europe
and America, Following the
gnralman of three deafbiind
childran in the nursery school
of K.E.A.T., and In order to
anawer tha naad for better
awareness of the
professionals working with
the deafblind children and 1o
keep abraast of the lalest
develapments in the field, in-
sarvice training programs
wire introduced, Two

K. E.A.T. protessionals
parficipated in thesa
programs. This team aof
profassionals comprised the
core of {he Assodation ot
Parents, Tuters and Friends
af the Deatbling children. The
first prasidant of the
Azzociation was Calliope
Karankata. The next siep

Fhole courssy &
Groeh Aasociaiion
of Perenis, Tulprs
ard Frignds o
Daatslingd Cnidran.

Karanikola's
dream was
not only to
see the Unit
for the
education of
the deathlind
children to be
established,
but also the
estahlishment
of halfway
houses for
deafblind
individuals.

was the aim of the mes
af ihe Association o
esiablish a Unit for the
educaticn of deafblind
chitdran and ta have
recognizad a5 a Sepai
Indepandent, aducatio
department.

Lrtil o, deafblinedg
children in Grasce hal
githar coverad by
CCOMMUNICATION"
for bling childran with
additanal disabilibes
K.E.A.T. ar by ather Ul
dealing with children
additional disabdities,
Lighthouse for the BE
Ciresca has embraced
idea of a Unil for Deal
Chikdran from the ver
beginning, not cnly by
providing the aciites
affices al the Dealbling
fszociatan, bul alsod
providing faciities for}
children's crealive ach
program. Gallope
Karanikola™s dream w)
only 1o 2ae the Linit o
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education of the dealblingd
childran fo be astablishad,
but 2lso the establshment of
halfway houssas for deaibiind
individuals. Kosmas was
g:‘::lwh‘lg up, and as she
beliewad in the achievemani
of her goals, she fostered a
sacond child named
Apnsiolos. The Assockation
had the full support of many
epeaalists from tha
international fiald, including
OBl and EDBN, with their
alms for 8 deafblind unit. Tha
resdlt of this cooperation was
he planning of a series af
saminars on subjects
concarning the dealblind,
which wers organized with
tha l_arp-unsﬁfsl‘lip ol KEAT.
and included five two-day o
thres-day saminars with total
diration of 50 bours. Thara
ware 95 spacialists —
Barhars, music, accupational
and physical therapists,
peychologists, mohbility
nstrictars and parants —whao
 allended these seminars.
- The ohjactiva of the seminars
Liﬂstn creats a network of
ienals who would be
1' 1o deal with the support
Fﬂd& of daafblind children In
ﬁ'ﬂ'lwa greas. The saminars
are planned with the help of
larm Gresn, (Lega del Filo
11, who alsa coardinated
 SEMINArS.
The seminar lecturers who
E‘lln'llaud {ocomeio
wars experts in the
 and came from LSy
grant countrias. They
esponded enthusiastically to
; hv]ierhnn and gave thair
. % frae of chargea. They
antributed. not only in thedr
i iulm_i seminars, but
@ 'i_i‘l-_-.n‘.l:f'.taring theair advice
- far the establishment of the
it itsalf. The honoured
guests were: William Grean
e gel Filo D'Oro), Tony
1Sense), Jacgues
Sauriay (CAESAM), Ingar
- Bodbroe (NUD Dk), Dennis
- Lalii (Perkins School for the
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Blind), Emmanueala Starani

{Lega del Fila B'Ore), Toula
Matza (Grask Azzoclation ol
Parants, Tutors and Friends

of Dealblind Childran), Ursuka

Hainamarnn (Asthda),
Bernadatta Kappen
{Owarbreak Scheal for the
Blind} and Mary Guest
{Sensza).

bie. Stratie
Hatzicharalampus;,
sociologlst and membar of
tha Board of Tristeas of
K.E.A.T.. playad a major part
Inn the planning of these
gemimars and the
establishmant of the Unit
itsel. The Unit al=o had tha
unrasersad backing of the
President of K.E.A.T., Mr.
Andreas Kravarti=, Tha
semifars ware brought fo a
close in September 2002 and
their completion fook on a
fastive air as it was
accompanied by the formal
announcement of the
estabi&shmaeant of the
deafolind unit, along with-1he
simultaneous meeting of the
Dbl mambers. The
conclizion of the saminars
togathar with the
establishment of the unit for
the deafbiind children was
hailed with a short speech by
Mr. Michaal Collins.
Prasident af Dbl, and Kavin
Lessard, Director of Parkins
Behool for tha Blind.

The Daafblng Linit will
start with five to six childran
and its educational program
will be supported by eight to
nine professionals in the
tframework of cooparation
between the Ministry of
Education and the Ministry of
Hsaslth end Welare. The
educational staff wilf consist
of; a paychaologist; 8 music
tharspist; an occupaticnal
and a physical therapist; a
specialist teacher; 8
kindergarten teacher; a
makility instrucier; & child-
CEre warker, 8 visifing nurse
and the necessary domestic

OURCE

W,

siaff. The needs of the
children will certainly
increase in the future and the
aim i o be able to support
alt children a5 necessary,
The staft confinue their
personal development in the
field of special education by
attending courses and
sEminars organized by
foreign arganizations. In the
context of this coltabaration,
one of our pecupational
therapists, Georgia Pappa, is
currenthy &t the Pearking
Schogt for the Blind attending
tha Perkins-Hilion Program.

Sadly, Callippe Karanikola,
tha woman wha inspired 30
many peaple in Greece, s no
longer with us to rejolce at
Kosmas' first day -af his new
schaol, She left this workd in
January 2000,

Todey Kosmas is a
member of Despina Mylona's
family who continues Calliope
Karandola's difficull work.

Menelaos Tsaoussis

OPENS

Phicog couriesy ol
Greak fssaniatinn
el Pamngs, Tutars
ad Friends af

Dpatbdind Children



CHARGE AND

CAUSE:

USHER

A developing project

|8 are now one year Into

e eightesn months al

the CAUSE project and

can see that the various elemenis

o the project are really starting fo

come together.

CAUSE is funded by the EU
Rara Diseazes Programme and
&ims te promode work with
CHARGE and Usher Syndromea
Across Eurcpe. This will be done
throtigh:

#* “Adapling to Change” — the
CAUSE Conferance: a joinl
maeting of the CHARGE and
Usher Syndrome Metworks.

* The production of information
leatiats relating to the two
conditions, which will be
distributed in a varety of farmats
and languages and will also be
accessible through the CAUSE
wobsite,

Underiaking two key BLIVEYs;

“Mairtaining Independenca” A

Lifestyle Survey of people livimg

with Ushar Syndreme in Europe.

“A Behavioural Survey of

Chitdren with CHARGE” - based

on a wider dissemination af

research projects currently being
undertaken by Jacgues Souriay

In France and Tim Hartshorne in

the LESA,

* The production of g bibfiography
to include aricles and other
fesaurces on both CHARGE and
Lisher,

#* The development of an overviaw
of the suppert and services
currently available to families
with CHARGE or Usher wha live
In the parner natlons.

# The production of guides to good
practica, which will aim to
highlight new and inngvative
work with both conditions within
the partnar nations.

In Italy in October, the CAUSE

preject partners held their final

meating bofore the conference

This gave us the opportunity ta

very much facused an the
programma for the conferance.
CALUSE is abaut promoting
awarenass of Llsher and CHARE
The partnars have identified bre
largat groups to receive infa
and the project workers plan to
produce accessitia, user frieno
Information resources to meet
needs of these groups, We pla
only to produce a written rapart!
Ihe twir surveys, but also to
produce a video of inferviaws
people who have taken part in
lhose surveys, The factehest o
functional affacis of Usher
Syndroma will, lor axample, be
based on case studies to whick
hope that people with the cong
will be able to relate, The facts
on reseurces will be bazad on
findings of the Ushar ifastyle
=urvey; highfighting the sa
and resources that people
Usher from around Europe fing
be of greatest benefi,
Throughout their three mes
the representatives from the o

review the project to date and plan
the detail of the confarence and the
nfarmation 1o be produced by the
praject.

As at previous maeetings, the
varous represantatives spant time
in sub-groups to discuss specific
aspects of the project as they ralata
to Usher and CHARGE, The
CHARGE sub-group used some of
Iheir time fogether to write twa af
the infarmation factsheets that wil
eveniually appear in the CAUSE
project tolder. The Uisher subgroup

Marylin Kilsby chairing the Usher Sub-group.




CHARGE AND USHER

prgarisatians have becomea his paper "Sensary Intageation: A workshop leaders specialising in
increasingly aware af theesirengths  special challenge for CHARGE”, both Uisher and CHARGE will be
andgans within thair awn whilst Tim will be prasenting the @aking par in the conference. Timea
infarmation resourcas. Our gim s to-  findings of the CHARGE i5 included dor discussion and
procdusa | rasourcs falder hal will Bahavioural survey, Tharg will also Indfividual netwarking. The
pddress some-of ihesa gaps, be an opportunity 10 learn about conierence will alsg provide an
signpest further saurces of recant developmants in Lisher opportunity for the wo networks 1o
| information and be of equal interest  research, ook 1o the future, We hope that
o and use o a professional warking The chair of the canfarensca will marny af you will come and join us in
1 with CHARGE children in Germany . be William Green, Vice-Prasidant of  March,
I as it iz to a person with Usher in Dbl & widle ramgs of speakars and
SpaEin.

"Adapting to Change”
Tha conlaranca will bring togather
the CHARGE Metwark and the
Eurapaan Ushar Syndrome
Metwark. Tha two themas af the
confarencea ane “Adapting 1o
Change™; which Dr Margaret de Feu
feam tha LK will be explaring in har
waynote presantafion and "identity
arwd Exing” which Gardd Brill-Doran
a membar of the ELISH from Iraland
will addres=e fram her individual
perspantive.

We gre pleassd o be able o
canliern that David Brawn and O,
Tim Hartshormea will be flving in from
the USA. Davig will ba presaniing Hanna Pittralf.

f The CAUSE Conference
f

O
QQCA.U_.S.E

THATEDT jis]

The CAUSE Conference

27-30 March 2003

Hanover International Hotel, Hinckley, Leicestershire, UK

Fees
Family rafe; €250 per adult, €85 per child for up to 2 children, any additional childran free.

iz €400
For further information please contact:

Liz Cook, Groups and Membership Manager
Sense, 11-13 Clifton Terrace, Finsbury Park, London ML 35H, United Kingdom

Email: lcook@zsenseorg.uk & Tel «44 20 72737774 @ Fax +4d 20 7272 68012
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PEOPLE

Extraordinary People:
Bob and Michelle

Smithdas

L or moee than wenty-five
years, the staff of Helen
Kalar National Cantar in

Sands Point, Maw York, Ras baan
privileged 1o witness axiraordinary
accomplishmanis by exlracrdinary
poopla, Many paople with
daalblindness fram all over the
country come 1o The Canter 25
studentes for periods of fraining
during which they laarn skills which
agsiel them in their adjustment 1o
dally [He. Sevaral sther ramarkabla
individuale who are deafbliing ara
profezsionake on our own staff. Two
such axtraordinany people are Bob
and Michelle Smithcas.

Bob Smithdas achleved natoraty
when he eamed not only a
bachalor's degres, bud alss wani an
I @am a mastess, and four
honosary doctoral degrees. Hence
ha bacamea Dr Bob Smithdas. His lifta
oy, howaver, bagan long befora
that. Al the 2ge of four and 3 half, he
coniracted carcbro-spinal meningiis
and lost bz vislon and nearly all of
hiz hearing. Ha later bacame tatally
deaf. I his firsl autoblography, 'Lifa
al My Fingartios,” ha noted that
“unable 1o hear the sound of my own
voica, | gradually lest my feeling for
the pitch ard slresses thatl give
spoach its human character.” Dr
Smithdas told me that be has
"always boen conlent to find out if |
eould evarcome the obatacles of
dealbiindness for mysell, and the
challengas ware tha things that gave
me miy ‘highs,” bacausa they
showed thal evaryihing is possible
wrtil you prove if impossible!

Tharess Maddan Rosa, Ph.D Is curranily a Technical
Aszistance Speclalist with The Matlonal Techrical Assistance
Consartiom 2t Helan Koller National Center, Sands Poinl,
Maw York. USA. Hera she describes the achieaments of tia
of hitr colleayues, Bob and Mickelle Smithdas.

Basides |had a rathar stubborm
siraak whan §was a kid. and if you
sald | coutdnt do samething, I'd try
to prove you wears wrong and | was
fight.”

Ha cartainly has done that
numarous tmes. We have all.
aspecially paopls with deafblindness,
beralted from ks shibborm streak.
With Halan Kaller and Peler Salmon,
Or Srithdas played a vifal role in the
development of legislation in the USA
authorizsing the establishment of the
Halar Kaller Mational Canter for
Daathling Youths and Adults. At the
age of 77, he continues to sanve as
Diractar of Community Education at
HENC. Bob's sometimas gruff,
slubborm exdenor is balanced by hig
gensitive poatry. In * Shared Beauty,”
he rermarkead, " Leall it Lile; and laugh
with its defight. Though life itself be
out of eound and sight” In addition fo
*Sharad Baauly," Dr Smithdag is also
the author of anoiher collection of
poama, "Cily of the Heart.”

Michelle Smithdas was bern hard
of hearing and became toially deaf
al the age of 15. Afler 5
snawmabile accidant during her
senior vear at Gallaudat Linbversity,
ghé lost har wigion, Michelle met
Bob when, in 1972, she came, as a
student, fo Helen Keliar Nalicnal
Center. Three years later, they were
farrad. Michelle iz an instnactar in
the Communicatons Learning
Department at The Center, In an
interview printed in Tha Deaf
Amarican in 1878, Michelle said
that she learned courage and
detarmination from Bob. When

Michslle decided to acquire
cochlaa implant in 1994, how
Eob kept hiz opinion to hims
after shea had made har cwn
decision. When the imgplan
turned on, the first sound shg
was Bob's voice, Michalle oS
tha experignce as ‘thrilling.’
Like many Amancans, B
garage filed with power tool
he uses to make repairs in 1
home which he and Michall
He ks alsoa gowmet cook,
iz an excellent baker
American television journ
Barbara Wallers described §
1288 interview with Bob and
Michedle Smithdas as the
memedable of her carear. I
MNovember 2001 ‘Power' (54
Ladies Home Journal, Ms WY
named Michelle Smithdas a
woman who most inspéred B
MNovember 7, 2001, Barbara,
prasenied the Helen Keller
Center Lifetime Achieveme
to Dr, Bob Smithdas,
These of us who work in
of advocacy for people wit
disabilities sometimes fail 1
the achievements of our
collzagues. Because of peg
Ech and Michelle Smithdas
are apen Which had not eve
approachable during Hele
lifetime, That i3 truly exirag!
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Thank you Anneke!

Az The Acguired Deafolindmess Network met to hold iheir fourth Seminar in
Swltearland, Annegke Balder réflecled on its development over the yoears,

of the paople whio o nol
0 kmow the Acquined
= Deatbiindness network
alreaidy, | will start with a bried
Infroduction of the network. We
startad In 1989 as a small group of
Isolaled professicnals wha met
gach athar during a Europaan
conferance ol tha WEDB (the
former DB, The IAEDS was
foundad as an crgamsation in which
teachars and educators of deafblind
chiddearn st 2ach athar al
confarancas and sub-commitieas.
The subjects ol plenaries and
workshope in the conferences wera
all basad on congenital
deaiblindress. That is not a
Urprea bacauss this was the area
af owver nding Interast af that tima_ In
1889 there was a slight changs as
some prafessionals, warking with
peaple with-acquired doalblindness
mat each other during the
conleranca in Warwick (UK. | was
a membsar of this small group and
we had savaral fvaly and
sometimes amational discussions
about our waork as moast of us wers
“lenesama” cowbays in our own
colntras, who had to Hght. in
izolation, for a befter life for people
with acouired deafolindness, Wa
decided that we wanted to meet
ey ather on regular basis and our
firel “warlke” dead was 1o ask for
ofiicial racognition as & sub-
cammilies thraugh the IAEDB. We
gucpanded and our assoclaton
‘Became a fact!
~ Bocause we ware not mare (and
lezE) than some isolatad
proloscionals, tha main subjact
guring ol lirst mestings was how 1o
reach olibar izolatad profassionals
and how 1o bring tham in contact
with sach other. The idea af having
2 saminar was barm) The firsl one
wat arganised in 1934 in The
Metherlands. In the program
differant aspects of actuired
g=afblindness ware raprasantad
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and thae best thing was that 60
isodated professionais falt lass
Isoiated atierwarcs as thay mat
paopla with exactly the sama
problams.

Two vears lalar, in Poltiers
(Franca) wa had a real theme: tha
Uinitad Mations Standarg Aules for
Handcapped paopée. Thraa sub-
themaeas from these standard rules
ware tha subject of the seminar:
accecsibility, refabilitaton and
sipport sarices. Thara was a kol of
discussion of working experiancas
and ideas about these subjecis and
a lol of participants got the feeling
ihat they wera na lenger kanesome
cawbays| Flans wera madea o do
zome things in co-oparation. Far
our colleagues in France the
saminal was 3 big success, Soon
altar :r-!e event they staried making
plans for 8 resource canira for
acquired deafblindness and fhis
canire is aready successiully up
and runming.

During the third Eusopean
seminar, {he subject eldady
deafolindness becams g
conferance thamea. The programme
covarad & wide varety of fopics.
Mast participants wenl homea with 2
lat of inspiration, but thay atss had
a shared feeling of halplessness
Bacause this was a growing and
unrecognised problem.

Meww we are gt the sfart of the
fourth seminar. We have bigger
ambitions than aver and thara ara g
It of chalenging subjecis:

# the growing number of ok and
very old peaple. We still need to
whow how o organise
rehabililation services and how to
get eldarly deafblindness on the
agenda of the geriatric services.

& (e mternational classification of
impairment, disability and
handicap of the Werld Haalth
Crganisation.

# {he developmant of tha
continuing diecussion with

Anneke is making a caresr
change and moving on afler
making a great conlribution te
putting this important area of
work on the agenda.

deafolind people and their
organisations about all these
matters, national and
imternationat,
Our missgion will rot f3il a5 we hope
this seminar will give participants the
inspiratian fo go hemsa with copcrete
plans for better sendices forpeople
with acquired deafolindness, In order
to do 1his we need you and your
active contribution,

Mow | want to share some personal
thoughts and remarics. When | took
the responsibility for preparing this
keynote speech, | could not imagine
thatit would ba my last speech in
the deafblind world, Some of you
know it already that | m going to
leave this work with deafbling
people to take on a new chailenge.
Peoplz asked me why did | take this
decision. The answar is that there
were prganisafional changas that
meade it impossitde for me (o
contfinue. These Kinds of thing can
happen.

Howsaver, in all this change |
would ke to leave in my final words
my legacy o you-all. "1 wish that
deafblind people and
professionals will find a way o
co-operate respectiully with each
other to create a true dialogue.™

Thiz article was acapied from Anveke &
addrgnsto e Samingr on Ascarad
Deafblingass i Jumeh 2-6ih Oclabar
Sooz
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FAMILY CONFERENCGCE

The sculpture from different counirées in
workshops used typical Europe communicated with
building materlaks each ather, The daily
including; cemant, “Beyond Words” sessions

sand, were run by the Mordic
polystirens, « Kristina and Culture Metwork and Sensea
wax and water. har mother in Scotland who faciftated the

a soulpture passibility for deafbdind
workshop. participanis and fheir famiBes
o express themselves
throwegh experimenial
scupiure waorkshoos and
music and Bght vibrations

All participants said that
they benefited from the time
they had spent ogether at
the conference. Ricard Lopez
from Spain will be setting up
an infarmal intarnet mailing
list so that the familias who
attendad can ramain in
contact with each other,
There was good coverage ol
the-conferance on local
television and media and a
shor film will be edited from
thiz =0 thal ciher people can
shara in the eveni & follow
up comlaranca |s planned for
2004 in Danmark and will be
rEn by Lome Poggion from
the Mordic Culture Metwark.

4 Music workshop

& Families from Slovakia and
Crach Rapublic.
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Family event -
‘Listen to Me’

24

FAMILY CONFERENCE

ha recen| Ewropean

farmily conlaransa on

the 20=271h Oclober
200221 Bari in Haly was a
greal success, Cvar 20
parents, professionals and
YOUNg panole cama rom
Westarn, Central and Eastern
Europs to lisfen ta lecturas
and taka part in diScusson
groups, music sassions and
soulptura workshaps, The
aim Wwas io allow parents o
dizscuss ard exchange
axpanences and information
an & wids ranges of issues
cancarming family lite, The
canlarencs was mada
possibla die fo fha financial
support of Lega d&! Filo
d'Ciray, Hiltorn Perkins and
Sense Intarmational. This
sponsorship opened up

Eliska [right} exparimenting in the anuiptur& works

attendance of the event o
more families. paricularly
thase from Eastern Europa
The svent was also
suppantad throwgh

collabaratian wilh a local
disability argansstion wh
rany voluntesrs pravided
invaluakble sdministrative
hedp,

The locaton of the we
in Sauthern ltaly was chio
with the infention of raisi
awarensss af he senvice
rgads of deafblind peopi:
that region. Thare are me
familsas i e Pudglia recs
wing curranlly don't have
acoess io spacialized
supporl. I iz hoped that
local gevernment officials
wing allended e event |
be stimulated to provids
agpregrale support Sarg
for deaflind paaple in the
futura,

Cimeol the highlights of
confarance was the
wenderiul way that dealls
chitdran and young adulis

4 The music workshop
wvsad fans, slectric lig

and stroamers o maks
vibrations.
Dbl Re




Developments in India ...

Akhil Paul, Direcior of Sense Infemational {India), deseribes tha background to reising awareness af tha needs
of deathlind people in India and paints & picture ol exciling Rew service development.

The situation in India

Dezatdity has been a par of human
existence from the beginning of life
on this earth. In India; disshility is
somelimes referred 1o as the “result
of wrang doéngs Inthe past life”. This
myih ks gradually disappeaning due
10 tha awareness created by vanous
NOm=government-and goviarnmant
organsations, in lndia, there has
baan a lot of work done for those
who have ohe dizability |8, those
Wwino ana blind, deal; mentady
ratardad and physically disabled, but
whan it comas 1o sarvices for paopla
whio ara muliply disabled the
sconarks s vary ditfferant.

It k= astimated that the number of
paapta with a deability in India s
onear S0 milllon, There 15 no data
available about the size of the
daafolind population in India as,_ 1o
date, thare hava baan no
compranensive sludios or resaarch
to datarmine the true incldence.
Eztimates, bazed on information
gatharad from communily based
progacts. indicale that thara could
ba mere than 450,000 deafbding
people in ke countny.

The need for deafbling services
Prior ta tha astablenmant of Sanse
Intermational (ndla), thare was vary
little awareness abaut
deafblindness, In thes vast couniry
there was anly cne plonsesing
schood, e Helen Kalar instiluta tar
Dezal and Deatbling, Mumbal,
calering to the neads of 23
dealblind sludents. The situation
wae such that neithar the
government, nor arganisatans
working with disabied people wara
aware of a deafalind pegulatian.
Lack of awaranass of this unkque
dizabdlily meaant, and =il means,
that mary deafblind people are leit
without suppart or [abelled
incarrectly (lor axampls 25 sawaraly
mentally refarded) and receve
inapprapriate suppard.

Mationa! bralin storming
However, & deferminafion was
buikding within the country to move
things forward and with supEon
from pur international fnends a siam
was made 1o he process:

Sarse Intermnatlonat Indla was
founced and since thern, we have
been ciosely imalved in the creaticn
of about 25 services for deathling
pecola in 13 states of India, through
suppart from local disakility NGOE,
The sarvices are based an the
rodel which s appropriata far that
part of the country keaping i mind
the regional neads. Some of the
models are;

& vocaticnal traming wnis for adult
deatblind peapla;

# national teacher training
EFOarammeas;

& day cara uniis,

# rural community based
rehabilitalion programmes;

# home based projects;

# residential tralning units;

# puUireach programimes.

Professional support

In acdition 1o suppanting he
development af services, we work
with each partner NGO I develop
itz capacity through the organisation
ol Iralning programmes and
waorkshops, whech are facilitatand by
specialists 0 ihe fald of
deafblindnoss whe come froom all
aver tha world. We are alss
supporling many othar NGO/
Schaots and Govarnmeand Insilutians
through our lechnical expertisa;

Government support

We realised that wa havea
campaigring rale-and have
succesdad in getting recogritian for
“deatblindness” as a categary of
mulliple disability by lobbying the
Gavernmant. We have baan
successhl Inmaking the
Govarnmant awarg that thess |2 a
huge dealblindg population in india,

which meads attention from all
quartars of the sociely

Disszemination of information
The concept of ceafblindness s new
I India. There is nedther [ierature
narinfermation on deafblindness
Avatlable. Tofill this gap, wea hava
sat tp a Resource and Information |
Lini. This: Linitis e firstof its Kind in |
Azlta and will cater to the needs of
oranisatons and individuals who
arg interasted in kpowing more
atsaid dsaibindness irough spesilc
hancaus, aricles, nessiatlans,
leatiate and posters.

The awakening

Tha begemning of the new
milErnum brought naw hopas. The
firgt aver Dbl Azia Canference was
an amazing coporiunity fo share
with and learm ram collzagueas from
many nationsg. We are lnoking
forwiard apd planning 1o suppart
them activedy in the fulufe.

Sustalnablity

Irall-our programmes, the
‘sustzinabilily * i= a key slement. In
the last five vears we Have seen
nolicaable development in guality of
sarvices. Wa have succseded in
sirangthening programmes through
incal specialists,

The fulure

The pas! live veare have seen

Some vany exciling developments.

Hera, in Indis; thera |5 a growing

band of professionals and famikes

who are detarmined o improve he

Mvas of the hundrage of thousands -

ol dealblind pepple in the country.
Theorginal "Project” has grown

inte-a "Programme” and now [ has

bacome a- hMovement™ = 1o supporn

dealbhnd people whesaver thay live

in India.

Akhil Sukant Paul

Wi, sarsaintindia.ong

Email; akhil@zansaintindia,. org
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SCOTTISH CONFERENCE

The ‘Dreams, ambitions and
realities’ conference a success!

“Wondariul atmosphers, as ever, Scolland has been walcoming and full of lantastic ideas.”

ver 200 dalegates attendad
. the Saptembar 2002
ponference with participants

visiting from arpund the world. The
conierence raceivad high praise
from many of thase who took part
cwer iha three days at Glasgow
Cialedonian Universidy. Tha unigue
gimosphare of the event was
largely due to the anthusiasiic
irvoivament of the chuldren and
adults using Sense Scotland's
services arnd theair femiles.

Delegate Marie Richardson Said:
“The stafl isam was graal, [rem the
fop 1o the botiom evaryona muckad
in and mada us feal really
welcome,”

Throughoui the conferanca
delegaies ook part in workshops,
presentations from health

Brian Abery, Co-ordinator of
School Age Sorvices al the
University of Minnesota,
Minneapaolis, gave the keynata
speach.

July — December 2002

professionals, deafblind people and
rencwned expers of intermational
standing. There wera also a great
range of social events Including an
axclusive praview of the Helan
Kelbar Award exhibition and an
mvaning of enteriainment proviced
by & groug of deatblindg musicians.

Brlan Abary from the Liniversity
of Minnesota, LISA took & look at
isswes of sell determination and
asked the gueston: “Weuld
dealbling peopie choosea to tell us
more il we iImproved ourselves as
listenars?

The inaugural Tail Mitchedl
[echura, which will fow ake place
annually, was presented by Willam
GEreen, Lega del Filo d'Cro Italy and
Vica President Dealblind
Internaticnasl (DblY. Inhis
prasantston he used his
experience of working with the
dealblind community 1o discuss
gihlcs and good prachss.

Thea final plenary sassion saw
Paul Hart frorm Sense Scotland use
the musis of Bach o examina
communication babwean deafbiind
pacpa ard thelr seeing and hearing
pariners. Hig thawghithul and
gnterlaining presantation proved
that, in his wards: |1 does ke fwo
b tanga.”, while ona of his key
messages was hal: “The essence
of baing human s beng.”

Gillkan Morbey, Chiel Exacutlve
of Sense Scolland said: “The
conterance has generated a
fantastic amount of discussian ard
diabate about real lile 155088 [on
paopla with complex support needs.
it was a rara apporiunily far
pridessicnals, mamikes and peophe
i Ea services {0 share thair own
parspectivas and lo-faarn from sach
oither. | know that peaphs ef the
conierence invigorated and full of

Sec%se

The Mational Deafbbed
il Aiibadla Bsood ot

Scotland

Far mare infarmaticon about Sensa
Gootland visit the website at

www senseacofland ong uk
telephone: 0141 554 2444

fax: 9141 564 2443

extphone: 0141 554 2442

confidence ghout their lives and the allllan Marbey, Chlief Executive

wiark they do.”

of Sense Scotland.




mermalienal artiet, Argyro
kondiandinidou. was specially
invited to show her work in an
exhibstian timed ta conincide with
the DBl Management and Council
mealing In Athens. Mrs
Keondtandinidou ks a sculptress and
hag been actvely working for the
past 20 vears. Her work is in
palkeries and private homes in
Gregce and abroad and she has
mest recently had wark on shaw in
Chicago, Attanta and llingis,

Argyro studisd both technical
design and painting and then went
an to learm the skills of woodcarving
with masler crafismen from faly.
This revealed a speckal tabant in
Argyro and UNICEF recognised
thiz, As a resull, Argyro has taught
woodcarving to young peopls an &
regqular basis as part of ifs
pragramme.

The ariweork that was on show at
the Cauncil Meeting is a souipted
bronza doming. It consists of 14
pigoes - each with tha same
dimensons, Each piace represents
the private and public life of the four
mast impartant prahistoric
civilisations: Greace, Egypt, Mexico
and India.

This beautiful scuipted artwork
car be placed on the floor, where
people can walk on it and touch L It
can algo be used as an educational
arfifasl for deaiblind childran,
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Ciamanta-Toula
Matsa, Presidant of the
Greex Assodiation ol
Dealblind, Paranis,
Tutars of Deafblind
Children and Friends
invited Argyro because
her work spaaks o
everyone aboul beauly
and the culture that is
comman o all anciant
civillsations.

Argnro Rondiandinidou
works in Athens and her
studiocican ba found at
< Tripodon Streat,
Plaka, The Graak
Asgsocighon csn ba
Tound gt 27—29 Ragav|
Streaf, Athens 11474,
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REGIONAL NEWS -

Latin
America

Klareela Forero
feparis:

Resource Centre on Deafblindness: an answer
to the information needs in Latin America

In many deveioping
colnines, acgess o
infermation about
deafidindness is limitad,
particutarhy information
redevant to local conditions.
Information produced oulside
the local area is olien
inappropriaie becauss it is
netin g regianal languags
and tao oftar the
achievemenis af dealhlind
people andior professionals
working ab g local level go-un-
recorded;

sense Intermaiional (Latin
America), with support from
the LK's Commumnity Flnd,
has spent the past year
compiling information ic
craate Latin America s first
eleciranic infarmation
=11

Thie Hesource Centre on
Deafblindness i5.a Spanish-
language websile designed
to meet the varied needs of
individusals, groups and
proanisations working with
deatbling peopla, famifies
and professionals. We are
ealabbshing contacts and
lirds betereen Fealth
institutions, refiabilitation and
education organizations, the
deafblind community
educators; professicnals,
students; researchers, policy
makers, managers,:locsl
cammunities and seli-help
groups-acrass the contingnt.
There s plenty of evidence
that access to informaticn &t
the right mamant can mean
the difference Detwaen the
imclusion orexclusion of
deafbbnd people in'sociely,

The Hasource Centre was
launched a5 3 pilst on
September Gih 20 in
Bogota, Colombia in.an even
attended by over 300
cdeafblind people, family
members and intarested
professicnals It will be
launched formally-in

July = Decamber 2002

Dacembar 2002 after
improvemenis have baen
made following a round of
cansaltalian,

What information does the
Resource Centre offer us?
A A complete review of

Iiterature related o

Deafblindness There are

fact sheets on our site

covering,

+ Definifions,
classification and
causes of deafbiindness
igyndrames, genetic,
others)

# Information lor parents
tfamily, communication,
ediucation and Sexuality]

#* Information for teachers
and prefessionals
(evalualion,
communication
syslems, onentation
ared mobelity; gusde
interprefers and
trainirg},

Fact sheels are easily

downloaded and can be

printed and distribued frea

ol charge:

B The users can access our
Virtual Library, ask for a
CORY or consult & database
with: arownd 500
publications incloding
books, magaznes,
manuals ard articles. ¥You
can also download zoma
videos related with the
Iopic (for example, a video
ofi-Helen Belfer's life of
CemmuUnication systems)

G The-site has information
dbout the organisations,
schools, assodations and
Institutions from all Latin
Amesican countries, also a
map listing key contacts in
each country,

B There is am area of {he
websie given over o
discussion forums. I has
sactions Including:
Dealblird Community™,

“Youth network”, “Forum”,
and “Ask forhelp',

E Finalty the Hesource
Cenire documeants the
Real Lives of Latin
American dealblind
peogle,

How can we access the
Resource Cenlre?
lnformation compiled in the
Resource Centre can ba
accessed aither-draclly, by
visiling our website
www.sordoceguera.org, of
indirecty, by making contact
with vour focal associativns
working with dealblind
people [hese crganisations
can print off materials frae al
chargal,

Iy parallel with thiz project,
thres youth centras in Peru,
Brazil and Cokambiz will ba
astabllshead, which will have
fudly accessible Informaticn
Techadlogy enabling
deatblind people with parial
viston and/or sight 1o access
tha website diractly.

How do we know we are
getting it right?

W have a Consultative
Cammittes compased of 12
pecpbe from 8 different
coUnties (including dealblind
paople; lamibes and
pridessional reprasentatives)
Thair job is 1o help ensure
that 1he Besaurce Ceantre
slays up-to-gate and 1o
provide-critlcal fesdback on
hiw It {5 being uzed lacally.

Future plans

Chur ftdre plans include
geling the Aesource Centre
ranslatad inta Portuguess:
creating discussion forums!
networss for Guida-
Interpretars and familles: 3
Ceafiling dob Link; and
netwarking the viclual lbrany
with olfer countr=s whars
zuch resources exsl.
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Janka Sarizska,
Dirgcior of
Evangelical
Elemeniary
apecial School
lor Daaibiind
Children,
Garvenlea,
Slovakla reporis
on exeliing
developmenis in
Slovakla ...

30

Children in Sabinov, Slovakia

With finanoial support fram
Hiltan'Perkins Intarnaticnal
wie organized the sixth Family
Campin Slovakia; The first
three Family Camps ware
arganized for the Slovak
familizs with deafbling
childram and the |5t thres
iﬁcl!.,u:lad familigs from
abroad.

This vearthe camp was
hehd in ihe small town
Sabiray inthe East Sovak
Hegion. We had 15 familigs
and & participants in alll

The families which were
irvibad were-from the
Deatbling Schoal in
Cervanica and threa new
Famnilies with mulil-
hardicspoed children, |n
adcition there were famfies
from Esst European
countries — Hungary, CEech
Republic, Homania and
Bulgasia, Six professionals
supported the activiies with
thedeafbiind childremn,
siblings; parents and
teachers. One of them was
Gillian Morbay from Sense
Scotland, who g alzothe
mcther of a 27 year old marn,

The panicipants created 4
groups = deafbdind chitdran,
theirsiblings: parenis and
teachers: Theirprogrammae
waz divided Inic 4 areas
# Educational work an

commuonication, s

thedagy, music thecapy,

£ign: [anguage and spacial

pedagogical-and

psychoiogical counselling.
# Cultural and sporting

A home for life

The Parents Assaciation, the
School for Deafaling Childran
in Cervenica and Blind Linion
in Kosics ane all worklng
lagethar on the project i
cieate a Group Home Tor

activibas which ware
taiforad individually ta tha
naeds-cf gach deafblind
child. There were activities
lihoes wakking it owr,
visifieg tha musaum,
shapoirg, laking & trip o
the ald castle, traveding by
train or-bus to-anjoy the
natural worid. Everyday we
had the swimming pacl,
oV and sports ground
availabie to us. One oithe
micest Activilies was sitting
togather arcund the
campiire toasting aur togs
by the warmth of the
flamwas, Thachildran
ralaxed in this-maw
erviranment,

# Siblings of deaiblind
children; They worked az 2
graepa: one of youngar
childran and onie of alder
ones., Exceptfor the
leisure tima activifies thay
worked wvary actively with-a
sign language feacher and
ill,

# Parents. They had some
{ectures relatad 1o sociak:
and-paychological
development, The parents.
vigitad &l tha therapsts
and had the cpporiunity fo
discuss things with 1hem.
Thie Parents Association
alsg had a masting: They
discussed the cumant
probiams aboit the
development of 2 Qroap
home for degibling adults.
Af the end ofthe sizy ihe
music therapist and the
peychologist had 5

deafbiing adulis. The Slovas
govermment hes recogmsed
the naeds of the deafbing
popuiation in the netonsl
programme of gars of
deafbind people. The

The International Family Camp with Deafblind

therapeutic sesson with
parents and |1 was very
suceessiull
e of the Bighlighfs of the
whale waek was cur
“parlommancs” with both the
dealbdind childrar and thair
siblings. We wited the
parents and peopla from the
towm focthis parformance, 1§
was wonderfull Especially
impressive was fhe Last par
whan the siblings sang 2
song gnd their daaiblind
brathers and sistars- zloo
sang - “with their hards", Even
atiny 3-year old was signing!
Thi Famlly Campwas §
days loong and oviery day had
a structure, We warked from .9
in the marming watilG in the
ovaning. It was cenranding
but-evarybody knew that the
i we spant iogetser wodld
be Leaful for the famiias in
the futung: Theougvautl the
fimec there was fagular
evaiiation of hiow things: weare
progressingl Alihe families
wars delighted with the
progiramime, Thay learned a
bot @hout working with: their
chilld at home and in schoct,
Ferhaps Dest of all were the
relationshins that warg
developing bahweean thie
tamifies: The siblings from
Sioiakiaand the Eareign
familigs: axparencad no
bamers afall, aven though
thiay didt spaak Sama
Engiiage! Thers was
wonderful co-operatian
Detween everyong — the
profeasionals and the families,

mafional programme, ordered
by govamment, = an unigue

Boporumly o start more
systamatically to solva the

]:wl:rFerﬁsl'ul geathling people
M OUT COLNiTy.
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Slovakia

continmed

Visitors from abroad

The ¥rih ol October 2002
was g spacial day for the
Dealblind Schoal in
Cervenica. Dirsctor, Janka
Saresha, with sfaff and
students walcomead the
graupof 7 Amenoans to the

Sehool. They wers Prasidend
al ihe Hiltar Fodrdation,
Stevan M. Hilton, Vice
President, Dayanna b,
Hayets and Bobert Buckley,
il B avith his san Brizgn
Buckley. They ware

accomparntied by Hittar!
Parkins Intermatanal's
Michas! Colling, Director of
Perking School tar the Blind,
Kawvm Lessard and Eastam
Europe specializt, Dannis
Lalfi:

Mike Steer
reparls on receni
developments in
Anstratia

National
Conference

The Gth Mational Austrahan
DeaiBhind Confarencs was
hedd &t Lidecambe, Sydney
Iramm 12=15 Juby 2002 Theara
wara 226 parkcipants with 30
preseaars and exhibiars,
There was highleyelai
partkipation: by peopka wha
are deaiblind (bath in
numbers and invchiament in
distussion) with delegales
from all Australizn staies and
ierritorias [Bxcapt Moriham
Tearritaryl, A-sartingent of
2ight people from Mew
Zentand stiended, as well as
presantars from Japan and
fha USA with delegates fram
MNSW Departmeant of Ageing.
Disability and Home Cara
thoth management and
commuanity workers).

31 of the delegates wers
d=atblind, sevan wara desi
and sz wara blind,: Thera
were 35 interpreters and 40
volurtaess suppariing
dalegates: Twoovoliunigsrbus
drivers ensured that
delegates were safely
delivered from the airport, 1o
and from thisir
accommodation and the
conferenca. Musculer reliel
far delegates was provided
by faur volunteer massage
thesapists-and for fhosswho
needed child minding support
there was a voluntesr
chifdoare warker

Mew Zealand s now a
member-ofthe Australian
BeafBlind Counch following
the AGM held during the
cunference, Australian

July — December 2002

Carmrussioner for Human
Rights, Dr Sev Dzdowski
opensd ke confersnca,
drawing afiention to the righis
of Austrakars who are
deafolind and the current
discrepancy in services and
funding for people who are
deafalind, M Shin-Ichiro
Kadokawa from Japan
thimsalf depiblind] spoke of
hiz batile for edusation and
the work he now doas in
Qsake to (8] improve
conditions for people who are
deatblingd and {b} 1o pramote
peersupport by people wha
are geaftlind in Japean,

Five speakers from the
Linited States spoke on a
vanely ot igsues. These
inciuded Educatipn.
CHARGE Syndrome, ihe
importani facicrs in
inteTpreting for people who
ara deafblind, the funclion of
communicaton in
behavioural prablems and the
rofe of grandparents in
developing communicaan,
Lecal and Interstate speakiers
also addrassed areas of
educaton; imterpreting, rights,
netwarking, mentonng,.
pefsonal & community
partizipation, sensory
proflems in abonginagl
communities, medicalizswes
and technology.

A copy of the procesdings
on SO costing ARED canbe
proered from: Janne Bidenko
dheonference@Ngpt.com. il

Janme alse has long-
stesved veny smant Aussie
conference T-shirts for sale
at A2 each and shor-
sleeve T-shins avallabie ai

AT1E sach. Boih have the
conferance logo an the front
and fingerspeting and Braille
aiphabets on the back {dark
blue with yeldlow orinting],
Ceoa with "toush” in Braitle
o the: front and yellow
conference [ego-are. available
for-A215 Conference bags
are avallaba for AR12 each
Al items plus posiage,

Unmet service
needs

Margaret Verick, the.
Austratian Bindness Forum's
proféssional lobbylst based in
Canberrg reports that the
Austrakian [nstitule of Health
and Welfare (AIHW] Faz
recenily indicated that A3519
millionin extra
Commonwealth and State!
Teritory funding far unpmes
needs in dizability. services
ower 20101 -ard S01-2 is
presing efective.

ATHWYW undertook & study
for the Maticnal Disahility
Administrators- graug i
examing the effecls of new
funiding and estimate the
remaining unmet need-in
Auairalia-for cisakility
gervices, The study provides
infarmation for the rext
Commanwealth-Satel
Territory. Disabdity Adreameant
funding negotiations,

Australia hasa population
ir-excess of 182 milkon, Of
thig aumber approximately
16% are esfimated o have -3
dizability or Impairment,
Resuls of thesurvey. reveal
that-on-a snapabot day' In
S0 -dusa to the unmet
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Australia

continoesd

Sharon Himam
dilds har irlbule

naeds funding, an additional
000 people ware recaiving
Bocammadalion supposl
services, an additicnal 2,350
WETE FECEIVING Coammniy
suppart services and 2425
additional people wers
recening community access
SErVicES.

Howaver, consamnalng
exstitnatas are that naficnally,
12,500 Australians with
gisabilites and impaimmeanis
still nead accommodation and
respite services, 8,200 places
are neaded in community
access senvices, and 5400
peeple need empioymeant
suppart, The repart summary
can be yvisited at the AIHW
WeD site Wi, aifvw.gov.au

John Finch retires

John Finch, Chief Executive
of The Deafbiind Association
In Victoria, Alstralia ratired in
Judy 2002

Mr. Finch, wha for 17 yvears
has been the Associalion's
CEL said it was with mixed
teelings that he had
announced his retiremant

"I am wery proud 1o-have
been invokvad with such
dedicated ztafl and
vwolurteers, Their commifrmant
to imoroving ihe lives of
peEcple within the deaibiind
commundyis second to
none. | will miss thie
challenges and zafistaction
associated with warking in
such & rewarding
BnviFonment,

Mr. Finich's perscnal
contribution o fhe
Azenciation has been
cutstanding, His dedicaton to
raising awareneas of the
ceafolind community within
Giovernment and the genaral
public has continued
unabated, Under his
leadarshig, Mr Finch has
sgan The Association grow
slgnificantty in size and

Thes |s noindication ef the
number of 1hese unserved
people who are gealbling,

National Council
News

Thesustratian Deaf Blind
Council (ADBC) commiliea
lar 20023 conslsis of lena
Mehenr, Sven Topp and D
Hartman reprasenting peopla
with deafblindness, and hrag
oltvar rmambers — Miks Sloar,
Sharon Barrey Grassick and
Merdle Treating, The
cammmitias has re-glacted
Irgre Melinn as President;
with Sven Topp as Vica-
Fresident, Sharon Barray
Grassick 53 Secretary and

stature within, and sxternal
ta, the nei-tor-grafit
communify reshaping ihe
organsaticn inardes o
senvice peopia withmuHiple
disatilities:

The Deathlind Assaciation
has established an
exceplionsl reputation for
making A differance fothe
lives of people with
deaiblindness or muttipda
dizatilities, In=tirsmand
hetwesan my Iour-whsesl drive
axppditions and fravel plans,
| intend to-shaneg rmy
experiences by documeanting
the history of DBAS

The Ceafhdnd
Asgacigbon's Board is
plaasad o announce
Celastine Hare, The DBA's
current Gensral Manager; wilk
assume the posiion of Chist
Executiva Oificer from 151
Juby 2002

Mg, Hara has baen wilh
The AssociEtan far fourtesan
years — in the position of
Beputy CEC for the past
saven and a half vears, and
has managed The
Associgtion's Direct Clisn

REGIONAL NEWS

Meryle Trenfini as Treasurer,
ADEC is still seeking & parent
representalive o senva-on
ihe commities

ADBC farewells
John Finch

It Wiz weth moch regeet thiat
ADBC sadd farewell at its
2012 AGM o one af itz
foundars, motvaions and
benefactors, John ' Finch,
CEC ol Victornas DaalBlind
Association. ADRC membars
warld-wida sent him Dest
wishas for a happy and
healiby retiremant and ook
forward to reading he history
of deagiblindnass ha s
compiling.

Semvices aras for five years,

The Desfoling
Agsoniation’s Board is
oonfident of A seamilsss
framsition, as the hend aver
oracess g curmanthy Lndes
weay. “Mr, Finck and Ms. Hara
fhiave sharad & commitment to
The BA qwar many years
and am conficent thai the
futura of The Associabon isin
axcedlent hands. 1 ook
foreand o canbnuing our
cloge warking relationship,”
axplamed M. Eddie Keir
Prasident of The Deafolind
Agspsiation.

Celestine Hare

Dbl Review
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Czech
Republic

Halidays of
dezlblind people
arg moving
across Enropel

Jan Jakpsd

Wanted! Holiday Hosts for Summer 2004 in Europe!

The St holiday for deafblind
pecple tock placs in Gredtia
inJune 2002, hested by
Croatan Asscoiation of
Deafblind. pecple: DODIR,
Thre next one will e held In
Paland next summer. S0 naw
we-ang looking for an
prganiser for the year 2004
and for the years Tollowing.,

Since 1597, European
deafolind people have had-an
cpporunity fo spend habidays
together attending
infernational camps, The
haliday camps programme: is
gimed ta offer social. cutiural,
creative, sporting, and other
recreaticnal activities. There
are social games; danaing,
excursians, and wsits of
menuments; mussums, and
Interesting or beautiful
piaces, The deafblind
participants from varous
countries and their
interpreters:have me for
infarmal chatting, friendly
dizcussions, Informsal
gatherings, and the chancs to
share personal life
experiences, It is really
axciling to discover and get
acquainted wilh people and
o get few knowledge and
skill3 I commuricatian, The
oihar activities are f:n and
challenging tool For Instance
wi tried water sking in
Switzerfand and learmed
diving @ Croatia.
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The tact thal the-deafbling
people share and enjoy all
the campevents togather,
helps them o imprave their
micad and morate while
learming new things 1hat
make life exciting.

Till mow, deafolind people
have attended and enjoyed
five international camps,
which were haated by
natianal deafoling
arganizations, Here they arg!
# Czech Republic, Paprsek

and Prague 1587, Hosted

by LORM, organized by

Jan Jakes and Yéra

Husakaovd, Attended by 1 7¥

deaibiind particlpants from

T oountries: Belglum,

Ceech republic; France,

lkahy, Sweden, Switzerland,

and Linited Kingoom

#+ France, La Rochelle,
1398, Hosted by
Assocation Loksis!
Vacances pour-Sourds-
Aveungles, crganzed by
Fliorence Chevallier and
dean-FranGois Buarineal.
Attended by 18 deafoling
participants from &
countries: Gaech Republic,
Frarnce: laly, the
Metherlands, Sweden, and
awilzerland,

# Belgium, Lampemizse,
2000, Hostad by
organzation ELRC 2000,
orgamzed by Peter
Yanhoutle and Koen

Amerynck. Attended by 16
desfbling pariciparts from
2 countnes: Belgium,
Gzech Republic, Denmark,
France, |taly, The
Metherdands. Foland,
=weden, and Swilzerland,

# Switzerland, Monthey
{Suisse Romande), 2004,
Hosted by ARSA
yAssociation Romande
Sourds-Aveugkes), FRSA
{Fordation Bomande en
favaur des perscnnes
Sourdes-Aveuglest and
LCEA (Union Centrale
Sksss pour e Bien des
Aveunias], organized by
Julia Bosssler, Frangoise
Gay-Trulfer and tha Sentra
des Mamaeattes. Attended
by 16 daafbling
partiipans from 5
countsies: Belglum, Czech
Fepubbc; France, Tha
Metherands; and
Swltzesland,

+ Croatia, Bol (island of
Brac), 2002, Hosled by
Croalian Assooiatian of
Dealbind Parson DOEA,
prgantzad by project co-
grdinatar; Elizabela
Tarczay, and assisiants,
Davorka Bragojevis; Maja
Lewar, Licija MiloSevic:
Altended Dy 24 deafblind
participants lrom S
couniries: Balglum,
Croalia, CEach Republic,
Denmark; Finland, laky,
Swaden, Switzerland:
there were 13 dealbiind.
persons from-abroad and
11 deatblind persons from
Croalla.

Proposals: offars, guastions,

comments, and

CORBSDOnoenca can ba

addrassed Lo

Jan Jakes

Wia Association of ha

Dieaffifind

K Vodoemu 23,

150 00 Praha 5,

Czach Republic

E«mail: ajakesahalnmy.cz
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Kazakhstan

Galina Frolova,
Pragifdent of
Meyrim,

wries ...

The first and only charity
helping deafblind people i
razakhstan Was founded at
the beginaing of 2001:by a
greup of individuals: N is
called "Meyrim” — The Pulblic
Foundation of Social Support
and Rehabilitation of
Deaiblind People. The
Foundation = locatad in the
ity af Almaty, the former
capital of Kazakhstan, Galina
Frofova, & deailiind woman
herself. is the Prasidant af
the Foundation,

Fince the beginning 1ha
Foundation has worksd ona
voluntary basks. It has good
relaticns with tha assocatians
far the deaf ard far the bind
in‘the regian. Al ha micment
there are Gi-deaibling aduits
and 40 deafblind childran
Iving inAlmaty who ara an
the Foundation’s ragisiration

list. All of fhem have differant
causes of deafolindrsss, The
Foundation already has
itfermation: abat ciher
deattlind pecple lving in
different regions of the counly
that aren't on ihis registration
lisL

The Foundation has
managed 1o establish good
conacis with mast of the
registiered deafbiind peopla
andiamilies with deafbind
childran, We have a cne-room
ciiice whers regular measdings
of the communication ciub-of
deaibliind pecole takes place,
These meetings have beoome
the first step In salving tha
migst comphicated problem for
deafilind people -
commLnicaticn ard geting
Infarmatian.

Thanks 1o donatons-by
the Ganadian embassy, the

Meyrim - the first foundation of deafblind people in Kazakhstan

Feundaton fias been able ta
purchass the equipment and
fumh:urﬁ We fesd, Other
donalions have given us the
opportunity 1o fngnce parties
and lesure activities far
dealblind peaple and thair
families, samething they had
baean graatly missing,

We =il need Information
A meerigls on now parnts
CAn acucate and iEach e
deaiblind people. We also
fieed corsuifatons on how
WE Can SUmpart pacpha with
different cabises af
deafbiindness.

We would' love (o haar
from yodl. Plaase write to:
Galina Frolova, President
Foundation “Mayrim’
Bogenhay Datyr str., F14
430071 2 Kazakhstan, Almaty
tel.fax (3273} 93-75-42
e-rna: moynmEpnursat kz

Cristiana
Salomig,
Diregtor of Sanse
International
Romania,

writes ...

Qur major priesity tor this year,
vamart from the partnesship
with the Homanian
Government), s to set up a
day centra bor & group of 25
deafbiind adubts in Timisoara
county, Wa bave just elected

“the co-ardinates of the group

and-ara vary pleased wifh the
appaintrent. GetaCristing
Manderscheid =34 and is
froay Temisaara. Sha has
profound Faearing kss and
tunnel vision-and is marmad o
a8 deal man. Gata-Cristing
graduated from the Vacational
Schood iar the Deal in
Timizoara; where sha was
frained In repling: She worked
in & fackary for a shor fime,
biut as she has sewvare sight
problems, it was difficulf for
her ta do her work-and hadio
resign; She likes o paint and
is very gifted. She altersded a

“seheol of ans forane vaar, but

didn't hawve enouch money to
finish the course.

Her graalest difficuity has
Besars o communicate with

pihers, Although she
aftended aschool for the
deaf, she didn'l get an
education thal was
appropeiate for ber comples
disabifity, She has always felt
igolated and lrusirated about
et being able 1o
oommunicate wilh othars the
way she would ke o, Gata
has tald us that ha naw
Timisaara Day Centre
represents an o@ses i har
dezaried e, She has
already gotinvalved in all tha
activities rn:al the Day
Centre and, due 1o fer
enthusiasm and Hes
husband 2 supporl, she acis
as ihe-engine af the whols
group of dealbling agulis
from Timisnara, Az she has
leadarship qualitas as wall,
she has bacoma the co-
ardinator of the group. Shais
& very aclive persart,
optmistic, 2ansiihe, Tl of
charm and has a areal sense
of husmaur, She sees harsalf
&= 4 dealblind woman and is

aware of her vary special
neecs, We ara very pleasad
Wit our new appointment
and hope thal the graup will
flourish under her leadership.
Wa have alsa racently
glaciad Geta-Cristina o be 3
membar of tha SR Advisony
Committea, Sha s very
pleazed that she has been
elected a5 a member of our
Committee. She recantty
attended one of the mestings
and she commurksated
throwgs her Interpretar that
she was vary happy that we
have ireated her 22 one of us
and that she will be aible fo
reprasant deafblind people in
all ihe activitias of the
Advisory Comamittaes.

Cristiana Salomie, Directar

Sense irermatianal

{Romanial

Bly, Timlsoara 27

Bl D, sc B ats ap =3
Bucharast

Emgil:
cRAlOMIESanseinl org.ra
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REGIONAL NEWS

Anny Koppen,
HUD

Sensation, Perception and Formation of Meaning

In co-operation with the Dbl
Warking Group on
Communication and
Congenital Deafblindnsss
Mordic gt Training Cenire
for Deafblind Services (NUD}
giganised g conference on
Sengation, Perceptian and
Fermation of Meaning in
Congenitaily Peafbling
Persans, The svent ipok
placein Gothenbung in
Sweden from August 27 1o
September 15t and gathered

argund 80 persong. The
Working Group an
Crommunication and
Congenital Deafblindness
hag for seme fima baen
exploring the formation o
meaning in communicaiive
inferaction with peraons who
are gongenitally deatbling
and has suggested to focus
an two easential concepis:
narratives and blending, In an
encaunier betwesn the world
of research gnd the workd of

deaiblind education thesa
twia conoepts ware examined
from differant points of view
resuliing im in-depih
discussions, new and sharsd
fozus of interast and new co-
oparating panners-for the
Waorking group of
Gommumicatan,

Pagers from tha
conference will be posted on
NLID's webakte www.nudidh
under publications

India

Akhll Paul, Binall
Sundahani and
Sumitra Mishra
repor ...

Refresher
Workshop for

Educators of
Deafblind People

Sansa-Internatipnal (India)
arganisad a refresher
workshop for educatorg znd
praject cogrdingtors of all’its
partner-prganisations from
tine 16ih — 18th September
2002 at Mumbai. The: major
tocus of fhis workshop was 10
update the skills pi
professionals working with
deatblind personz. More than
Torty protessionals from all
aver the country attended the
warkshop. The paricipants
and the faculty enjoyed many
inferactive S858i0NS oN iopics
such g5 assessment,
curmelium planning, and
wiorking with families and so
o, Dng S855ion was
daedicated to capacity building
initigtves for the participanis.
The partizipants-had many
practical concems o discuss
zghout the deafbdind pacpla
with whom they ware
whorking. The Importance of
bulkding good guality
programmes was highightad
thraughout the sessions and
all participants have gane
Eack with clear cut action
palFits thal they are now
galng o Enplement 0 their
respeotive programmes

July — December 2002

Deafblind
Teachers
Network

Educators, fiekd workers and
praject co-prdinatars met an
ihe 19th of Seplember ang
after discussion formed the
firzt Deafblind Teachers
Metwork! The netwars will
provide an appartunity far
professionals working closeky
with deaiblind children to
share their s@ecesses and
concems and learn from
each ofhers expenences.
The network wil provide &
plattcrm far he professional
giowih ol 15 members
thrawgh informaticn shanng,
training opporiunities and
mutual support from like-
minded colleaguees. The
actwities of the natwork will
b determired by its
membership, The nexl
network mesting is scheouled
in Februany 2003,

Deafblind
awareness visits

Taam mambarsfram raw
deafbling programmas have
been visiting crganisalions
working: with desfbiing
childran for a few years now.
The visits are organized
primarily to gan praclical
experience related 1o rinning

adeaiblind prograrmmé arsd
assessng e requirements
and legistics for selling up a
sustainable programme
Such exchange pragrammeas,
beiween twa crganisalions;
help form & mechanksm lar
sharing deas and
expeflences an a leng-lerm
basls.

What are the
benefits?

The:staff from the visiting
prgansation galin information
and knowledne of vanoug
aspects of working with
childean and families and
praciical and succassiul
gxamples of resource
mizbilisatian in s
community. AL the same e
the hosl prganisation gals an
apporunity [ increase i
ekillz iy denvalopdng
programmes for the visitars,
It also gives tham an
opporunity o reflect back an
i o activitias and
rervian thalr actions and
rotas |0 the tast law monthe’
v prganisations have bean
invelved i such a
programioes at differant Hmeas:
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Sense International, together with Sense Scotland, will be running its
5th Professional Development Programme (PDP) in September 2003

The PDP Is a six-week lang fraining and development programme, based in the UK, which
provides an apportunity for professionals througheut the world to develop their skills in a
specialist area in the deatblind fislg. As part of the programime, you will spend 6 wesks in the
UK during September and October 2003, '

Since Its launch back in 1996, the Sense International PDP has enabled more than 22
professhonals from 13 ditfersnt countnies to take part, Leela Agnes from India and Stella
Kamau from Kenya both took-part in the 2001 POF.

“The PDP has given me such wide exposure to a variety of different programmes.”
{Leela Agnes, India)

“The PDP has opened my thinking of the delivery of services to deafblind people in a
whole new way.” (Stelia Kamaw, Kenya)

] .
o | R o b
Particpants fram the 2001 PDP Programme. From left to righl: Monica Marin,

Andrea Hathazi, Loola Aones, Stella Kamau, Sumitra Mishra

The PDP provides professionals with the opportunity to:

# |Increase knowledge and skills in & specialist area relating to sensory impairmant;

& Visitiobserve different specialist services throughout the UK:

@ Discuss work and plans with professionals experienced in similar work:

e Produce a project related to their work at home with the support of specialists in tha UK.

For further details on the PDP and infarmation on haw to apply, “}
please contact Emma Fisher at efisher@senseinternational.org.uk il
The deadline for applicafions is 28th February 2003. S PR, s

a6 Dbl Review
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NETWORK NEWS

Employment

Network
News

allowing & very good meeting

m Holiand last year a bed was

submitied to Europe for
funding o akow the membears of tha
ampiloyment network 1o maet and
devalop the links we had
establizhed. Unforfunaiely, althaugh
the bid was accepted as baing
valuable, not anough monsy was
available go it was not funded. Thig
has left us in the position of valuable
wark baing done in g number of
countries but few opportunitias 1o
ghare with sach ather.

This is whera the employmant
netwark can have an effect.
Employmeant is so important in the
day to day [fe of deatblind pecple
that we need to share cur
experiences and knowledge, | woukd
like to hear from anyone who has an
intgrest in employment issues 50
thiat & way of sharing information can
be developed. Mayba we could use
tha internet to share ideas. Itis
possible to mest ina web
community and discuss ideas and
isaies. [fyou are inferested in trying
thiz out please e-mal me at

captaink4 BEhatmall.com and we

witl sef up 2 link.

The natwark was set up 1o
devalop and promote good praciica
i employment. We have been asked
fa procuce a documant which could
ba used by DBI to do this so | would
like to bear from amyone whe would
fike to share their ideas with others.

Recent work i1 the UK. has
focused on:

#+ Identifying the barriers to
empiayment, in consultation with
disabled pacple and employers.

# Providing supoort for people with
dizahility in apphying for
employment.

+ Providing suppor for employers,

+ Providing suppor to those
becoming disabled whilst in
amployment.

# Developing models of
amplayment.

If you are doing similar wark, or

would like copies of the documents

developed during the projects,
please confact me.

Tony Kirk

EUSN
Network
News

Caral Brill Doran, Secratary of the
EUEN and Marylin Kllsby, a
mamber of the ELUSHN are very
invalved In the planning the CAUSE
canferance, which lakes place in
Hincklay, Leicastershire, from
2730 March 2003,

We hapa that as many members

of tha ELISH as possible will be
able to attend this conference, as it
will be awonderful opporiunity 1o
gxpand the ELISN, both in ferms of
membarship and in tarms of s
fulere plans.

Marylin Kilsby
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NETWORK NEWS 1

The Nordic Cultural Network

| orway, Sweden and
. Denmark have a long
tradition of co-operating in
all kinds ol projecis, problems and
argumanis. The governments from

e 3 countries have closely

collaborated ard many NGO

arganisations in Scandinavia

regularly meat aach other 1o

exchange infarmation and 1o solve

problems that thay have in

COMmMon.

Tharatore it was also naturad for
the Mordic parents organisations of
the dealblind to create an
assaciation. I startad formally in
1993 and in 1938 i was decided o
establish ihe Mordic Cultural
Association for the Conganitally
Deaflind iogether with
professionals and practising artists,

I 1989 The Moedic Gultural
Association was asked—as a
Metwark-group — 1o becoma a Dbl
board mamber. We ware very
honoured and accaepted at once

Tha Association isrun by a
Board consisling of 2
represamtatives from each of the
Mordic Parent AssociEations. |t has
several objsctives.

# To collabarate and exchange
gxpariencas batwaan the Nordic
parents of cangenitally deafblind
people.

# Tao halp o farmutate a
mearnghul content for tha future
af deathlind paople in
Scandinavia.

# To organise a Nordic parants
conferenca evary 3 or 4 years,

# To co-ordinate whan ane or more
parents from e Nordic Cultural
Association participatain
Imternational achvilies.

# To offer cultural activitles for
congenitally deatbiind aduits
from all the Mordic countries.

It is a great pleasura Tor tha

Association 1o give conganiizlly

deaiblind people the oppofuniies

b wiork with and devalop craalhve

talents, therefore giving him of har

the opportunily 1o leam, axpananca,

sxpracs themsebwas and o
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Lone Poggioni reports

Board members of the Nordic
Cultural Association Else Gro
Segerblad from Horway; Lone
Pogglonl rom Denmark and

Lena Johansson from Bweden

communicate with the outside waorkd
in a new and different way, But why
i5 il 5o impartant o give-deafblind
peaple this opportunity? Because
deaiblind people are just like you
and ma.

Evary cng of us is —inone way
or anather = siriving 1o find a
pattarm for life, ar a pattesn in lite, &
deafblind person has their special
way of life and way of experencing
the anvironment bke everyone eksa.
Wa are sure that dealblind people
experience more coniradictions,
conflicts and paradoxeas in their life
than we ever will expefience.

Far that reason, leelings of
discontinuity and chaos are

Some ol the parents at the
confarence

perhapa the most prevalant feelings
tor deatblind paopia.

We wondered whathar thare
would be a chance for them to [Ive
out thelr passions, profasts and
dramas and develop thess
expressions in aristic dirsclions. it
5 often thought that artists ara vary
special and not ordinary people.
Therafare we asked; why shouldn't
spacial people who are deat blind
also become arlists?

For the deafblind person to ba an
artist means fun and fiendship and
he or she is sure to find a better
quality of life,

And, in the course of 7 Years, we
hawa seen ihis 1o be true,

We started in the summer 15396
with one course, It was a sculphure
course in Gathland with 6
participants and |t was a big
succass. So in 1997 we offerad two
courses — one in sculpiure and ane
in dance. Both courses were held in
Gothland in Swaden, 10 deafblind
pecple took part.

Each year wa hava axpanded
our courses and this vear 5 courses
in Sweden, Norway and Denmiark
will run covering sculpture, dance
and drama, music and natura
sculpture. About 34 deafblind adulis
have taken part this year making &
grand tosal of 140 participants wha
have been imvolvad since the start.

Our Conference

This vaar we held our 3rd
conference. Held in Swaden, 54
parents attended from all over
Scandinavia, s thame was
explaring the gssence of
deafiindness and wha! is important
for parents of daalblind children. 1
also focussed on collaboratian
between parants and professionals
amd communication throwgh
COMEMON Xperiances,

The Mordic Cultural Association
Lone Poggioni
Denmark
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NETWORK NEWS

Congenital
Deafblind Adults

Network

2 ara very happy 1o
announca that ha

Congenital DeatBlind
Adull Network (CDEAN) is alive and
well, On the 8 and 10 Movember
2002 a group of intarested people
from Scotland, Ealy and France met
and drew up & working plan for a
series of Network activities laading
Up io 2007, This aclion plan
includes preparations for our
network day in Toronto and &
girategy 1o gather information via
video taped interviews with parants,
servige praviders, protessionals
and, where possibla, Conganially
Deafolind people speaking for
ihemsalves. The quastions we ang
posing are in o main areas;
gervice provisian and struciure, and
guality of life indicators. We have
egreed that it i very important o
investigate the needs and
respurcas of conganitally deafblind

paople and io use this infofmaton
to form the basis of luture action by
this group. This infarmation will be
made accassitle to all intarastad
parties. We are also considaring a
projact Ieoking &t Congenitally
Dealblind people becaming adulis
and any impacts on againg that
could exist

We are intending to includs
s0ME more permanent members to
our Maetwork, both families and
professionals and, where posgibla,
sefvice usars, We hope to ses
many people in Toronts for our
natwork day.

Fer more information please

contact Dominigue Spriet via email:

spriet.dominiquei@wanadoo.fr ar
fax: 330001 45 80 03 0.
Alternativaly you can amail

Paul Hart at:
phari@sensescotland.org.uk

MDVI
Network
News

Kent Lundvist reports

A Workshop an Visual Assessmen]
far Multiply Disablad Visually
Impaired Children and young
peaple was hald between 11th and
1510 Decamber al the Rascurcs
Cantra Vislon/Ekeskalan Orebra
Swarkar,

Practitioners, Wworking with visual
assessment an & dally basis with
MDYV children and young peaple
wara weicoamad. The gim was to
invite o marnbars from each
foundar organisation within MDY
Eurcnetwork, They would usa the
fime o meet znd share best
practice conceming methods, aims
and praciical consequences of
visual assassment with kMDY
children and youth.

A full report will appesr in the
next issue.

Usher Study Group

ince 1985 & group of pecple
", interested in impraving

knowledges and
understanding of Lisher syndrome
has met every twa or three years in
Europe, With the Dbl World
Conference being in Ganada in
2003, the Usher Study Group
Metwork of Deafblind Internatansal
(D6} considered it an cpportuniy to
aitract participants from Marth
Amenca o meet and study together
about this disabifity. People with
Usher, families and predessionals
are invited o participate in-a two-day
saminar devoled to sharing about
livirg with Uisher and curment medical
ared scientific research on the izsue

July = Decembar 2002

Time and Yenue

The Usher Study Group two-day
saminar will be held at the Delta
Meacowvale Resort and
Conference Cenirg in Mississauga,
Ontario on Saturday August 02 and
Sunday Auguest 03, 2003, just prior
o the 13th World conference on
Deafbfindness being held August
05, 2003,

Seminar Programme Themes
Cay One will be devoted to medical
and sclentific research and, in
particudar, the issue of families
invalved in research programmes.
Cay Two will be devoted 1o ways
ardd means of living with Lisher.

Mary Guest
Cwring the two days, a iree
exchange of views and debate in
grder fo stimulate further thinking
and good praciice, will be
encouraged.

Discussion will also occur abouf
fostering the erganising of a Narth
American Usher Study Group and
encouraging intematianal lizisen

through Dbl
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NETWORK NEWS

Bernadette van den Tillaart reports

Tactile Communication

Network

n May F0071, 40 staff warkers

from different European

daalbling departmenis were
imvited to a masting with the
Europiean Warking Group on
Caommunicathon, At that mesting the
inifiathie was taken to form a group
of educators who would ba
inferested in how deaiblind children
leam and communicate through the
tactile modality. These educatars
are; Barbara Battenmann of Helm
Tanna, Switzeriand, Barbara Miles
from Vermont, LSA, Bernadetie
van den Tidaan of the Instituut voor
Dowvean, The Matharlands! LISA,
Gurmnar Vage of tha Andabi
Dovilindesanier n Andebu, Morway
and Gabi van da Van, of the
Insfifuut voor Deven in Sint
Michialsgasted. During the foflowing
year we formukated the gensral
aims and ideaks of the working
group and an application for
nefwork recognition. We felt very
supported when tha Dbl
management commities honoured

The Communication

Network

he Communication Netwaork
- respently met in Gethenbaeng,
Swaden, on the 18]
Saptember 2002 atter participating
in the ‘Sensation, Perception and
Meaning’ conterance arganised by
MUD, As a rasult of this maating,
MUD are now running an
information update on tne nternat
about the network.
The activities carried aut by tha
Communication Metwark are mado

4D

pur reques! to become a Dbl
Melwark group.

In May of 2002 we met at the
irmvitation of Ton Yisser of the
Instituut voor Doven, The
Metherlands. For three days we
falkad about our experences of
faw conganitaiy deafblind chddran
usa tauch, proprioception and
kingsihetic modalitbes in order 10
learn gnd communicate; Cuer
discussions led to the formulation of
aresaarch queastion which we
intend o addrass during the course
af 1he next law yaars. The broad
quastion we ara addressing = this:
How da congamital deafbiing
children develan social Concepis
through the lactiie mode?

We intend io use casea studies
and catailed vidao-tape analyses of
interactions in order to battar
undarstand how congenitally
deafbling children coma to 528
themselves as mambers of social
systams. We ara graeful to Hans
van Balkom of Tha Instiugt woor

Jacques Souriau reports

possibia thanks to the collaboration
of NUD (Mordic Stalf Training
Centre) and CNEFEI {Franch Statt
Training Cantre for Teachars of
Children with Spaclal Neadgs). Many
pihar organisations also contibute:
Skadalen Narway], WD (Tha
Metherlands), Sparmalic {Balgium)
& CRESAM (France]. It ks imporant
to mote that the majorily of the
European organisations addressing
congenitally deatblind paopla ara

Daven, The Meiharlands, who has
supported us in setting up this
project and finding funding.

In December 2002 we will mest at
tha Arndebu Dovblindesanter in
Maorway, bosted by Knut Johansson,
The Tactibe Caommunbcation Metwark
will maintain relations with the
Ewrspean Working Group on
Communication o shara our
developments with each ather,

We would like fo share our Ideas
gxperiences and irfarmation. We
invite members of Dbl ta contribute
their chservatans, iterature
sugpestions and quastions related
to our research topic. We do this in
the hops that we can maka our
research ussful fo the broad
community of educators of
deafblind childran and adubls.

Contact address:

Dbl - Tactile Communication
Metwork
Bermadetievandentiliaart
s calimail.nl

Irmvofved in
letting their staff
participate in ihe stall davelopment
activities,

Clyr future plans include an expei
workshop to take place in May 2003
which will investipate questions
arcund commircztion and
meaning-making. W also plan o
defiver an international coursa,
howewer, the exact content and date
of this has nol been decided yet

Dbl Beview




NETWORK NEWS

The Acquired
Deafblindness Network

Anneke Balder reports ...

rom 2= & October the

Acqulred Deafblindness

Metwork-crganised our fourth
saminar in Z0rich (Swilzerland).
Mearly 100 paopla from twalve
differant countrigs parnicipated in
tha seminar, The thams was
"Problams of aoquired
deafblindness and the semvices of
professionals ioday”. Plenary
sasshons and workshops wers
prasentad on this thame. During the
first two days the focus of tha
discussions was on making an
inventory of the problems, On the
third day the subjeci of the
discussions in the warkshops were
problem solving and future
planning.

The following extracis from the

workshops will give you an idaea of
what we discussed,

July = December 2002

Screening materials
for identification of
elderly deafblind
people

This workshop leoked at screening
materials and in particular a study
ghoul the impact of severa
combingd sensory impaiimant on
living carsditions and quality of lite In
oid age in Morway. Allbough we are
always proclaiming that wa have 1o
identify oldar people with dual
sensary loss, what do we hava 1o
offer them atfter this identiication?
Are thera services available and if
50, which ores?

Anaother very impartant point was
that the health system looks at
probiems with eyes and problems
with ears. but hardly anyares
realises that a problam wilh ayes
and ears in the same pecsan 15 not
twio single disabdities, bul is actually
one severe disabdily.

Creating awareness

Thiz group dizcussead the diferant
levals of awarensss of
deaiblindnass and the Impartance
af daafblind people baing the
central focus in the process of
creating awaranass. Training

programs can help to-combat the
fizar of deaiblind peocple of
professionals who have littla
awaraness of deafblind paaple.
Deaiblind people must play a
cantral role in these training
programa. Giving information about
deafalindness and deafblind
paople was stressed as
fundamentat,

interaction between
deafblind people and
professionals

Thig group leaked at the probiem of
the natural conflict between
dealblind people and professionals.
There is a big gap betwaen the
axpaciations of the deafblind
parson and the compelencies of the
prodessional. A deaiblind parson
has guestons about their iife; the
profescional will help hirvhar with a
theoralical background, The
challange is 1o get more balance in
thie conflict situation.

Relationships
between
professionals

This discussion was mainly focused
on eiderly deafblindness,
Collaboration betwaan
professionals is hinderad by savaral
facts:

# The problem of definiticn: ald
people do not see themsalves as
deafolind people, their ideniity is
“old’ or “wary old’,

# The definition of deafiblindness s
influsenced by the client rathar
than the professionals.

# Thera iz alack of knowledpe
abaout dual sensory impairment
among al categories of
professionals (except the real
deafblind specialists).

# Modical doctars, rehab#litation
staff and daily carers are not
usad ta working iogether,
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NEWS

The consensus ol opinion was hat
we should be taking initiatives that
would put this problem on the
imtemational agenda. This could be
dane top-down by campaigring in
the media and botiom-up by stafll
davelopment activilies for carers
and families. In the whole procass
e GF was recogrised as a very
important person, bacausa she is
the one wha is imcabred in the first
diagnosig.

Support services

This workshap expiored the
‘portactparsan’ 2ystam that ooours
in Denmark. As a spacial law of
social services, ail deafblind people
in Denmark have tha right to a
contactpersan. Bacsuse the rolas of
the contactperson are 3o many and
varied, svenyona (the deaiblind
parzon and the protassional) must
kpow what 1he tasks of a
conlactperson arg and what thay
are not,

Environmental
services and
technical aids

This group lookad at the problem of
technical aids and equipment not
baing interesting for big commercial
enterprises to get involved in,
Therefore the market is very small,
It s Importart o co-operate
batwean differant countries as
giving information to each ather
about technical aids that have been

q2

developed will prevent the same
(hing happening in twa or thrae
placas,

Communication with
elderly deafblind
people

Thsaratical presentations and
axampbes from daily [ife allowed this
group to discuss the fallowing
weas,

# that knowladgs aboul 1he
coniext of the communication
makes the ungerstanding much
gasier;

# that deafblind paogpla, ke cthar
poople, fike to talk aboul tha
stories of ther lives. Eldarly
deafbiind people have a lack of
cantact with othars that can
mean fhey have lithe naw 1o say
whan there is an sccasion to

axpiess thamselves. However,
whaar people are deorived of
contact with athers far a long
tirne, hen they 5ioo developing
innar thoughts and rememibering
fhir siories,

# that memaories can be brought
back through the use of photos
arvd oing 1o places to frigger
thoughts related to thess places.

In SUMMmary: SUCCESS in

communication depands

anormoLshy an 1aking into account
tha narrative aspects of exchanges
and being sensitive ta the deafblind
perspeciive,

Rehabilitation

This workshop focused on a case
study of a B9 year old waman with
Usher type 1. She hac mability
problams,

A rahabilitation model in which
e client’s queestion is tha basis of
e rehabilitation maka this kind of
situation difficult to handle,

Thea tirst step is the developmant
of trusl and confidence batwean the
deafolind person and the
professional. You are then able o
creata a siuation in which tha
pratessional can give infarmation
abaut tha maobdity problems. After
fhis, the deafbéind person can
choosa rehabiltation in moaility or
nat. Prafessionals atways have 1a
respact the wishes of the chent,
howaver difficult i can somelimas
bal

Anneks Balder

Dbl Review




CONFERENGES

13" Dbl Conference 2003 -

The Canadian Denfilind
nnd Rubella Association

‘Communication is the Key
to Opening Doors Worldwide
for People who are Deafblind’

Welcome from the 13th Dbl World Conference President

On behalf of the Canadian Deafbling and Ruboia
Azzociation and the Dbl Conference Planning
Committee, | Invite you o come 1o Mississauga,
Oitario, Canada next August 5-10, 2003 to attend the
13th Deafbling International {Dbl} World Corfferanca on
Ceafblindness.

We are excited to host this avent and to welcone
colleagues, families and pecple with deafblindnass
from - arcund the world 1o come to this event in Canada,
whera it s being held for the first Hme.

Al the time of writing there s about eight months left
for us 1o do the planning 1o make this conference an
envent vou will fruly remember,

The Scientific Committes promises io have a ull and
diverse progran for vou as a resull of its incredibly
successful Call for Papers, which genarated wall over
200 applicaions from indhviduals from 27 countries
representing & continents. Beviewing thesa papars
from. arcund the world fuether reinforced In my mind
how similar the issues are with this disability and how
together we are internationally!

We have facilliated an interesting array of Pra-
Conference events, including:

& Two day [August 02-03, 2003) Ushar Study Group
Saminar organized by Mary Guest and Constance
Miles

& Flve day Course [August 01-05, 2003}
"Cammunicatian and Intervention for thase who ara
Conganitally Deatblind”

& Seminar (Augusi 05, 2003) on Independeant Living
Cotions for Persons with Deafblindness in Canada

July — December 2002

White tha Conferance Program is in its aarly stages of
devalopmart, | will share with you the titles of the
proposed Planary Sessions: "Celebrating
Communication Araund the World", with presenters
from Easterm Europe; Latin America; Asia; Africa and
Canada; *Communicaling Research to Practise and
Practiza to Resaarch”; "Relationships are the Key to
Cemmunication”; "Communication and Collaboration
are tha Kays to Advocating for Quality”, and the
Closing Session — "Opening Doors fo the Future”,
Ijuzst want to remind you that there are some
important deadling dates that you should observe;

@ April 30, 2003 for Eardy Ragistralion Fees

@ Copies of Presentations and Handouts by April 30,
2003

& Hotel reservations must be made by July 4,
2003

& July 15, 2003 the final date for Registrations

@ Airport Shutthe Information required by July 15,
2003

@ Conference Registration Auguat 5, 2003

We axpact that a Preliminary Conference Program will
be available by April 1, 2003 and will be mailed to
Corferarce Registrants.

Watch for a rence mailing beiore the end of
the year and check out the Conference Website for
updated information.

Linda Mamer — Canference President




Dbl NEWS

Dbl website update

Maicolm Matihews is Dbl Information
Officer and has respons ity o
gditing Db!'s weheite. Malcolm will be
wriling a ragular colemn {0 updaie
readers of Dbl Review and 1o
gncourage your imvolvemanl.

“We really want to make the
website 3 useful infarmation sourca
and tool for people woerking in the
deafblind figsd around the waorld."
The wabsite is at

www. daatblindinfernaticnal.arg
Tachnizal support is provided
through Sense Intamational India.

What's new?

& Mew information jusi uploadad o
the wabsita includes a section on
the CALISE Projecl. This is about
CHARGE and Usher Syndrome
and includes material in Franch,
German, Spanish and lialian.

& A new seclion on reésearch
projects is 1o be created: The
iden is o list research aclivilas

that relaie o deafbindness with
links to websites and contact
details. [Fyrou have any
infarmation on research activities
please ket me know,

+ Wa have plans for furthar
devglopmeant and gromotion of
tha sita. This will inclede miare
content for the gallery or
deafalind arts section, Wea ara
collecting photographs of artwork
produced by deatbling people
and links 1o afher deatblind arts
pages on the web, Plaass lat ma
know abaul any creative
achrevaments thal you are awars
of that we could promate on the
site,

Irs e fufure, a new arsa to be

developed will be on the recognition

of deafbindness and promaton of
deafbling issues in different
courtries. The alm is o provide
materials that will help peopia ta
plan campaigns and labhy far
racegnition of daafblindnoss and
the nead for deafblind sarvices In

treir own
couninas. CHien
infarmration oA
what haz
happened elsewhers can ba really
helpful when trnying to bring about
change in your oan 2ourbng,

Mizst of
www.dagfolindinternational.org is in
English, However, we hope that
thare will spon be-a version of the
site'in French, Mare information will
be available onthis when it is
launched.

We hawe other ideas but what
happens next will depend on your
corrbutions! See you in ovberspace!

Maleolm Matlhews

sansa, 11-13 Clifton Terrace,
Finsbury Park, London M4 158
Fax: 0207 272 8012
mmatthewsEsense.ong.uk
mmatthewsEmall.openlink.org
{at homa)
mjrmathews@btinternat.com
imokila)

Dbl Awards 2003

With & Dbl World Conferance fasi
approaching, nominalions for the Dl
Lifelime Achievament Award and the
Dbl Distinguizshed Service Award are
being actively soughi.

Lifetime
Achievement Award

At each Workd Confarenss, a Lidedime
Achisvemen Awand will ba made o
an inchidualindiiduals who has’
hawve made A disfinguishad
contribistion 1o servicas for daatiind
pecple on & nationa! and intermaticnal
level. This award is recommended ko
be given towards the end of one’s
warking life and will ba given anly
occasionally and when deemsad
necassany. This is a new D aware
and hias never bean given befare.

-

Distinguished
Service Award

Thig award will ba given mona
fraguently than the Lilatima
Achiavement Award. It wib be
presantad 1o people who have
significantly contributed ta tha
deafbiind flald, or Db,
internationally, These dwards will
ba precanted at any Hegéonai or
Warld Conference. Previous
winmars af the Deinguishad
Senvice award ane: Joan Shields,
Edward Watarhouse, Jan van Dijg,

dahn Molnres. Rodney Clark, Sonja

Jar, Marman Brown, Anthony Best,
William Green, hMike Colling,
Jacques Souriau, Beroz Vacha,
Sadako Imamura, Dietrich Bunck
and Marjaana Suasaimi

Nominations

Tha Management Commitea has
appaintad Richard Hawkes and
Willlam Green 1o be the Awards
Commitiee. Al communicaton on
thiz subject should be sent 1o tham
via the Dbl Secratariat
idbi@sanss.org.uk)

The deadline for nominatons is
15th February 2003,

To nominate someone please
submit a brief summary giving
detaits of who you are nominating
and why. You must also attach a
béography of that persan.

This Information must be sent 1o
the Dbl Becretariat
(dbiiEsense. org. uk) by
15th Februarny 2003 ai the 1atest,

Willlam Green

ool Vice-President) and
Richard Hawkes

(Dol Secretary)
Septamber 20(2

Bbl Review




Mike Collins; President (centre) and WHIIII-I'I'I Green; Vice-President [left)

Management
Committee and
Council news

We are delighted to
anrounce the birth of Dl
Secralary Emanuela
Brahamsha's baky
daughter, Scarelt, on
16th September.
Cangratulations to
Emanueta and we wish
kar and Scarlett all tha
best. In Emanusla’s
absencs, Richard Hawkas
will be standing as Acting
Secretary until further
reatica,

Council members at the meeting in Athens in September

July = December 2002

MANAGEMENT NEWS

Thi katest
Maragemanl Commites
and Councll meetings
took place in Athens,
Greeca, on 200h and 215t
September. Both
meslings ran very
succesefully and
coincited with two very
significant activithes!
firsthy, the opening of the
very first deafblind unit in
Greecs, notably the Unit
far the Education of the
Dealblind; and sacondly,
the running of & number
ol deatbling aining
saminars for specialists.

For furthar reading on
bath thiesa activites,
please refer 1o Menelacs
Tsaoussis™ article sariier
in this Dbl Review., Dbl
would lke to say a very
big thank you to all the
ctaff at the Greak
Aszaciation of Parents,
Tutars & Friends of
Daafblind Children and all
thia stall at the Center of
Education and
Renabilitation of the Blind
[K.E.AT) for thak warm
hespitality during thair
stay In Athens,

Changes to the
Dbi
Constitution

Further 1o discussions
during the racent Coundil
Meeting., members
unanimausly agresd &
progesal from the
Managament Commities
to amend the bl
Canstifution —to ncréase
tha number of slecied Dol
Vice-Prasidents fram ons
to fwo. The Constitution
has now bean changed
and 2 new Vice-Presidents
will be electad at tha Dhl
Warld Conferanca in
Canada in August 2003,

Dbl Elections
2003

MNew Councll Mambers
will be elected ai naxt
year's World Confarenca
held In Canada. A
Nomination's Commities
has baan sel up to
faciliiate the process. I
you would like 1o have
your say on-who gets
elected, you must bacome
a vating membar ioday!
Conlact the Sacratarnial
now 2t dbip
sanseintemational ong.uk
ro find oul how 1o regicter
your arganisation as-a
corparate voling mamasr.
Al nominations must ba
recefvad by 315t
Cecamber 2002,

Awards section

With the next Dbl Warkd
Conference fast
approaching, nomirations
for the Dbl Lifsdime
Sohievemsanl Sward and
tha Dbl Distinguished
Sarvica Award are being
aclivaly sought. Pleasa do
read the Awards section
highlighted In this Dbl
FReview Ecus. The
deadline for naminatans
iz 15th February 2003,
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MANAGEMENT

Argyro Raptou and Mike Collins

Membership
Update

Thara arg curmantly 564
mambars from 76
differant countries. A
ramincar 1o Fenaw your
marmbership fees for next
year will be circulated in
January 2003, itie
imparalve thal you renaw
yaur mambarship
ragistralion for next year
as aafly az possible
KMambers who do not ra-
ragister thair detailz will
be ramoved from the
database,

The Dbl
Secretariat

If you have any Dbl
quenes, pleasea feal free
to foreard them o Emma
Fishar at the Secratariat.
Emma can ba cortached
iy email at dbi@
senseinternahional.org.uk
or by post fo: Dbl
Secretaral. 11 —13
Clifion Terrace, Finsbury
Park, Londen N4 35R.

456

Dbl Website

We are plessed to
announce that the websita
is now achive again. Vist
for tha latest news ard
information on Dbl

Strategic
Planning
Update

Fellewing on from {he
recommendations put
forward by Marjaana
Suosalml, it hes been
agraed by Council and
Management Commities
members that Dbl submits
an application to the LM
for consultative stafus:
We hope that this will give
Dol greater worldwids
recognition. In addition o
this, and a3 part of the
process, the Dol
Infarmation Cfficer;
Mabzalm Matthews, will be
putting together & number
ol position papers and
fact sheets, Thase will
include case studies

NEWS

auflining the way things
have progressad within
mdividual couniries, as
wall a5 posing questians
on the axtant
deafblindness is
racognised in such
calninas:

Could you
host the
World
Conference
in 20077

It may seem a long way
oif but we are currenily
inviting organisabions to
submif appfications for
hosting the Warld
Conferanca in 2007. If
you are irterested in
hasting this svant in
your Country then
please contact the
Sacretaniat for details
en how to apply. All
applications must be
forwarded o the
=ecretariat by 15th
Februgry 2003.

f Jobr

CRORTTL B e TR NI

Dbl iz a vital network for
ail invohved in the fisld of
theatblindniss, In oider
o best Serve our
membens, b ks cruclal
that we raise sutiiciant
hureds through fees to
finance-our basic
adivitins: With ik in
mind, there 5 a
Corparats as well as an
Indiividuai membership
torm far ol fo il in.
Flease encourage as
many peopke as poksibla
o jen.

Mon-Voling Members
congist of indiveduais,
nzlianal networks and
ran-gubssribing
Carporaies. Mon-vobng
members can contribeia
e the geclson making
process ol Dbl thnoagh
gither & corporals
mgmber ar an
intermationzl natwork:
Mom-wating members will
receive a capy ot &bl
Aeview and other refevan
Bblinformation. Noa-
veding memibsarship costs-
LIS 530 a yaarora
discaunted LS 5100 for

& yViEars.

Vating Members ass the
representatives of
corporale members who
hiawe pald their
sunsctplion lees, and the
reprasentatves of
recogisad Dol nelfworks.

Thiste are rom twa tiess of
Corporats Membership:

Armial Fags batwaen
USE3,000 and US55,000

Smal Covpovaltes:

Annual Fees betwesn
LSS300 and L1531 500

Corporats Mambars can
b niormenadecd ozt on the
GouncE,

Cbl Review




Dbl

L1 1 would like to join‘re-join Dbl as an individual non-

: voling member |please delizfe a5 appropraie)
| wich to pay an annual fes of US$30 [

|

| or £20 [ {peymend attachad)

Iwish iopay for 4 years’ membership at the discounied
| rate of USE100/ £ES 1
1|:-a'|'rr|-am attached)

| Piease waive my membarship fee as | am walls to
it st present ||
| pay

| Piegsedebitmy [ Visa [ Amarican Express
|| Mastarcand

D00 0000 0000 0000

| Boroste 1717

Flezsa note that credit card payrments ars mads 1o
Senza who than credits Obd,

Fiezse find enclosed my Postal Ordar [

Titke (Mir.. Mes., Droste.)
Burname

First nams

Cirpanisation

Jab Title

Address L.

1
I Tawn City

County'State

| PosiZip code
I Country

: Tel: (please inclede couniry & area codes)

| Fax: jplease includs country & area codes)

I
{ Email:
= :
Dbl Rewiew [hick ons box i aach categary)
I | 'would prefar io recamws Dbl Rewviewin:

] English [_| Spanish
| i '|'|I'|:I-LI|I:| prefar to recaive Dbl Rewew on;

|| papar || disk

Fleage reium to:
| Emma Fishar, Dol,

oo 11-13 Cliflon Terrace,
LHnEmury Park, London M4 35R, UK.

July — December 2002

MEMBERS

IR R T R F N L I b T T TR S BT ER ), e TR

HIP

| Corporate Membership

| Thare ara naw two tiers of Corporate Membership:

: Large corporates:

dnnual fees between $US3,.500 and US55 000

| Small corporates:
Annual tees between LISE300 and LSS 500

| L Wa would i&e 1o jgin Dbl a3 2 Large/Small
Corporzie Mambss (plegsa delele 35 appropriats)
I

| Ws submit an anmuad fes of LISH

| Coorporale mambers &oe antillad 1o receive up 1o 25
| cooles of Dbl Review. We would de
| copies in EnglishSpanish (delsls 52 appropriate).

| Btethod of paymeant (must be mads in LS dallars)
[ Chegue or international poatal ordar

[l Bark Transfer

Mame of Bank:  AABOBANK
Ahdress of Bank:  Sint-Michistspestal. Melhedands

Acoount Mumber: 11.28.09 625
iember Detalls:

A&ccouni Mame: Instituut woor Doven; INZAKE DEI

URGEMNT NOTICE: Pleass fax your complsted form
throwsgh bo Tem Vis=ar, Dol Treasussr,
I on +31 73 5512 157,
or post te Ton Visser, D&l Treasurer,
I c'o Insfituwt voor Doven, Thaerasiraat 42,
| 5271 QD Sint-Michialegested, the Matherlznds.
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DEAFELING INTERMATHIMNAL

The World Association Promoting
Services for Deafblind People
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