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A message from
the president

A | write this final messane,
igulp, did | say final? | hope
ot} it is all so very clear 1o
mie how quickly ime has
passed. This is now the
twilight of my lour-year
Presidency, which was
preceded by eight years as
Vice President for Dbl, Sa a
dozen years have passed
sinca | first agreed to acceapt
nomination as an honorary
efficer, during the Crebro
Conferance. || scancaly
seams possible. I is intha
same league as my children
fintshing graduate schaal and
becoming married, setting out
an their own caresrs 8s
teachers ar in acanamics, It
I& such milestones thal
ramind us af our ocwin
changes and the mad pace
that Father Tima saams to
rraintain. When | first
attended a Dbl world
canferance, in Hanower
Germany, | felt like one of the
grandchildran in the field; |
hawve io say thal now | feel
like one of the grandizthars!

It is nat with regrat, but
with esages anficipation, that |
will be maving inta the role of
"Immediate Past Preskdant”.
This means | still gat o ba
infimataly invalved with tha
inner workings of Dol bt
without all the respansitility
of being in the lead decision-
making rode. | siill come o
the table, but ! eat only what |
want!

During the past four years
we have witnezzed many
changes, hath within Dbl anc
within the world 55.a whole.
We hayve someahow Survivies
the stepping down of a very
strang leader in the parson of
Marjaana Suosalmi. Ta
complicate matiers, wa Dave

by
ol

also endured the retirement
of the mainstay of our
arganization for the past
decade in the person af our
Bacretary, Bodnay Clark.
Foriunately we have had
ofher strong leaders come
forerard 10 assist ur
prganization, parsons new o
the management of Dbl, such
as Tan Visser, Emanuela
Brahamsha, Richard
Hawkas, anny Koppen and
Bernadette Kappen, along
with & very able manager in
the persan of Emma Fisher
Thanks o 1heir strong
support and that of alher
veterans such as Malcolm
Matthews, Eileen Boolthroya
ard William Graan, we have
weatherad thess changes
quite successiully. Dbl has
continued to grow, has found
itself gn firm financial footing
and remains focused on its
priginal purposes. thanks 1o
tha hand work gng gadcat
of thess peapla. Wa a3l ow
thiam = teTmfic Expression of
grafitude far their

contributions dunng this

|-'|| |!

o L

These recent years have
nat been the simplest wilh
ragard to the state of world
attairs. War, terrorism and
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health issues have had an
incontrovertible effect on our
work, and on the positive
aspects of globalization
within tha human services
realm. We hawve all
axpenencad warry and
anxiely caused by acts of
violence and aggression, and
gome of us have been forced
1o cancel some vary
important work due to these
forces. Likewise, the state ol
aur world conference had
remained in doubt until very
recently dug to SARS and ifs
effects in Canada. Whean we
selected Canada four years
ago-as aur next site fora
workd meeting, we thought
We wera doing 2o in absolute
confidence thatl it was secure
and a zafe bet for any such
meeling. As said in some

woulda thunk 17", No wondar
wa have gray hairg,

If there has been ong
leszon learned from the trying
fimes within and gutside of
our organization, itis that we
must keap our locus, and
keep moving forward, with all
the enthusiasm and enargy
ihat our work generates for
us. Wea have seen the world
change a lot for the better in
the past decade, espacially in
our area of concern. Let us
aszura that deafblind
education and sarvices
canbinue 1o Improve aven
me 50 in the coming years,

Thanks to each of you for
the suppor you have
afferded me during these
yaars, | look forward to our
continued work together.
Michael T. Collins,
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COMMUNICATION PARTNERS

The role of a partner in
communication episodes
with a deafblind person

Paul is curvently Principal Officer for
Practice Development for Sense Scorland i
Glasgow where he spends much of his nme
developing and delivering traiming courses,
supporting the development of
conpmunication strategies with individuals
and thinking about new ways of supporting
people wwith multiple difficulties. In this
paper Paul examines the notion of
communication partsers drawing on his
ORI EXPENENCE.

adbroe and Sourtau (200M) argoe that deathling

children need ongoing intervention from

commumicetion partners if they are o develop
commutication competencics. This mtervention should
be based on the namral way all childrep learn to
communicité and drawing on Vygotsky, they state thar
the partner’s role = to discover and then support new
emerging comperencies, but never to train compétencies
that are not ready to emerge. Vvgorsky also overshodows
the notion of ‘co-creztive communication” (CMafstad and
Radbroe, 1999 but they draw also on the concept of
“seaffolding” 1o describe the role of the partner and this
then begins to suggest that the communication partner
i the more competent.

This review explores the imporance of viewing the
development of deafblind children from a social
CONSIIUCOVISE perspectives but aims also to explore what
thiz might sugges: for relationships that exist berween
deafblind peopls and their communication partners,
Vygotsky (1900} described the Zone of Proximal
Development as the distance berween the actual and
poténtial developmental levels of children, This gap is
bridged with the help of more competent others,
Brownell and Carelger (1998) alzo suggest that aocial
relationships are the contexts in which knowledge is
formed, This is echoed by Meadows {1999 who
considers cognitrve abilities not to be "internal and
mdividualissic’ bur boilt up in mteractons with the
environment, All of this 35 relevant for deafblmd

children, particularly if we tecall Macmurray®s view
“the unit of personal existence i3 not the Indvidual bur
two persons in personal relation”, (Faulkner and
Woodbead [199%)),

However, when we begin to consider Vygorsky's vies
that instruction from more competent others 15 a centre
[epture of the learning process within the ZPD, a
number of challenges are raised in relation to how
deaflslind people learn to communicate. Wood (1952
suppests leaming is “scaffolded’; Rogoff et al (1998)
offer the term “guided partcpation’s Tharp and
CGrallimiore (1998 describe ‘assisted performance” and
Mercer (1995} highlights wavs in which children mighs
be ruided to “‘consrruct knowledge®, In whatever was
thiz learning process 15 described, there is an underlying
assumption that the more competent other has an end
goal in mind.
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Tharp and Gallimore’s supgestion thar *gpuided re-
invention’ connotes both social leaming and cognmitive
constructivist arpuments, together with their additional
suppestion that children do ot invent linguage for
themisebves (Faulkner and Woodhead {1999, se e
boundaries of thiz challenge facing deafblind people n
their journey towards langusge. All natorally occurring
languages have hearing or vision as their principal
menns af winsfer and Yonen and Nafstad {1999} write
that a natural wactile Ianguage has never developed
anywhere in the world, 5o it deafblind children cannoi
constriact 4 language for themselves and they cannog
simiply learn the language of the dominant culture
around them, whar kind of learning shiould Be aking
Mace and whar does this say about the teaching
processes involved?

Bogoff er al {1998} raise concerns that by being too
heavily focussed on literacy snd language skills suired
formial education settings, “scuffolding” sugpests a
spectfic path that has to bie followed, Tr must surely be
openl 10 even more criticism when we consider the
barriers that exist for s deatblind person tving to-access
language. 5o perhaps an agymmctncnl relationship that
guides g deafblind person towerds the language used by
the communicarion parmer i not the best moded for the
development of communicetion skills? Symmetrical
relationships for deafblind people would appesr vo
sugest 4 number ol msurmouneable barriers, 50 can the
liternture poant us towards the kind of double-sided
ZPD described by Brown (Dbl Semminar, 2041}, where
i any interaction there is 4 ZPD for the deafblind
person and o parallel ZPD for the communication
pariner? Perhaps the seeing-hearing perzon has just as
much to learn feom and about the deafblind person as
the other way sround.

Brownell and Carniger (1998} ask what kinds of
copninve conflict might be engendered in the expert
who scaffolds the leaming for 4 novice, However, whilst
they consider thot learning iz taking place for both
participanes, they s0ll 2¢e an spvmmetricel relationship,
Wood ¢ 1908} wonld ‘also give precedence o thie
teacher's role, even though he suggests that eaching
‘prowides opportunitics for the acquisition of
knowledge”. Moll opd Whitrmore (1998} suggest o
ollectve ZPDY where there 1+ an interdependence of
adules and children suggeesting thar the “seciocultsral
svatem’” is mutuilly created by teachers and learners,
Tharp and Gallimaore (1998) characterize the ZPD az @
series of growing edges which are an expression of the
child’s activities and social relationships, (Fiulkner and
Woodhead (19995, S0 perhaps in establishing
communication, wie can see the possihilioy of Blurting
the distinction between the roles playved by deafblind
people and their communication parimers,

But what is communicition? Here it will be defined
simply as parmers wying o develop shared
understanding. Ginck {1998 would describe this as
mntersubjectivity, ‘the adoprion of & shared focus of
prtention and agreement on the nature of

cotfumunication’. Redbroe and Souriau (20087 explore
T'revarthen and Hubley's distincrion berween ‘primary’
and Secondary’ intersubjectvity, highlighting thar ar the
primary stage, the emotions shared, the topic addressad
and the uttérpnges that are used all emerge from the
‘togetherness between the two parters”. T as Gioned
1 OEEY supests, intersubpectivity is achiceved "through
recogminon and coordination of mtentons’ then this
does not immediately mply a move towerds the
lunguage wied by the commumication parmer. Indeed,
hovw could the deafblind child agreée to such o languaoge
if' it ts largely inacoessible? Instead, it leaves open
possibilitics of negonanng shared meanmgs and co-
creating shared longusges; Madel and Camaiond (1993
have suggested thar o communicative episode is ‘an on-
hne process of sdeptation oo each other within which
intenticns and emotions are shired and negotiated”,
Gimei {1998 highlights the importance of
‘prolepais” in the achievemnent of intersubjectivity, where
both participants meke an effort to understand cach
other gnd the speaker presupposes that the lstener has
prior knowledge not yet introduced to the conversation.
He describes the latter a5 "hased on faith ik mitaally
shared world”. Rogoll et al {1998} describe
communication principles where the speaker should be
sensitive o the perspective ind knowledge of the liseener
and this 15 & themie taken up also by Stone {1098%, wha
considers muual st as dn essendal efement in the
provess of achieving mtersubjectiviey. STone suggesrs
further links berween prolépsiz ond Bogoff et al's notion
of puided participaoon (1993}, arguing thatr adule and
children need 1o find o common ground. allowing
bridging between the known and the new o teke ploce.
srone then argues for *a fluid inmrpersonal priscess m
which the participant’s communicative exchanges serve
to build a continoally evolving mutual perspective on
low 13 achievé the situation at hand'. This suggesis a
degree of symmeny in relanonships far removed from
Vigotzky's notion of the more competent other.
Symmerrical relationships:are & core fearure of co-
creathve communication {Nafstad and Redbroe, 19949
und MNalstad (2000} seggests oneg role for portpers & (o
recogmise the deafblind persom stmply s an
extraordinary version of ourselves. This leads o équality
within the relutionship. Rogoff et al's suggestion of
‘mutual adjustments in-communicaton” tha Jead o
bridging {1998}, Tharp and Gallimore’s. ‘continual
adjustments’ in direct response to the learner {008
and Brownell pnd Corriger's ¢onsideration of ways in
which learners jointly structure acrivities (12983, all
point mowneds o recognition of important and egual roles
plaved by both participants in o dyadic exchange
Schaffer [1990) o congiders the active role that s
taken by both participonts in episodes of joint
imwvolvement. And although Moll and Whitmore (1905
recognise that emphasis s usvally placed on the
transimission of skills from aduly 1o child. they suggess
that &-more transactional view of the ZI°D is possible,
“one that focuses an the construction of meaning” and
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after all “secking shared meaning is in the nature of
human communication”. {Fagofl et al, 1908).

MMeudows {1999) arpocs for ‘obvious varation”
berween individuels in their cognitive development,
similar 1o arguments expressed by Wertsch and Tulviste
(1908}, who consider it “more appropriate o
charactense the mental funcooning of indwviduals in
tefma of *heterogeneity™, Just a8 many writers highlight
the developmental variations that occur across different
cultures (Schaffer, 1996; Cale, 1998), then similarly we
ought to consider differences that surely occur in ways
in which people with dual senzory impairment learmn to
coamrmunicars, We should rise to the challenge of wying
to ‘capture the fucts’ about the developmental
differences between seeing-hearing people and deafblind
people, without falling prey to assumprions’ that the
language of the dominant culture is superior. (Wertsch
and Tulviste, 19983,

With a backdrop that “culture is a medium not an
independent variable” (Cole, 1998), Visser's comments
(19997 ahout the ‘old dmes’ approach (o language
teaching with deafblind children might suggest that
previously teachers viewed any sensory impairments as
gn ‘independent varighle’ rather than an integral poart of
the child. However, it seems clear thar a child’s fack of
hearing and sight can never be anything other than a
medium through which all informarion passes. We
should not view deafblindness, however, a% a4 negative
srate of being in which sight and hearing are not there
but instesd as a positive seate in which touch is the pre-
eminent source of information. This immediately
suggests ways in which communication should be
channelled. If people bring who they already are to
relarionships they participate in (Stome, 1998; Brownell
and Carriger, 1998}, the odds will be unfairly stacked
against the deafblind person if the communicarion
partner is unwilling 1o 4ée them as a co-comtributor of
communicarive acts withm that relanonship. Brownell
and Carriger (1998) wrote that what children take away
from collaborarions will differ as 8 function of what they
brought to them. This could equally atlow us to ask
what a communication partner should bring o3
relationship with a deafblind person if it is to résult in a
suctessfil encounter that leads o shared understanding
berween the two participanes.

Mol and Whitmore [1998) describe wavs in which a
teacher is able 1o ‘participate’ in a class, where guidance
is embedded in activities and this seems reminiscent of
Bodbros and Souriau's advice that a parmer should
erepe 3 ‘naneral context” for communication
development, (20040) Maoll and Whitmore (1998)
suggest a teacher should allow dand promote power to be
shared between herself and the leamers. Trusting the
learnet is a central theme in this stance. Tr similarly Hes
at the root of Radbroe and Soortau's suggestion that the
pariner should be sensitive to the contributions of the
deatblind person, willing 1o both lead and be led.
Similarly, Hoogsteder et al (1998) advise thar in any
analysis of learning the focus should not be

unidieectional. Joint regulation of an activity is & central
feature and they offer three distinct modes of
categorizing the role distribution within interactrons:
playful — in which there is an equality of
OppOTTUnities
efficient and economic = where the adult conteols
and dominates the child
didactic — which 15 in part asymmetrical as the aduls
monitors the actions of the child, but in part
symmetrical because adult and child amempt o
reach a common understanding.
Rodbroe and Souriau (2000) consider ‘the natwral way
of learning 1= to play” so they emphasise the playful
maode and indeed are critical of the field of deafblind
education for {18 previous insistence on viewdng
eommunication as simply o message system. They might
see this as the ‘efficient and economic’ mode where the
adult attempts to fmpose langueage on a child, without
necessarily being interested in the creation of *susmained
and jovful communicative episodes’, which after all may
be g child s initial goal. (Tharp and Gallmore, T998),
Radbroe and Souriiu (2004 advige that the
responsibility for susraining these episodes
fundamenszally rests with the communicarion partner.
Since both participants "have to construct their goals
... on the =pot” and these goals ‘emerge out of the
dyad’s interaction iself’ (Hoogsteder eval, 1998) it
secms clear that by sustaining the interacton there will
bé inereased possibilities for achieving emotional
artunement, negotiating shared meanings and
developing joint attention, There s no pre-defined way
of doing this {(Hoogsteder er al, 1998) and ‘it will never
be possible to create a programme indicating when and
what to do in communicative events”, {Redbroe and
Souriau, 2000) A number of ways are suggested by
which partners may expand upon otterances made by a
deafblind person, in this way encouraging a
continuation of communicative episodes. Best {20041
suggests that a competent partner will be ‘able to ‘read”
the child and behave in 8 way similer enough for the
child 1o experience connecion — 3 self-other
contingency”, This is reminiscent of Bruner's
sugmeston that a teacher should be “leading by
following', (Wood, 1998) The competent
communication partner’s role then is not to guide the
deafblind person to a given destination, but instead
follow the deafblind person’s lead and in doing so co-
crepte a new, negotated way of communication,
Whilst asymmetrical relationships were the starting
point for this literatore review, there 15 a sense that
symmetry may provide a more froitful basis for co-
creation communicadon. MNevertheless, there is a
distinet rele that the communication partmer has 1o play
bt gaps inoour current knowledge abour exactly how
the ZPD might apply 1o deafblind people leaves some
unanswered questions ibour the exact nature of that
role. Intrguing guestions are posed about ways in whick
voung, minimally verbal children may be able to
recognise socipl and communicative clues to establish
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and repair shared reference and negotiate meanings.
{Browmnell and Carriger, 1998}, There are also calls for
further resesrch into ways in which toddlers use non-
verbal mctacommunicative messages 0o develop shared
pretend play longuage. (Gonci). Finally, Bogoff =t al
suggest thar ‘infants who are in almost constant skin-to-
skin contact with their mothers may manage effectve
communication theough ractle conracy in squinming
prid postural chunges'. (1992} Perhaps, deatblind people
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EUROPEAN HOLIDAY

Holidays for the Deafblind

Ustronie Morskie, Poland, 16 - 23 August 2003

Ciear Friends,
Waea have pleasure to invite you 1o
holidays for dealiolind people, this
year taking place in Usironse
Morskie, a charming seaside jown
in the-north of Poland. During yvour
slay in Ustronle wea'd ke 1o offer a
rich -and infgrasling programme 85
regards recraation, toursm and
relaxation, as weil as:a ki of
altractons with a view [o make your
holidays in Poland diversified 'rl'rl=
hope that the holidays in our
country will enable you o' mest your
frlends from pravious vacations bot
F.||5{.| h{=] g“1 D KMowW new o=
peopie from-all over Europe: iz
share yaur S2penencas 200 2
make new friendships. At the sa==
fermie wea waaild ke you 0o B o
About our countTy 5 wles.
raditioris ang natural o

(B}
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Nordisk Kulturforbund ..

for Dovblindfodte: The
Nordic Culture Network
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Nature sculpture classes for deafblind people at Johnsgard in
Somadalen, Norway

Working in
stone.

Friendship.

Every year the Nordic Culture Metwark arranges courses for congenitally deafhlind people In Swedan,
Horway and Denmark. In 2003, four courses will be an affer. One will be in Swedan, one in Norway
and two In Denmark, The course in Moraay will be held in Simaadalen, & wonderful place deep in the
countryside, whire deatblind people have a lo! of opporlunities ta join cultural activities; experience
new things and make new friends. Jan Dle Johnzgaard, who has developed the course, tells us more.

vir the last five vears

wie have hosted a

claze of dealolind
morn adults attending a
aculptune class. It has baen a
great pleasure: all tha hard
work, all the shared
axpengnces, alf the fantasfic
results] Thase ans things
avary one of us should have
experenced. A Morwegian
dealblind man said an the
fazt day, [astavtumn, “I'm
tired, I'm going home, but 1

be pack |ater”. To walch him
exprass those words made a
nuge impact on us all, There
were sllant tears on all fasas!
o ba fired from harg work
together with other pecpia,
that's enjoying life-and to be
aware of it

| wwas nai Flfi-‘.ﬁi:!l‘l[ wihen atl
participants had their fast
rmealing o discuss (he wesk,
During the waek the group

had maga g picnic placa. Just

simple seats swrounding a

bonfire, When | carme along,
thare was 8 quist mood over
the group. Mo ocne wanied 13
lgave. They werg all captured
in-a silent togetherness, All
equally participating in a
common shared theme. This
ohsarvation 5 and was a
tremendous reward for baing
Ir this project. craated by the
Zrandinavian parents
association far thosea bom
deafblind

Why Johnsgard?
Baing a parent of a
seventesn-year-old boy, bom
deafblind with Charge
gyndroma, it was natural to
olfer our place for oneof the
classes of the Culture 2chaoal
Tormad, our son, Was barn
and raised here in
Samadalan. He has attended
the local school, and he Wi
live hare for the rest of hie
ife. This iz where he beiongs
where his rools are, This is
where his people-are

Wa are farmers and hosts
of A campsita. The sile s
open araund the vear, TF
placa 15 situated way up
the Momweglan mountaine
about a faur-hour drive no
of Calo

Johrsgard is situat=d oy

Lake Langsioer. gt 1350 m

pl=!




THE ARTS

above ssa laval and s a
magnet for thoze whe love io
fike, [he sunnse viewad
from the fop is: unforgetiable,
The placa 15 at 15 mosl
magical in March. Long
cross-gouniry sking Mikas
entice us and we have about
70 koot gk slopes
surrounding our place during
winfer

Parents getting
together

When meeting with other
parenis dunng Tarmod's
childhood years, we formed a
group of famiies wha slarled
o mest frequently, We
sharad commen orablams
and most of alf comman joy.
We anjayvad each others
company and have over tha
years astablished Johnsgard
25 0L !Z.'-I‘r'.t:E' 1o meed. if

slarled out with a waek
during the summaer, This was
twalve yaars aga, Over the
years this has grown info
pralonged summaear wasks
autumn-braak, Chrigimas,
winter-braak, Easter
weekands and so on, Some
famillas have baught
campers, soms teke g
haliday house ciose by and
others slay In our cabings.

It is-of course possible for
new families 1o join us. Every
summar In waek 28, we meel
for a family wesk, We mast at
{he barbacua-house for
dinner, This is the awaryoay
meating-point. During the
wesk we go hiking, lishing,
on beaver-safars and so on,
Some choose lo ga shoppang
al Haros. The deafblind
people mingke With all thesa
poople, sizters and brothers
uncles and aunts,

Exporence
and
collaboration
- using tha
long rope.

It has been
a great
pleasure: all
the hard
work, all
the sl_iarad
experiences,
all the
fantastic
results!

grandparents and friands
Char the years the sisters
and brothers espectally have
prafited during these waeks,
T!'IIE'].' naye aach othar, a
unigue group of yaungsters
who 2hare commaon
BEpENsncas,

The nature
sculpture week

There have been Swedish
Canish and Morwagian
participants in this class.
They come by car or plane
Each group have their oiem
capin {or cabins) during the
week. Thay gather n tha
main house for all meals. At
mighi all meel down by the
lake for coffes -and fo takk
thecugh tha aay.

The first vear a ot of work
was put into re-sculplunng a
pine tree. Each year a new
branch is addad ta the
“Trolitree”. Every participant
wiarks wath shone as fhe mam
matenal. Local stong is used
mamniy. bul slone samples
with different gualities have
been irned cul. Last year wa
tried out a soft stona which
was aasy owork on. The
siudenis k=arn how o handle
differant tonls, Thay alzo
participate in making displays
for the sculptures whan they
are fimished

Wa have expariencad
over fhe years, the
development of ihoza wh
Agve b*._'!l.'-e!' MEFg NS e
ance, They recognize, ey
know what w

and they work hasg. Some

INEMm sra Rard 8 e = La

WOrk ong - £naa EvE
areak ine e m e -N i
raa-=niE-3 Oy

At the ang of (he woss m=
Nave & D8 OmnET- DOWT: 0N
ihe laks Lunng B WeEN
EJCT EM0 SVETY 0Ng Wil Raye
COTHRIDUTED B (ha SInner
Some have been fishing
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feoked Darmes. All this is
voluntanly provided by all the
paricipants, We eat, we sing
and we gven dance!

Its popular -
everyone comes
back again and
ﬂgﬂiﬂ!
Eekild and Gry come back
every yaar, They go out
fishing every yaar. Thay
kg fram earlier
gxperiences that the nats go
oul in the lake inthe evening
and they know whal 10 expest
tha next morning. They even
taik about this al home.

=wary year s differant, The
dedicaied people are always
thera. We just have to admire
all the enthusiasm that the
paope working with-aur
deafbiing paople put into thalr
wiork. | think bringing all thassa
pecple into a totally new
gituaton. giving them new

angles to work with, creates
SOME Naw axpanancas 1ar
EVENyQng ES'F’._'I Qna irip
together and sharing new
experiences alwayvs brings
out-something new and
unaxpected, Two deaiblind
man found each ather IR
warking with & display, They
ouilt the display in stone
lagathear, They worked
togethar making the ground
even and firm, later pulting
stone to stone for the display,
and finally puthing fhe
sCulpture in place. Thay
wirkad togather, and they
shared it. And they anjoyved
hatl exparienoe.

The sculpture
park

Albthe work ends up in g
sculpture park. The plonic
place, the pound with 2 water
pump and a watertall, tha
differant sculptures and the

tres are conneclad togsaiher
with & Iang rope running
through the park. Each vear
something new adds to the
o, 1 e important o ssme
back to find earliar warks, This
Scandinavian project ghves
the opporfunity o do just this
To put down a ot of sharad
eftort-and then baing able 1o
come back and find it just tha
way il was. Thal's making
shared hisiories

Ihe Mordic Culiune
heetwvork will have a
"Mebwark-morming” at the
C-anadian Conference in
August 2003, where we are
looking forward 1o telling the
parlicipants aboul ths
wonderiul project

Lane Poggioni is the

contact for this Network.
She can be contacied at
enricoJone@posttele.dk

It is= hard work
to make
sculptures!




SCHOOL DEVELOPMENTS

The school in
the station!

The railway station in General Pico hasn't seen a train lar mamy
years but it still has a regular stream of visitors. The School for the
Blind now occupies tha booking hall and walting rooms. liz
Headteacher, Beatriz Zoppi, lelis us more .

he School tor the

Biind in Gensermal Pico

i e Mot oT La
Fampa Province, began
warking with Deafblind and
mulfi-handicapped childran
fram 1993,

This Schgal is part ¢l the
govemnment systam, The
Mirisiry of Education inLa
Pampa undariakes inifial
laval and special education.

A group-of parents were
asking for a service for thair
miulii-handicapped children
wha did not have access o
anothar schaaol in aur
cammunily, The school staff
mace a decision because we
ooked al this ditfarsni
population, and realised that
tha professianal tralning that
wie received did nof consider
biindnass redated o otnear
disghilities,

Thie Hiftan Perkins
Program was really helpful
and through Graciels, Steve
and Mike wi wera able to
accent an invitation 10 have
profassional developmeni to
lzarn about these childran In
1891. Since then Hiftan
Perking has provided
corinuily, nat anly with
annual projects, bul also with
a relationship that has
allowad Us 1o work at 3
constant and pragres SivE
leval. Maw wa krioiw 50 many
othar importart crganisations
oo, | am sludying at tha
University of Birmingham, on
the MSI course, with the co
operation of FOAL and Hilfon
Fearkins,

A

'__,.-'"‘—\—.




SCHOOL DEVELOPMENTS

Our teachers For families o this paipiianion By wa ai

Teachers like Fabiana In 2003 parants will have alsa know that thera is a big
Diana. Gabriela, Nara mopre special evants tamily of parenis;

Analia, Maria Silvia, Maria deskgned for tham, Tha way professionals, deafolind and
Rosa. and Marina have 1o establish better services s multi-handicapped adulls and
enthusiasm, and are ong and hard, wa all know, childran irying to work
particioating in the because of ihe unigue needs:  iogether all over the world

programme with consultants
that visit us to shara
knowledge and supporf us in
this distant place.

Our community
school

We raspeci, consider and
support the whole
aommuniby. YWea have an
Azaciacion Cooperadora, and
A5 COAR. (Assaciation for
deafblind people) i=
tunctioning m the sams
buikdimg. The Mayor and the
oCal government recyched a
wonderhul building from 1910,
when the English angineers
CEME 10 QUr country (o gassgn
he rallways for frams, We
moved there in 19398

The pictures with his
article arg from the last
meeling las] yaar. Tha
gardens have ancient Fees,
nol anly lowers! Beatriz Zoppl and her puplis.
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“It is only in this place that
he turned into an artist and
became conscious of his
own value”

Al the Cenlre for Polish Sculpture arlists and crafismen are working alongside dealblind
people to assist them in realising thair creative potential. One of the outcomes of this
process is @ collection of beauliful and evocative scuiplure. Ewa Niestorowicz, one of
the artizis who lulors on the workshop, describes the work ...

inca 1880 the Cantre the puter shall with clay

of Podish Sculpture in zeveral millimefres fhick.

Cronsko has becoms The sculplure workshops
the place for annual usually take tw'o or three
warkshops designed far manths during which all of
deafblind pecple. The the pardicipants are supposead

exciusive materal o beused 1o sculpt throughout the
in the workshops is clay. The  whole day, Evaryone wha
dealbling people create huge  takes partin the workshops
forme by use of the ceramic for the first bme has lo face
migthod, bazed on creating three basic challenges. They
an armature and then coaling  have 1o look al:
alemanis of appied art.
This tazk cHears the ability
1o learm technigues of
sculpling, as well as 1o
develop their own
imaginative ideas
portrait
. an abstract composition.
1 The development and
presentation of ona's
imagination is the pricr gim

t'f of the task

All the people taking part n inte: the ming of ihe
fhie workshaops for the second  participant, creating e Sess
time can choose tha subject for the futlrs wone ihe
of the sculplure on thair own.  purpose of this procecurs
Some of them have managed  aims al maxin

i,
-
L

focreate pieces of artof a artlste conzcious of 2 vass
really huge size, including varisly of shapas whsth
caramis chapels reaching range from ihe very Bpes

evan three ar four meters! formis (0 he mast S =m
The teachers responsible ones _"~:- SCilAphFes
for the workshops fend noffo.  and malanchods o
intarfere in the process of the  opposie —fussy &5
sculpture’s creafion, Infacta Oplimuels. Wnal =
faw gesiuras mada Ingethar nigresing. howswer, s e
with & deafblind person can ghape af (e oroalec
plant ihe iea of a given task sculplure
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Although mmost cases we
are abla fo communicate with
tha participants by maans of
finger spalling, surprsingly
ther e of any language
appears to be redundant.
During eleven vears of the
workshops we have worked
wilh people unable io use
any language at all and, as it
turned oul, explaining tha
lask io-any-of the participants
Was nawar a problan,

Sometimes it happens that
a given work is nat of tha
best quality from the
technical polnt of view. In
guch casas all vou have to do
i5 to-suggest a different hand
position dunng the process of
mzulding in order 1o provide
a baiter canfrol over the
shape of the scufplure-as wall
as iz statility,

A journey
For deafblind people thisis
freguently the journey from
the depths of despair, with
featings ol helplessness-and
constant humiliation, through
thia fascination with the
process of creation and tha
ability of sell arficulation, o a
fealing of social uselulness, |
alsd promoles an awakening
of interest and admiration of
athers untouchad by tha
problem of deafblindnesza
Thizg I the place whare
they discover thair cwn
patential. This is alsa tha
ptace whera they becomea tha
artists and the craators.

The deafblind
artists

Mirek Luszawa came to
Chongko in a very bad
nernaus condition, He had
vary limited means of
cammunication. in faci
alrmost none. Foriunataly, il
took only one day af the
workshops (o reptace the
usual tension and fear with
|oy and fascinalian! After tha
workshops had come to an

end, on his way back home,
Mirek was crying, which givas
the bast commentary on the
aimozphere of the warkshops
in genaral. 1 iz onky in this
placa that he turned Into an
artst and became conacious
of his own value. Duning the
warkshops he moulded three
sculpiuras which seem o ba
guite uncammon becauss of
their shape and originality.
Pearsonaliy, | had the
pleasure b work with anothes
particzpant ol e workshops,
Mr. Mieczysfaw Leszcoyiskl,
il was an evan mare ditouit
task tacause he had an
additional disability
in his hands, Thus
fream the very
pnset | had o

‘guide’ iz hands in ordar @
maka the sculptuere functan
technically. It was hr.
Leszoiynskl, however, who
made the decisions
corseming the eventual
shape of the work. Already
altara weak, he was able to
soulpt on hiz own-and the
amaziig culssma of his workl
can be seen and admired.
Franciszak Wialgus
devoied the whole of the
warkshops 1o the crealan ol
his full-size self-partrail. He
agan with tha apine and
successively added ribs;
bowess and a stomach.
Finally he covered it ail
with clay —a man
however, must ba
real anyway!

Explaining
the task to
any of the
participants
was never a
problem.




dar Wisnigwsxl is-a
complataly deafblind peraon
whiose life has included the
tragic loss of his wife and son
as well as the amputation ol
ang lag. T feal really happy
when | scuipt” ha confesses.
Ha warks In fotal
conceniration and his
sculptures ara.the iruits of his
profound Inner [ife,
contemplation, and prayer {o
God, with whom, as he
revaals, e remains in
canstant cantast by means of
& daily-conversalion, *GEod
mada a man in clay, and
awake hirm to:life” says
arathar deafblind artist,
Henryk Kowalczyk

It iz 5o difficult for us, the
educated arfists, 1o give
soulptures life, but the
deafbiind people can do it
abrmost effortiessly, Henryk:
Kowalczyk is the maker of
the threg metres high Babel
Tower, [t reaches haaven!
Tha lop of the sculpture
forms the palrn of tha
Mightiest. The labyrinihs of
stairs present tha hard paths
of man frying to reach God
The Babel Tawser |& a sort of
a homage paxd by fs artist!
maker 1o God who, although
He has taken away his sight
and hearing, has also gifted

The Oronsko

workshops
provide us
with a
unigue
knowledge
of the
abilities of
these
creative
people with
an extreme
limitation to
their

him with the ability 1o creals
and:-sculpt in-clay —the
material ha slared wilh

himsesf,

The Oronsko Workshops
provide us wifh & unmque
knowledge of the abilities of
thaze creafive people with an
extrama limitation o their
senses. We have mara than
ten yaars of axperence in
teaching soulplure Io
deafblind peopia.

The sculpture
teachers look for
contact with
others

The taachers are the gualified
artizts. Personally, lama
graduate of the Art
Deparimeant {1 amea painter],
as wall as tha Department of
Padagopy where | specialised
nblindnass: | have taught
souipiure since 1996. At
prazent, | am warking on my
PhiD thesis on the subject of

“The warlkd 10 the minds and
the sculpiure of deafialind
pecpla”. 5o iF you have any
axperience of & similar kind, |
wikd be very gratelul f yau
could shared it with me. |
woubkd appraciate all soris of
materigls and doclmenis
concaming your arlisho Work
with deatblind pecple

I you are imerasted in any
kind of co-operation we oo
farward 1o haaring from you
At the moment the
grganisation of tha
intermational wons=ois &
soulpiura ramans only B TS
figld of aur dreams. bt ws
b, maybs with yoaur bl

iaken par in S WorkENoDs
Irom the very onset and now
with the:-Daoge ol SEnarEnog
ihay are airesly abke o ieacs

gthers.
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Going places!
The red-and-white cane for
deafblind people in the

Czech Republic

Jan Jakes of the Association of the Deatblind, outlines the background to this land mark
legisiation in the Czech republic which will make going places easier and safer for
deafblind people. it highlights ihe importance of having a “volce"” that is clear and
consistent and the value of working jointly with others who may hold similar views.

he red-and-white

cana for deafbling

paople s defined as a
"marking slgn” of deafbling
individuals by the Act
ragulating the road traffic,
which came into effect on
January 1, 2001, The usa of
the cane was introduced on
January 31, 2001 by the
regulation implementing he
Act. Since 2002, red-and-
white canes have been
supplied upon
ophinalmolegist prescription
and fully coverad by medical
Insurance companies

The red-and-white cana

serves dealiind people as
an important compansatary
aid enabling them o orient
and maove freely in public
places, sirests, and
crossings. Sofar, deafblind
pesple have used the white
cang, which has reguiarty
been used as a marking sign
of, and dislinguizhing device,
for bling persans, That was
the reason why the deafblind
citen taund themselvas in
difficult situations, e.g. when
they did not respand (o
drivars’ signals at crossings
or when thay reacted
strangely and inadequataly
ta the help offered by other
paopba. This has often led 1o
misunderstandings and

sometimes endangered the
salaty of both the deafoling
perzon and the othars
Involved. Thanks to the cane
with red and white stripes
oealtoiind pecple can move
maore safely in towng, and in
traffic. The red-and-whiie
caneg draws the public’s
atlention ta the tact that
there is a deafblind person
F:-.'E"_-iE-"ll &, it 5erves a8 a8
signal that, in addition to
ariantation and mobility
problems, & greaier
communication problem may
be present,

Self confidence

Moreover, the red-and-white
cang gives deafblind cllizens
a fegling of greater safety,
seli-assurance and self
confidence. Itis animporiant
symbal of thelr identily. It also
brings more respect from the
general pubdic,

The background
to the new
regulation

The way leading to thea
nireduction of the red-and-
white cang was a long aneg
and, af its very beginning, its
and seamed 10 be very far
away, The civic association

Jan Jakes

of LORM — The Sociely for
the Deafolind = was the first
io tackle this problem upon
the initiative of its deafblind
chients, They discussed the
necessily of having a specific
marking sign during a
peycho-rehabilitation session,
wihizh was led by Ms Vera
Husakova, a clinical
paychologist. in Ociober
1993, The discusshon
resultad in requinng & vellow
cane fo be infroduced for
deafblind people

Yellow cane

Wa started our investigation
1o find out whether the use of
ine white cane for the bling
wias based on legislation

We Tound out that the use of
the white cane was
maintained by cusiam. We
glso found put that the white
cane was anly mentioned m
the road trafiic regulaticns

Al thal fime, questions
connected with road traffic
weare the responsibility of the
Ministry of the Intenor, That
was why we liled our alficia
applicatign for infroducing
the yellow cane as a specia
marking sign for ihe
deafblind with tha Bipkst
This was done in the spring
of 1886, at tha tmea wha
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The red-
and-white
cane draws
the public's
attention to
the fact
that there is
a deafblind
person
present ...

Minisiry staried preparing a
naw Bill on Road Traffic. We
also contactad the
Svaroveky Company who
produce canes for the blind
and made an ordar for
several samples of yailow
canes, some of them with
contrasting black stripes. We
handed some of the 2amples
pver ta the Ministry af tha
Interiar.

Requests
ignored

I 1887, road traffic becamea
the responsibility of the
Ministry of Transport and
Communicafigns, and our
initiative was referrad 1o that
Ministry, Again we officially
submitted our application
regarding the recogniticn
and Introduction of the
yellow cane as a marking
sign to mark and dislinguish
the deafblind. Our initiativa
recelved no response. As i
appeared later, our initiative
was not included in the new
bill at all; actually, a
provision specifving an
alementary drivers duly 1o
respect persons using the
whife cane for tha blind was
also omitted in the new bill.
The drafters of the bill did
not at all consider the
spacific conditions of bllnd
and deafplind people.

VIA is
established ...
and campaigning
starts

Cur affalrs took a turn for the
better with our new initiatve,
In 1998 wa, fogether with
several deafblind friends,
estabiizhed The Association
of the Deafblind — ViA, a
sali-halp erganisation. Wa
asked some parliamentary
political parties for help in
developing social inclusien
of deathlind people. One of
the political parbes

arganisad.a pre-elechon
maating for Vi& members
with its candidata for the
Senate of the Parliament of
the Czach Republic, Al the
meeting the deafblind people
spoke about their gituation
and ai the same time
prasanied concrete
suggestions for the
impravemant of the position
and inclusion of geaibling
peaple in society.

Among those who
particigated in the meeting
was Ms Zuzana Roithova,
Chairwoman of the
Commissean for Heallhcara
and Social Afiaies of the
Senate of the Parliament af
tha Crech Repubdic, who
took interest in our problams.
She admitted that she had
not known aboul
deatblindness and deaftdind
people, and that she had
gven hesitaied over whether
to participate in tha meating.
She promised o help by
putting our initiatives inte
praciice, saying that she
would need aur tachnical
knowledge and support, We
specified four Interconnectad
tasks, introduction of a
spacial cana for the
deafdind, recognition of the
right fo obtain hearing alds
for both ears (binauwral
hearing correction) for

deaftlind people with
functional residual hearing,
thal thase aids should ba
covered by medical
insurance companies, and
definition of the madicat
diagnosiz of deafblindness.
Qur aim was to improve the
orientation of the deafblind in
their living ervircnment by
means of available technical
ans,

Together with Ms Vera
Husakova we prepared
relevant data relating to
individual tasks for Senalor
Roithova. In the case of
haaring aids, an analysis of
BCONOMIic regquirements was
carrled aul from the pain of
view of medical insurance
COMPanias.

Joint action

The last part of our lons e
to the red-and-white c=ms
beqgan in January 2000
Senator Roithova mmsg o=
{o participate n the =z ws
a representative of e
Minlstry 'of Tranzpo s
Communications o &8
proposaed Bill o resuisis
road traffic. With respact o
the already exizing pracice
in somea counines and o e
International characer of
road frafhic. i was detsded 1o
InFoduce the red-and-whits



CAMPAIGNING

cane for the dealblind in tha
Gzech Republic as well, Its
appearance and dasign was
preparad in co-operation
with the Svarovsky Company
who produce canes for the
blind. We alzo got a new ally
—we infarmead
reprasantatives of the
croanisation of the blind of
our activity. They had been
trying te introduce the white
cane for the blind into the
BilllAgt. We offerad them the
opportunity o join cur
initiative. Our parliamentary
campaign for the red-and-
white cane could ba
axtendead info & campaign io
include the white cane,
When the Bill was discussed
in Parliament, it waz possible,
with the support of most
deputies, to amend the Bill te
include a provision regarding
the canes usad as a spacial
marking sign for the blind and
deafbiind, At the =ame tima
e Act imposad upon the
Ministry of Transport and
Communication a duty to
prepare to implement legal
requlations which would,
among cther things, spacily
the Iypas ana dasigns of the
marking sign of blind and
deafblind people. Tha aim
was reached: since 31
January 20071 deafiling
people in the Czech Republic
can use ihe reg-and-white
cane.

Thraa more tasks
remained. io ensure the right
of deafidind people o get
two hearing aids for binaural
hearing, 1o secura the
tunding of the red-and-white
cane and hearing aids for
ceafolind clients, and {o
define dealblindness for the
purpose of distributing
techinical alds. For the
purposeas of solving these
tasks, Senalor Rafthava
formed a warking expert
group. is membars wera
reciuited from among
representatives af civic

associations of the deatoling
and blirnd, from the Ministry
of Transpart and
Communications, from the
Ophthalmologist Society, the
Otology and Phoniatrics
sections ol the Czech
Society for Diclaryngology
and fram medical insurance
companies. Dur proposals
zarved as a basis for the
final document, which was
called "Mamorandurm: the
distribution of compensatory
aids on the grounds of
deatblindnass”,
Representatives of the
Learnad Medical Sociaties
1OHL and Ophihalmologist),
medical Insurance
companies and deafiind
people (LORM and
Tyfloservis) signed the
Memarandum in Decamber
2007, The Memorandum
defines principles,
procedures and rufes for the
pravision of technical
compensatony aids to the
dealtling.

Cn the basis of this
Memorandum, since July
2002, deathlind clients with
functional residual hearing
have been antiflad to receive
two pieces of heanng aids for
binaural reception covered by
medical insurance
companies. Medical
imsurance companies also
cover the red-and-white
canes,

Introducing the
cane

The process of Intreducing
the red-and-white cane, and
of the sacial inclusion of the
deafblind, iz also supportad
by the axpert and
educational activities of the
Pedagoaical Faculty of
Charles University in
Prague. This was initiatad by
Mr Boris Titzl of the
Department of Special
Education, He dealt with the
thaary, provided grounds for,

and put info practice, thea
introduction of the fopic of
deafblindness into the
coursa curricula of the
modules of Special
Education and Special
Educatian in combination
with Peyvchology. He himsall,
in his teaching, emphasises
the importance of a spacific
approach fo deafblind people
and to specific aids and
sarvices for tha deafbling, in
particular the red-and-white
cana and parsanal
assistance. As a rasult of tha
above-mantionad activiiies
the author of this article
teaches a course enfitlad “A,
Deaibiind Person™ at'the
Department of Special
Education. Charles
University thus educatas
specialists whose
praparation is fully consistant
with the Iatest development
in the field of deafblindneszs
in the Gzech Republc

Powerful
lobbying wins
results

The whole campaign has
also had anoiher significant
side effect It shawed ihat
even an allegedly
ummporant small group of
deathlind people can reach
an important goal, and even
help other people, az was
demeonstrated in the caze of
the whitz cane for the blind,
whian the lobbying of the
representalives of the blind
proved nol 1o be sulhclantly
influaniial. It was also shown
that such initiativas, whosa
aims can be easily identified
by other organisations, can
be successiul, This is a
promizing springboard for
afher tasks that we have o
deal with in connection 1o our
inslusian in sooiety

With thanks for the
translation into English by
Jana Dvorakova

TMs@p
promising
springhoard
for other




CONFERENCES

Preliminary Invitation

2nd European Family Conference
Slettestrand, Northern Jutiand Denmark

20th - 26th June 2004

A Family Event:
“Listen to Me 2 - in Denmark”

Communication through Danish Culture and Nature

The Dbi Metwarks: Morges Culiure
and Edon mambers; as well as
Sense International and the Hilban/
Parking Programme are pleased 1o
irvite you fo another infernational
gathering of families.

The conference i& far parénts
and their chitdren from Westemn,
Cantral and Eastern European
couniries,

As with other conferances in the
past thiz conferance will allow
parents 1o discuss and exchange
experiences and informaticn on a
widha range of iEsues concarmning
tamily life. The scieniific planning
commitlas s,

Lone Poggioni (Dk)

Gill Morbay (LK)

Ursula Heinemann, { A}

Klaus Vilhelmsen (Dk)

Preben Gundersen (Dk)

William Grean (1}

Frank Uimer {Dk)

Ricard Lopez (E)

This group are in the process of
finalising the programme, which
promises to creale an exciting basis
for digcussion, and follow up the
thowghis oniginating fram the family
avent in taky last year. The group
are also looking for & new design
for a Logo o reprasent the theme of
‘Listen ta Me” as it 15 an event
planned 1o lake place every two
YEars.

Dates

The arrival date s 207 June and
departure on the 26th June 2004

Venue

Slettestrand holiday cenfre isina
begutiful part of Julland and 5 only
250 matres from the sea. Travel is
narmally via Aarlborg which Is
easily accessible by rain, planeor
car.

The centre offers a wide ranges of
activibes cataring tar many lastes.
Accommodaton can be-in rooms for
ug o 4-5 peapla overtaoking the
s@d, There are areas designed for
children to play games. For further
imformation about the cenire can be
found al weww slattestrand.dk

Participants

For the purpozes of registration a
Hamily™ is up to four membars:
parents; heir sensory impained
farmily member and one assistant of
thie families choice

Programme outline

I fact thers will be many pars o
ihe programma
Parents meetings and
confarencas
During these maetings thair
children and assistants will be

ahble fo participate inartishic’
muskcal activibes designed for
them and |led by axperiencad
artislz in areas such as
soulpture, music and danca
drama or handcrafts and much
mare according fo neads and
choice.
Frogramme for siblings
Visits to services for deafolind
childran and adulis
There will be time for sight-zesing
axcursions, arfishe activibes ar just
simply having a break and refaxing
all together.
Excursions can include
shopping, boat tnps ate.

Costs

The Planning Committee iz in the
process of examining funding
pozzibilities to keep the price
accessible foraveryone and to
ensura the participalion of families
fram ceniral and eastern Eurapean
COunries

For mare infarmation, to suggest
a logo design of 10 announce your
interest please coniact 85 5000 28
possible

Lone Poggioni
annca-loned@post. tela.dk



CONFERENCES

Training courses
and conferences
at NUD 2004

Congenitally deafblind persons
with CHARGE association

20 - 25 January

This tralning course will shed light an the
complexily of CHARGE association and alzo point
out the challenges this may cause in the planning
and organization of oplimal conditions for leaming
and developmant. All staff categories may apply far
participaton

Basic rehabilitation for persons
with acquired deafblindness
1 -6 March

The training course will provide knowledge about
combined severa hearing and vigion loss and iis
consgquances for a person’s communication,
access o infarmaton and orientation and maobility
The training sessions will incleds a varely of
simulation exarcises and offer concrete exampies.
The target paricipants are workers in direct
rehalifation services,

Communication development in
persons who are congenitally
deafblind

14 - 26 March

The course will present the most up-dated
infarmation on interacton and communication with
persons who are congenitally deafblind.. The
training course will be succesedad by case projects
and network gatherings.

Al categories of slalf may apply for paricipation.

Training for supervisors/
consultants in deafblind education
19 - 25 April

This gathering iz the second part of ‘a fraining
caurse for supervisors/consuitants in educational
services for congenitally deafblind parsons, which
started in September 2003 concentrating on the
asseszment of congenitally deafblind parsons. The
foous of this course will be an how to cregte
optimal conditions for communication and
developmeant. This session will alse present and
evaluate the participants' projects on assessment
and indwidual education planning.

Children with hearing and vision
impairments in pre-school and school
programmes

12 - 15 May

Thiz iz a conference planned lo present and discuss
information about how to adapt the leaming situations for
children in pra-school and schools with acquired |
developing dealblindness. Targel participants are staff
working in schooks and kindergartens. as weall as their
SUpErISOrs,

Nordic Conference on Deafblindness

18 - 22 August

Every four years Nordic Staff Training Centre organises
a conference on deafblindmass. This event gathers
logethar dealblind people, parents and staff and displays
and discusses topics of relevance to thosa invalved with
currant Senice provision,

Developing communication in
congenitally deafblind children with
cochlear implants

8 - 11 September

This conterence is organised o present and discuss
both theoretical and experience based knowledge on the
development of communication in congenitally deafblind
children who have cochlear implants.

Targed parficipanis are staff in pre-schaool and schoal
programmes, as well as supenvizars and consultants.
This conference s apan for participation alse from other
countries than the Nordic

Rehabilitation for persons with
acquired deafblindness

27 September - 2 October

This training course will prasant and discuss different
midels of rehabilitation for persons who acquing
dealblindness and also discuss relevant matters of both
an ethical and practical natwre. Target participants are all
iypes of rehabilitation stafl.

Education and work for persons with
acquired deafblindness

10 - 13 Movember

Thiz conference will shad light an the opportunities far
educaton and other preparation for working life for
young people with acquired deafblindness.. It will alza
look at the modifications required of the warking situation
for people who become deafblind [ater in life.

Target participants are stalf wha have deafblind leamers
amaong their students and staff in work rehabilitation
senvices for dealbling persons.

For more detailed information, please contacl us
Mordic Statf Training Centre for Deafblind Services
(HUD) nudiE@nud.dk
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developments in
Australia

Australia’s population in June
2001 was 18.5 million, Of this
npumber approximataly 18% ks
estimaied to have a disability
or impairment. In Decamber
2002, the Australian Institute
for Healihand Welfare
(A IHW) released the
publication, Disabiiity Support
Sendces 2002; Frsl national
resulls on sanvices provided
under fhe CSDA. The
Commaonweaith State
Disability Agreaement (CSDA)
Iz the: major disability
garvicas funding mechanizm
for cost-shanng bebwesan the
Faderal, State and Territory
Governments.

The recently released
rept provides & summany

Teacher training

A Commonwealth Senats
Heporl released jusl betore
Christmas has recommended
mandatory framing for all
teacher aides and teacharsin
the education of studenis
with disabilities.
Recommeandations appear in
the Hepori of the-Senale
Employment, Workplace
Relations and Education
Commitiee on the Inguiny info
eoucalion of siudents with
cizahifities. The Inquiry was
estanlishad in response 19
concarms about the
gftecivaness of
Commonweaalih programs
targsted st students with
dizabsities and whether the
ne=cs of hose students wara
baing met in the school
gecior and in post-sacondary

New disability statistics

of data from the 2002 CDEA

Minimum Data Sel (MDS)

snapshot’ collection, On the

‘snapshot’ day, 65,808

consumers used 77,382

CSDA-tunded services from

8,142 service outlets

Australiz-wida. Sarvices

used on the snapshot day

Warg:

#+ socommodation suppor —
2454

#* communily access- 28%

# omployment = 28%%

# communily support — 20%

* raspite — 5%

The most accessad Service

types included:

* learning and hife skills
devalopment (12,167
CONSUMETS)

gducaiion. The commitice
rapored that evidence from
many submissions and
witnas=2es gave a clear
impression that qualiy
education for students with
disabifities i5 a scarce
commodity in schools
genarally.

There was much evidence
of A sarious and warsening
skillz shortage in Australia
amang teachers, who
increagingly find students
with dizabilitles assigned to
their classes and ara not
praparad for this expariance.

Furiher, most teachers
already in garvice ara unlikaly
o receive adequate
professional development in
this area. The training defct
i exacerbated by the decling

New audiology centre for Sydney

O August 29 [ast year, the
Boyal Institute for Deal &
Bling Childran at Morth Hocks
opened s naw addinlogy

CEINE.

The Centre was namaad
after Jim Patrick, an
Augiralian pianser in the
denvalapment of cochlear
implant technalagy. It

* supported employment

{11,898 consumars)

+ group homes {3,528

Consumears)

The most widely reparted
primary disability group was
intellectual disability (39,509
consumers or 61%), followed
by physical disability {8,002
consumers or 125%),
Consumers reparting vision
impairment as the primary
disability were 1,718 (vision)
ard 170 (deafidind)

The report is availabla in
FPDF and word formats with
main text available in HTML
from: hittpo
www_aitn.gov.au’
publicationsfindex.
cfmPlype=detall&id=B267

in the specialist knowladge
base of the profession. The
Senous shorlage af
specialists in areas of
sensory disabilities as well as
in autism and learming
disabilities was highlighted
While the Commonwealth
Government 15 not abliged o
act on the report, 1he fact ihat
Commitlea recommandabons
are supportad by
Government, Cpposition and
Democrat- members of s
Committes will give & weiont
The repord (194 pages
can ba viewso or
downlpgdsd 85 2 sag=
document of N SRceoes I
WA S0 Jov S sensis
CoOMImtieees o
Bd_SlucsT=  eTrissreetessy
[ Te i s e e

DTS E50 OF I 3
testng tacEses for children,
osh ey DiSleEs ST CIwEDe
wiih aodional disahlhes



Australia

continued

National Council News

More than 14,550 vislts have
baan made fa the Australian
Deaf Blind Council (ADBC)
Weab site since i was zal up
in 1999, The site can be
visited at hifpz!/
internex.net.au/dba

Some af the recent
business conducted by ADBC
includes the following items:
# An Emaif group has baen

Initiated for people with

gealblindness natanwide

to seak leadback on
gaatblindness issues,

+ ADBC seeks affiliation with
tha Australian Fedearation
of Disability Organisations
(AFDO)

* South Australian Deal
Blind Associatian has
agreed to launch Mational
Daat-Blind Awarenass
Week in 2003

Tapics baing considerad af

current ADBC Committes

Sydney Harbour Bridge Climb

Iri Juby last yaar, ADBC
members Heather Lawsan
and Joseph Hegnan, who
both have Usher Syndrams,
with guedes Carla Anderson
and Bill Hynas from Sydnay,
cliimbed the spectacular
Sydnay Harbour Bridge. The
huge bridge, together with the
kangaroo, the boomerang and
the Opera House is one of
Australia’s national lcans. Tha
chmb was organised by
Bridgellimb, a company that
offers Sydney’s visitors a
small group adveniure with
ousdad chimbs o the sumemi
of the Harbour Bridge, day
and might. Making theair way
over 1500 meires of arched

steal, toa paint 134 metres
abave the busy Harbour, the
Intreped Dzzie adventurers
veriurad across catwalks,
scaled ladders and climbed
goross the main Bridge arch
to the Harbour's: nosth shose,
This was the first ime that
BridgeClimb had encountered
g group of dealblind pecpls
whio used tactile signs, so an
Interpreter was providad,

The group's application
had inifially been rejected by
BridgeClimb, but Heather and
Joseph emalled its managar
and expressad their
dizappoiniment. They
explained that fhey would
nead only limited support o

mealings moiuds the

tollowing:

# Dizcussion on ways of
increasing cooparation
with Daafbling New
Zealand

#+ ADBC establishment of a
support group for parants
of peaphe with
deattdindness

# Debale on a sultable loga
tor deatolingnass in
Austratia

sately maka the climb.
Because of thair
dizappainimeant and the initial
cancellation, Bridgellimb
irvited tham back, and
ofiered to cover the costs of
their airfares from Melbourna
ta Sydney, one night's
accommodation and the cost
of the climb. Heather, at tha
successiul completion of the
climb said "We wera ireated
rovally™.

A tull report of the climb
appears in the February
issue of ADBC Beacan. A
copy can be obtained by
contacting ADBC Executive
COfficer, Bob Segrave at
sagraved@connaxus.nat.ay

Dr. Bughan
Punani reporis
on a new
development:

Computerized Braille Press for India

& Computerized Brailla Prass
was inaugurated at 10:30
a.m. on Saturday, 22nd
February 2003 at the
premises of Biind Paople's
Association, Vastrapur, [t was
inatgurated by Dr. Tas-Sup
Lee, Intarnational First Vice
President of the Lions Clubs.
BFA has been operating a
Brallle Press sinca 1867 and
has been producing Books
and octher material in Braille.
But manual Bradlle pnnfing is
vary irtksome, monolonous,
expansive and highly prone

ta mistakas. It invelvas out-
dated processes and
labarious fachniques. As
almost 10,000 tlind children
are studying, the need for
Braille books is also high.
The manual press could not
meet these demands, BPA
rzalized these shortcomings
and decided {o computerize
the Braille Press.

O inkguiry, BPA found that
1o have the equipmeant o do
the job properly would cost a
huge amount. so thay
appealed to the Lions Clubs

af Vastrapur & Ranip. They
agraed 1o put the propozal
before the Lions Club
Intermational Foundation,
Fartunately, the proposal was
accapted, Tha Lions Club
International Foundation and
the Indian Amarican
Education Foundation very
kindky agreed to fointhy
sponsor the Equipment

The new aquipment iz
ugzar-fnendly, speedy,
accurate and cost-effeciiva,
and is transforminig our

ot




Croatia

Martina Stahi

Dear friends,
| ‘am writing this letter in the
rame of ihe Creatian
Aszociation of Deafplind
Perzans, Dadir, which has
worked very hard lately on
labbying the Croatian
Giovernment and especially
the National Committes on
People with Disabilities in he
Republic of Croata on
recogrising desfolindness as
a unigue disability and
recogrising rights and
zarvices for deafblind people,

In difierant convaersations
with government officials we
were asked o collact laws
and regulations relating 1o
deafbiindness from differant
countries.

Al tha baginning of May,

Ihe law an social services
will be discussed in the
Croatian Pariament and we
are frying fo inglude the
deflinition of deafblindnass
and the right for services far
deafilind people in it. This is
why we need infermabian on
how these rights are
pravided in other Europaan
countries and other countries
in the warld,

We would like 1o ask you
e send us any inlaormation
you have on the following
areas. na matter which
language if is writter in, by
amail or by fax: +385 148 75
431/432;

A Legisiation, regulations or
guidance with the exact
reference numbars, years

REGIONAL NEWS

whan thay wera issued,
exact articles whera
deaiblindness iz at least
mentioned, and Ways in
which deafbiing persons
have rights to aids, guides!
imarpreters or personal
assistanis.

B Through which Ministries
those rights are provided
and how ihey are funded,
How Is participation by
deafolind people included
and how i thea whole
pracess administerad?

Thank you in advance.

Mary regards and best
wishes,

Martina Stabi, Social
Worker, Development and
Reszearch Programme

Latin
America

Ximena Serpa

“Grupo Brasil” Network 1997 - 2002

Professionals have been
working in Brazil for many
vaars. In fact it was one of
the first countnas to
understand the needs of
deatblind and mulliply
dizabled people in the
regian.

Grupo Brasil” is the main
natwark In Latin Amerca and
was created as-a non-
governmental organization in
1297, It includes the Parents’
Azsociation and the Brazillan
Deafbfind Association and
other institulions that work for
deafblind and sensory
Impalred, multi-dizabled
persons in Brazil, "Grupo
Brasil® has representatives in
ten cities in the four big
regions in the country.

Singe 1997 it has held two
vary successful international
conferences —the last one
was in October 2002 —wilh
the participation of local
professionals and parents,
International colleagues from
Foriugal, Chile, England
Colombia and Peru also
attended. Threse naticnal

saminars and six regional
ones hava bean neglg, aiso an
Ushar seminar, inviling
parants; deafblind adults and
professionals from all over
the country,

The group has developed
infarmation campalgns and
seminars with tha Retina
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Group of Sac Pabla-and
Medical Lniversities, the
government and nstitutions,
toinfarm the community
about how to identify
deafblind peopla with Usher




REGIONAL NEWS

Ta do thiz they have used
posters and printed matarial
all avar the community
Training is also impartant and
the group has trained
differant professionats from
all ower the country

There s printad
educational material, such as
pamphlats on
communication, Usher

syndrome, congenital and
aciuired deafblindness; a
national website on
deafblindness; a newspapear,
and & book namad "Two
Sensas: for the Senses and
to the Senses” and a Manal
For Parenis and Teachers,
printed by Sense
international (Latin America)
in Poruguassa.

-
2 M

Thegroup has mainiained
good contact with the
governmeni and the
Educational Ministry and has
daveloped and written
materials, fraining
programmes and projects for
theam,

For mare mformation,
please cantact email;
grpbrasik@ssol.com.br

Russia

Ireng Salomatina

Usher Forum Moscow

In March 2003, Usher. Forum
Moscow brought fogether
saventean deafblind peophe
and parents from Moscow,
51, Patersburg and WHa. The
purpose of this meeting was
o evaluate the impact of 18
mankths spant working o
raize the profile of deafbling
peapie and tamilies in thase
cities, a project made
possible thanks to funding
from the UK's Department
for Intarnaticnal
Development

The seminar itsalf proved
the valua of a project which

has brought deaiblind people
cioser togather both within
and between the three cifies
invalved. Detegales from 51
Petersburg were surprised
that thair colleaguas from Ufa
hiad never heard of cochiear
implants. Comversaly, the Lifa
delegaticn — now just days
away from registering
themselves as an
indepandent NGO — proved
an inspiration o 51
Fetersburg delegates stll
struggling with Russian red
tape. As one of the
dalagates reflected: “This

project will help us all in the
future = in the past. we have
nod been good at assarling
our rights.”

Tha valua of Bussian
deafblind people and families
networking amangs!
themsealves was re-enforced
by anather of the delegates
whao reflected: *1've saen
vidaos of cur British friends,
but we naed film of aur awn
deafbling pecple — thair
reality, how they live.”

I wou would ke to be in
contact, pleasa contact Irene
Salomatina on inv@child.ru

Nordic
countries

NUD Training Course

“Correlations between
problem behaviour and
lack of communication in
adult parsons with
congenital deafblindness™
5 — 9 Mowvearmbar 2003 af
Nordic Siaff Training Centre
for Dealblind Sernvicas,
Cronningfund Denmark.

Chairs

Inger Redbroe from MNUD
Denmark and Randl Sarlle
fromm Morway

Dbjective

This training course will focus
the group of congenitally
deafbling adults who have
problem behaveours. The
correlation between problem
behaviour and the lack of
communication will ba
highlighted and discussed

from various perspectives.
Strategies for reatmant
through educational
approaches will ba
introduced and discussad in
casa-reports. Thus solutions
to problem behaviour through
development of communication
will be aimad at.

Working lormats

Waorking formats will be
lecturas on thaeoretical issues,
and presentalions of projacts
and case slores will give
grounds for discussions beth in
plenary and group sessions

Parlicipants

Tha framning coursa is
planned for stalt who are
confranted with problem
behaviour gither in theair direc
work with congenitally

deafblind adulls or as
advisors or BUpenvisors,

Dead-line for applications
Applications for participation
miust be submified o NULD fo
be submitted to MUD by fax:
+ 48 B8 47 16 16 of amail:
nudi@nud.dk before

20 August 2003

The preliminary
programme
includescontributions
from: Eva Hultengran,
Danmark; Juce Nicholas
Morway; Ingar Simansan
Denmark; Siskoannedi
Ruuskanen, Finlamd; lvar
Meshle, Morway; Wenche
Anderzon, Morway, Karl
Jacobsen, Morway; Randi
Sorlie, Morway: Faul Harl &
lan Noble, United Kingdom




Janka Sarisska
wriles:

Croatian visitors

Tha Deafblindg Schaoal in
Slovakia is expecting a visit
in May 2003 from Croatian
colieagues. The visitors
inferd 1o establish a schoal
ior deafolind chitdren and
fhey would ke 1o leam azs
much as possibie about
runnlng -a schoal. Our schoal
has prepared a programme
for the whole week specially
for them, They will taka part

it educational actnntes n
clagsrooms. They will have

tha oppartunity 1o giscuss [Hs

assessment of the student
about the individual
educational plans, how the
teacher organizes the
educatianal wark 1n
clagzroom ete. They also will

see the resulls of the projects

that our students are
undartaking at Presov

-
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ty 2nd in the
pompany whach produces the
tays. They will visit the
pasycioiogist wino has
cooperatad with the school
SiNce i opening

We hope that the visilors
from Croatia will be
stimuiated by Slovak
colleaguas and that the sludy
wisit will be useful for the
daatblind children in Croatia,
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Getting together with the Czech Republik -
another parents group

The cooperabon between
Slovakia and Czech Republic
started in the year 2000 whean
wa invited one family with &
deafblind daughter and two
teachers to take part in our
Family Camp. Thara is tha
classroom of deaiblind
sludents in the Deaf Schaoal
in the town of Olomeus and
Czach colleagues from
CHomouc ware vary keen 1o
devalop cooparalion with
schoal in Cervenica. After tha
Family Camp they visited the
schoal, they spent a lot of
tima In claszsrooms; in the
school's library and they had
thousand questions!

When the came famiby
vigited the second Famiky
Camp the parants were
encouraged by the group of
Skovak parents to start a
parants.association and

devalop activities for thair
deafblind children in Czech
Rapublbc. The pariicpation of
& parent and pedagoguas
from Clomouc in the Dbl
Euvropaan Conference in
Mordwijkerhout made the
establishment of tha parants
association a reality. Since
then they organized a smalt
samunar for parents of
deafblind childran and
profeszionals working in the
field of deafnass,
deafblindness and multi-
disability. Thay asked paranis
and professionals from
Slovakia to shara thair
expeEfiences and prepare the

prasentations for thiz zeminar,

Good cooperaticn can
bear greal fruits! In February
2003 the first country
contferance on dealblindness
wWas grganised with

internaticnal participation in
Czech Republic, The role.of
this conferance was to
compara the situation of the
sarnvices for the deafolind in
the Czech Republic with
sanvices in Slovakia and
other eountries. The aim was
gleo to persuade the
raprasantatives of the
educational, social and health
cara araas that deafblind
peaple have same rights 2s
the rest of the population,

A Communigue from the
confarance was sent (o tha
govemment-and i i5 hoped
that a reallsation that thera
shouid be a nationsl

population. through
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Latin
America

Graciela Ferioli
repors:

Formal university training

Linkvearsitlas from Latin

AMEBTCAN are inoreassg
thelr interast in masling ihe
negds of professionalis mnd

whark swith mwl




REGIONAL NEWS

Latin da Costa Rica. These project callabaration America Latina {FOAL) and
America fraining programmes wara between local universities, Hilton Perkins Program of

able to develop through & Fundackdn Once para Ferkins Schogl for the Blind
confinued

Three publications were translated into Spanish

The first is called “Calendars Perkins School for the Blind
for Studants with Multipla ke weraore e mema 1 eS8 lranslabions wersa
Impairmants Including S made through support from
Deafblindness” by Rabbia Hiitan Perking Program
Blaha from Texas Schoal for _ p - through & grant from the
the Blind and Visually - 'éh _ Conrad M. Hilton Foundation
\mpaired, USA. mm #4008 d.  and Fundacion ONGE

The second one called . - . América Latina - FOAL
“Perking Activities Guide and a8 .- \ " A g These publications will ba
Resources. A Manual for T 1 ; distributed all owver Latin
Teachers and Parents of e W “::' . America

Calendarios

- wd

Students with Visual
Impairment and Additional
Dizabilifies” by Parking
Schoaol for the Blind

Tha last called "In
Calabration of
5 = Grandparenimng, lor
= Grandparents of Children

- 1 with Visual Impalrments” by

Debra K. Chapuis from

Fuin Lt B Cas
Muligds Dvmanscidedng [
Febaia Brarhaajgand Eobie Rtk

Changing attitudes in Latin America

Evary day paople who work in
deafolind educatan can
absarve how the community s
changing its mind about tha
mesconcapton of considering
deafblind children ol eligible
for an-education. That changa
is possible through the affarts
of many Irternaiional non-
povarnmental arganizations
that are working m
cooperation with local
resources 1o suppor
programmes and provida
AWAreness-raising far parents’
associabions-and also raining
professionals. The
programimes are working hard
o imtegrate childran info
regular community activities in
order o change this ’ ;
misconcaptan. In the photo in - drawing numbsers in a raffla community o support huturs
Vanezualg children are arocass o get funds from the  ntegration activities

=g




Catalan
Countries

& request from
Rigard Lopez

Ricard Lopez and hiz
colleagues feal wary strongly
that Jan van Dijk's CD-ROM
could be a very important and
useful aid for the Hizpanic
communities, He wants to do
evarything that he can o
miake this possible, He has
recaen/ed 3 grant to transfate
all the contant of the currant
English/Dutch ZD-ROM Into
Spanish, The next stage s 1o
micdify the GOD-ROM, The
publisher has said that they
woukd need o order between

To all Spanish speakers!

250 and 403 ZD-ROM at a
cost of 3540 Euras each to
e abla to cover the
produchon cosis. So, an
imvestment iz neadad!

I order to make this a
reality. Ricard would fike
gvery organisation,
professionals and individual
families to indicate whelher
they would fike toorder-in
advance. Mobody will b
asked to send any monay
until the orders reach the
minimum number io maks

ihe project financially viable,
Tha final sale price will be the
zame 1o the cost, 35/40
Euros each, plus pastage
and handling

Infarmation abaul the
English version of Dr, van
Dik's GO Ram can be found
an the DE-LINK websits
hilp e Ir. wou edu/dblink
wd-order, him

It you would like to registar
vour inferest pleasea contact
Ricard by email-on:
lalkingd@ieleling.es

Scotland

“Partners in Communication” -
a series of Seminars and practice
development opportunities

Sanse Scotfand has bean
rUnning & very successful
series of Seminars and ather
practical events with suppart
from the European Social
Fund. it began with 2 days
focusaing on tha thamea
“Evenyone has a siory toiel”
- a fille chosan to lacilitate a
discussion about
communication, how it
develops narmally, why i
goas wrong and what we can
do about thai

Owar the early part of this
vear the parbicipants have
looked at the areas of
pasessment, islenng 1o

childran, movament mability
and orientation and the
communicaling ervironmeant,
They have alsa had a sassi0n
on ouldoor education and aris
developmeant, boidh areas thaf
Senze Scofland has
pioneered with greal success.

ter on the course will
cover Tecord keeping and
rezgarch developments and
will concludsa with a twa day
residential to review progress
and fake things forward.,

The European dimension
will ba discussed with a
coniribution from Inger
Redboroa.
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Sense

The Mational Deafblind
and Rubella Assocation

Scotland

Some of ihe events are
opan toall = if vou would like
to hear more about them
please contact:

Anne Marie McLaughlin
amclaughling
sensescotiand.arg.uk
Phona: 0141 564 2444
Fax:0141 564 2443

Taxt: 0141

SE4 2442

Kazakhstan

Timur
Timirkhanov

The Kazakh Foundation
*Blevrim” is developing its
own newspapar, lis new
aditar-in-chief is Timur
Timirkhanov and he i3
lsoking for infarmation on tha
widest range of subjecis
refaling to deafidindnass

He would liks news of

i
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NETWORK NEWS

CHARGE

he past 18 months hava

been a very exciting fime for

fha Metwork with the main
focuz on the CALISE (CHARGE
And Usher Syndrome in Europa)
Project. The Project iiself ended on
30 April 2003 but thare is s4ll some
activity taking place regarding
dissaminating the Information that
Was produced.

Tha highlight af the CALSE
Project was a conference held in
tha UK, This was a greal sUccess
from Both the Lisher and CHARGE
strands. David Braown, Tim
Harisharna, and Jacques Souriau
wara key speakers for CHARGE
and they wera very well received,
Cwer a hundred people attended
the CHARGE side of the avent,
including famities and professionals
from 12 differant countrias, We feal
that this was a fantastic
achievemant,

At the end of the conference we
hedd a 'Future of the Network
meeling. Here it was agresd that it
would be wortbahile 1o alm 1o have
g CHARGE conference atiathed o
the naxt European Deafbling
International {Dbl) conference 1o be
held in Slevakia In 2005, This is
something that other groups have
been doing in previous years -
especially the Ushar Netwark — with
graat success. One of the big
advartages of this is thal a ot of
resources are already in place from
ihe main conference, lor exampda
the venue, accommodation,
adveriising, etc.

It will also allow the CHARGE
Network o do twa major things:
capitalise on the success of the
CALISE Project and plan for a

CHARGE
conference to
be atlached
1o the Word
Dbl
Conference
that will take
place in 2007,

Wea hopa
that by 2007
the CHARGE MNetwork will have
growm into & fully functioning
organisaton and that the CHARGE
Association will have a higher profile
intermationaly, We still don't have
definifive figuras of how many paopla
axisi worldwide with CHARGE

These dates may seam o bain
the distant future but time flies.
When we formalized the Melwaork
Dack in 1959 we had to overcome
marny chstacles bacause our [deas
then just seemed like distart
dreams. However, with help and
support from g vanety of individuals
organisations, parents and
professionals, we have already
started 1o realise those dreams. It
took 4 years fo plan for fhe CAUSE
conference in the UK but it was
warth the effort. The benefit to
people with CHARGE and their
families has been immeasurable
Wae balleve that ancther confarence
in Slovakia in 2005 can da even
more,

David i_avn]r

David Levey

CHARGE Network Co-ordinator
020 8552 6961
levay2000@acl.com

B2 Gwendoline Avenue

Upton Park

London E13 ORD

Linited Kingdam
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First Usher Study
Group in North

America

2-3 August 2003, Oelta Meadowvale Holel, Missizsauga, Ontario, Canada

Irice 1985 a group of people

Inferasied i imoraving

knowiedge and
understanding of Usher syndroma
has met every two or three years.in
Europe o share and laarm from
each other. The eifecis have been
far reaching. Members have gone
back focussed on Usherissues ang
kean o dentfy Lsher families and
to aducate colleagues abaut tha
effects of the-syndrome. With a
Warld Dol planned tor Torante 2003
it seemed right to alzo hold-an
Lizhear Study Graup just bafore an
Saturday and Sunday, 2nd-3rd
Algust at the same venue.

Az | write the aftermath of the
wiar in lrag continues to rescnate
around the workd and the SARS
virus makes peophe uneasy to travel
especially to places where cases
have been identifled. In spite of this
negative: backdrop we arg forging
alwead with plans for a two day
programme to ook at ‘Future
implications of Usher Research
Findings on Families™ and at "How

people with Lsher Move Forward',

in the next five 1o ten vears
tamilies with Ushear will be invohved
increasingly in the cutcomes from
aurrent madical research, It s
important that they undersiand what
15 happening and tha Imphcabons
for them both now and for future
generations. On Day One of the
Usher Study Group wa will ook at
thesa implicattons in depih. To help
lead us throwgh we fave imited a
numbar of sevaniisls i the lado.
Bronva speaks about her work with
the Acadian Usher families in
Louvisiana, Medhi Sadeghi wha has
worked with Usher Families in
Sweden gives a paper on hearing
changes with people with Usher2 &
and also on vision changes in
Ugher 1, 2 and 3. Bill Kimbearling
from the Boys Town National
Research Center, Omaha leads a
discussicn entitled "Are chmcal nials
around the comer for peopla with
Lisher syndroma’?

On Day Two the emphasis iz on
Iifestyle and on moving fonwand

The Lsher Peer Menfor Schems
where people with Lisher are
frained to act as mentors for athers

is dezcribed by co-ordinators Gloria
Ward and Chriz Sharbock, Anny
Koppen discusses the changing
fraining needs of slaff who wark
with people with Lisher

A young waman, Rebecca
Atkingon whao has Type 2 Usher
shares her ptans and how =ha saes
her life evalving.

We hope that the First Usher
Study Group will attract people local
1o tha Toronto area as wall as those
who will be caming from theworkd
community who are interested in
learning and sharing knowledge
about thiz major cause of
deafblindnass in adults.

If all goes well we plan to
highlight some of the papers in the
next issue of Dbl

Mary Guest: Secrefary European
Usher Study Group

Staff Development

e have been reporing in

racant DB raviaws thal

this network is now
working informally with people in
contact ta share Ideas and
resources, Although fhere was iols
of commitmen! o da this at the kast
European Conterence; colleagues
havie found it difficult to find time o
maintain regular and widaspread
cantact, Areas of interest identiflec
were; training for people without 5
professional gualification during first

vear of work! fraiming for stai
warkinig with conganitally deafbling
adults; and using technology 45 &

training too The world conferance
in Canada = an opportunity i
rekindia cantacts and colleagues

are invited to bring matenals and
|deas to shars. Sense and Sansa
Scotland colleagues will bring
information about Cora Training
bodulas

(2R BT

for yesr one, &
cation courca for staf
rar |§ with congenitally deatblind

ot e FTELET]

l!

Network

adulis and & {soon 1o De) univess
validated coursa for workes=z & 2
pre-degree level which iooss&
daafblindness across the soece
it any of these topics interest yoo &
you have resources o share orog
me an amail and | will ensurs
comacis are axchangsd betors D
:E'r'!';.'rﬁu'_fl i = . = I.‘:- 1

-
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European Usher
Syndrome
Network (EUSN)

ha CALISE (CHARGE

Azsociation Usher

Syndrome Europa) Project
Wwas sel up to benefit two emenging
networks racognised by Dbl; the
CHARGE Family Support Group
and the ELSN. Tha EUSHN had iwe
opportunities to organise meesfings
at the CALSE conferenca in March
2003, The meetings were open 1o
any interested conferance
delegates. The ELISN met twice
during the conferance, on 28 and
30 March,

Each mesfing was aftended by
around fifly to sixty people, most of
wihorm warg Lshar, plus soms family
members, frends and professicnals
A% a resull, we are likaly Iooal least
double our memibarship. An election
of officers will ke place az an amall
vote within the-near future. We alsa
hopa 1o confirm-an Uesher perscn as
a representative of the group on DRl
Counl.

Another cpporiuniy 1o publcize
the EUEN will arise shortly, as | will
be giving a woarkshop presentation,

‘Mairtaining and axpanding an
Lzher Metwork across Europe and
beyond” at the Dbl world
conference in Canada in August,
Haopefully, wea will ba able 1o use
this workshop 1o recruit maore
mambears acrose Europe and o
torm limks with ather Usher
networks world-wide,

Marylin Kilsby

Mational Usher Coordinatar, Sense
and Acting Treasurer of the ELISH
28 April 2003

Acquired

Deafblindness

Network

he co-ordinating group of

the European Acquired DB

netwark met in Oska at the
and of Fabruary, This was our frsl
meeting since the highly successiul
4th Europaan Saminar of tha
Metwork in Zurich last October. it
was also aur firs! mesting withaut
Anneke Balder as Ghairpersaon,
Anneke has moved on 1o new work
in a differant fiekd and | have taken
avear as Ghair of a newly enlarged
co-ordinating group which now
comprises Else-Maria Svingen
[Morway], Marie Dominbque
Loussiar [Francea), Catherine
Woodtli (Switzerland), Henryk Riber
and Else-Marie Jensen (Denmark)
and my=alf, Gaz Roulstone (UK).

The group worked through
follow-up actions from the Zurich
Seminar now that Swiss colleagues
nave complated fha tasks of
transtating all the papers from
Garman ta English! Participants at
Zurich were promized a report of
the main culcames and actions
from the last seminar and this will
be mailed oul shartly. The co-
ordinating group alzo agreed 1o
sand auf to nabwark mambers a
summary of items discussed at our
twice yearly mestings.

The main item of business
cancernad the procass of Initial
plannirg for the next European

Saminar i 2004, This will be held in

the UK in late Sepiember’eary

®

Ciclober 2004, Zense have agreed
te host the seminar io mark the siand
of celebrations of Sense S0th
Anniversary in 2005. The first
announcement will be made this
Summer o coincide with the
Metwork Day at the Word
Conferance in Canada in August
but those interested in attending
should note the approximate date in
their diaries now|

Ges Roulstone
ges. roulstoned@sense-aast.org, uk
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Communication
Network report

o naw avant has taken place

gince the last report in this

raview. Howeaver, faliowing
up-the Gonference organised in
Gothenburg by MUD on “Sansation,
Perception and Meaning" and in
lime with our long tarm planning, a
Mini-Zeminar on Semichc analysis
i& being preparad. It is going io take
piace at MUD, Dronninglund Castle,
on the 12t and 2nd of May 2003, 1t
is opan to a8 selectad group of
researchers from the fiekds of
congenital deafblindness and
SEMIEgY.

The Cammunication Matwark 5
moving its focus from studying
communication from ihe paint of
view of interaction, dialogue and
intersubjective ragulations ta
investigating how meaning is
shared, corveyed and established
during communicative episgodes
This does not mean that wa ara
changing subects, or maving o
anather chapler, It means simply
that we ara discovering how the
content of the exchanges is a deep
and poweriul element in the
communication processes, Whean
communicating with congeniially
deafblind people, including in a
memahic {non linguistc) way, il
seams that we are more effectve
when we elicit and suppord
narratives, which are kind of story
telling expariences which do nol
neceszarily take the form of
language but have a real potantial
for developing comphexity,
sustaining exchanges, lorming a
secure dentity and integrating
linguistic farms.

Two main concepts will be
addrassed dunng this semuinar;
‘marratives” and “blending”, The firsi
ona, which is related 1o story-tedling,
will be addressed from the point of
viaw af the dynarmics of the
narrative siructure as an interface
between communicalive parners
and between an Individug! and his

ar har exparence of the warld. The
sacond concept ("blending”) points
al how, during communicative
SXpENences, We use, In'a fast,
coherant and effective way. blends
af varigus leveis of experencas (for
instance mimetic and linguistic
arpressions, or tha elements ol a
pravious narrative to qualify another
one-efc.} in order o make sense,
This capacity to play with various
fvpes of expressions or knowiedge
is active in all human beings,
including congenitally deattlind
pecple. There can be a gap, ora
cantrast, between the linguistic
competencies of an individual and
hiz capacity to take part in “making
senge” games.,

These lopics are both very
simpie and very complicated. They
are simpla whan wea saa tham
naturally actualised in
communicatve expariences {thay
almosi go unnoticed) ... but they
ara very difficull o describe and
undersiand. However, itis aur task
1o do o that paople in contact with
cangenitally dealblind people
cultivate the competencies relaled
o the processes, which are pointed
at by theze concepts. We are much
supporied in ths research by Per
Aane Brandl from the Univerzsity of
Aarhus {DE) and Sarah Taub who
is a researcher at the Gallaudet
University (USA)

We hope thiz semingr will hafp
carve oul fhematic matanal fo
more-inciusive interngtonal seminar

2008} and thiat i will inzpe fyrther

crogs-over collzbarabion as raqarge
resgarch and dessslooment of
wnawledos

t is important to mention that a

0 i

data and thair comments and we
wiuld like this to continue. We
wiould alsa like 1a undgearling how
MUD supports our work by
arganising or hosting events which
contribube direcily or indirecly to
impraving our knowledge an
meaning-making. MUD will publish
gaon, on the WEB, texts thal could
be of interest io many colleagues.
Thasa texts will be adited under the
fitte CHUIS: Communication
Metwork Updated Series.

Jacques Souriau

Books

Objects of
Reference: their
role in supporting
learners with
multiple disabilities

Thiz is tha proceedings of the
national confarence hald af the
School of Education, Unseerssy
of Birmingham in June == pese
k5 includes the work of Mare==
Janson; Liz Hodges, Lass
Pease and Adam Ocklefoes
Copies are available, price £5
framm: Mrs-J Whittaker,

The University of Birmingham.
School of Education,
Edghaston,

Birmingham B15 27T, England
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EDbN: European
Deafblind Network

Db was onginally sef up 1o

access funding from Eurcpe

far geafblindness projechs.
Ona of its principles was o involve
g parent o family reprasantative,
daafblind person and professional
from each eountry. Equal
impaortance was altached io the
three groups. Af one point EDBN
managed-a coordination grart from
tha EU and funded a secretarial
which was run for many years. by
Lax Grandia and Ann Thestrup. I
had & newslaiter, onganised annual
maalings. seminars, and had many
projecis. Uniorunastely the EU then
decided o fund fewer European
NECs in the disabifity field. Last
yEar, as expected, the EU did not
proavide a grant for EDBM. EDBM
held a meeting in Brussels:last May
(within g sefial nciuslon prajesct) at
which a strong fesling was
exprassad that sapmething 'should
e kepi going. In Athens, in
September 2002, this was
confirmed and the decision was
laken-that a numbar of
organizalions and peopie Wolld
work logether as the EDBN

This strong wish for conlinuing
EDbM was strongly expressed
again gt the family conference [as]
Cotaberin Puglia, taly, whane
many families came fogether and
expiainad thair need for a platiorm
S0 om March 2003 the following

group cama iogether 1o dizcuss the
posaioifity af keaping EDBMN alive
Richard Hawkies [Senss
Infermatonal, Wallgang Angermann
(Garman Deaflingd Consormum,
Agting Chairman of EdbN). Ricard
Lopez (Catalonla & Spanish Parants
Aceociabion), Willkam Greean [Vice-
Presidant Dbl, Consultant at Legs
Dl Filg d'Ora, Italy), Ursula
Hainemann (Austria. sibing of a
dealblind brother, peyvohaiogist,),
B Brown (Head of Campaigns at
Sensal, Lugy Dreschers [Campalgns
Dificer, Sanse), Malcolm Matibews

{Directar of C5| at Sensa, LUK
professional representaive on
Edbi).

We discussed exacty what EDbM
should do in the future and it was
recognised thalthes would realhy
depand on the opportunities:that
arase and ihe comrmliment that
diffgrant crganisationalindividuals
may be abla 1o giva. it was
emphaszized that ope of the sinongest
assets of EDBM is thal it is an
grganisation that brings iogether
famidigs, professionals and deafbling
pecple. it was alsg recogmsed [hat
both professionals and deafblind
pecple have many ofher
sppariunities for coming together and
50 a key priarty far EDBN must ba fo
facus an families, Famifies nesd &
strong EDBM a5 & dnving force Tor
natworking and activites, However, i
was rederaied that familles would not
ba the onhy focus of EDBN, B waouid
confinus 1o ook for appartunities for
all three groups, whilst recogrising
that familias should be the priority
focus whenever passibis

[

EdBN meeting in March.

There remams valug in an
organisation that involves
professionals, flamilies and
dealblind peoplie at a European
laval, e EDBN, but in thea fulure
the key will be fo work With and
provide oppartunities far nalwarking
for parents, Because of the impact
of Eurcps witlin oUr own countres,
we have Blso recognised the
imperance of campaigning at a
European leval,

The purpoge of the mealing was
foagres how Secrefarial funclions
will ba undartaken, to discuss
campeigning, toagrea priority
areas, o look al communications
{Including the web and newsietfar),
and to agres membership of EDF
Wa glso considerad thea link wilh
Dbl including whether EDDN would
like a place an Dbl Councll (EdbN |2
a network of Do), [twas agresd
{hat Ursula would be EDBN's
contact with Dbl and Ricard will be
nominated for a place on Dl
Council. Ursula offered o wark as 3
yolurtear for a number of hours
each week and Ricard Euggested
areas ha would ike to be involved
too. Sense has offaréd 16 wark an
campaigning. The mainfocus of the
campaigning work will be “The
recagnition of deafblndness
throughout Europe
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Willlam ard the Lega del Fiko
D'Cro and Richard and Sansa
Intemational have committed
fhemselves to being involved in

Ricard Lopez:

trans-national activities and fooking

tar furding.

Woifgang has maintained the link
with EDF and iz willing o conlinua

in this role,

The masgting allocated lasks as

feflpws;

Sense;
Campaigning
Actively seeking funds [With
Richard Hawkes & Willlam
Grean)
Encouraging pariicipation in
CAMpBagNS
Dissaminating information an
Campaigns

Websle management
Encouraging paricipation of
families

Disseminaiion of information in
glectronic formats

Production of an EDbM clipboard
andior nenwslatiar Tor
gissamination throughout Europe
Lizgison with Digl (EdbM isa
Cauncil member of Daatblind
Intarnational)

Wollgang Angermann:

Ligisan with EDOF
Ligizon with WFD
Offictal Representative EdbN

All:

Ursula Heinemann (Metwork Co-

ordinator):
Managing administration for
EdbN
Responding 1o enguitias on a
range of subjecis related to
dealblindness
Encouraging participation
Dissaminaling information
Maintenance of files
Rezponding to guerias from
miembers and guisids
organisations
Coardination and support for
migatings

Contributing to decizions abaut
locatian of conferences

Ligison with any conference-
organising commiiiees

Campaigring will be led by
Senge and will concentrate an
explici recognifion of
dealblindess in Europa.

It was noted that seminars-and
study days have been & part of
EDEN activity in the pazst and similar
events might be arganised at some
point in the future,

The Denmark Family Conferance
in 2034 might be:an opportunity for
the naxt EDBN maeting.

24 this i the news for the
migrmant from EDBN. Wa are not a
group with financial security, but we
wani o keep our network alive with
our dedication ard motivation,

For information please confack:
Ursula Helnemann:
ursiheinemann@usa.nat

EdbN introduces an E-group

EDoM have infroduced an e-graup 1o aid communicatian bétwean
members and 1o enable the sharingof documents, nolification of
events and mare. This e-group may be usaful to send all kind of
massages io members ensuring, in this way, that everybady receives

bt etormation,

The e-group is accessible through the EDDN Home Page on the
wehsita, Plaase visit and taka a look!

Ricard Lopez, EDbN

A New Network for Dbl @@x

Siblings Network

Ara You a sibling and inferested in a

discussion aboul your role as a
sibiling?
Having a deafolind brother or

are difhicull and whare axperances
can be shared, Also wherea

discussion can take place about our

role as a sibling and pur role a5 3
guardian whean our parents cannot
take care anymoe,

sister has a big impact an the lives

of giblings. it iz impotant that

ta:

parents and professionals, as weall

as tha deafblind brothers ard
sisters, realise this, Thereldre a
mew network for siblings o
deatblind children and adulis has
bean started. A netwaork, which

welcomes all siblings and can offer
suppart and gukdance when things

The glms of he natwerk ol be

aslablish conlacts beiween
giblings

FRiSE aWArdness among parents,
the deafblind siblings and
profassianalz

form contact links with offver
netwarks (a.g. EDBM. Dol) ana
arganisations

For tha lrst two aims,; wa will use
gmall and infernat, as well as
meelings and conferences, which
we hope 1o organise ourselves as
will,

We will make an applicaton to
bacome a Dbl recognised nalwark
as spon a5 passible, This will help
Uz o deveiop our third alm to form
contacth imks with-othar networks
and organisalions,

Il yeu are a 5ibling and infaresies
in & discussion about your role gz &
siblng then pleasecontact
Sabine Kersten
Sabine Kerstepmhotmail.com



KAZAKHSTAN

“Meyrim” is the
gleam of hope!

Meyrim, is the Kazakh word thal means kindness, charity and
caress! Thizs is the name chosen for the dealblind asseciation.
It's @ very new organisation, just two years old, but full of
confidence and Ideas, and ambilious to develop further in
supporting deafhlind people in Kazakhstan. In this article Galina
Frodova, President of “Meyrim"” foundation, infrodeces the
Foundation and gives & flavour of the work it is doing.

We can do a lot!

Crur foundation “Meyrim™ is
anly two vears old, bul wea
abrgady ave our own history,
Thaugh nat all aur wishes
have come trug, and though
we gtill have difficulties, wa'll
look over the pastwith a
bright sense of thankiulness

It is the first, and anly,
prganization in Kazakhstan
which aims fo provide halp 1o
all deafblind people ag well
as ta their tamihes.

In January 2001 we
celebraled Maew Yeaar together
for the first ime, Alsa, the
Lonely Hearts Club for
deaiblind people was opened,
In a small hall of the Kazakh
Blind Society Leisure Canire
27 people gathered. A brilliant
concert by deaf aciors
engandarad a friandly holiday
atmosphere on this special
day. We all drank tea and
ook phiotos that reftecied the
joy of socializing. [n short, the
meeling was succassiul
bayond all expectations.

We believed in curselves
and in our sfrengths. We can
dioa ot

Success gives
wings to people

Urdoriunately life doesn't
consist of only holidays
Warkdays began. We loock a
raom in the Deaf Socisly and
sfarad working. Evanything

weas new tar us: first
meatings, inlerviews and
publications, and the diffoul
gaarch for asponaor. As a
rewand for hard wiork, 158
resuits and first volunteers
have coma along. Succass
always givas wings 1o peopiz!

We starled warking from
point zero, having nothing but
a vast wish to help thosa who
cannot help themseh'es, and
those who have 1o live in
anocther world™. Desfbling
paople here-are Hite known
about, andonly specialisis,
relativas and deafiind
peaple thamsalves kKnaw all
abaul tha specific problems
of these disabled pecple. For
goma time wa'va knockead at
closed doors, shauting about
our problems to bureaucrats
who seem o be unabis to
listan to our concerns. Bult we
do avarything we can,

They trust us!

While we were going from one
ciosed door (o anathar, Lima
had paszed and ancther
pright holidey came —
International Womens' Day,
Chir hard search har sponsars
was a success this time and
we were able o celebrata this
day ata restaurant. In ihe
main hall of ihe rastaurant, as
wall az the deatblind people
and their relstives, mass
media represenatives
natherad, Caesually drassad

Lyazzat, Vice President of "Meyrim’,
answers guestions.

The main
dream for
us is to
create a
rehabilitation
centre ...

people with happy smiles on
fhesr facas maant that-all this
didn’t gimply look fike another
charily dinnar. Tha
percrmance arfist was
walched by [he whicle siall of
the restaurant. as hardly
anyona had ever seen before
how deal people sing and
danca, The siaff of the
restaurant were invited o
Udge the cookery compealitian
that was organized in the
meanimeal Every deafbiind
persan .'[-‘.'CI_'—.i'.-'I'-!d g prasani at
the end of the mesting, but
the biggest prasen] was
received by us, the crganizers
of such a mashng., ssamg
happy and smiling faces of
our ngw frlands and thair
confidence. They trust us!

Registration

The day had come, when 4
peaple of the same ming met
iogether, aignied he
constituant agreement anc
passed tha necassany
documenis to the jusiics
depaririient far the slate
reqistration of the foundation
Fourgar mambars ol the lunag
nciuded & rehabiliiabon
spacializ! of the Kazakh Blind
Society, a bind man, a
businessman, and ma, the
authar of this articla
daafilind, but whao kad
residual wiseon at thai tme. As
a person who undesstands
deafolind peopie wall and
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knows thelr problems from
within, | was [avited 1o be
foundation president

By March 2001 our
foundation had successiully
paszed stale raglstration.
This day 5 our oificial
birthday - the Voluntary
Foundatiaon for Social
Support and Rahabiliiation of
Deaiblind People — "Meynm®™.
This word. translated from
Kazakh, means kindnass,
chanty, caress. This ig such
good news, bul maanwhila,
thiz meang respongibility and
laads ol hard work and
difficutties for us toface. We
have a new, mora
comforiable room, rented for
fraa by KBS, stallonery, givan
to us afier publication in local
nenwspapar “Almaty Tonight'.
But our own aceountis in the
rad, and our enthusiasm s
frequently clouded by
differant cbafacies,
particularly aur saarch far
sponsors; and, of courss, a
vast wish io halp those who
cannot help themsealves.

100 people
identified

By the time our fund had
been registered we had
found more than 104
dealblind paople in Almaty.
There are a lot of deafblind
people in ather regians of
Fazakhstan, but we doonot
kraw tha numbers because
they're nof croganized,

Happiness and
pain
Just three monihs after
regisiration, the presentation
of thie fund was held. Such a
problem as gealblindness 15
‘discovered’, as afmost
nobody had heard abouf il
Then again, cur holiday
finished and weekdays
gtarted, For most of us every
day of the weak i full of
unbearable paln that borders
on deaoair, lookang al

serioushy il children, Faor
example; boauliil, totally
deaf, iwin:sisters suffering
from Lsher syndremea, 15
vear-phd Khalida's wvisual figlo
& narrowing, bordering on
crifical point. Three yaar oid
Kamila, has already had a
senous diagnasis as retiniis
pigmeniosa, Another exampla
& thirr 11-vear-gld Elina and
S-year-old Kolya, suffering
frem rubella sincea they wara
born. And their mothers, who
are alwayes ciose by thedr
children, for the fime being do
ot evan know abaut thelr
children’s sericus condition

have not understood their “Meyrim™ is
children’s diagnasis, and fi

refusa to listen to the dociors' ﬂ‘% I'EIL
death sentence an their and only,
children. They are fightng for ~ Organization

thair children's lives. What in

disastars are waiting deafbling Kazakhstan
children in the fulura? When which i
will it become possile o heip Ch aims
all of tham? This is known to provide
only 10 Gad help to all
Whille we dan't know the deafblind
answer, every Frigay fhe
Lonaly Hearts Club for FEWIE as
deatblind people is held in well as to
our small, sometimes their
overcrowded reom. Hithar fﬂﬂﬂ"ﬂﬁ-;

evervbody comes who nesds
o socialze and maet with
iriends, o discuss gvervday
prablams, o have a hear-1o-
hieart takk!

The end of our
first year ... and
thanks!

Worrying and canng about
people, the firat year of our
work- has passed. We
celabralad our foundation's
birthday &t Mauryz, Turkish
Mew Year, the holiday of new
spINgG, In & competition,
arganized by K58, wa won
2nd piace among 11 alher
collectives. We alsp took par
in uther compelitions,

Our holidays, meslings;
small presenis 1o sociely
mambears became possible

gnky with our sponsors’ help.
W thank our sponsars
greatly for their worthy help
for our activites,

Thank you for
the help we are
receiving

Firsily, we want o thank the
Canadian Embagsy In
Kazakhstan, the
lelecommunications company
"Mursal” and a yaung
buzsinessman, Alexander,
who ahways helps us
matarially az well as
undertaking to repragant aur
foundation in.governmenial
organizations. Also, Almaz
Lrazimov, director of
"*Cardinal” leisura centre,

Our future

We've golgreat planz for the
future, and in spite of the fact
that our ioundation is guite
young, we have the chance
to realize these pians. The
main dream for us I8 io
create a rehabiliation centre
wihich will provide all kinds of
services which are vital for
dealblind peopia. Al tha
moment in kazakhsian there
l=n't any such cantra, A1 the
present moment a person,
wha lives in Kazakhstan and
sugdenty Ioses his hearing
and vishon, doesn't have
accass o g basic
paychological or medical
garvice. They have fo raly
zalely on themselves to
ovaroame difficulliss et
came like a bolt from the
blug. Thay Hawve to tackls all
rehabilitation waorks ard
suriTrount pesyehalogaeal
obstecles. Furthermore, hey
don't recelva any oulgoing
neip or technical eguipment,

Cur aim is o provide the
rniecessary support o all of
the deaiblind. peopla in
Kazakhstan.

Galina Frolova
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Challenging Behaviour,
NO. Challenging
Communication, YES.

David Levey, CHARGE Network Co-ordinatar, gives a father's revised perspective
of CHARGE Syndrome following ground-breaking presentations at ihe CALSE
Conferance. (CAUSE = CHARGE And Usher Syndrome in Europe)

HARGE Syndrome s naw a

Maor causa o1 congenitas

deafolindnass and mull
sensory impairmeant in the world
today: The early vears following
birth usually involve life saving
surgery tor the child, and kfe
changing adjustments forthe
parents. Onoe the phyzical
challenges become mare
marageable’ only then oo the
deeper challenges fully emerges.
Thase tend to fall into the
categories of behaviour and
cammunicabon. it was at ihe
CALSE Conference that | hinaily
realised that thasa wo aspecis of
CHARGE are inseparatee

Follawing on from the incredibly

detailed and intarmative alke given
by the zpeakers at the CALISE

Joshua and his aunt.

Confarence | came 1o the
conciesion that | na longes wish 14
apply the term ‘chailenging
peahEiaur ta my son, coshua
Although | can understand how this
label has evolvad over time | now
s that it has not helpad Improva
iy ralationship with himcin any way
Iﬁ"||l|-'!||7

The thraa main speakers an
CHARGE &t the Centaranca wara
Dayid Brown, Tim Hartshorme, and
Jacques Sauriay, Esch deall with
the topics of Sensory Integration
Behavipur, and Cammunication,
respacively.

A small guote frem each of their
talk= will give you some indioation
of haw | cama to my conclusions
regarding my relationship with
Joshiua wha & now 10 yaars okd

David Lavey

David Brown

“. .. difficulties with
expressing themselves, or
the constant experience of
having their expressive
communications
misinterpreted, can lead
some children to give up,
or to resort to explosive
behaviours that may be
construed as unpredictable
or irrational.”

Tim Hartshorne

“All behaviour has a
purpese, all behaviour Is
communication”

Jacques Souriau

“It is very much the case
that support based on the
communication needs of
the person with CHARGE,
rather than based on the
ideas and thinking of the
partner involved with them,
wiﬂ yield better outcomes
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s

Dancing at the CAUSE conference.

Each of tha Speakars was ablo 10
e their exlensive Enowledge, build
Lp ovar many yaars of expariance
and research, o paint a picture that
any |.‘.“-'I’Ef'i with 3 cheld who nas
would instanily recognise.
These |;---3£-;3-*ra; anz didn't simply
averlap with aach othsr. Hathear
they interwove and showed the
complexily of LHARGE, and gave a
nree QIMensong! gy o e
niarpiay af behaviaur and
COMMUnICANDN. | NEve chosan
fnese Key statamenls irom each o
ihe speakers Decause together they
mizds me reaiisa thal | had been
"I|'-|rl'l.'l-1“' II"'I Jozhua from the wron ng
difecticn, 1hat g, |\
focus far more an his behaviour
rather fihan an his sttemplts ai
effective communication. Na
1en fhat many times we

ave ended upin an g g irment!

| parsonally know the farrbla
feeling of frustration w!'-n:n SOMiBDNe
doesn't undersiand me. This has o
b one of the most undesirable
axparencas | can ever imagmna
How then must it fael for someons
who has CHARGE? In addition |

WAS landing 1o

'r..:fJ--l

oeainlindness amnd multl-sansory
-'pu'r—u:l'l fhey may well have a
Varaty of othar physical |.IICI|:I|"'"'
that affect their aoility to
COMmmunicate
The CAUSE conference shawed

the incredible varely of
communication strategies used by
people with CHARGE and alsa with
Usher Syndrome. | could alzo
ihe wide vanety of behaviours thz
Wi 85 & spedies exmbat. Witk ar
withadt a syndroma we arg Quiie an
D boakeng lal i yau takae e tima

to sit back and obeemnve us

Not ‘Challenging
Behaviour’ but
‘Challenging
Communication’

"whallenging behaviour’ 15 a
generglly accepted ferm now, and
can ses wih b1 usad bubasa
father of a litthe boy with GHARGE |
feal thal ‘chalenging
communicaion’ is a more posifiva
2 Uselul ierm o

It '1r'.-|n;': o keep me
iocused on what Joshua is trying to

refarence

achigve rathar tham on what | 9o not
want tm todo, I takes some of the
angst out of what can often be.a
exhausting process — being a

father. As | siruggle tx incoporate
this resw way af thinking | fry o
keep reminding myself that all
communication is ehallenging, Even
the most eloquent and conf dert
paapla ottan get it wrang,

Helerences: Preseniations for
CAUSE Conference, Hinckley,
England — March 2003

David Brown, Callfornia Deaf-Bling
Seniges, USA, "Some bahaviours
impheations of sensory aiffic
faund in ahldran with & .4.— GE
:l_|-"'|CI|"-'_‘-.'-"'|:"

Tim Hartshome, Professor of
Paychology, Can
Lnrearsity, USA

Behawviour in CHARGE Syndrome
‘Behaviour a5 Commum

Fumetion of Challenging Behawow

! - P —

acruwes Souriau, Dhr
CHARGE an

Commumication

Francs
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Third Spanish encounter of families
with deafblind children: Pontevedra,
28th - 31st July 2002

Deafblindness ks a disability that generates specific necessities and attention fram the ones suflering them and depending
on the affectation degree, the attenlion necessities can get to be very demanding for he family. and in most of the
pecasions 11 is very difficalt to arrange the attention that this child regeires and the attention that the rest of the members
demand. For this reason the family needs aid. Ana Alvarer; necessilies of the families with deathlind children, 200:2.

Background

Al APASCIDE we are clear that
these famiky encounters are a greal
aid for families. Although we

= =5 TII'-'-F."Id mi,:'H'.I'I!:I BVE .'}' Ewnd
viaars, for various reasons the last
ong faok place thres years 84010
2001, However, we hope {0 repeal
il i 2004,

The preparafions and the place ol
the encounter

The encountar was organtsed by
APASGIDE thanks to & grant from
FUNDACION ONCE and the
collaboration of CRE [Educative
Resources Centra) Sanliago
Apdsiol of ONCE in Pantevedra.

The number of parlicipants
Twanty-five families from all over
Spain parficipaiad. Six Galisian
familles participated for the first
fime, Tha agse of tha dealbling
children varied between seven
maonths and loiy-one yaars ald; this
means that thiare was a wida
reprazantation of differsn

problems. Thiny-four wondsrful
volurtesars helpad us 1o make tha
ancouniar possibie. The
organsation and co-ordination ol
the evant was carried out by gleven
people. Allogether ane hundred and
lorly-one people paricipated and in
acdition o fhe banslt al
pariicipating, they also made a lof
af [ong-term Irignds and links.

Opening and repart on
APASCIDE

The encounter slartad with the
emotiva reading of Morman Brown's
articla "Celebrating the aims” {526
pulietin APASCIDE # 8) by Doloras

Raomerd. The “Programme of
attention to caring families™ had
special relevance; this programme
Wwias subsdised by the Minstry of
Work and Wellare Affairs whose
pricrilies arg;
Te give support to lamilies
whiose deafbling childran ana ol
being attended to. 1 is often the
case that childran with
associated disabilities have
spma difficulbes i banng treatad
as deafblind.
That leng period during tha
summer when deafbling chifdren
and yaung pecple are particularly
Isolaied from averything
Andaliuciz g the main benaficiary of
the waork of the Ministry of Waoark and
Walfare Alfairs because of the great
amount of cases In that reglan. Due
fa the lack of resources all over the
couniry, ane of our ams 15 o obtam
mare financing. The Juntaof
Andslucia and, 19 & lesser axtan,
the xunta of Galicia are going 1o
collaborate,
3

Reporl: the needs of the families
with deafblind childran —
workshop

Ana Alvaraz, co-ordinator of the
programme of Suppart (o the
Carlng Familias and peychalogizt
in APASCIDE, said "the family
needs heip and tha projecis and
aoivities of APASGIDE Iy 1o give
an answer (o thig reality”. The most
important projed] is theong of
“Bupport to the Caring Families
with dealbiind childran”, subsichsad
by 1he Ministry of Work and
Weliare Affairs,

Helped by |zabel Paredes, a
gocial worker in APASCIDE, a
workshop for parenis was camed
out, They lookad at five practical
cases in groups; the diagnosis, the
familltar regrganisation of the
familres, the siblings-of tha
deafbiing child, the schooling of the
deafiding ¢hild and the questions
What can we do? What kind of

grovision can we look for ghar fhey
have lait schiool?

Jos=é Maria Prieto helped by Pepe Tirado.
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Report: The deafblind person and
thelr stages of development

hrs. Pilar Gomez Vinas, co-
ordinator of Programs for deafbling
peapla in OMNCE, emphasised that
“the perception of & deafblind
persan s differant from ourz. We
miust make an effor o undersiand
iheir messages 1o us from the
pemspeciive of thair image of the
world -

Report: Hearing loss in deafblind
people, prostheses and implants
Dr. Carlos Cenjor {Jiménez Diaz
Foundalion) made his speach on
“Cochlear implants” and said;
"nowadays they are effectiva, safe
and lasting devices” and “presently
he implantation in the aar with
batter hearing is recommeanced
because, having been more
stimulated, the resulls obtained arg
much battar

Repart: The project of the centre
for APASCIDE s deafblind people
Mr=. Dolores Romera, APASGIDE's
President, zpoka abaut tha
praliminary project of the firsi
residenlial and cccupational
Spanizh Cenire for deafblind young
paople and zdulls. Spain does naot
have & centre for deaibling peopls
plder than 18 vears and it is
ezaential to plan for {he
devalopment of a personalised
project for every dealbling parsan.
The aims are;
1 To confinug with all aspeacis of
fraining for deaftlind people, and
2 To oblain & higher degres of
possible autonomy for every
parson
Thia centra should be:
A reterence poirt lar the whola of
Zpain, and
A fraiming centre for professkonal
staff and voiunieers

Report: My life experience as 8
deafbiind person

José M*® is a famolus Galician
saulptor, and an example for
evervbody because he showed how
independant a deafblind perzon can
be when they have the necessary
aids. His speech was really emotive
and all of us identified with the

Hoelia and Clara with volunieers.

problemis he explained; One
parficular exampla thaf fouched Ls
was the description of 8 irip by
plane during which he was
abandored for's Rours in an aifport
begause the paopla wiho should
nave locked after him ignaded his
dizability. He shiowed his affection
and supoort fo our projedct of the
canira,

The activities of the deafblind
children and young peopie

The co-prdinators of the association
ook good care of tha activities
caried aut by the children and
voung peopla. The spacific
characterisfics of each participant
wara faken Into account. Each one
had an expergnced and exclusive
voluntear, sebected on iha basis of
their specificcommumeabinn and
Imteraction neads.

The siluation In Galicia

Racantly deatolind childran, ang
young pesphe detected as deafblind
peapla, have gone rom a specific
clagzsroom o being integrated with
other childran. The numbas of
expatienced professionats in
dealolindness = nat enough and
the number of specialised
professianals needs 1o be
increased urgently. Inorder fo
caunteract this problam,
AFASCIDE has presanted a project
io tha “Consellerla de Asuntas
Sociais of ihe Xunia of Galicia™ for
fhig first lime:

The Volunteers

After our children, the volunieers
are tha most Imparlant peogla in
our Ives. Without them, none of our
deafolind childran would participate
in-any extra-school activity, Meaaling
Ingathar with sther families would
not be possibhe giiber. They give
aur chifdren nat only time and love;
but aiso competent inferactian wilh
the world and activites, Althouwgh
they are voluntaars, they are also
competent professionals. Thenz 2
no time for anecdatas bul &l mea 2l
tham: Thank you very much, we
codbd Aol managa withaut you,

Conclusions of the Encounter of

the Families

The conclugions wara the following

1 Government Administrations
should afficially recognize
deafblindness as a specific
dizaklkity.

2 Tha first probiem of deafoling
peopba is tha lack of
cammunicatan

3 Thesecond ong is the fight for
persanal aukanomy.

4 Professional ane-io-one 2uppoe
5 essential

8 The craation of 8 specic cenms
af raferance far da
a elratagic Nnecessily

6 Soecilic protessionas ranss =
deafblindness are nesgsg

B o e S
bincrsss =

Ricerd Lopez (iafong3iitssine o<
Clara’s father, Cataions 3
APSOCECAT & A

oEg
)



Thanks to Mike!
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“Since % was accepled into the international btk
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0 Rave the pfeaiare of Bnouing M, Mike 7. Colling as
President of the Deafflind Snternational ai well ad Directon,
Hillon Perking Programme. He i a bue profeddional worker
and o very dedicated Administraton, Mike is very well
didalililied with visual impoitment. A very unafduming,
dooee {o cardh and a simple pessonalily, Mike commands
excellent veipeel among fellow-wonkers around e workd,
fle has afweags feen very Been on promoling derwices for
deafblind people ln develoguing countried. He exlended the
fubfest co-operation, iupport and guidance when the firat
DEI-ILEUS. Asian Confersnce wad organiged al Ahmedabad
duning 8-13 Febauany, 2000, He alio ploged an indtumental
aole in initiating a varlely of programmed in the developing

Euen in o semate part of Eastern China, the Principal of
the Fehool for the Deaf and the Blind, Kunming, Yunnan
Province krewe aboul Mike's inferedf in promoting desciced in
that provinee. 3 was very proud to fearn thal people, euen
in Bhis temode pord of the wonld, Brew oot Be Deafifind
Snternational and ifs chariimatic Predident. The deafffind
pecple of the devefoping world wifl afiwagd remain indebled
lo MMlike fon Ris varlely of iniliatived on promoling derviced in
this pant of the world,

% ipecially appreciole the demociatic mannes in which
Mike conducts the meetings. of the World Councit of the
Deafbfind Infernational, mmpunmwpmﬂam.mmﬁ
mmmmm,ﬁm%ﬁauqﬂmmﬂm
epinil and giving an oppodunily b each and every member
to predent AidfRen point of viewe on each idem. 3 feft
fonoured when fe agiced to conuene a meeling of the Wandd
Councif at Akmedafod, of the Blind People’s Aisoeintion,
imemedictely folfouing the DES Asian Conference. Tue o this
bold indiclive, the membead of the Woald Council could
afreciale needd and aipliationd of pesdond with
deafffindnedd in the developing world,

3 Aad feen my padde and prdvifege to work undes the
dynamic leadenship of Mike. % shall continue to Look
in the develeping countaled of the world, Due lo fhis pleating
puerdonalily, depih of Erowledge and bpadership qualilies,
Niike Aad become friend, phifosopher & guide fo many
pacfesdional workerd around the world,

Beahan Punani

“The voice of a departing
president via Tom Waits”

all T need 15 my ratlroad boots
and my leather jacket

as | say goodbve to DbI
although my heart is breaking

[ will feel my way

through the darkened hall
and into the mormng

The hobos at the freight -yard
keep the fires burning

Jesus Christ this goddamn rain
could someone put me on a train

and everything is turning blue now
there is nothing [ can do now

as | say goodbye to Dbl

you will find another soldier ...

Colleagues in Oslo

In rrue grantude ...




DEFINING DEAFBLINDNESS

How to define
deafblindness? An

attempt at a synthesis

In this article. Jan Jakes, wha is Chairman of VIA, The Association of the Deafblind, and also a
part-time teacher in the Department of Special Education of the Charles University in Prague.
presents his ideas for discussion on the definition of Dealblindness.

What is
deafblindness?

Wa can find a ot of different
definitions and descriplions of the
concept of deafblindnass, Attempls
are being made o distinguish
deafblindnass fram olher gensory
dizabilities, with plenty of
discussion o fuel the debata. Ala
very dictionary level it seems claar
what deafblindness is. It iz only
when we arrive at the real
sifuation, in human terms, that
great dilficulties anse, Therg are g
variaty of different opinicns held by
autharities and protessionals, and
alzo by dealblind individuals and
theair tamilias, friends and carers.
50 the questonis, who is
dealbling? Is it when a parson
recognizes that his or her own
situaiion is sa sernous thatl ha or
she says: | am deafblind? I i
whan we can recagnize that
somebody else is deaftlind? We
hardly need 1o think abaut
definitions if we arg able o support
deafblind pecple on an individual
basis and we can use an individual
approach. Bul, it we wani to create
& system of senvice provision, a
system of social help and zocial
legislation, we need a paltern or
critaria.

Finding a pattern or
criteria

Generally we can find words that
describe deafblindness as a
disability, impairment, a condition,
a handicap, and so on. We can
also say that it presents
nadanoaical peychological, social,

medical and rehabilitation
problems. In genaral, [1 is an
anthropaological and ontological
phenomenan that causes serious
problems to the disabled person,
We know it demands our attention.
In brief, deafplindness is a
parsonal, social, cultural and
political challenge.

Deafblindness is a characteristic
and distinct disability, It results from
the conzequences of dual sensory
impairmeant, A serous impairment of
both distance senses, i.e. of sighi
and hearing, s nat, in fact,
deafblindness, but if i3 a cause o
deafblindnass. Deafolindness s not
a simple sum of impairment to the
iwo distance sansas. It is
something quite specific that should
be considered as coincidantal
componenis impacting on other
lactors. 5o perhaps itls the
combimation of not just haaring
impairmient and visual impaimmient
but ihe functional relationship
between haaring and sight, and a
large group of personal, baologecal,
peychological, social, pedagogical,
cultural and ethical consequences
of dual sensory impairment.

The question is how to axpress
axactly the meaning of a “fuzzy”
wiard, fike geatblindness: L&, haw 19
design a complete description or
definition of the maaning of this
complicaled word. s it possible to
cambing all thasa attributes into a
simple, univerzal, exhaustive and
genaral paftern’?

The Formula

| propose to use formal methods,
an equation, 1o deling

deatblindness as follows:
D= F{H, ¥, r, Q), whera:
D means dealblndness.
fmeans a function or sum of the
components and relevant
glements which are presented in
paraniheses.
H means a hearing impairmant,
The dagrea of this impairment is
expressed by a diagnosis, by the
ype and axtant of the sensory
Ioss, and by the tima of its onsat.
When the H component iz blank,
then D &5 blank tao.
YV means a visual impairment.
The degraa of this impairmant is
expressed by a diagnosis, by the
type and extent of the sensory
loss, and by the time of s onset.
When the V componant s blank,
then D is blank, too.
rmaans the relation betwaean
the function of hearing and
vigion, | have expressad it hare
as a kind of coefficient, which
indicates the degree to which
the natural capacity 1o
compensate for loss of sight and
hearing is limited or even
completaly absent in case of
deafblindnass. The valuaof this
r coefficient could be the
multiphcation of the values of
haaring and visual lozzez
gxpressed in percentages (ar
any other scake). Then itis
possible to find that the resulting
value varies from zero fo one
Far example, using thiz methad, tha
combination of total deaness andg
iotal biindness s 1. When the level
of hearing logs is B3% and the foss
of sight is 100%, then the 7
coefficient is 0.83,




DEFINING DEAFBLINDNESS

O means a group of all the
congsguancas and
circumstances of being dual
sensory impaired that influence
the quality of Iife, g.g. aspects of
development and learning.
education, personal habilitation
and rehabilitation, employmant,
living, et To examire this area |
suggest uging a facel approach
io-establish the concept of
dealblindness. This enables us
fo make the procass flexible &s i
redates to the purpose of the
assassment,

Perhaps, the following facets can
be appointed with commaon
agreament;

1 functional use of senses (of
hearing, vision, fouch and
movement including funclional
use of haaring and vision in
socig! interaction and
cammunication).

2 intgraction (with physical and’or
nature, social, culiural
environment; proximity ta ihe
anvironmeant, exploration of tha
environment, social interaction
and commumcation with tha
anvironment)

3 communicalion and language
{receplive and expressive
communication; interpersonal,
graup, social communicatian:
development of speech;
cammunication skills in differant
social setlings).

4 psychalogical consaquencas
(cognitive and social
developmeant, parsgnal
development, learning,
adapiation).

& pedagogical conseguences
(education, vocational fraining,
educational nesds).

B daily living skillz, actvities and
routines of everyday life (mobility

beth indoors and autdeors. living,

achaol, waork and employment,
latsune tima, cultural activities,
ete.l:

T need for rehabilitation.

8 need for technical devicas for
hearing and vision losses.

8 need for assistance (including
the halpg of others ina number of
activities),

20, defining and describing
dealblindnass using the O
component could be made with the
halp of azsessment scales for each
facet The crucial problem is o
create such scales thal will ba
commiznly accepted]

Including all the
components

In developing this eguation 1o
expigre the concept and help find a
descriptor for deafblindness it is
azsenfial that all of the componenis
are taken into consideration. When
any one of the componants in tha
definitien i3 not present, then the
resulting D saction mugt, in lurn, be
btank! If it iz blank it means that, in
thiz case, we are dealing with some
ather disability, which is differeni
from deafolindness.

Helping to pin point
individual support

| think this formula descnbas
deafblindness and has the capacity
ta bring together all its typas, forms,
manifesiations. |t should help o
paint to the kind ef support raquired
to mest educational and
refabiliiation nesds. |t can be used
Tor developmenial, educabonal,
zocial, sociological, demographic,
o, purposes. 1t can alsa serve
deafblind people az a ool for battar
self-identification, for seeking and
findimg thedr identity.

Functional elements

This formula of deafblindness
ghvas us tha framawork. Tha
compaonents H, ¥, r, G arg applied
with regard to real [ife conditions.
The elements that make up theses
components describa the situation
of a disabled person, Using this

rmadal we ara free to dascribe tham

with differant lavels of
conciseness, and from different
points of view. Mainly the Q
componant, [.e. the one that
dascribes the variety of attributes
of human life activities, offers an
imperiant oppartunity far the
[dentification of functional
elemeanis,

Flexibility is Important. For
irestanca, when consioenng a
deafblingd student and his or haer
COMMmunicalkon reads, We can
apply, within this O component
gome aelemeants of educatonal
criteria. Inthiz way we use if foosui
a vanely of purposes related 1o
service provision in the real world
with real paopie. In addition when
formulating a definition to suppor
natlonal laws or regulations, the
format of ihe definition would also
enable us fo follow the philosophy,
the intent and the structura of
existing legislation, related laws and
arficles.
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13th Dbl Worid Conference
August 5-10, 2003
Delta Meadowvale Hotel
Mississauga, Ontario, Canada

“Communication is the key to
opening doors world-wide”

The Programme

Your hosts, the Canadian Deafblind and Rubeila
Association, have a fantastic programme of evenis
planned for August and its not oo [ate for yvou be jodn inl

The conferance theme is "Communication is the
key to opening doors world-wide” and speakers
from across the globa will be leading sessions,
siimulating discussion and involving delegates in othar
participative avents around the theme,

Keynote speaker

Stephen Lewis will ba the Keynole speaker taking as
his topic “Thea global fight against disease; the impact
of quality services”

Stephan was anginally a nated radio and telsvision
commentaior and for the past 2 decades he has
worked for the UN, as Special Representative and then
a5 deputy Executive Director of UMICEF. In that
capacity he acted as 2 passionate advocate for the
rights and needs of children, especially thosa In tha
davelaping workd. His work has involved him in many
significant areas with impact across the world. In
particular, Stephen was a mamber of the panel
investigating genocide in Awanda and is Kofi Annan's
Special Envay for HIVVAIDS in Africa. This year ha was
appointed Companion of the Order of Canada,
Canada's highest honour for lifetime achievement,

Plenary speakers:

Michael Collins (LISA)

Dr. Jan van Dijk {ML)

Dir. Jude Micholas (Morway)
Craig Maclean {Canada)
Chermy Bulmer (Canada)
Joe Mohulty (LISa)
Jacgues Jouriad {France)

DBl Network meetings will take
place including:

Charge Metwork

Communication Network

conganital Dealbling Adults Netwark
Employment Network

European Usher Syndroma Metwork
Usher Syndrome Study Group

Merdic Culture Network

Tachle Communication Working Group
Multiple Disabled Visually Impaired Network
Research Foous Group

Rubelia Focus Group

Family Foous Group

And introducing ...
Siblings netwark

There will be meetings of:

Annual General Meeting of COBRA
Dbl General Azsemibly

There will be plenty of cpportunity to get together
socially, take a tourist trip and 1o enjoy a Banguet with
tha Dbl Awards with dancing atterwards!

Emall: mall@dbiconferencecanada.com

Register on line: www.dblconferencecanada.com
Telephone: 518 372 2068

Fax: (518) 372 0312

Malling Address:
1658-4th Avenue West
Cwen Sound,

Ontario, Canada




MANAGEMENT NEWS

Management
Committee and
Council news

o0 fhe Tih and Bth March
2003, the Management
Committes and Council
met in Longon, Owar the
o days of meelings,
MaEry IS5USE were
discussed including
datails of the forthcoming
World Conference in
Canada, the European
Conference in Skvakia in
2005 as well as the
possible location of the
Waorld Conference in
2007

If you wizh o reguest a
full copy of the minutes,
pleaze conlact us al
dbiimsenseinternational.
org.uk

Wae are currently looking
forward to an excellent
World Conference in
Ontario, Canada, later
thiz year. Dbl are
sponsonng 7 people ta
attend the Conference
fhis August, who are all
from countries with
developing deafblindg
sanvices including Kenya,
India, Brazil, Skovakia and
Croatia.

An update on
the
Nominations

Committee

The Nominatians
Committee reporied on
thair progress fo date.
This Commilies manages
tha alachon process fora
naw Council and
Management Commiltee
to be appointed at the
World Canferance in
Canada. A new Council
and Managemeant
Committee will be
appainted in August at the
World Conference.

The General
Asuml:l'f

The next maating of the
General Assembly will
taka place on Tuesday
ih August prior to the
World Conferance, in
Canada. All interastad
pErsons are welcome o
attend and any persan
may speak at the meeting
although anly wating
members may vote. A list
of vating members will ba
available at the meeting.

Membership
Update

Thera are currently 585
members from 77
differant countries, If you
have not already cone so,
please renew your
membership o Deatbling
Imternational {Diol) for
2003, Our membearship
cozts involve a yearly fee
based on the calendar
vear and it really helps the
arganisation If you are
able to return the papers
promptly. This vear we
intend to update our
databasa, thevefore it is
vary important that vou
renaw your mambership
as early a5 possible, It we
da not hear from you by
Sepiember 30th, we will
ASEUME You na longer
wish to be a member and
your catalls will ba
removed from tha
database.

We are also asking you
to update the information
wa have about vou and
your organisation. If you
have any guerigs
regarding your current
membership or would fike
it complete the
membershio form via
amail, please do nol
hesitate to cortasct us on
dbi@Esensainternational.
org.uk

European
Conference -
Slovakia 2005

The Dbl Eurcpean
Conference in 2005 Is to
be held in Carvenica,
Slovakia. Vice-Prasident,
William Green is on the
Sciantitic Commiltea and
Dbl Secretary, Richard
Hawkas i on tha
Planning Committee,

Dbl Website

Far the vary latest news
and information on Db,
Wit woana.
deafbiindinternational.org
Log an in August for
instant updales on this
site from the World
Conference as it happens!
We always walcome naw
submissions to the
wabsile so if vou would
like fo contribute or
advartisa an avant or
recent success, please
send details o Maloolm
Matthews at
mmatthed@sanse.org.uk

The Dbl
Secretariat

i you have any Dbl
gueries, please feel free
io forward them 1o Tara
Kaikini at the Secretariat,
Tara can be contacted by
amail at
dbiEsensainfernatianal.
org.uk or by post to:

Dbl Secretariat, 11 =13
Clifton Terrace, Finsbury
Park, Landon N4 350,

[ Tobr

Dbl is a wital medwork for
all invotved in the fisld o
deaibiindnass. In order
to best serve Gur
members, it is crucial
that we raize sufficlent
furds through fees fo
finance our bassc
activithes, With this in
rmind, thera is a
Cofporate as well as an
individual membership
formm for you o fill in.
Please encourage as
many people as pessible
fo jain.

Hon-Yating Members
consistof individuals,
national networks and
non-subscrbing
Corporates. Mon-woting
members can contribute
1o the decizion making
procesa of Dbl throwgh
aithear & corporata
member or an
international neteork.
Non-voting members will
recave 3 copy of Dbl
Review and other rebevant
Dl information. Mon-
viotimg membership costs
LS 330 ayearora
discounted s $100 for

4 years.

Voting Members ars the
representatives of
corporate membears who
have paid their
subscrption faes, and 1ha
represantatives of
recogrised Dbl natworks.

Therg are now two tiers of
Corporate Membership:

Large Corporates:

Annual Fees betwesen
LISE3,000 and LISE5,000

Small Corporales;

Annual Fees betwasan
LISH300 and LI5%1,500

Corporate Membars can
be nominated to st on the
Council,



Dbl MEMBERSHIP

“Tobr

DEAFBLIND INTERNATIONAL

(P T e e e T L S o e =

| Non-Voting Membership

would lika @ joindraejoin Dbl as an individusl non
voling membsr ( olegse dedele 55 Sporopnats)

| | wish 1o pay an annual fes of LSEI0
| or £24 (payment aiached)

I wish to pay for 4 years’ membsarship al the discounted
rate of LISS100/ E63
ipayment attachad]

| Fligae walva my membership feg as | am unaole 1o
| pay it at presant

rcurpurata Membership

| There ars new twa tirs of Corporale Mambership:

| Large corporales:
| Annual fgas batwesen SLUS3.000 and LSS5 000

| Pleass debil my Viga Armarican Express
| Wzsiercard
1T ™M T 11 i |
LI DI DI L
Small corporates:

Expiry Liate {11 Annua! fees between USE300 and US$1 500

Flease noté thal credil cand paymeants are madea o
Sense who then cradits Dol
=}

e wouid Bk b pain Dbl as a LasgadSmall
Corporate Member [please delgls as aporooriahs)

leats find anclosed my Postal Order | We submitanannualfesof USS

| Lorparale membars are antilled o receivwe up 1o 25
| copies of Dbl Review. We would e
| copies in EnglishiSpanish (deiate 45 aporopriald)

Tither {#Ar., brs., Dr. alc.)

SLENAmE ___

= | Method of payment (must be made in US dallars)
First name

Cheque or infematlional posial order

Organisation -
Bank Translar
Job Title Mame of Bank: RABOBAMEK
Addriess of Bank: Sint-Michielsgesial, Nalkerlands
Addrass Accound Mame:  Instiluut voor Doven: INZAKE DEBI
Aceaunt Mumbar: 11.29.05.825
Member Detalls:
Tonwn Oty
Cauny Siane . - Organisation

PostZip code - Represantative

Couniry

Tal: {plaase include country & ares codes) Addrass = — —

Fax; [pleass include couniry & Brea codes)

Tal; (pleasza include couniry & ared eodes)

Fax: {phrasi imcude coaniry & area codes)

|
|
|
|
|
|
|
|
I
|
|
| . .
| Date of Bank Tramsier
I
|
|
|
|
I
|
| Db Rewviaw (bhok one box in each calagory) I
I
|

| I wauld prefer o recebss DR Rewiaw in: Ermail

| English Spanieh

|7 "'":'"'Sapfrw L, ';;EE""E b Rexigw on | URGENT MOTICE: Please fax your complatad torm
| P T | through to Ton Viszer, Dbl Treazurer
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