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A MESSAGE FROM THE PRESIDENT

It was about
23 Years
ago that |
WS
appoinied
as
Supanvisor
‘ of the

Deafolind
Program at Perking Schood
for the Blind. A short while
thereafter, we were visited by
a young man from England
He had recently baan
reciuited 1o head up the
Mational Deafblind and
Bubella Associaton of his
country, which was at the
tirne a small, fledgling
erganazation struggling for
sundival. It was apparent thal
b knew very little abaut
deatblindness, but that he
was caralnly anxious to
learn., My recollaction fram
that B i5 that his mind was
like a sporge, soaking up
aviary catall thal reght ba
uzalul 1o him,

He weant onto bulld that
arganizalion into ene of the
miast powarful, wall
astablizhed agendces for the
deafblind In the workd.
Redney Clark ook thiz
eiganization, which was
founded on the emobional
engrgies of a small group of
vary dedicated parents, and
turned it into Sense, a
national and internatonal
inaliution

Simnilarly, Rodney helped
Deafblind Internaticnal to
avolve from a looealy
affiliated organization of
educators, into an
imtermational association, The
International Association for
the Education of the
Deafbdind (1AEDB), as wa

were known in the past, was
primarity comprised of
tezchars and professionals
concermnad with the education
of children. During Rodney's
tenure as Secrefary, he
helped build the organization
into a constitutionally based
azsociation of professionaks,
pargnis and deafblind peogle,
concerned with services for
children and adults, Having

sarved under four diffarent
Prasidants (Mclnnas,
Sourtau, Sucsalmi and
Collins), Rodnay has bagn
the mainstay, the consistent
prasanca, and oilen the
guiding farce in ous
developmeant. His relirement
marks the end of an era for
us, a most successiul era; it
alea leaves us with very big
shoas 10 in the fulure of
Dl

In the Spring, | had the
opporunity o attend a send:
ot party for Rodnay, at
Aexandra Palace in London,
An impressive collection of
iMternational visitors wara
present to wish him well in
his retirement.: and to thank
him for his years of dedicated
service. 3uch a fine, wall-
geserved tributel How many
of us will ever be able to say
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that we had Princess Anne
preside over our retirement
partyT?

Rodney, on behall of Db,
let me say wia all wish you

Rodney Clark with H.R.H. The Princess Royal

the best in your new
beginnings; may your lifa be
fult of tha happinass and
regtiul moments that you
have earned 2o well.
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the magazine a number of
pther well respacied and
toved individuals ara
honounad 10o.
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DEAFBLINDNESS IN THE FUTURE

Deafblindness in the future:
acquired and age-related

Kolbein Lyng 5 Senior Research Fellow ar NOVA, The Norwepian

Social Research Centre in Olo, Norway.

Introduction

Thiz summer at the Third Buropean Congress on
Dieathlindness in Moordsdjkerhout in the Metherfands
the differences between the rich western world and the
developing countmies in the Third World was contrasted
im-one of the symposia, In the developing countries they
fight t6 #stablish s=rvices tor deatblind children ina
commumny witers people don’t get old enough o
sxpenience even minor age-relared problems with vision
and heaning. In the rich western countries increased
lengeyvity and drops in the birth rates generate a large
population of old people with severe age related [oss of
vinion #nd hesming, For somée elder people the sensery
Inszes combine into deafblindness.

The demographic changes will cause this group o
rige in number in the years to come., In 1990 5.5% of
the population was over the sge of 75 years according ta
the OBECIY. In 2030 the same age segment will he
10.4% of the total population (OECT, 1906]), The
propartion of the population oser the age of 65 within
the OECD couniries changes from 13,9 % in 2000 1o a
predicred 22 5% in 2030 (OECD, 1998). Such
demographic changes are of minor inferest 1o counTeies
like Afghanistan or Somalia where the life expecrancies
for men are much fower — 43 and 45.4 vears
respectively.

With a possible prevalence of 1 o 3% of the
population over 67 the majorty of deafblind people will
he oid people with acguired deafblindness.

The aseal referenice group for deafblindness is
childeen. The new group of ald deafblind people i very
different from this reference group, as they have all lived
a life writhin & “normal™ language sockety and gradually
are exchided from it because of sensory losses. What we
have leammed from the smudy of children cannot easily be
trangferred o the work with the eldechy:

Elderdy people with acquired deafblindness do not
recognise themselves as deafblind and they reject the use
af the teem deafblind ahout themaelves. Thoy may be

“hard of hearng with visual peoblems™ or have “low
viglon with addifionsl hearing peoblems”™, And they are
right. They are very different from individuals growing
up with a combined sensoey deficar, wwhenk sdsion and
hearing never have had fsll capaciny.

The majority of work doae within the Geld of
deafblindneds has been with children: Acguired
deafblindness in old age has only recently been put on
the agenda and [ will therefore give a short and selective
overvicw of the fiskd. In thie artiele | will start with an
cverview of ageing und sensory losses; combined losses
and hevar they can be sdentified 0 old age [ will then
provide a shart descoption of an c_mm;'.ing_ sty of
eehabilitanian effors for this group and conclude wath
some recommerdanions for funre activites,

Ageing and sensory function

A scientifically well-estabhizhed set of age related
changes has been deseribed for both the visus] and the
awditory funcoeon (Elins & Scmifa, 1998), For both
BENSEE, IC s demonsteated that an mdwidual can expect
an increased magnitude of sensory problems with
increasing age, That does not mean that high functonal
ability cannor be found in old age, but that the majority
of pider people will experience s vannhle degree of
problems with viion and Bearmg.

Vision

The rypical age related changes th vison, ﬂrp;ﬁyqﬁ._:, i
characterised by reduced visual acuity; redoced
aceommndarion and reduced contrast sengdvite. The
fmpairmenss are relafed (o changes: in both the optical
media of the eve @nd the seursl besis for processing
visual information (Fling & Scialfa, 1996),

Preshwopic changes are sanifested in many evervday
visoal problems. Low levels of sllumination, glare, small
prent, atd low conteast all case pypical problems
reported by old people (Kaosnik & 2, 1988), Under
optimal illumination and contrast wath refmctive
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corrections, age related changes in the visual gystermn do
not 'I.:IE-I:II:IU}' CHUTSE zl:ri-:_mt. Tuncnaoal PTﬂII'."!EL'I"IE Tt
evervdey hife,

Severe funcuonal visual impaintents i pramarly
:;mmd b}' diﬁ':l-t&l:ti- in. l:|'.||: aye, Cﬂam‘!_., meacrlar
degenergtion and glrucoma ube the moin causes for severs
visual impairment and blindnessin old age (Patterson,
1995%, Cateracts sre usually treated successfully
surgicatly with implantation of artificaal lenses (Elam,
Graney of al, 1988}, The prognosis of glaucoma is better
if the condition can be detected carly and prevented
Em-m d:m:l_i_'.p'in;. S-E-nile macular d.-Eg;r_"l.‘be:I‘ﬂ[:iL'ln i grll the
most common cuse for blindness m old age. The wet
type can now be treated medically with success.
Unfortunately this tvpe represents only. 3= of the
caBES,

The prevalznce of visual problems depends on the
criteris used and the populations studied. Longitedinal
studics show that prevalence of visual impairment
increases with age (Keller o al, 1999, Batween 10 and
27% of the populstion over 70 years old show serious
visual impairments Y Horowits ¢f al,; 19915, The
frequency depends on sge and b higher proportion s
found smeng elderly pdults bving in institutions than
among home dwelling individualz, Peterson & Kirchner
(1980) reported ps many w5 32 % of residents in
institutions ond 48%% of the population m oursing homes
had zome visual disability a5 mepsured by visual poty,
Among frail adultz as many a5 18% show impairment of
20070 or worse (Keller, Morton, Thomas & Pobter,
1900),

Perceived impairment shows more or less similar
figures. In-a telephone survey smong adults aged 45+
from Lighthouse (1945) 17% reporied moderate to
EUVEre IMPAIrment, mereasing to-253% for those over 73,

The dizabling impact on everyday fe depends on the
type and level of visual loss, The loss ususlly
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comipromises gelf-care capacities and leads to social
igolation (Hogowvitz et al., 1901). Major depresgion is
found among 3.8% of the vizual impaired over 75, and
higher Bpures (&%) are seen among institutionalised
old people (Walvanne, Juva, Evkinjunte, 3 Tilvis, 1998],

Hearing

The rypical age relazed changes in audicory funetoning,
prevhvacuets, Belongs: to the sengorineural type of haaring
logs, and iz choaracrerised by & gradual elevation of
thresholds for pure pone high frequencies (Gorspeeki &
Erber, 19987, The condition 15 wreversible, Becauge
I:-En'l.p-:rrnl r\-EHI.'In]l.'.II:I':Iﬂ n!' uudil‘.l::-r_lr stacml iti |.‘|.'i1':|:|i.'n:i$[1.1.:-'_:|,
s_peuli-&l aned diﬁic:‘rtl:d x-pu.z-e:h L e [ ﬂ'iﬂ':il:u]l i
perceive, Presbvacusis i therefore particulasly sensinve
o adverse listening conditions and & disruptive for
comrmunication. This 15 amplifed when speech ig
distorted or speeded [Winghield, 1985, Reverberation
slgo contributes to the distortion of speech. Studies-of
hesring m duily life show distinct groups of problems
connected to the basic uge releted mpairments
(Slawinsk, Hartel & Kiine, 1993,

Hearing loss 15 the fourth most common chronic
condition affecting adults over 63 years (Garsteck &
Erber, 1998}, The prevalence of hearing impairment m
old nge is estimated to be somewhere betweesn 13 and
6%, The figure depends of the age of the groups
imvestigated, the frailty of the subjects mvestgsted, and
the crtera used.

About 30% of edults betwesn 65 and 74 vears old
and 50%: of those betwesn 75 and 79 vears have some
degree of hepring loss (LS Buresu of Census, 19973,
When pure tone audiometry {FTA) 1z used a higher
proportion of hesring loss 1s found compared to self-
reportng. While 1925 of adults 85 years and older is

! About Kolbein Lyng

Eolbein Lyng started his research as a peychologst
working on lainguage development and later as o

| climical psychologist he worked in the care of people
with Iearning dissbilities, He has also designed and
sUpervised training progrimmes for tesching sign
Isnguage to deafblind children

Since the middle of the 80° he has been engaged
in research into spring.

Hiz misin research interest 1s how gnd to what
extent ageing influences perceptunl and cognitive
processes. Most recently be hos been engaged in
projects on how o 1dentify elderly people with
acquireddeatblindness; and how effective
inperventions £an be determined that improees
fumcrional abilities and quality of ke,

If you would Tike information sbout the checklist
and guegtions Eolbein can be reached at;

Morweman Sooal Besearch (NOVA)
Munthesgt, 29/31,

(260 Lralo.

Morway

Phope:+47 22 54 12 55 (ofhce],
+47 32 77 0072 (home)

e-mail-klyizizafnn
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DEAFBLINDNESS

found to have samie degree of hearng impaierment when
speech pudiomerry is vsed, only 8. 1% of 2 non
mstiutonatised papulaton reporet that they have a
hearing impairment.

When high frequency logs i used s a criterion, 35%
of & community dwelling population (age 55-74) show
hesring impairment. Only 14% & found when self-
reporung 15 used (Reuben ef of, 19987, When aurdng
home populstions are exsmined the prevalence rises oo
42-77% when audiometric measures are used
iramahan, M B et al, 1902 Surmer, Hickson &
Worrall, 1998), The discrepancy hetween subiective and
objective measures may be explained by compensatory
mechanisms in the #nvironment, Other people usuakly
raise their voice when communicating with a hearing
impaired person, thereby compensating for the
impairment.

The consequenves of gge reluted hearing impairment
15 primanly related to the social and communicative
funetion (Hull, 1993, Whils sprech often can be
discriminated under optimal conditions, adverse
conditions ke background noise, reverberation and
unclear diction may make speech perception impossible.
Thiz is amplified by lack of additional cues from visual
inpur like facial expression and lip reading.

Combination of severe visual and

auditory loss; deafblindness

Beside congenital deafblindness and some defined
conditions like Usher syndrome, that l=ad to dual
sensory loss, age related discases in the visual system
might combine with various conditions of preshyacusis
into acquired deafblindness. Hearing impairment may
combine with primary visual impairment, and primary
deafness or partial hearing may combine wich age
related visual impairment. More than half of aif adult
cages of deathlindness are supposad to be cansed by
Usher syndreme (Pollard, Miner & Cioth, 20000, This
svndrome is 3 genetic condition asseciated with hearing
loas and Rednitis Pigmentoss, 8 conditgon lzading oo
degeneration of the retina, The prevalence of Usher
gyndrome (Depe 1 and T'ype 2} is not clear but is
asgumed to be cirea, 4 per 100 000 (Heossnberg, Haim,
Hauch and Parving, 19977,

The far most frequent cause of deafblmdness in old
age 18 3 combination of age related auditory and viswal
handicapa. This makes it impossible to make a tros
estimate of the prevalence of acquired deafblindness in
old age. In studies of acquired deafblindness estimates
of prevalence vary from 57 to 3000 per 100,000 for
people of 65 years and above {Halder, 1999; Svingen,
Oiafsen & Lyng, 1998; Lyng & Svingen; 2001;
Ssarinen, 1998; Jorritsma, 2001}, The different findings
cifi be éxplained by differences in the populations
srudied and their age composition, and the criteria used
{Svingen, Olafsen & Lyng, 1998).

Acquired deafblindness in old age = expected to be
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nrder diagnosed. One reason for this is that the
pehaviours associated with severe vision or hearing
dizsorders are often attribured w reductions associited
with sge related cognitive decling and dementia.

How to identify deafblindness

Theze is no precise definidon of deathlindpress based on
quanitimaive megsures of impairment, Usually a meore
qualicarive and fuactionally oriented definition s used.
Hese the reem deafblindness s used whent a dual sensory
Ipas creates sovere problems for mastening 'daily life’
iggues o an extent thar technical aids and rehabilitation
methods for deal or blind peopls cannot be used
successfislly Mordisks Mimnden for Handicaplrigor,
1979; Pollard, Miner & Cioffi, 20000, The condiion
Jend s e Ereat difficulties 1in communicition, reduced
mecess o mformation, aod creates o mobility problem.
A multiplication effect 1% observed beciuse of the luck of
available compensatory resources [(Horowitz &
Bemhbsrdt 1993), It showld be well known that without
adequate remediation the condition sasily keads to
profound isolation.

The condiion can, however, be identified, We have
developed s method for identification based on s
checklist for typical behavioural difficulties observed In
severe heanng or vision Iosses (Lang & Svingen, 2001},
S questions in the checklist are related to vizion and
s to hearing. I one positive check for both wision atd
hearing probiems is abtgined, the person goes through 3
standardized intervicw focusing on self-evaluation of
vision and hearing. Based on the checklist and the
person’s own evaluation of his own vision and hesring it
iz possible to-identify everyone with deafblindness,
successtully, Foridentification purposes only two
questions have to be asked m addition o the checklist
information (Lyng & Svingen, 2001,

How frequent is this combination

Searching the literature for prevalent eatimates of
deafblindness in old age show that nothing is published
in scientific journals. What is done in the field s
published g2 “grey” literature and leaves the issue of
dezfblindness in old sge 3z 3 non-existing scientific
topic, Estimates vary from 57 to 978 per 100,000 in this
literaturs. The great vanability in estimates is probably
due to ditferent methodology ueed and to different
eample characteristics. When we compars our 0w two
studies in Morway, one national and one based on s
murnicipality, with previous work, we believe
destblindness in old age is in the range from 1 to 3% of
the population over 67, and b2 many as 10 % among
those Iving in institutions. The greatest proportion
foumnd {75240} dre over 30,

Dbl Raview
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How can the condition be

remedied: rehabilitative practice
There is already a lot of practical experience with
remediaring severe combined sensory boss. However,
doing rehahilitative work with older people 15 different
fromm working with younger people. As aleeady
menthoned, a firssr challenpe is to acknowledae the
sensory ldses and oo come to an agreement with the
individual that something can be achieved, Having
severe impairment in both aén=es 1= an extramaly serous
siruarion that also requires serious swork o be done at
the pavehological level. One should keep in mind that
the elderly aduls we are talking about here have besn
secmg and hearing people with full access to their
socieries. It therefore essential 1o know that dhey accept
the sitaation, creating hope that life can be worth living
and thar various forms of aids and support systems will
work for them o achieve important goals in fife. For the
prefessional the sitation is different from working with
childeen n the sense thar, full, self~determination must
be fundamerntal n the interaction from the firse
mament. Motivational work and mapping resources,
interests and valoes in co-operation with the clisnt will
be of basic importance for the ok,

So far no svsiematic scientific smudics have been
conducted on the suceess and failore i rehabilitagon
work with elderly peaple with severe combined sensocy
losses =denfblindness.

NOVA's Research Project

The MNorwegian Social Research (NOWA] has received o

research grant feom the Norwegian Besearch Council

for the period 2001 to 2003 o investigate the

effectiveness of rehabilitartive work on guality of life for

eldery people with aequired deafblindness. The stedy

mvestigntes the dmpace of severe combined sensory

impadrment on Hving conditons and qualicy of the life in

old age. The aitn of the smdy i to reveal:

g the varatons found in severe dual sensory loss in old
BEE,

b the consequences fof quality of life, and

¢ how people cope with them,

The study wlso addresses whether interventions

supporting Wsuil and auditory rehabibitation (ergomromic

and compensatony aids and strategies) can improve the

funcronal abilites and guality of hife for the group.

The interventions are based on g problem onented
mapping of residual funchons, coping resources, and
objectve and subjective measures of sensory fiunctons,
Effects are measured as the tmpect on observed and
perceived funcrional abilides and qualioe of 1ife ac &, 12
and 18 months afier the nterventions, It & an e3zantml
issue o investigate interrelatons betwean type of
EEM3NrY IMPaiTment, COPINg resourses, intervenions and
changes n qualicy of life, The interventions are

July — December 2001
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pecomplished by the ordinany care system (Long Term
Care, Assistive Technicat Centres, Natonal Seovices for
the Deafblind, and Regional Resource Centres-Units for
the Dreafblind .

The participanss consist of 3 previously identified
group of elderdy peaple with severe-dusl sensory loss,
Commpartsans are made with groups with unimedal
bosses amd @ geowp of elderly people without knowam
P PRITIEn S,

Conclusions and
recommendations

The Fr\:d'ir.:ll:d -::h.m‘:p:x in p-:!lp-tl&liun withis the fesr 30
vears of the new millennium demands & shatper focus
on the sensory problems the older segiment of the
populations ars facing, and in particuler the serous
condition of age related scquired deafblindness, At
present we do not heve lerge epidemiological studies of
the condition that aliows g sufe estimate of the
prevalence of the condition to be made. However,
studies of vision and hesring alone, together with aur
own surveys in Morway indicete that the condition may
be found in 1 to 3% of the population over 67, The
frequency of the condition inoreases with sge and
instiutionalisadon. Independent of the size of the
prevalence of the condition, an meresss in the number
of glderdy adults with deafblindness follows the
increased number of mdividuals m the older segment of
the population. If we use a prevalence of 1% for the
popularion over 63, searly 1.4 million adulte over 63
venrs within the (MECIY area had a severe combined
vision and heaning loss in year 2000, The number
increases 1o 1.7 millions in 2010 and to 2,5 millions in
2031, which are incréases of 25% for the ten yesrs and
over 80545 for the whole period. The increases will be
particularly strong within the United States, Canada
and Auvsrtralia with inceeases of 108,120 and 113 percent
during the 340 years foom year 2000,

In order to deal with the increased number of elderdy
adults with gensory losses a focus iz required on
idenrification and rehabilitation. A polden rule for
succaessful rehabilitation i to intervene 8= so0m a8
poszible. In any conditien of a progressive nature, hke
mcar apa pelated diseases, it is very important to BTACT
rehabiliraren when residoal vision and hearing still can
be nsed. For thar reason it is importane o identify
sovpere coumbitied vision and hearing logs before it has
become oo eevere. For thar purpose it important o
establish routines for screening in secfings winere maost
ald aduliz can be reached. A screpning instroment is
available now, A checklisr and rwo additional guestions
will be enough to idenuify the severe cases, and this
ingrrument hag been developed ar WOVA,
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FOSTERING PLAY DEVELOPMENT

Learning to play or playing
to learn?

Fostering play development patterns

in deafblind children

In this article Julla Marlin Cuerdo, who is 3 teacher of deafblind

children and Juan José Marlinez Gonzalez, a psychologisl in social

services, report their work on the importance of play for deafblind

children. They bath work far ONCE in Spain.

In general,
deafblind
children
tended to
make
restricted
use of
space, with
Inhibited
movement.

Why Play?

Most children, as we have all
had occasion to note, spend
a good cesl of their time
playing. Each game is an
Bxcuse 1o explore, handle, or
craate, all of which
contribules o thelr cognitive
devalopment.

Weoften see, however, ihat
deatblind children do not
spand ther time doing what

olhar children of their age do:

phay

How. can we halp them play
and how Important is it to oo
07

Dur purpose In his arlicle is
to reflect on the significance
of some resultzs from our
everyday work at DNCE and
share (e obsarvational
recards we use in diffarant
play sifuaticns.
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he play sessions
wara organised o
provida:

» tima for exploring objects
and tays, In which the
adult rermained at the
child's sida, participating m
the game;

k- free play fime with ng
directional participation on
the part of the adult;

B and frea play time in which
thie child played along,
with the adult nearby but
not participating.,

Dimensions
analysed

The aspecizs of play recorded
in cur chservations wers;

» space

B approach to and use of
objecis and ioys

= communication and the
soenarios where activities
fake place

Use of space

in thes dimension wi consider
aspects relating o moving
about and the child's capacity
o undertake comples and co-
orgingtad movemeanis in
space (motility) in connectian
with game cantani.

in general, dealblind
chilcren tanded o make
restricied usea of space, with
inhibited movemsnt,
Monatheless, certain
differences were noied
depending on thes remaming
visigrn-and hearing, which
favoured mobility and spatial
orgarisation and akowed lor
befter control of the
sumounding soace,

The restriclions cbserved
may be considered as
adaplive behaviour o coniral
space and enjoy the playtul
aspects of the actvity, Bul.
wie should be alert to swch
restriclions so we can detect
whien they form & part of &
general pattern of inhibited
behaviour that may obstnes
play zltogether,

Generally speaking, the
lendency fowards resinched
movement decreased when
the child was accomparnied
by an sdult, In such siluations
children were maore flexible
and their movements marg
Expansive.

The objectives of our actian
ware geared o providing
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childram with the resources
fhat would allow them to
controd the space reserved far
playing. to reduce the level of
hyper-surveillance and
facilitate playful attitudes

Approach to and
use of objects
and toys

We are all aware of deafblind
children's difficulties when it
comes to interacting with
objects. For this reason, we
were interestad in obsarving
how such children approach
tovs and whal use they
made of them.

The children usually did
nol make expacted use of
the oblects; thelr behaviaur
was geared mara Lo
mewvenant and handling
chjects than 1o making any
functional use of tham.

Some children avoided
divect contact with abjacis,
espacially obiacts that were
new o them. Anoibar

Generally speaking, the tendency
towards restricted movement
decreased when the child was
accompanied by an adult. In such
situations children were more
flexible and their movements more
expansive.

approach to exploration was
intrusive, parhaps ralated o
a pralongatian of the oral
phase. In our intervention,
thar, wa had 1o bearin mind
that thesa two atfitudss,
avoidance and infrusion,
chatructed any opportunity o
gain adapted knowledge of
the abject,
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in an aftemp [0 ovarcome
the children's inharant
difficulty in recognising
objects, we attampted fo:

B pramote experience,
saeking 1o reduce the
affects of the children’s
sansarial impaimrment or an
insufficiantly stimuiating
arvironmeant.

¥ teach childran o use thair
sensa af touch for full and
syatematic exploration,

Wa worked systematicaily:
asking them to phok up a 1oy
and helping them io axplora
and discover itz various uses.

Crver time, a change was
ohserved in most of the
children; on tha one hand,
they began to undarsiand
what “play” meant, and were
abile o distinguish i1 from
“work”. And an tha athar, thay
began to axprass
praferencas for cartain
objects, searching lor tham
Instead of resigning
themselves o whatever was
closest al hand.

Whan the amount of ime
a child devoted o a given
action or phject, (making
nolse with a 1oy or moving it
of squaazing ity was felt io
ba no onger usatul —
bacoming repetiive or
indicatve of [solated
bahaviour = wa intarruptad
the gama and sigoested
othar activitias to encourags
encpanmantation with the
ohjact.

Communication

Flay Iz an ideal scenario for
promating intaraction and tha
grpression of emofion and
intention.

Wa iriad, on tha one hand,
10 appraiea the child's ability
1o [ake advamage of adult
availahifity by asking for help
and, an the ather hand, 1o
ascertain whether they could

share their interast inan
object with others

A3 a general rula, at first
the children either did not
knicw fiow or found It very
difficuit to fake full advantage
of the adult's prasence,
tending towards passiva,
dependant or lalsaly
indepandant attitudes.

Rejection of an object was
somathing that all children
gxprassed very clearly;
axprassions of pleasure,
sinilas and wocalisation of
sounds, however, wers not
a5 ghvious in all of them,

Ta be more effective, we
Iried to cosenve when their
demands weare in response o
& real nead for help and whan
they were formulatad maraly
1o mainigin consistent contact
with the aduli. In the attar
casa we falf it was mara
beneficial to make the child
aware of our presence and
gvaitability than to Iry to
respond o each and avary
cne of hisher spacific
demands, since thal could
Oissipate play even furthear. In
short, what we sought was o
the childran to leam o make
adequate usa ol the availabia
adult and encowrags tham fo
use their own resources o
respond 1o some of hedr
needs.

In most cases, contact with
the adult was observed 1o be
predominantly physical,
Some of the chiidran
demandad the adult's
aiiention not only to ask for
help but o show him/har an
object and =hara thair inferest
init

Play scenarios

The scenarks we used were
& table and a rug, both inside
the classroom. Wa altempied
o ascertaln whathar gach
child had a prefaranca far
one space of the ather and
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whathar hisfher attitude
towards foys and behavioor
In play was 1he same or
different, depanding on whera
it took placa.

in play invedving fooa,
small buildirg toys, dolls and
=0 on, the children warne mora
actlve when at the table,
where thay control space
beter and falf safer. Children
with some ability to make
daecisions and mome
indepencent in their
mevamanis were obsarvad o
plck up the toys and move
tham Iram cne scenario 1o
iha other,

When the game involved
large building toys, all the
children accepted the rug as
their playground and none af
Ihem attarmpied to change fo
iha table,

In rale-playing games,
such as doctors, hairdressars
and 50 on, the children
pradferred to sit at the table or
sland up, When an tha rug

then were more passive,
ganarally waiting for the adult
15 take the initlative.

Cur initial intention was o
fiedp children 10 play &n their
own, which iz samething thay
were not doing, buf since
they were In a classroom
contaxi with a3 group of
classmales, we akso tried to
sat up group play situations,
Thizs was easzier in games
invehving mevemant, since
thay all zeamead to like this
sort of activily and weare more
highly motivatad to
participate,

What did we find
out?

Mot enly are deafbiind
childran abda to play; they
nead 1o play. Despite the
difficultias, we must bear in
mind that play iz an
cpportundty, as it is for any
child, to enjoy themselves

It is we
adults who
need to
strike the
proper
halance in
offering
them the
help they
need
without
interfering
with their
indepen-
dence
and growth.

and exprass their emotions, 1
dlso contribufes to the
development of symbalic
fhought.

It is we adults who nead 1o
sirika the proper balance in
offering them the help they
naed without interfering with
their independence and
grawth. And this can only be
actievad in a warm and
stimulating environment that
i£ at the same lima respectiul
ol tha child's developmantal
procass,

For all these reasons, we
balieve that educational
programmes should lend
special attention o lhese
activities from the autsst, for
what can be beller than
learning at play or playing to
lzam'¥

E-mail:
imartincusrdoiterra.es

ACTAS ...

IV CONEERENCIN ESTRATAL
i AR ONES SORDOCITE G

July — December 2001

This publicatien is the written Proceedings of the 4th Gonference al
Deathlind Paople which was held in Spain in July 2001, i
represents 12 years of hard work during which time the recognition
of the needs of deafblind people has grown and grown firough the

efiorts of deaiblind people themsalves,

The report, which is a clear and aliractive publication, is written In
Spanish. It contains a number of contributions covering a range of
| key Issues including, whal It means io be a deafblind person,

living with dealblindness and ovarcaming communication barriers.

The rapart i2 2 collzboration between Asocide and ONCE.
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Personal and sexual

development

A vital part of life for young people who
are deafblind and their families

... Imagine being on holiday as a family, relaxing on the beach, when

suddenly your son starts to make inappropriate sexual advances to you -

his mother. Horror, loathing, nausea, worry, disappointment and above

all sorrow flood In ... sadness and disbelief take control. The son,

unaware of secial propriely and unable lo channel his sexual desires and

needs, urns to his mother, who has brought him inlo the world, to help

him cope. Is this a case of Dedipus complex or problems learning about

personal and social development? ...

Thraugh this

griicle a mothar,

who prafers fo
remain
ENONYMORS,

but who we will
call Didi, shares
gn infensely
personal
dilamma.
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¥ 500, Jack, Is now

26 years old and

had canganial
Rubsala syndrome. Ha was
born by Cagsaraan and
immediately pul into an
incubator due 1o a duclus
botalli. He spent his firsl two
and a hall maenihs thara
before he undenvent a haart
operation [0 correct the
problam, For parenis and
child 1his perod was
characierised by our family
fighting spirl. On tha ana
hand coping with griel, on the
cther hand fighting far the
suryival or our chisd, Hwasa

pericd of great stress; Jack
found feading difficult and
during this fime he had four
cataract operations and ans
for glawcoma.

Far us parents it was a
peTticd of strong-minded
determination to teach Jack
iz master fine ard Qross
maior skills and to enrcl him
in & local school for deaf
children where he was
repecied.

Soon Jack went off 1o &
residlential boarding schogl in
Europe, specialising in
deafolindness, eaving his
parents amnd ekder brolher on

& difierent continernt, In spite
of ithe operations mentioned
aarlier Jack still had visual
impairmants, Incleding a
damaged retina, which made
it difficult for him o s2e
propery insunlight and
shade, He was wially deaf
Wit leaming disabilites and
evan soma autistic spactrum
behaviour bul nevariheless
ha was lovingly walcomed at
the school, where he was
faught ta communlcate.

The blg communization
calendar with its drawings
startad 10 hedp him bagin io
make sanzea of his life and,
during this pariod, ha was
rapidiy absorbing Inlormation
about the world anourd hinm.

once ha reached puberty
ha encounterad a paeriod af
enarmous physical changa.
it was at this paint that
reports bagan to arive from
the school about Jack, He
was cocasional behaving in
sexually Inappropriate ways.
Al home wa managad this
bahaviour by ancouraging
dack to understand the
difference batweaan the
public and private gcomains
of hisfife. Ir thiz way he
coukd have privacy in his
owWn room without causing
any offance to others. Also
during this pariod he was

Dbl Review



SEXUAL DEVELOPMENT

presoribed with a drug to
suppreas his moodingss and
compulsive patterns of
behaviour,

From approximatsly the
age of 18 up uniii now there
have been continung
congems about Jack's sexual
bebaviour, Thia has caused
great siress to both family
and the staff ai his residence
— neither being able to solve
the difficutty, The difficuliss
in contralling this behaviour
led, during this peried to the
adminisiration of both Lithium
and Prozac,

My anxieties

After the incident menticned
in tha introduction 1o his
article fook placs, | never
ggain embraced or hugged
Jack, afraidthat tha scene
would be repealed again.
Physical contact has been
limited on purpose.

When | fake him upfo his
bedroom at réght 1'only give
him & wave “goodnight”,
Belng aloof seems very
unnatural fo me. Keeping a
diztance cools the
redationship and creales &
bigger gap between us, This
s magnified as we only see
Jack at home for a menth in
the summer these days,

Thoughts around
the subject

The place where Jack fives
provides support of a high
standard. The education, the
communication methads, the
recraation, the scientific
resaarch, the personnel, the
prafassionals and evenything
alse ara superb.

Before bécomming an adult
at the age-of eightesn,
parants gel all kind of
aconomic and kegal advice
but oneaf the areas which
causes most of the difhiculty
is that of sexual developmeant

July — December 2001

and |t emotional and social
impact.

The following ideas and
questions come to mind:

® Sexuallly is a part of life
ard ol tha tatal
developmeant of mankind,
ard ag such, personal
cavual developmant
should be part of the
curriculum for 2l people
inciuding the dealblind.

#® Whan propasing that thera
is a right for “zalf
detarmination’ we shauld
not only strase on he word
“sell” and the develapmant
of “seif", bui also
emphasisa that alzo tha
saxual self has o be
devalopad.

® |{ datarmination meaans
having eantrol, having the
power and having the
ability ta meke dacisians af
ara's own, then that would
mean the sams for Jack
with regard to his sexual
neads.

® Admimstering drugs like
Prazac ar Lithium may
spparently suppress or
channs! unzcoeptable
sexual behaviour but does
it reaily soive the care of
the 'sexual problams'.
Betore prescrbing those
drugs one should do a lat
of ressarch.

& What are the findings over
the years regarding
gexuality and adolescents
wiith the Rubella-
syndromat And if resaarch
has been done, have tha
parents been informed
shout these findings?

1 could go on formulaiing & ot

of questicns but | am just a

layperson. Meverthelass |

wiould lifa to make some
recommendaiions (opposie).

(The names of tha Authar and ber
BN have bedn chanpad in this
Ericie

It would be my wish that the
thame of sexuality becomes
one that invelves everyong
who Iz working with and
supporiing deaiblind younyg
people. This will help fo
enzure thai issues of zexuality
are incloded In the developing

personalily.

1 It would be good to speak with
candour about the theme “sexuality
-and dizablsd people”.

2  There & a necsasity that caregivers,
teachers and professionals instnect
parents shout what they can expact
whin their child with multiple
digahiktiog entars puberty,

2 Protessionsls should mention the
existing books. or articles on sexuality
concaming this specific child,

4  During conferences parents should
have ihe opportunity i exchange
ideas about thair expariences in
connection with sexuality of their child,

5  Inthe magaznes published by and for
Deaf andior Deaibiind paogple, there
shaukd: Zlen be aricles abaut sexuality,

&  Allinstitulions for deafblind people
should appoint 8 spacialist counsallor
in s2xual hesith and development,

7 Paranis should ba involved in the
personal sexual development fram
when the child is about ten onwarns 1o
be partners in their sexus! education.
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IBENTITY

Developing identity

In this article Jan Jakes puts forward his
personal view, as a deafblind person.

This article suggesis some intetlectual Haring poinls, which sarve as a hasis for
pragaring and @aching @ one-semesiar course, "The Dealbiind Person”, in the Special
Pedagogy study programme af Charies University in Prague. The course was prepared
#nd taught/ca-taughl by the author and crealed by Boris Titzl, a teacher in the same
depariment. Every year about sixiy students specialising in the field of Special
Fedagogy/Bducalion and Psychology complete ihis course.

oy, satblindness person is religved of the ... It should
N substantially human duly of developing his
© influences a human or her idantity and taking care serve as
being's identity. s effectan  of his or her self-realisation. a challenge
the paasibilies of one's sali- W live in & community

realization is urdeniabie. whose members tal to each L0
That daes not mean, ether, educate each other, stimulate ...
however, thal a deafolind CO-Dperaie an comman wark,

14

accept each other as human
beings, and, maybe because
of that they urge each olher
1o realize thelr hopes and
ideas for the fdure, Deafblind
individuals akso form part ol
this mesh of relationships and
therefore they are part of the
community, They ol only
accept, bul provide stimuli to
develop and bring fo fruifion
humanity. They parlicipate in
that which was expressed in
Martin Buber's words "Peopla
give each other the heavenly
bread of being themsebvas"

Dealblindness cannat and
must not be a reason for
resignation; i should serve as
a chalenge to stimulafe
Intenshve development of all
human relationships. This
challengs is often undesstocd
as one salaly for the
surrounding environmeni of
the deafblind person. Lass
frequently this is seenes a
challenga for the deafbling
person themsehes.

It Iz enly by accepting the
challenge to freely act and by
deing 5o to partcipate in the
devalopmant of their own
humanity that deafblind
people have a chance of
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bacoming posifive members
of the whole human
commimity. A persan, and a
u:laaijt:llinli persan aspecially,
Is nat 3 seif-contained unlt,
resting on itself, but it 18
something that ks formed by
its relatonship 1o oiher
paope. & persan doas nat
axist per se; we find
ourselves only with the help
of other penpla. A human
being does not becoms a
parscn by understanding
somathing bt by
undarstanding athers and
haing underatood by them. |
am igxing dweciy o you all =
readers of Db Review — you
arg the people | refar tol

A human Deing matures
into a perzan by realising his
o her own identity, This is an
important point far the
deatblind person as this
process takes place in
imteractions with ather pecpla
and hedr surrounding
environment and it is
compdlcated considerably by
the commuonication and
information barriers caused
by deatblindneas. itis,
hovwavier, 3 problem for which
a competent solutlon ligs
uttarky with the desibiind
person hemseives. Thea roie
of expers s only &
supporting one, though this
roka |s aleo Irreplaceabls as
they can arrange for a varisty
af quaiity sarvices, for
exampia, eflectiva
psycholaghcal asslsiance,
quality sarvices of all kinds,
ard madarn praciical aids.

Human baimgs develop
their ickentity on tha basis of
their ralationship to the world,
to themselves, and 1o othar
pecple. This s why the
answar ta the quasiion “Wha
am | 7" comprises of the
foliowing throe areas by
meaans of which individuals
ciafime thamsall against he
surrounding emvironment.
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a One's own body
- realises that they ars
unique and
independent and
original in their body
~ [dentifies themsalt as a

fiving physical
{blologicalt being;

b One's own psyche

= realises that thair
individual payche s
akso unigue and
independent and
ariginal;

- [danlibes themself as a
fre individial human
mind {splrith;

¢ Personal relatflonships

in which he or she takes

part and his er her ghare

in human co-operation

= fcems their relationship
Io othar people — (yes
youl)

- delines thamszall as a
frae person amang
athar pacple.

The primary alement of the
identity of tha deaiblind
person is probably the
deafblindness itsell. (| base
{his assumphon on the
opinion that such a sarlous
impairmeant of distance
percepion impacts the
process of communicatian -
understanding and making
pnesali undersicod = to such
an extent that the other
fundamenial perscnality
characteristics af a deafoling
person can be conceated.) It
may become more abwvious if
we look af the following
definiticn of deatblindness;

Ceafblingmess is 2 unigus
Misability caused by a
combination of severs
guditive and visual
impairments. I causes
geailiing person prolgms
both socially and
peychatogically ard i
manifests itsell in afl
prdinary sitvalions of dally

fife. Il is &n autonomous Human

impalrment distinguizhing i

ilself by the necessity of an DEINGS

individual and specific dgyglup

approach towards pegple

bathy for education amg social their

rahabilitation. Id!nﬂtr on
Paople with this

impalrmerd represent & the basis

haterrcrgmm;tésl; group, where  gf thelr

the axtent of disadvaniage o

sach individual depends not  telationship

only ot the dagree of the to the

defect, but also whan I d

emerged and the length of world, to

ifmg it fiﬁr . themselves,

gafblindnass represents
a serous intacderanca in the and to other
natural development of 2 pmm

human being. Therelare tha
atirbutes thet demaonsirabe
this reality ara perceived as
undesirable, and as nagative
elements of ideniify. These
are not only imited to the
hearing and visual

1 Tha dalinition | useis an
armended versicn i fhe Teemml aton
supgestod by B.Titzl i 2001, al a
defimilion (e Irst wamnion ol which
was farmulaied by ¥, Husdkeed in
1883 in b diplams ihesio 5
Phicsaphical Fasully of Chares
Linpeersity in Prague. Ses aina har
arficls Pojem huchaskepaly in
Spscddlnd pedSpoga TERT N2
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IDENTITY

impairmants, but also
difliculties cancermning
raobsity and communication,
peycnological and social
isolation, the risk of mental
and social under
devalopment and
considerabla dependence on
e help of others ina
rumber of activities.

Ona of the natural
consaquences of
caafblmdness is the reaction
ta it — particularly the reaction

16

of the deafbling parson
thamsehes. If thay make an
effort 1o actively reconcile
fhemsetvas o daafhlincness,
ten they Gan be g force to
improve the life of 2 deafbling
person. This applies to the
red-and-white stick, which is
nol enly & usetul aid butis
also symbalic. It represants
positive aftitudes, social
compatence, characieristic
waye af communicaton and
angageamant in genaral co-

operation with lifa.

If a deafblind pesson
devalops positive elements of
his or her own idantity, thay
can represent thair salf-
fulfilmant. Thes sali-fulfilmant
Iz part of human nature, If
ranges from bislogical and
sansory neads to realising
humanity, In other words,
staring from self-fufilment for
orezalf it is possible to reach
salf-fulfilmeant for othars, Only
if and whan a human baing
aims al galt-ulfilmant for
others, haor she has a trug
anlity for himself or herself,
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Only if and
when a
human
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P a
Fifty (50} organizatinng
throsghont Canada ware
imralwed in locating persons

with deafblindness o
participate in this study.

W Sovan hundred and
savanty-seven (777}
individuals wvolunteered to
be part of the Begistry,
370 males and 207
femalas, The cidest
person reparting their age
was boarn in January,
1900, while the younges!
was barn [ Juna, 1998,
Twenky persons or 2.6% of
the zample were of pre-
schood age; 121 or 15.7%
were school aged (6 1o 21
years); 463 or 60.1% ware
aged 2264 and 166 or
21.E%: ware agod 654,

B Tha vast majorly (86.4%)
of thase individuals had
baan praviously identifiad
as having the disability
and wars raceiing some
lewel af service from an
organization.

W In the sample of 777
inclividuals. 44.7% of tha
respondants had
congenitzl dealblindness,
while: 55.3%: reportad their
dealblindness as acquired,

B Causes of deafblindnass
for all respondants ara
summarized in ha
following categorias.

— inherited rare disorders
(35%);

— inftra-utering intactions
119.6%);

- coengenital brain
damage (8%);
aging {8%];

July — December 2001
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= non-inherited
thramascmal
abnormalities 15.5%);

= post natal'early
childhead infections
(5.4%:):

— atquired brain injury
(5. 2%%):

= premalurly (3.6%)—
matabolic condiions
(2756

— birth frauma {2.3%:);

— Sexually Transmitted
Diseases (1%)

— others (2.5%).

W Usher Syndrome and
Canganital Rubella
Syndrome are the pramary
reported causes of
deaiblindness, accounting
for 28.9% and 18.7%,
respectively

W Fifty-five percent (55%) of
the respondants reported
receiving the sarvices of
an Intervenor

W Almost 26% repartad
completing soma form of
educaiion. Just cver 19%
of respondanis are
currently in an educaton
program.

H Eighty-ons (81) persons or
10.4%% of the tolal
respondents indicated they
wigre working, 51 working
in competitive amploymeant
and 30 working in
sheltered programs, The
rmajority (74,55%) working
compsfitively had acquirad
deafblindness; the magority
(B46.7%) working in
sheltered programs had
congenital deafblindness.

W Persons with acquired
dealblindness tend to have

I N

Canadian report on
causes of deafblindness

SUMMARY of Report [ISEN 0-921434-18-9)
Stan Munroe

a higher rate of use of
such modes o
communicaton as writing'
printing, &lgn languaga
[American Sign Language
and Signed English),
mangal alphabet, and
spaech, than those with
congenital deafblindnass.

B The living arrangemenis of
the regpondants ware
reporied as follows: fives
independeéntly (34.3%);
lhves with birth family
{23,3%); lives in Provincial
facility (15.5%); livas in
supported fiving facility
(B.E%); lveg in retiramant
home (8.5%]; lives in
suparvised living facility
[5.5%); Lives with
Adoptive Farents or in
Foster Care (3,7%) and
lives in nursing home
(5%,

B Of those respondenis bam
before 1980, 7% reporied
thelr marnital status as
single; 18% maried; 9%
widowed and 1% divorcad,

W A zafe estimate of the
dealblimdness ratic in
Canadais 10 o 15/
100,000, or a population of
23,1040 to 4,650 persons,

W The findings of ihis report
show significant
digtinctions betweaegn
congenital and acquired
deafbindness in almost
every caleqory whene
COmMparisons were
available. I addition, one
major distinction exists; the
wida variance betwean the
two groups in terms of the:
type and extent of services
available to each,

THE FUTURE

Copiss of this
repa are
availahie in
Frenci or
Engtish for $20.

Far copies
(Hegse coniact
CZDBRA at
oohra nengE
Sympatico.ca

17




DEAFBLINDNESS

| N

THE EUTIURE

The European Conference in
The Netherlands - July 2001

A personal view from Colin Bennett

The sun was blazing down as | walked to the bus station in Brighton on
23 July 2001. | knew the sea was shimmering but the glare was far too

fierce for me to see it. | have Usher Type 2.

One of the joys of the Conference
was the fine guality of the induction
loops in the various rooms where all
the events were held,
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| wats on my way to the Sth
Eurapean Deafblind
Conference o be held at
MNoordwijkerhout near the
Hague in The Netherlands
from 24 1o 29 July 2001.

It was not & day to fravel. The
airl &t the bocking office had
fodd me to alow PLENTY of
firme for the journey 1o Victaria
Bus Station, London, 2o | had
a coupke of hours 1o take in
this internatonal staging-post
bafore | caught the Eurclines
bus for the Hague.

The sea was as calm as a
mill-pond as we crossed
fram Dowver to Calais. To my
dedight the ship was wall-li1
but | sat in a lounge bar naar
the GGreen Stairs ready 1o
descend o Deck E. | dan't
trust myseli to explora when
| have 1o board the bus at a
certain ime. As always; |
had taken the registration
number of the bus in case |
lostitl These are the kinds of
things you do If you bava
little sight.

As we docked, | found the
driver, Rob from DardrachL
waiting at the stairs. This was
his 453rd trip {or someathing)
5o | think he had gol the
hang of it! It was aboul
4:30am and we weare
fravelling belwean Rolferdam

and The Hague. | was Iooking
t0 the east willing the sun to
rise. Mol surprisingly it was
reluctant ta move on my
command and when wa
pulled imta the stop owar the
raitway sfation at the Hague,
thare was anly a ghimmar in
tha sky. The bus departed
and | found myself standing
in-a large bus station with no-
ore around. | had twe hours
ta fird the bus-stop for tha
Galden Tulip Hatal,
MNoordwijzerhout whare the
Conference was o lake
place. | could do [Btle untl the
BUN came up. Evantually it
cid and just after 7am tha
local bus arived. It el
prompdly, Dutch styie, and |
feil asleep; | awoke an hour
later and, just in tima,
redlisad | was at my stap.

It was a glorious Summear
marning. | walked aver the
road and after a few hundrad
matres found mysall in the
Godden Tullp Hotel. One of
the ever-cheerful
recepticnisis showesd me
Wwhara | could lock up my
suitcase. Aftar a wash and
change in the washroom | falt
like a'million dollars. | was
hoping 1o find some breakiast
when two chaariul voices
haided me. Thay balonged to
wo Sense workars, Thay
took me 1o the breakfast area
where | bagan my six-day
Icvie-affair with that place. in
the days 1o coma, avery
moming at sevan | would sit

Obl Review
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in thie wancow and bagin a
leisyrely breakizet.

Every morning | wauld
digcover something fgw: ong
day the yoghuri. anathar day
the fruit, it was very axciting.
The word cama o ma and |
met a ot of people ke that,

on tha first day we all
startad fo find our way
around. | disesvarad Fathar
Christmas in chwigs who
furnad out to ba Jan van Dijk,
Togsther we mads sura the
inddction [aop in tha main
Canfarenca chambag, tha
Hatunds, workad wail,

Cina ol thea jays of tha
Caonfarenca was tha fina
guality of tha induction loops
im the varaus reams wness
all tha awants ware hald: |
wag asked (o tastall tha
mduction loops. | was
rawarded far this arduous
tack with & swish shirt widch |
hava worm day and night evar
ginge; The Confaranca was

July — December 2001

arranged as a series of
Planary zessions and a great
number of workshops which
ran in paralial 20 ona had to
choosa. which was not
always aasy!

I found the planaries
interasting for the most par
although some were a litlle
contrived for my taste,

I coild always find 2
viorkshop that interested me.
What | iked best in both the
Plenaries and the workshops
wers gascriptians of actual
experignces in different
courtriss. | think the
workshops whare the
prasenters maraly read an
acoount, with no fime for
guestions, were less
sucoessiul.

If | had had tha chanca ta
contribute to the planning, |
would have suggested the
subject of tachnology o
agsist people with-sensary
lass. Alsa, | personally would

have ked a Plenary
eaplaining the imprassive
systems of schoals et for
paople with disahbilties in The
MNetherlands.

The Conferancs was a
tremendous swecsss and |
enjoyed it anormausly. Tha
aocommodation was first-clazs
and tha food supart. The
orAnisation was axcalient and
fhe stafi, of the Hotel and of
the Conferenca, were always
willirg. Our Duteh hosts did &
manallous oo,

I, miyvself, was spodll rotien
I:::,n' having the samices o
same vary compatent
interpreters from the signing
college at Litrechl

The crascendo of the
enant was a Lhnnas and
Dance on the Saturday night
which was a greal success. |
think wa were all sad whan
iha Conference anded tha
next day. | just didn’t want 1o
ge homell

The
Conference
was a
tremendous
success and
| enjoyed it
enormously.
The accom-
modation
was
first-class
and the
food superb
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B5™" EUROPEAN]
BCONFERENCE]R
BON DEAFBL INDNESS]

The opening address was made by
H.E. Vigdis Finnbogadottir from iceland

The Conference Hall was full every day for
the Plenary sessions.

Seija Troyano
from Finland
Started tie
Conference
programime

Ms Soghra Nikpour shared
information from Iran




Dr Brian Abery set the
Conference theme; Self
Determination - a life long
PFDCESS.

% .
The authors of “Staying in Touch — communicating with deafblind people”.
Irma, Ligve, Ton and Anneke. (Trude was absent).

“I'wAll Surdve® ... the antkem 4_1! Flve Interpreters, I|-1|.'_='_|,.I did a fantastic job all week




Helen Keller
Award 2002

Sense Scolland's 5th Helen Keller Arls Award was launched by the
Scottish Execulive Deputy Minister for Sporis, the Arts and Gulture,
Allan Wilson, on 12 November 2001 al The People’s Falace in
Glasgow. It saw its international launch at the Deatblind European
Conference in the Netherlands In July of this year.

Sense Scotland developed this art award to demonstrate the value

of all individuals regardless of their disability.

What is the Helen
Keller Award?

The Amearican campalgnsar Or Haban
H.etler remiaing the workfs mas)
tamous deathlind person. Durng &
Pecture-tour to-Soatiand m 1933 she
helped auction & bullock and
established a fund lor dealblind
peaple with the proceads. In 1988
the fund was transterred to Sanse
Scotland who fransformead fhe
award infp’ g multi-meadia arts
competition and launched the first
arts competition on the subject of
deaiblindness. Senza Scotland now
holds tha Helen Keliar Award avary
Iwo years. i
The Award is given for the mos
inspiring submissian n any arl
medium on the subject of
deaiblindness and is opan 1o
professianal and non-grojessonal
arfists and disabied and mon-
dizabied arlsis. Further
commendaticns may e made al
the discretion of tha judgas. Entries
can be accepied in any lorm: peint,
braifle, audio fape, videa tapea,
photography, paint, sculpiure,
music or any ather medium. Entries
from people with & dual sensory
Impairmant are espacially walcome.
The winnar will recaiva a rophy
and & top prize of £1000. Thers are
two further prizes of E200 for highly
commended antries. The Halen
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Felar Award 2002 =
generously sponsored by
Barclays.

More information can be
found on the Halan Keller
website at
wrarsy, helenkelleraward com

Fatricia McGowan

Arts Development Officer
Sense Scotland

Email:
arts{@sensescotiand.org.uk

Lewis Scott (above), deafblind artist
based in Glasgow. Previous winner of
the Helen Kaller Award.

Brian
Crichlon
{right),
dealblimd
artisl based
in Glasgow.
Highly
commended
entrant,
19948.
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CONFERENCES

Congenitally Deafblind Persons’ Exposure to Language
(International Course) 23-27 October 2002

First Announcement

International training course

On the 2002 agenda NUD has a training course
deaigned for Co-constructing meaning. Congenitally
deafhlind persons exposure fo languagse/elements of
language

Target group

The course s prmarily oHlered to key siaff who work
with congenitally deafblind persons, such as staff
with supenising and co-grdinating funclions.,

Objective
The ghjective of the training course is to give the
paricipants increased knowledge about how 1o
contribute o the development of communication in
parscns who are congeniizlly deafblind,

The-course will focus on the current knowledge of
the very basic meaning making processes that are
opergiive throughowt all phases of communicative
development. These basic cognitive creative
[generative) processes blend with the dialogical
practice in crealing shared meaning, shared
vacabularies, and shared narative discourses.

The infroduction of linguistic practize of the cultune
will be focused as well. The idantfied salient
features of exposure for language will be addressed
and discussed conceming different growps of
congenitally deafblind persons.

A model of the different logical levels in
cammunication, which can be used as a tool for the
analysis, will be presented, The model will be
presented and used in practice analysing the

[ videdtapes of the participants, and suggestions for
further Intervention will be discussed.

Ralevance 1o the paridpants’ working situation ks
secured through a video based analysis of cases of
fheair awn.

Venue
The course will take place at the Nordic Staff
Tragning Centre for Deafblind Services [NUDY} in

Dronninglund in Denmark from 23-27 October 2002,

Language interpretation

The warking language is English. The Nordic Staff
Tramning Centre can provide equipment for
simuftanecus interpretation for participants whe
need o bring inferpeetars.

Other NUD Training Courses 2002

February 13-17

Treinling course an physice! eeencise and body awareness
in persans with ecguired deatblindness

March 3-22

Basic courss an congenitafly deafblind persons

April 7-19 and September 15-2T7

Basic coursss on persons with acguired dealblindness
May 1-5

Training cowme on Cochlear implantation in persons who
are developing o have acguired dealblindness.
August 29-1 September

Speciakat confarance on “Senzsation, parcaeption and
conatraction of meaning In persons whe are cangearitally
deafbling”

5=9 Dctaber

Conderance an “The adapiation of the school shuation for
childiren who aoquire deafblindnass”

27 Hovembar—1 December

Trainimg course IDoUsing on “"Envirgnments and activities
for & meaninghl life for congenitally deafblind adutts in
shalered Hving and working siluations”

July — December 2001
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NETWORK NEWS

CHARGE Network

David Levay :

D Lawey has CALISE for
calabration. An exciling new project
i& oW Lnoer way invohang
callaboration betwaen the CHARGE
Metwork and 1he Eurcpaan Lshar
Syrcdrome Netwark {ELISN).

This alghteen month lang project
is funded by the Eurcpean Umon
and goas by the name of CAUSE
which stands for CHARGE And
Lishar Syndrome in Europs.

Tha project developed fram
hoth Matworks indepandantly
approaching Sense [nternational
far support In finding new sources
of funding. To have a batter
chance of success 3ense
International suggested a
collaboration betweaen fhe twa
Metwarks, which has broughi us 1o
this point oday. Our thanks go Lo
Richard Hawkes, Diracior ol
Sanse Intarnational, and his team
for the hard work they have pul
into achieving this resuli,

The projact s transnational and
imvoheas the fallowing
organisahions:

CRESAM, France

Retina France, Francs
Blindeninstituistiftung, Garmany
Fighting Blindnass, Ireland
Laga dal Fibo dOrg, [taly
DMNCE, Spain

Sense, Unlted Kingdom

| am coordinafing the project and
Marylin Kiisby (EUSN Coordingtor)
will represent Sensa an the
tramanational commities.

Thie bwio Metworks have much in
comman, for exampia:

— raiging awaranass of thedr
particular syndromes

— incraasing Intermational contacts
particularly with peaple who have
the syndramas and their families.

Some of the aims of the project are:

& A survey to cover existing
information and tha nature /
exient of sarvices avaikable in the
partner countrigs with regard o
the two condilkans

& Production of indormation
transiated Into the partner
fanguages, to raise awareness of
both conditians

# A joint conferance on CHARGE
ard Usher to be haid in the UK
in January 2003.

Thiz project is an excallent
epportunity for both Mebworks o
further raise awareness of CHARGE
and USHER in Europe. It will help
bring Us inio contact with 2 widas
audience of professionals and
potential sources of future funcng,
as wall as establishing strong links
betwoen the peopla invohad with
twa of the major causes of
dealblingness

David Levey
CHARGE MNetwork Coordinator

CAUSE Project Coordinator
levay2000Eos. com
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NETWORK NEWS

Network

Acquired Deafblindness

Report from the meeting in the Netherlands

In the preparation of the Acguired
Ceafblindness Metwork Moming,
the decision was made to kave a
moning with real networking
around sharad problems. For that
reason, the mesting began by
asking all participants to identify
areas of nterest which would be
group decussion lopics. Saveral
common themes amerged which
wara then discussed,

1 The eldesdy group

2 Rasearch and definitions
3 Stalf training

4 Davelopmant of sarvices

1 The elderly group:

A particular area of interest was
cormmsnication systems for tha
alderly wha are nol sign language
usars and how 1o develop systams
for couplas and families, The group
raqpuastad that this topic should be
considared al the naxt Acquired
Dealbéndness Saminar n

Switzartand (Z0nch) In autumn 2002,

The group also discuszed how to
breakdovm [solation and how to get
beler co-oparation with other
epacialis! workess. We than ghared
infarmation aboul the carntact
parsons in Denmark.

2 Research and definitions:
This group discussed definitions
and condluded that it may not be
paesible or necessary jo have a
precize definubion. Howeavear, thay
feli that it is mportant that thars ara
common taols in use, which can
assist in the ”enftification of those
with acquired deafblindness.
particelarly in the elderdy group.
The group descussed the lack of

July — December 2001

pubiished material on acquired
deafblindnass and agreed that
colleagues should iy io get more
research and praciice materiak
published, preforably in English so
that it iz widaly acceszsibie, Hwas also
felt 1hat we should begin 1o evaluate
practics within the field of acguired
cleaftlindness and o collect cata.
The growp recognized that there wera
Issues rofated 1o this induding the
rediability and validity of the data
chtained from personal reporling and
honw general or spacific the
measuramants shauld be.

3 Staff training:

Tha group discuszad the varlious
training modake which are used in
Eurape and how 1o maks fraining
available to non-specialisis in local
araas,. During the discussion it
bacama cbylous that thers was
matarial available which could ba of
usae to colleagues in olhar
couniries, but people wera nol
awara of it, This led to a discussion
about how 1o ansure the netwark is
really warking lor paople. The graup
made the following suggastion that
a ce-ordinator ba appairted who
hae the job of making infermalian
awvailable and enabiing us to shara
it. This should bea funded and
resourced properly.

4 Development of services:
This group came from two
perspectives:

a Canada, where very [Hile exizls

b Scandinavia, where services ane
better deveéloped.

They shared axperences and
discussed how o reach stalf in
local areas who are vital in the llves
of deafblind people. These stafl
need training and information.

The group wanied bo establish an
gxchange of informalion, research
and malerials through ke network.,

After the groupwork, there was a
ganaral dizcussion about how to
use future natwers mestings and
saminars. Paricipants kalf that m
the lutura more detailed
discussions woukd ba halpful.
Peogle wanted the opportunity to
gxplore izsues in dapth and share
Bxpenences in a more struciured
way inorder to develop praciice
and expertize. Others falt that fhe
aroupwark was vary effectve and
wara happy with the opportunity io
discuss issuss. There was g
suggestion that a website should be
asiablished with & named parsan
responsible for maintaining it and
keeping it up-fo-daie.

At the and, the conclusion was
thal many of tha topics that wears
discussed during the nebwark
marning are petential subjects for
the next seminar in Switzerand in
2002, This seminar will be very
mmpartant in the prograss of the
developmeant of the Acguired
Dealblindness Matwark.

Liz Duncan and Annelke Balder.
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f NETWORK NEWS

Report of the Staff
Development Network

ST he group of peaple who
' hawe fermed the EUCC Unit
| gver the past years have
agreed, aiter long discussion, 10
disband the Unit with fts presant
format and membership in order to
allew networks to form around
specilic issues of intarest. The cki
remit of the EUCO Linit had proved
oo broad and diverse to be
achiavable. The members of tha
ELCO Unit have enjoyed thelr ime
and balleve that the achisvemants of
the EUCEO Unit over the years ara to
be commended. The procesdings of
earlier conferances at Osime and
the reports from saminars held are
gtill valuable and worthy of study
Giratelul thanks are akzo dus to NUD
and Instituut voor Doven far
financially and administratively
supperting the Unit over the last six
years. Tharks are aksa dus o
colleagues in Poland, Spain and
Haolland who have hosled mestings
and special thanks go 1o Krista at
the NUD and to Liska at D far thair
meticuleus and efficlent planning
and adménistration.

During the Netwerk Morning at
{fhe 5th European conferance on
Deaiblindness, this inltiative was
discussed. In addition, Inger and
Virginia presented information on
some stafl developmant activities in
the Nardic countries and the UK, to
help fusl ideas.

Those present wera then invited
1o help bagin a new phase of statt
development netwarking. The
subject of staff develapmant is very
broad and we agreed o encourage
small sub-groups to form,
eoncantrating on diffarant interasts
in the broader area.

The cutcome was that four
groups immediately cama together
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Virginia ven
Malachowshli

ta natwark and ic agrea 1o share
information, ideas and prodlems.
The araas of networking are:

» siaff practos devetopment —
using lechnigues like practica
guperyigion, work-bazed
mentaring and oihar support
methads that halp maintain and
devalop practice skills in ail
workers:

B training for mew and
inexperanced warkers in social
care settings during thair first
year of wark. It was
acknowladged thal this was
mastly with staff wha had no
profassional background and
whio warg wiarking Wwin
congenitally ceafblind adulis;

B cervice slandards and Now 10
establish a training framework fa
cover all areas of deafbiind work:

B tachnolegy within staff
devalcpment and laaming
mathode such as video-
conferencing, e-groups, etc., that
would support some of the
challenges of digtence in the
deafoling feld

Virginia von Malachowskl agreed ©
pantinue 1o be the link parsen for all
the networks that might form and to
act ag a contac point with Dbl uniil

the next conference. Each of the
four groups at the Natwork Mornng
nominated a kiey person and we
realized that networking
arrangemants in the smak gQrouos
and within the averall natwork
would have o be esiablishad in the
nest month of 4.

Any sigrificant overlaps with
other axisting networks were
acknowlgdged as an advantage
and raminded everyong of the need
to werk collgboratively. Imtarast Was
particularly exprassed in reviving
tha nabwork on congeniizily
dealblind adults.

The group discussed cosi-
effective ways of linking and staylng
in contact, exploring idaas of
possibly expanding the role of the
Dbl webslte in selting up network
groups, neticeboards, atc, Detals
wili be publighed in the next edition
of Dbl Review and on the Dbl
Wabsite.

Virginia von Malachowski

Dbl Review
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EUSN - European Usher

Syndrome Network

Dbl European Conference, Noordwijkerhout, report of the

Network morning

aryiin Kilsby, Miram
Bruggamann and
Charlatla van da

Molengratt, all mambers af the
EUSH Conferance Planning Taam,
prepared the programme for the
network morning. &ll the planning
was done via e-mail, axcepd lor a
meating one lunch-time earller in
the canfersnce, o inalise the
programme. We had a lol of
problems and it took a lot of
flexibifity 1o fix it, but we
sucoeeded|

The main gims ol iha Network
Moming were:

1 o introduce the ELISN and o
gxplain why it needs to exist

2 o encourage maore peaple 1o
jmin the ELISMN and also perhaps
iz foir the Flanning Tearm.

3 to gather ideas for the agenda
of the coming Usher conlerence
MeEl yaar

On the Friday moming a vary large

problem emergad, The lcop didn't

wark at all, despie the fact that

Charlette had chacked it We iriad

gverything but the kop refused to

wiark, After half an hour we all
dacided to start, even thought
thera were about twenty peaple in
the room who nesded the lnop.

Farunataly the micraophone was

very clearl About 50 pacple

attended the Network Morming and
many of them, probably abaut half,
ware people with Lizher.

Charlotte was the Chair of the
marning. She openad the mesting,
spokea a word of welcome and
explaingd the context of the
programme. Marylin then gave a
ghort history of the ELISN

Miriam was next on the agenda
explaining about the membarship
al e EUSN. She distributed a
quastionnaire, which the people
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Marylin Kilsby

werg askod ol inand return after
the coffee break. We raceived 3 fot
of the questionnares back from
pacole from many different
ecounirios.

Bil Kimbarkng from the USA was
due to be our guest Epaaker.
Underunataly, Bill's famify had a
sarfous medical criges and Bill had o
return to the US, Mary Guest,
Principal Resaarch Officer, Lisher,
Sanse, wat asked to be our guest
speaker al very Wile notica. kMary
gave avery clear summary of tha
Eurcpean Usher Siudy Group
weakend, which had laken place jus!
bafare the main Daalbling
International conferanca.

After tha coffes braak there was a
panel in which were two people with
Lshar |, Iwo people with Lisher (I
and the husband of 2 person with
Uzhar 1. Miram was the panel chalr
and somatime sha ook off her
Chair's "hal” so thal she could speak
as & mother of a young adult with
Usher L. Thare ware many questions
from the audience. |t wag a vary
irteresting part of the maming.
Although tha title of this session was
“Lisher in tha Family”, olhar subjects
wiare coversd, tha maln ana Baing
Ushar idantity.

Last but nof least we cpoka
abaut tha future of the ELISM,
hiarviin iodd us some very pood
news, Sha was abla to tall us thal
ELIEMN will recaive sams money

from the ELU. This is repeated
alsewhere in the magazine.

The rasult was that lots of people
wara willing 1o become members of
the ELISH, and were also Interested
in atending the ELISH conferance,
wihich will probably take place in
Autumn 2002 in Switzerland.

Charlolte closed the meeting and
sald 2 big thank to the people. Ona
statament was made which is 20
impartant thal wea e that |2 shoukd
be told evarywhere and to
SYETYONE.

We don’t want to be
labelled as ‘usher’. That
sounds too negative. We
want to be seen as
persons with Usher
syndrome or as persons
who have Usher
syndrome.

Conclusion
Despite 2 lot of unexpecied
problems such as the loop fwhich
was mended eventually) and the
absanca of Bill Kimbarling who was
replaced by Mary Guest (by the way
am exxcellent speakear|, many et thal
the natwark morning Was a sustass!
Tha morming has fasad
awarenass of the EUSM and, wa
trust, has given us many morg
contacis in many different
counirigs.

Charlotte van de Malengraft
The Metherlands

Marylin Kilsby

Senge, UK
Eusninetmornreport
cvdmmk.doc
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The thems, “Ethical
Implications of Mew
Ganatic
Discovenes in
Lsher syndroma,
genaraled Some
axcallent papars

: and discussicn in
out 10th Ushar Study Grougp in
Holiand in July 2001. Wa plan 10
publich some of them in the nexl
issus of the Dbl Revigw.

Tha Study Group though small =
undar 30, represented a nice cross
saction of intarast within the Usher
figld, inctuding famifies. As a result
pecpls who would not mormally
meet had an opportunity 1o share
yiewes and learm about each ofher,

It was encouraging io welcome
some faw members, in particular
from Gireat Ormond Sireet Hospital
far Children, in Lendon, and from
Franca.

European Usher Study Group

i

Wa hope that the 10th Usher
Study Group will ancourage mare
collabaration betwaen the vanous
disciplines and the families and we

that we can look lorward 1o some
wider national studies being carred

out inte Usher Syndrome.

Mary Guest, Sec EUSG

Moving forward

Ciriginally, & drall charter, writlen by
Rod McDonakd, LSA, was sen
around for comments before the
jatest Helen Keler conference,
which took place in New Zealand,
Octabae 2001,

Simce then Lex Grandia rewroie
the draft charter inlo a constitution,
which is required in crder that the
nrganisation can be legally
ragisterad in some of the countries
in tha werld and can be recognised
by United Nations organisations
and instilutions, any changes
ware made but one thing we should
mention hara is the complicated
matter of mambershig. We hawve
dacided to speak about countries
inetead af arganisations. Each
eountry can appoint or elect a
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Loax Grandia

represantative to the Ceneral
Assembly, no matter how deafbind
people are organisec in that
country. The only criterion is that
the person who acts a5 8
representaiive of the deafbéind
population of that country is
deafolind, otherwisa he or she
cannot rapresent the deatblind
population of that country.

The World Federation
~ of the Deafblind

if you have any questions o
comments, or for mone information,
nlessa contact Stig Ohlaan,
President of the praparative
Commitiee, World Federation of the
Deafoling at the address belaw,

Warld Fadaration of the Deafblind
clo FS0OB

5-12288 Enskede Swedsn

Tel; +465 8383318

Fax: 45 BG595042

g-mail; stigohk@Ealgenet.se

or; Lex Grandia:

Snehvideve 13, PO Box 52

DK 2400 Neeresundby, Denmark
Tel; +45 98 19 2059

Fax; +4598 13 20 57

g-mail: Lex grandia@tpdd. fruklorg
{text only, no attachments}

ar; Annthi@postd.tele.dk
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CONFERENCES

World
Conference
On
Deatblindness B

Delta Meadowvale
Resort & Conference
Centre

Missisgauga
Ontario £
- -
Can@da

AUGUST 5-10, 2003

July — Dacember 2001

Canada’s doors will ba with opan o5 wo
prepare to welcome youl fo the
13th Deafbling infemational (D) World
Conference in Southern Ontario, Canada
during the summerof 2003

Waatch for the promobional announcement
caming o you in , 2002, Thiz will
inchirde ‘A Cal for Papers’ on the Conference
Theme: Comemunicalion is the Key io Opening
Daors Wordwida For Peonie Who Are
Deafbiing

The Conforence Program, Special Everiz,
Regisiration and Accommodation will be
dafatied in o Subsoguan SrnoLncement

oomingg in Fall 2002,

ﬁﬂnff/:mm #W&fd‘fﬁ "i
www. dbiconferencecanada.com

Register On-line Soon!

(519) 3T2-2068 Fax: [519] S72=-0312
E-mail;
malli@dbiconferencecanada.com

o R
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Ecuador

Soniz Margarita
Villagras of
Ecuaador
dascribes hor
inlervlew with
the broadeasting
pampany CHN:

| had my first contael with
CHNMN at the Conferance “An
Internaticnal Celatration of
Empowarment; Sharing
dreams and vigions tor
chikdran and young adufts
whao are deafolind™ in August
2001 i Miarmni. This
conference was supparted
and prganized by the Hilton
Perkins Program and FOAL
{Spanish National Faundation
of Blind for Latin Americs)

Cruring this Conference
CMA-told me that they would
b spnding jourmalists o
intervies e athame in
Ecuadar,

The intemview was
underiaken by CHMN
jouenaligts from Cuita in
Ecuadar, Thay [limad ihe
Municipa! Schaocl for the Blind
In Guayaqull, whers | work as
ateachear, than they also
fiimad the Daalblind
{nundation of Ecuador "Ecos
y Luz?, where | am the

prasident. They filmed my
home as weil!

The Intardaw was Dased
on my jobowith deatblind
children, béind childran and
triose with miditiple
gizabiliies. Likewise, hay
Interviewad mpthears, iha
Principal and a teaching
assisiand. okl = bt
descriotinn of my parsonal
I, since my accident 1hal
faft me with this sensory
impairment. Also about 18
werk |, gnd othiars, arg oolrg
iry e Foundation to halp
hildrn, youngd, adulis.
redatives and professionals,
Than, at homa. | described
my prasent life, after the
daath of all my family
marnbars, which means |
hawva todo gl thie domestic
aciivities absolutedy alone.
The journzlisis waie very
surptlzed to sesa that peopis
with sensory disabilites can
do 2o many hausahold

REGIONAL NEWS

chores, live alone and, gven
miore 50, 1o help othersl

A1 fhe end of thea inteniaw
Ficdatta Mufoz the
journalis, was moved and
1oid me thal mesting e had
been ang of the nicast
gxperiences for fim anmd 1
had taught i 8 lessoa,
Finally, he wld he wantad o
fe my friend becausa he-now
understood the value of
livirn

| painted oul that withoul
the help of the Hillon Perkins
Program in Ecuadar we coulo
ot have initiated the work
wilh deafbiind pacple in my
country. We are very sabshec
with tha staff of Hillan Pearkins
Program and alsg with
Poscal that helos deaiblind
sdults. Al Hrese programs,
FoaL, POSCAL and Hilten
Perkins; give light and hope
ta thousands of deatbling
peopla in Latn America

Canada

Cindy Bahineau,
Execulive
Direclor. Rofary
Cheshire Homas
writes:

It yau llve n Canada or
making a visit you can help
the Ganadian Helen Kaller
Centre ta raise maney by
buying 2002 Entertainment
Books.

Entertainment books ar
fillad with great savings &l
places people g and for
things people love to do,

Twn for one dinnees 3t
restauranis and fas! food
placas. disgourt movie
fickets, sporting events.
fheatre and local atiractions.
Thare are aksa Savings an
airfara, hotals, car rentaks;
cruises and much mong!

Tha Entarainmert books
ara 532,00 each. You will gel
this raney baok In S&vings
the first few times you use the

‘book! Over pne year you can

P L

.‘E’i\,&h MHHM

eave hundiads of dollars.
Thi graal thing is thal far
guary bank sold $15.00 wik
oo to the Canadian Halen
Kailer Centre,

It you would ke o buy a
book please contact Rolary
Cheshira Homes 8t 418730
G501 voice, 416-730-2187
TTY orviaa-mail atyou can
aleo ander books online &l
aricd direct the 515 1o Bolary
CheshireHomes — The
Canadian Helan Keller
Contre. Whal a greaf way o
gavie & [of of morey and
suppart GHIKC!

A reminder about the
Wehsite

I wou'd like more information
o FRotary Cheshirg's new
division, please see our web
=ite at www.chic.org-tisa
larastic wab site filled wilha
huge amount of informatlen
on the dual disability of deaf-
bilindrness, the new Canadian
Helen Keller Cantre,
communicEian methods
used by persons who ang
deafolind and many links to
our suppatters and oiher
organizaons

Dbl Aeview




Croatia

Waitlma S1akhi,
Devalapment
Manager at the
Criatian
fizsucialion ol
Deafhlind Paople
= Dadlir, updales
s on the
achiavremeants of
the arganizatian
and fha excifing
work that they
are wniertaking
i Crosiia,

The Croatian Associgtion of
cearbfind persons ‘Dodir 158
matonal, mon-governmental
and: nar-profil making
oroanisation hat was
founded at Ghnsimas 15954
by a group of deatbdind
paaple iving In Zagreh. Siece
Ihen it haz grown i become
a natlonal vaige for deaflind
people 0 Groatia and works
with all age groups.

Crodir's activites mclude:
supporting the development
of DRean-ong communicalon
and the phyaical rehabilitaton
af instiutonalized young
chidren; lobbying and
campalgning o combat
discrimination agalmst
deaibiing pecple within the
public poscy position of the
govarnment dantiying
deafbiind pecple in residential
careand housenald seftings;
providing commun|cator-
gusdes {Interpratars ) far
ceafbiind people; organising
resplie and gisura aclvitias
for deafbling childran and
fhal - Emibes;

The Croatian Aszociation
of Dealbling People 'DOLCIR
wias named aftar the prose
poarm Dodir thal was wriiien
by the poat; Stiepan Lice.
During 1he past seven years
Dadir has become & Synoym
lor dealblindress, [reide and
outside Croatia, Dedi s ha
onfy association in Croalia
that recognisas he problams
and rieeds of deatblind
peapke and aflars halp anad
suppoel in soheing hesa
proflams. Dodics wishiis o
haip deatblind peopie by
ingluding e in the avery
day flow of life,

DODIR has 125 deafbindg
mambers, 25 permansntly
aciva vuntaers and 55
volumleers who are nclubded
froam time o Emein Dodis's
gotivities, This numbear doas
rad include-dhe Tamily
members of our destbling
members whorars giEo
included in aur aciivities. We
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have three people who are

emploved part time in

management, four people
who are employed part ime
in educaiion-and ang parl
time persanamployadio
wirs Tor [he rights of
deaiblind people;

We are curmentiy warking
through several important
programs and these are;

1 egucaltion and
refigbilitation of degfling
children n Croatia:

2 weniifying eviderce ol the
existance of deafblind
people in Croglia;

3 informing and educating
the public-about the
complex problams
of deafblindness;

4 supponing volunteers In
the service af humaniny

5 keeping up bo date with
new knowledge-and
achievemenis related 1o
dizafblindress.
particlpaling n
confarences and working
with: clier dizakelity
arganisations wha are
promating e rights of
deatblind people in
Croatia;

8 localing and. offerlny
Sxlpport Sarvecas Lo cldar
deat blind peoplie,

Because of the:visible resulis

af its work, Dodir was

reweanded with 1he
prasbgeous; "Award af he
fown of Zagras’ in 1533, and
in the year 2000 we racalved

e "Award ol tha Assermily

af Young Businessmean' fo

L plonearing work:in the

fiald ol deéaiblindness. Dodir

co-opaeratas wilh a numbar of
workd crgarssations; since

1558 wa have bean =

mamoer of He mosl

imparizn! wosld and

European omganisatons, GBI

{Dearbind Intarnalkonal),

WEDE (Warld Fadaration ol

itva Ceatblind) and EdbiN

{Eurcpean Deafbdind

Matwork). We also have cur

rapresaniative on he

adrminisirative board of the
wiorld network tar
commumcation., the
Interpretng Developersn
Matwork. From October
<007, Dodir prasident San|jz
Tarczay, second Year
siedent in ihe Facully of

= pecial Education gnd
Rehabilitation, has bean a
mamber of the sxecutive
board of the Warlkd
Federation of the Deafblind
and g represantative for
Eurcpe,

This year, frem 3rd-Sth
May 2001, Dodir collabgrated
with the-Department-of
Hearng Impakmenis; e
Facuity of Special Education
and Rehabilitation and the
Facuity of Philozophy of the
Socely of Jesusin ordar 1o
organisa e Internationzl
Symposium of Sign
Language and Deal Gulture
haid In Zagrab.

In order 1o educate and
guality cur stall to work wiih
our members we have sant
Iwo deat sludents (o
Gallaucel Univessity,
Washington DG, One of 1hem
will leam toowork with voung
dealbind childran and the
eldarty and the ather one 1o
be a iréiper of cCormmunicalr
guides ior dealbling peopha:

Rext yaar, in 2002, Dedir
i5 hosling the: Edropeaan
Haoliday for Dealbiind people
2002, which you read abodil
in [he [ast adition of Dbl
Raview, This will be heldon
e islandof Biac on the
Adriatic coast [rem 22nd-25h
ol June 2002 The hotel (5
Hatal Zatrii Rat and iHa poce
par person 18 350 Eura. For
mara detaiis aboul thase
hladzs ar tha wodk of Dodir
please confact our nevw affice
in e canire of Zagrab at;
Crosiian Assoclalion of
Deaitiing Parsons = Dadr
MNova cesly 54,

10 Sagrals, Croaha
Phone: 00385 T 3821822
W godlir, for
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Three Meetings in One

The 151 Usher Symposium - The 2nd Natiensl Meating ot Families and Instllutions
. The 4th National Meeting ot the Deafbiind

2124 Novembar 2001, INES audilorium

Grupo Brasi de Apoio ao
Surdocego & Miitipsa
Deficiente Sanzarial, with the
support o INES — Instiuto
Macionasl de Ecucagap de
Surdas — Rio da Janeira,
MECISEESP, Hilton Perking
Program — LSA, Sense
International = UK and I1BE -
Instituto Benjamin Gonstani —
Aio oe Janeiro, will pressnt at
[HES auditprium the first
Lishar Sympasium, the
National Mesting of Familiss
and |nstitutions and the fourth
Mational Mestirg of the
Caafoling,

This event will be very
important as it will nclude

nafiaral gnd iternationgl
glsasis that are professicnals,
parents and deafblind peapla
whio aie very activa in fheie
counlries:

Az el gs intarasting
themas on deafolindness, ihe
gvant will have thrae
worshops: familas. parents
and professionals; where
thiara will be the appartunity
fo (reithink our praclca and
struciure the futre,

The highlight of this event
Ia the 1stUsher Symposium,
[t iz the first Hma that
specialists, familkas ant the
people with Usher Syndrome
will join U0 exenangs

expangnces and sel oul
goele for the fulure.

it is mporiant to say that.
wittiout the partnerships and
the oommitmant of
svenyhody, Hiese events
woiidn't be pessible.
Theretore, Grupo Biasil de
Apoio a0 Surdocego e a0
Mittipio Dafcignte Sersorial,
thanks svarynody that s
hilping us and Delieves thal
togather we San oyenams
thiz bErTisrs.

Liika Gigcomind
Laurs Lebre M Ancoilotio
(iranslator)

Italy

Breaking Maws!
A Family
Conferenca

far 2002

Praparations far a family
confarance which will
passibly be held in [aly in
Septamber 2002 ara undar
wigy. An international
invesligation group, led by
William Green, Lana
Paggioni, Miiam Bruggerman
and Gl Morbey. arg
devaloping ideas for this
axciling meeting which will
twing together families of
deatalind children and adulis
from all over Europe, and the
wader world, 1o falk about
topecs (hat are of particular
imarest o them. The mesting
will incluce family groups with

deafbiind pacple and., durng
the cortarancs ard actvibias,
there will ba staf wom
differant countries 1o support
he ireotvamant of all the
participants in creative arl
activities.

The Sciantific pragramims
& being developed st the
mmomant and will invole the
opparunily lor parents atd
carers o shang-and suppor
gach gther. and 3 creative
programme of activities 35
wall, Evarvone's neads will
be taken o congigsraton =
mothers, fathers and siblings.

The team are camantiy

investigating fhe financiat
implicatsons af the
nonifarance but asditonal
resources ars required and
the graup i5 making the
necassan applications for
this now. Thelikely costper
parson wiil be apgrox. Lit
1.000,000 fo include
acsommodation and
programme bul nol trayved,
Information aboul the
pragress of the collerence
prepasations will ba dculated
it M, Year but contact
Willkam Grasn to oal your
riare on tha mailing kst
g-rriall: green. foE@usa. net
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Subhasn A Datranga |5 now a
consultant and is willing 1
Lsnciariake projects in & wide
variaty of areas. Mr Datrange
iz a Sanior Rehabilitston
Prateesional and was Head
of India's largest NGO in the
Blindress Secior, 1he
Mational Associatian of the
Biind, unill his retiresment in
July of 1hig year He I8 very

well known to Dol membars
and colleagues and he i& now
avallable for azsignments
from MGO'S in India and
|mternatornal Develaprment
Agengies. He has a waalh of
sxperience and can be
contacted at!

148 / 5048, Blua Birg
Mehra Nagar

Kurla ( B} Mumbal -400024
Indiz

Tal: 91225223448

E-Maf: subhashdairange
{Eyahoo com

bl Review




South
Africa

Sam Beshinlo
rieports:

REGIONAL NEWS T
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o

1st South African National Conference on Deafblindness

Thea:South African Mational
Councll tor e Blind
ISANCE) committes for
panpka with multiple
disablliles has hag is-firs?
hational Confananca-on
Daalbiisdness on-March
Zath-30th, 2007, Thizs was, in
taci, a worklng conference
with prasentaiions that
covarad awaraness as well
as inervanticn.

Even though mast
spgakers wera from South
Africa; we lvad our friends;
Tom Milkes and Marlanna
HRiggla from Hilten Parking
wiho have experiance of
Alfca, 1o makea
praseniations. The

delegates lorthis confersnca
wzra [eachers fram schools
jor geal learners ard schipois
or Blind leamers, The
president of Dbl Mr Mika
Collins, and the: President af
Ceaftlind Waorld Federation,
Mr Stig Ofh=an, spoke.al the
ArrErd ceremony whera
cartificates of recognition
Wwere presented o the
Tolkawing
+ K5 Anle van Heerden: the
firsl teachear for the
Deafioling in Sooth Africa
+ ' Pratezs=sor Theo Palw for
hiz work I promoting
sarvicas-of the deaibilnd In
South Africa

« W Sam Boshisla dar s
services o deatbing
i=darners.

The gward cerfificates wara

presanted by the Mational

Diracior Genaral of Education

in South Africa, Mr. Tham)

fizalexy. The zuccess of {he

CONiesBRcE WEs medsured by

interest in the fallowing:

« siarting oiber-uniiz for
deafglind leamers m oifzar
parts of the eountry

« the need far ieacher
training in ihe educaticn of
tha Deatbiind

« the need 1o reach ot io
counatiee closer to South
Alrica 1o =orve tho
Southern African saglon

USA

Heaws from Tha
Charge Syndrome
Faungdafion

Thie CHARGE Syndrome
Foundation helid 3 very
supnessiul conferencs in
Indiznapaliz; Indizna, disring
e summer. and; as always,
the ovent wasvery wall
supportad by families and
professionals atike. Families
Trarm &l pver the world ained
S familles for this spacal
avant,

Ir addition te tha
canfarenca, the Board of tha

CHERGE Syndrame
Foundalion Ine. recogrised
{he critical impartance af
razsing publc awarsness
about this devastatng
condilion. Az a resulf, thelr
doal pow 12 1o increasa
awaren=ss of CHARGE and
its consaguences in the
miediczl-and educational
commurities and amang tha
general publc. To
accomplish ihis geal tha

Foundation fas unchad iis
firzt national carmpaign to
promote public awarensss of
this rare and complicatad
medical condiian. Yau can
bsi if wou live in the Hnited
States. Conlacl Markon
Marbury who s the Executive
Direstar on
maranmehamesyndramea.ong
and she will st yau know
abaul how you can make a
diffarance.

FRomania

Criztiana
salrEmie

AchiawvinEnis
In Bomania

Irt ealkabaraticn with 1ha
Homarsan Linkarsity of
Education, Sense
Imtarmatanal Hamania has
set up tha first iwo Uniks for
dealoind chidean in
Bucharest and Clu), Thesa
units are unded by the
Hamarian gavernmant and
cupaciad by Sanse
Irtarmatianal whe Have
oroyicad raieisg for e
teachers, linanclal resources
for equipment and hosted
Imepactar Vizd (Haad of

Epacial Education) inthe Lk

Senge Intermational have
also snonsored wo teachars
fo completa the Professional
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Devalopment Programme
and-established a Teachers’
Metwork; this has enzbled ihe
teachers and parents fo work
infermationally

Tha programme has been
avaluated by a joint feam
from Sanse-and the
Romanian kinisiry of
Education, Tha'evaluation
hag showed us that, within a
very short period.of tima; 1he
teachers have earnt how to
work with Individual childran
and Fow 1o assess thalr
progress. AL g rasult of thes
evaluation, a rew doafblind
unit was openad In Dotnbar
ir Budapest in the school for

Lovwe Wisian, At tha momeni
thare are thres children inthe
wret s=nd the feacher 1o chikd
rafic s 131, The newteachens
benefit from the considarshia
Assizignee from thair
colleaguas in the ofher fwo
units,

Wa are very Kesnto
develop cther units far
cleesiblind chitdran and o
maintain standards in tha
existing units. We have
adapted the experiznces
fram the LIK 1o fit 3 Romanian
reshity. Wa have developad
innovative practice and have
axpanmented 1o understand
mare Bhoul deafblindness:
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Cheryl Ramey

Cheryl lives in Winnipeg, Maniioba
where she warks as a Consultan
with Intervention Manfdoba, an
organization which provides
independant Bving sancces fof
adults with congenital
deafblindmass. [ntarvarntion
Manitaba, an afliliate of tha
Canadian Dealbding and Rubsalia
Associafion (Manitoba Chapler)
also supplies outreach sarncas 1o
geveral ather individuals willh
congeniisl dealblindnass whio liva
throughaout the provines of
Manitaba. Cne af the individuals
ikat Charyl s warking with is a
voung child diagnosad with
congenifal rubedla syndrome from
ibe small ruballa epidamic in
Manitoba in 1206,

Cheryl has demonstratad
wionderful suncess providing
Inferveniion suppor to adults from
tha Manitioba Develoomental

Cantra, who were previsusly
undlagnosad with dealblindness.
Sha has aizo daveloped an
innovative program weing art and
massage herapy for individuals in
Manitoba wilh dealblindrnass.

Priar fo armiving in Winnipeg,
Chernyl worked far a number of
years as 8 consultart with Deafbdind
Rasourca Sarvicas tor tha W Ross
Macdonald Schoal in Brantiord,
Cirstanio,

Calling all Interpreters

DeaiBlind Terps.

hope to see you soon on this group!

participate in the discusston: deaf or hearnng interpreters,
dealiblind people, deaf people, prolessionals, or any
paople who are just interested in the subject... jump
aboard and enjoy the discussion on this groupl To
gsubscribe 1o DeafBlind_Terps, please send a blank email
ta: DeafBlind Terps-subscribe@yahoogroups.com We

Sandrine Schwartz, a French Sign Language Interpreter
living in Paris, France, would like to let us know about a

new internat discussion group that she has sel up called

The aim of this international group is to share experiences
and ideas about interpratation for deatblind people, as well
as other communication related topics, Everyone can

July — Dacambar 2001

Joyce Thompson

ayce recently ratired altar a
J very productive carear

working with peapla with
aequired deafblindness. Joyvee
bagan her caresar in dealblindness
Im 1977 with the Canadian
Mational Instifute har tha Blind a5
an Intemvanor in the naw Deai-
Blind Services Departmeant and
later mavad on to be a8 Casea
Manager. While there, Joyoe
observed how many of the clients

S

.

Edﬂlhﬂercf%

, X

were improperly Foused. Her
dream for specalized houzing
resuited in the creation, In 19392,
of the firal, and still only facility in
Canada designed for adulis with
acquired deaiblindness known as
Rotary Cheshire Apartmants.
Joyca became the Executiva
Director of Aotary Cheshire
Homes in Toronte and continued
in this position until her retirement
this past summer. Joyce also
conceived the Canadian Helan
Keller Centre which recently
cpened in Toronto. This centra,
which s In itz early developmantal
stages, is offerlng training for
individuals 1o gain skills fos
indepemndent living, adapted
communications and the use ol
technology. In her retirement
Joyce will no doubl continue as a
fierce advocale for services for
pecple with acguired
deafblindness, Jovce serves on
severdl Boards and 12 a membear
of the Board of Direclors ol
COBRA and will be heading up a
sub-commites on Accessibility lor
the 13th Dbl Conference on
Deafblindness.

%‘ﬁ'mﬂl—mﬂ
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Dbl Distinguished Service Awards

Congratulations to
Dietrich Bunck
and Marjaana
Suosalmi!

During the spening seremony of the
&th Dbl European Conierence in the
Metherlands, both Dietrich and
Marjaana were awarded the Dbl
Distinguished award tor their
outstanding contribufion io the
deafhlind fiald.

Mika Colling, Pregident of Dhl,
reflacls on thelr-succezslul carears
and the impact they have bath made
within the Held of deafblindiees.
Diatrich Bunck has bean a
teacher of deafblind children, and
& manager of programs, lor
sevaral decades, Whan his boss,
tha founding directar of his
gountry’s national centar for
deatblind services, retired, he
stepped forward fo taks the
leadarship, He has aksa
contribuled significantly 1o the
crganizaton of Daalbling
Infermalional over his decades of
gerdica. He has been vary
involved I networks, especally
the commitiee on Statt
Devalopment @nd the ENCO unit,
He was a key figure in the
hosting of the World Contaranca
im Hanover, In 1880, He then
went on ko serve on the [AEDB
exgcutive commitiee for savaral
years. And later, he was one of
the mambarsof the host
pommitted far the Eurgpean
Conference in Potsdam, in 1823
He plans to retire in i niot
too distand lulure, so tha award is
very will imed,. He has had an
fllisstrious carear in servica 1o
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deatblind people, and it is fitting thiat
we honour him now, He axpacls 1o
hAve much more time in the fulure
to pursua his pasaion for rewing. An
impecceble drasser, you can
always idenlily Dietrich by the
fashionable bow les he wears,
especially when driving his Jaguar.
We are proud to have prasented
the Dbl Distingllshed Servica
Award io Diatrich Burnck,

I first met Maraana Suosalmein
Poitiers in 1987, when | becams a
member ol IEDE Executive

Carmmittes, Having worked 25 8
laader of deaf and deafbiind
saryites in har ownccountry, she
had recantly been appointad as
only the second dirsctor of NUL,
The Mardic Resourca Cantar ior

the daafblind. While serving in
that capacity, she built uo her
awm arganization. and alsa
servad as a-strang contributing
membsar ol he exanuiie
committes, chailenging us o be
thaughiiul akout the need (o
fnclide woman in the
managemant af this oeganization

She went a0 19 llve Her own
recommendatian, chairng fhe
soipatific commitesof fe rexl
World Gonferancd In 1291, in
Cirehro, Swietan. It was at this
conference that she was elected
Fracident of |AESE. and | had
tha hanour of Being-elecied o
sarva a5 her Vice Prasidant.
Thanks 1o her ypical Mordic
accant, ook & ol of joking
anout baing the “wise” Prasident;
howiayor the easing abaied
when | euggesied ihis might
make har the tunwise”’ Prasidednt.

Hawevar, 35 you know, jusl
tha contrary was rue. Undar har
abile eadership, IAEDE
ursdartnok the most radical
strategic-planning. and
reanganization it histony,
relnvanting itself as DBI and
dafining [tself-as-an organizalan
ol netwdrks, | dare say fHal,
without her thoughiiul and
challenging leadarshipi aver B
yaars, such a ses chanps In he
arganization would have been
unthinkante,

Due tochanges in
ermploymant, she is now moving
gway fram full involvedment in cur
management commilies.
Meverheless, she has once
agaln-committed hersell 1o
cantinuad mles of involvarkant
In aur Strategic Bianmning and
Meminations Commitlees. s
with great pride thal Dol has
prasented our Distinguished
Sgnvice AWard 1o a graal leader,
and-a darn good dancar,
Marjaana Sucsalmi.

Dbl Review
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Anne Sullivan
Award Winner -

Eddie Keir

“Mr Eddie Kelr haz been a slgnilicam
faetor in the incaption and
davelopment of The Deal-Blind

Association fram a parent support
group o an organisation thal provides
a range of services for people with
mukiple dissbililies including
daalblindness. His sirong stance an
The rights of deafblind poople 1o live in

Ihe cormmunity hed to The Deal-Blind
lnm:iallun H!I-rl-u: & farerunnar in the

provision of community basad
services: He has sorved on the Board
ol Directors for almost the entire 34

years of the Association’s existenca,
bath a% Vice Prasident and curnanily
as Presidenl.

His expenence in bis vanous
professions as leacher,
peychelogist and sudictogist made
him keanly aware ol (he inadequale
training, suppod and knowledge
available in the sansory disability
figld. His career has baen
consigiently criented [owards
rectifying this sifuation.

He has bean & majar influancs
on the perceptions that
Govemments, professionals and

July — December 2001

nominated by

The Deaf-Blind Association, Australia

the community have of pecple with
dealblindness, paricularly with
resgard o the abilities and potential
of deafblind children.

He was one of the key people
responsible for the innovation of
garly intarvention programs for
deafblind chiidren, Ha
revolutlonized the assassmant of
dealblind children by using
longitudinal methods, realising tha
naed 1o provide appropriate
stimulation over a given time
before any accurate assessment
ot the child's abillties could ba
miada.

With thesa Inslghts he was abia
fo equip parants with tha
knowledge required 1o assist their
deaftdind children to devalop,
such as providing signals lo

anlicipale certain aciivilies,

The success of the early
intervention sesaions eventually
comnvinced the Education
Department that deafblind children
were educable and resulted in the
setting up of & school for deaftlind
children called Carmonbank.

He'is also noted for his
contrioution to psychiatry an tha
impact af sensory disabilites. n
particular, he was the first to offer
tharapy work for deafbdind
adolescents on issues such as
sexuality.

Mr Keir iz also highly regarded
ior the enarmous support, empathy
and understanding that he has
given to deafblind children and their
lamilies.”

|
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MANAGEMENT NEWS

Membership
update

Corporate membership
fees 2001

Thers are siill a few
corporate mambers who
are outstanding on their
mambearship paymani
feas far 2001, If you still
nead fo send your
paymant through, plaase
confact elther Emma
Fisher af the 0Hl
Secretariat
(dbi@sense.ong.uk) or
Ton Visser af the Dbl
Treasury [A Vissen@ivd.nl)

Corporate membership
fees 2002

It iz customary for fee
reminoers o be posted at
tha baginning of each
year, A reminder for 2002
feas will be circulaied in
January 2002 in spita of
the recent remmder for
2001. We do apologise if
thiz causes any
inconwenianca but this
natice should eguip you
with ageguate warming.
We would recommend for
Your ease that corporate
mambarship duses for
2002 are paid as early in
the year a3 possible.

Dibi Management
Committee

Dbl's Strategic Officer,
Marjzana Suosalmi, is na
lenger able to dedicate as
much of her ime to
Mansgement Commities
activittes but will still be
overseeing Dol's strategic
plarning discussions.

The next meeting of the
Dkl Managemsant
Committee will take place
during the first weekend of
March 2002 in Taronto,
Canada. Please could all
mambers of Counci and
Metwarks infarm the
Secretariat of any subjects
they would ke the
Management Committes
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to consider? During this
time the Management
Committes will take the
cpportunity to visit the host
site of the Dbl World
Conferance in 2003

Ae vou are awang, 1he
Treasurer function of Dbl
I& managed by the
Instiuul woor Dowen in
Sint Michielsgestel in the
Matherlands and the Dbl
Sacratariat function (s
managed by Sense
Intermational in Londan.
With Jan van Dijk
stepping down and
Rodney Clark retifing, we
walceme Ton Visser as
the new Treasursr and
Emanusala Brahamsha as
the new Secretary. Bath
furnctons will remain as
thay ara at least until the
naxt World Conferanca in
August 2003,

Dbl Council
A meeting of the Dol
Council took place in the
Metherlands an tha 24th
July 2001, The main
putcomas ane nated
beloaw but if you require a
cogy of the full minutes
pi=aze contact the
Sacretarial at
dbi@sensea,ong.uk
Coungil members
spent an afternoon
discussing Dbl's current
strategic plan and offering
thesr thoughts on future
developments, The
seggion wags faciitated by
Marjgana Suosalmi, who
the Managemsant
Committes would fike (o
thank. A full summary of
the discussions will be
circEated in due course:
A nominations
committes, chaired oy
Marjaana Suosalmi, has
been appoinied. The
President and Yice-
President will be elected at
the Warld Conferancs in
Canada in 2003 and
nominaikans wil e called
next auhemn 002

However, please do feel
free io start thinking about
potential nominations now,

The next meeting of
the Dbl Council will take
place in Gresce during
avtumn 2002, Exact dales
will be confirmed In the
next Dol Bulletin,

Confersnce News
Tha 51h Dbl Eurcpaan
Conference ook place n
thiz Matharfands from 24th
ta 29th July 2001, Over
400 paopla from 40
different countrias took
part, including aver 0
cponsored dalagates from
Coantral and Easiom
Europa. Spacial thanks to
the Local Planning and
Sclantific Commitiass.,
Praparations are wall
urderway for tha 13th Dbl
World Cornlaranca in
Mississauga, Oniari, the
theme of which i
Commurication is Hre Key
o Opaning Doars
Worltwide for Farsans
who are Dagfhiing. This
will take place fram Sth to
10th August 2003 and the
first anncuncemant will be
gard im winter 2007. The
Caonfarenoe websile can
be vigited 31
deecorfarencacanada. com
A planned Dbl Africa
Conderence has been put
an fokd until furiher
nctice, With Johan van
der Poel slepping down
from his post, Sam
Bozhielo and Anlo van
Haerdan will continue
investigating 1he
pessinilties of g South
African Conference, Dan't
forgat to check out tha
Dol Wehsite on http:)!
wrerw. deaibling
imternational.org

Emma Fishar, Sansa,

Tl 34 . 20.7F72 7774,
Fa, 404 20 7372 8012
E-rnall dblfizense arg uk

£ Jobr

TS BT HTEB G TH b

Dbl Is & vital network for
allinvalved in the fild of
deatblindness. In arder
to besi serve our
mambers, if & crucial
that we raise sufficient
furdls through fees 1o
finanes our basic
acivites, With this in
mind, thers iz a.
Corporaie a3 wall as an

Incividual membership

furm for you o fill in.
Please ancourage &5
many penpie as pessibie
fo foim,

Mon-Voting Membars
consist ol individuals,
nasional natworka and
nan-subscrbing
Corparates, Nor-valing
members can caninbte
bo the decizion making
procese of Dbl thraugh
gfthar a corporata
member of &
international nedwnk,
Pan-valing mairibars wil
recenve & ooy of Dbl
Fewiew and Sihar ressvarnt
ol intarmallion, Mo
Woting menieaship S
tesee, Botat e annual
donaticen of LSS0 =
reguUEstod 1o some podls,

Voling Members a6 he
representativas of
corparate members who
have paid their
‘subseripdion fees, and the
reprasantativas of
recognizad DB nefusrks,
Tresea are fiow two- thers of

Corporate Membership.
Laige Cerporales:

Annual Foes: botweaen
Lis%a na0 and USg5.000

Annisl Fees between

LIS$300 and US$1,500

b nominated |o 5t on fhe
Couneil,

Dbl Raview




Dbl M E 1Y P ERS H 1P The following person s a member of Dbl:
Marne: —F

________________ 7 Agddress:

| Non-Voting Membership

| | wauld &2 ta joinira-join Dbl a5 an ndividual

| non-voting member (please delste as apprapriate)

I | wish to make a donation of US530 0 or £20 Signed

| 1wishto makes & donation af (please spadly) .

| Flease debit my | Visa AT B s . T e e e e e e e

Mastarcard I Corporate Membership

| JLI:IU |_|UJJ JU | | |J|_||J| | I There are now two tiers of Corporate Membership:
E o | Large corporates:

I i | | | | | | Annual fees between $US3,000 and US$5,000

| Flzasa nate thal credit card payments are mads

5

| Annual fees between US$H300 and LISE1,500

Plaasa find anclosad m'f Postal Ordar I WE .ﬂwld M':E o l‘:“rl Db‘l asa LEFQ*E-’E—I‘I'IEI.II
|

Title (Mr.. MrS:. O, &tc.) Corporate Member {please delele 85 apvapimals)

| We submit an annual fee of LSS

|
I
|
I
|l Sirrians | Corporate members are enfifled o receive up o
First nama | 25 copies of Dbl Review. We would ke
: | copies in English/Spanish (delele as aporopnate),
| Grganisation I Method of payment (must be made in US doflars)
| Job:Tibe | ! Chegque ar imernational postal order
| .
| Addrass I Bank Transfer
| Mama of Bank:  RABDSEANK
|—— | Addriss of Bank: Sint-Michiglsnasial, Natherlands
| Accaunl Name:  ImsiFEuul veor Coven: INZAKE DEI
| TownCly . I Aseount Numbar: 11 2909 825
| County/State | Member Details:
: PostZlo code | Organisation
| Ceountry Representative —
| Tel: (please includs couniry & ares codas) o

| Fax: {plaase include country & area codes)

| .
| Email; Teal; (please include-country & area cades)

| Dbl Review [Hek one box in each category)

| would prefer 1o recalve Db/ Review in: PRk AN MGG Rounlry ScRIeR £ones;

English = Spanish

| weuld prater 1o recelve Db Review an: Email:

papar gisk

I
|
I
| | Please return this form to: Dol Finance Olficer,
| co Instituut voor Doven, Theeresiraat 42,

| 5271 GO Sinl-Michieisgestel, The Netherlands.
| {Fax+31 7355 12 157

| Please return to: Emma Fisher, Dbl
| &ie 11=13 Cliflon Terrace,
| Finsbury Park, Longan N4 35H, LIK

July — December 2001
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