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Coeer Clade Sehid far te Deal, Chenne

have witnessed an almest
unbelievable growth of
programs in the developing
world; &l @ rale
unprecedented in prigr
decades. We have seen our
colleagues in developing
countrigs linally able o
realize thair dreams for new
programs, with 1he
asslstance of the
internabional community of
Man-Governmental
Organizaticns: The seliless
genercsily of many of fhese
arganizations and the spéri of
giving without gecgraphic or
culurzd lirelaticns has been
marvellous 1o observe, The
achlevameants in India, Peru,
Eastem European countries,
Africa, and many olher
placas ara due 1o the efforis,
gl beast in pad, of NGDs in
Sweden, Denmark, the
United Kingdom, Germany
Holland and the Uniled
Silates. It has been a source
ol great pride icme to
absenve this fevel of
cooperation within our
erganezation and also o
participate In it as.an
international donor
organizatian,

Wa have also witnessed
tha phenomengn of
axperienced people within a
reglon as=isting those wilh
oz experence. We have
pecple in Indig providing
training 1o ofther Asian

FHEA
pregrams in
Cuba and Guatemala, and
South Africans training each
athar. Our international
organization has becoma. a
fialkd in which people fruly
hawve supported each other's
woah, with 2 bevel of
cooparation not often found
gl a global level,

Each of us invohed in
such supporl has fell, at one
tirma or another, tremendos
sall-satisfaction in Deing 8
member of an infernationsl
cammunity that works 5o well
in spite of polikcal differences
hetwaan ouf countnes, and
daspita ool cuttural and
religious differences befwaen
pacples, Our common
danorminator of canng for the
waltare of deafblind people
has baan our oond, Gur
anilymng tactar, and
something that helps us to
recognize-our simiarities and
ter minimize aur diffsrances.
In our fiakd, we haye had the
unusual privilege of working
withs same af the finest, most
caring pecple aur societies
have 1oooffer, For some of us
the succeeaes separiancad
by our fiekd have evoked, as
wall, pur stronges! hopes for
international unity,
copparaton, peace and
brotherhood.

Thian Spptamber 11, 2001
came and passed, having hil
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us.and left us like
destroctive whirlwing: We il
axperienced the prolound
shock, angar and than
gadness of this aveant,
wiawing il time and again with
disbelief in the inhiumanity
and 2enseless savageny of
the-act. We all ached from
that, amd we all heand the
testimony that the world 25
wie know it has changed
foravar. That infamous day in
cur history did Tar more thamn
Cause us o grieve over the
loEs of fife and proparty. I
postponed, curtaiked, and In
SOHME Casas actually
peavented an-cvarwhalming
amount ol the good work
baing done acrees borders.
Fri Y casn proramm, our wiark
abroad was siooped
dltogether far a lour-manth
panicd Al e, and evan now
it Fag nol resumed in some
couninas. Progress in our
[fald, within many courirhies
that truly need the
assisiance, has baen terrbly
slowad down. Deafllirnd
peapledhe need progearns
and sanvices are now
delayed evan Iuribae in
receiviig help.

Al of the negative alfacts
of the tacmrists’ activilias
hava alfecied our lield so
riggatealy, and yel we aré
just a micracosm of the larger
wiarld paGiure, Thers exist
swan mora dire
COMEeuences o
intarnalianal ralations as a
whnola. It 15 5o aasy to lal that

gay dash our idealistic
Ehnking sbout world unity
and globalization in the best
sEnze of heword, IE s an
templing for wealthy naticns
lo retrench, 1o guastion hedr
giving and to hecomea
tzodationist in their thinking. i
ig & chmate in which doaces
and foundations might take
the position-of halping our
g firstand iofamasl o he
ahandonment of inamatlisnal
caussE, The scoianses of
wealthy countries Fave boen
effectod negatively, resulting
ire climinlskaad investment in
poorer Countreas.

115 & respansibdity far
gach of us individuzlly o ot
b thes Bagpan, Wa musl
carry an with cur Intarnalianal
woek, mara determmnad than
aver 1o lasier an anwrenmant
al mwlual suppodt. We need
G regumea aur werk abroad,
with each ather. wharaver the
dangars subside smopgh o
make it poesibla, We must be
outspokean &t & local leval in
support of infermaticnal
collabaration and investmant
with absohute confidence m
ihve goodness we have
exparanced in gur fellow
hiumans evenywhears. Abgve
all. we cannot lel sengaless
acts of errorism demoralize
i or dampen the spirit of the
internatianal family that i
EMErging in crganzations
lika Deafhiind Internationial,
Paace.

Michaal T. Colling, President

EDITORIAL
Hells!

Wie hava given way 1o Mike
tiis fime bt this magazine is
il 3o bisrsting. We lesd on an
infrigeEng yoga pragramme for
yaung-deattind children which
Is-proving successiul in
Chennai, India. We-also have
ffocus on the developmenis
in the East African countries of
Kanya, Tanzania and Uganda,
which are sharing expetszea
and gaining political and public
aunport for theair wark
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We must draw your
attention fo & magar
announcament of the Dl
Warkd Conference next year,
hosied by the Canadians,
and reach out to youal in
this edition for your
participation!

We have bean very well
supparted this time by our
regional news providers oo =
thank you all, Keap thosa
stories and artickes coming In!

Eilean and Franoas
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Practicing yoga with

deafblind children

In thig article Dipti Karnad deseribes the way in which the praciice of yoga is making &
real contribution ta the lives al deatblind children at the Sadhana Unit for Dealbling
Children a the Clarke School for the Deal, Chennai, India

"0ga is & scianihc

system of physical and

mental practices thal
originated in India mara than
three thousand years ago. 15
purpose is to help each one
of us achieve our highest
patential and to expetience
enduring healib and
happiness. With yoga, we
can gxiend our healthy,
productive years far beyond
ther socepied norm and, at
the-=ame time, improve the
muiality of our lives,

Bacause yoga works onsa
many: different levels, it has
great potenfial as an elfectve
theragy for chronic diseases
and conditions-that do ne
respond well to conventional
treatmeni mathods. For this
reason, children with
disabiliies who praciice voga:
oiien surprise their parents
antd 1eachers with their guick
mastary of basic moior,
communicative, and cognitive
skills, The same yoga routing
can halp chikdren with
learning disabilities deveioa
greatar concentration;
balance, and composure in
thair dally lives.

Yaoga requires quist,
consistent apphication, it doss
nal requine that we Transform
oursalves overmght into
something beyond our
capacity. Yoga begins by
accapting aur limitations,
whatever thay may be, and
working with this sedfs
aocaptanca as a basa. In our
daity practice, wea gradually

In yoga,
the body is
looked upon
as the
primary
instrument
that
enables us
to work and
evolve in
the world.

leamn o transcend our
fimitations, one by one, and
in this way, real and lasting
progress is possible.

Yoga helps one achieve a
balanced =take of mind, a
healthy body and work
afficiancy through
corcaniration, alerness and
amational stabilily. Yopa
maans ‘1o join or yoke
logether thereby bringing the
body and mind together in
ohe harmanicus
expariance.” The whole
syslam of yoga s built on
thrae main sfructures:
sxercisa, breathing and
meditation. In yoga, the body
Is Ieoked Upon as the
primary msirumsnt that
enables us to work and
evolve in the world.

Harce the axercisas of
yoga are davisad o put
prassura on the glandular
system of the body tharaby
incraasing its atficiency and
total haath. Breathing
technigues are basad on the
cancapt that braath Is the
saurce of life In the bady and
through yoga ane increases
breath control 1o improve the
health and function of both
biody and mind.

Regular practica of all
three parts of this structure of
yoga producas a clear brght
mind and a strong and
capable body. An integrated
series of balanced yoga
poses increase body
awareness, sirangth and
figxihility. Specialized

Dipti Karnad

braathing exerclsas and
relaxation techriques
fmiprove comnsantration and
reduce hyparactivity.

Yaga and
deafblind
children

Just as normal childeen can
benelit from yogasanas,
disabnled children too can
derive many benelils from
laarming to practice yoga
Howewer, teaching vogato
the disabled, espedcally 1o
peapie who are deafblind, =
a Hercubaan task, which
wihan achieved pays rich
dividends. Dealblindnoss is a
sansory impairmant whare
both vision and hearing are
affected. Although the dagree
of impairment ditfers fram
child to child, it might bea
accompanied by otfer
physical or mental anomaliss.
Some deafbénd chidran may
Tequite assistive devices
such as spectacles, hearing
aids, mobiliy aids; as well as

Cbl Review



augmantative and allemative
communication ke sign
larguane, communizalion
boards, Brallle, o large print.
Wany-may need these
facilities throughout the day
&l the saven days of tha
waiek, iwelve months of the
yaar; in-fact all through their
lifa. Parenis; teachers ard all
concarmed with tha life of
deafoling people reguing
patienca o work with such
individuals,

Vilhile introducing voga ta
the dealblind, multiphy
handicapped studentsal the
*Sadhana” nitfor the
Dealblind, at The Clarke
School for the Deal, Chennal,
inclia; the staff fiad In mind
the following aspects:

# 1o helg chibdren co-
ordinate the activities of
e myind and bl'.‘llﬂjl'.

# 10 reduce the distracted
stata of mind and halp the
ming ta diwel or the
prasent activity.

& 1o actively incresse the
akbdlity ta concantrate an
e presant aclivby.

Every moming the daaflind
miukinandicapped children
maet ingether for Maming
AssemiHy during which tims
ingense is burnt and prayers
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sakd. Al the and of thea

assambly, childran are fold
*tima for yoga™ and guided to
Lake ofl thair shoes and
gocks. Than thay ara lad o
thedr piaces in tha yaga hall
with wo alder children taking
Up thair positions in front of
e group, Fous siaif
consisting of three specal
aducalors and ons
accupaianal tharapist, teke
up thair positons in front of
bt or alongsices four
iotally blind children, Of thess
{our children., ane is totally
diealoling and thrae are folafly
Blired wilf audilory processing
proolems. The stutents with
liow wision follow the oldsr
chuldran while the stalff work
with 1he fotally Blind students,
As fhay do this fhey aiso
meniar the others in the
graup,

Each yopa sassion siarts
with pranayama or bragthing
tachnigquss. Doe 1o individial
differences, adapiations of
Prangyama, asana of
exarcises are made, Each
Asana consists of Three
ceguences namely
preparation, main pose and
compensatan ar
counterpose. After each
asana, the students are given
rest so that they do moi
becoms breathless or tired.

Each yoga sassion
culminates with mieailatan i
whiesh the students sit dross:
leggad with Lhelr palims lacing
oulwards, inces lireger halded
o fouch the thumb and eyes
chosed.

The special edooators Use
varaus sirategies suitable {o
aach individeal child, Some of
iha stralegies ara:

# Individual instruction
This has been found
necessary due to the
difference in degraes of
dual sensory mpairment,
cognitive levels and
physical abilifies

+ Modelling This iz being
wsed in differant ways: The
totally deaftling child
naeds to wark in cloge
phvsical contact with tha
teacher, whereas the low
vision child mitatas his
peer ar the more able low
vision child can fedlow
phictegraphs or cue cards:




+# Paor tutoring and spatialand body awaieness, Aeferencas: i
peer relnforcement cenfidence and Ths Yopa Aeview ValV, No 1 & 2 1885-
Thiz has shown good concentration. Our tolally Krishnarmacharys Yoga Mandiram-Chennal.
| results. deafblind childran have leamt  vogs for the Special Chil: A Therapeutic Approac
that there is & workd beyond g infants and Ghifdren with Dowrn: Syrdroom,

# Posilive thinking on the

thisir ingertins. Carehral Palsy, and Learning Disabiities by Sani
; EA =T . o i EEHES
p;:r: ol tI.1-9: -tl‘-?“":mﬁ_lzsh Clur staff has andeavoured  Sumiar, Yooa and the Spaclal Child -
g PSR RSN to prowe 1hel yoga can be wvra.specialyoge.com
Objactives selacted ara ik ata: deamiiid and
within: thie capacity ot pach o oa D e i Ariicbes by Surmar Soma Sumar Aenate — Cauriesy

mullibandicapped as well T
Hard and ehallanalmg work
but weall worth i1

shudant. but nct 5o low that
{hey would be too aasy 1o
achieve. This, along with
the phy=ical abdity of sach

student, has been the A Special Educator’s experiences in teaching yoga
priority during planning to a totally deafblind child. P.Srinivasan shares her
& Communication This thoughts on teaching Vijay

has baan the key o dha

syucoess of aur yoga -
sesgions. Taachers make Vijay and Yoga

sure that they use the Taaching yoga 1o 1f1§.l de_a!'hlind has bean 3 Mnllihg-?xper_lunm for a special
hicict ar gt aduaior ke (me, Yijzy Krishna aged twelva is a fotally deafilind boy 1o whom
gommunication mode — | have imparted yoga since Juna 2001, He has lsarnt six lypes of Asanas for |
sither "on the body signs’, which Fhava hallowed these sleps.
el communication, 1 Patora staring the yoge oiass | sign 1o him, “Time {or yoga® and make Him
signs, Geslures or onal stangd-slrakght in his place. '
languags. % | gtand behind him so that ha tesls the movements of my chast and
+ Regular practice by stomach while brathing in and aul
the teachers 3 Then | sign, "Start yopa'.

themsalvas This has
engbled tham o beifter

4 I order 1o toach AzZanas Feiand jusiopposie fim and oeforming
understand tha difficulties movements aliawing him 1o touch me 5o that he can cogy my body

, oty movEmeanis. I
and given tharm an insighl : : - ;
info planning alralagles for 5 | have made him awadre of cerait cues ke when | touch hes slbow he

] raises his hand and whan | tsich his head he bends.

Yoga has becams a popular b this way 1 have successhully inducted Vijay inte the beautitul art-of yoga,
gart of fhe routine in tha Wijay makes use al his residual vision, a2 he Gan see the sihaustie of othess in
Sadhana Linit and no child a bright room at a distance of five feet, and his residual heanng, veing his
wants o miss il Parents fieanng aid, lo Gslen o the drismbeats. By ancouraging the use of ressdied)
renar that thelr children have wision and heating | have faded prysical peompting. My aim for Vijay 1S 1o
motivaied them to do yoga riiake him proficient In yoga for developing concentrafion. attenticn, and
and thai they heve anrolled resgkatinn,
themsefves in yoga Casses My advice 1o everyone who wishas ta teach yogs 1o the deafbilind «:
We have noticad thal that
forty five minules of yoga ® Fix reafistic goals
avary morning hag enhanced ® Heach the fargat

| pariormance in the activilies @ Stick with tha time

invalving movement of aur i :
daatbiing studentelt has & Use appropriate ralflorcamant.

naw they can understand ® Provide immediate feedback,
vocabulary like *firet, next, & Think positively.
:‘i‘;qﬂ?ﬂ;ﬁfﬁ:ﬁ:ﬂd” » Communicate with the stugent appropriately.
saguential memory. Mast of » Praclice yogasanas planned for the student. yoursed,
them can el which asanas & Never lnse your palience.

fallow one after the other.

i Saied oAl im e Thesa are the main sieps 1o teach yoga o the deafblind,

Dbl Haview
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Deafblind culture

in the UK

This article was developed from a presentation mven by
Susannak Barnett at the national conference of Lega de Filo
D’oro in Rome, November 2001, Susawnak is Research and
Pracrice Development Qfficer for Sense and is working on a
Masters Degree at the Unnversity of Bristol, UK. Her research
area explores the idea of Deafbiind cultiove tn Britain.

Deafblind culture in the UK

When Linigally begen my research, my concern was to
idennby whether o Theafblind culnire exisms in Brirain.
The subiect hrs been considered i other counrnes bt
there 15 o substintial sesepech in the UK.

My work so far

This arucle i based on'the cutcormes of the fise ol wao
studics, The fndings mdicage thar, ot this present dme,
there 5 o Deafblingd culmere i Botwn sith whick the
majorty of Deafblind peopbe den easily identify. However
the findings do indicate that beang Deafblind does predute
g umigue expemense snd those who have this expenence
have's common bongd, The need o usdersmand whar it
micans e be Deatblind from the perspective of Deafblind
peophe themselves s what B irportant,
§ mronated ik o dincinss this in three pans:
# toconsider what 15 meant by “culture’, and how this
iz detined;
# 1o highlight some of the difficultes for defining 4
DPreattlind culmure:
# to look at the research itsell wnd some of dhe
findings.

What is culture?

S ithin our waorld there are many different groups of
peeple cach with a culture that 15 wnigue o thar group.
Some cultures are determined by geographical locavion,
people living in one ares can be smd 10 be pan of one
culture, Groups who follow certain religions mav also be
defined as having s unique culture, Different culrural
groups may have similanties with other groups, bur
hers are dlss certdin aspects that reowin unigque 10 thar
parmicular group

Culmure can consist of memy different arens, On one
Fevel culture guides the way individuals think and
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behove through maindaming cermin beliefs, inguage,
rules and behaviowr pattems, On anothes level culmuse
provides uy with mooes, stroctune und undemstanding
ebout ourselves. Culture lesds mdividonls px an
understanding of who they ars and where they are from,
It provides an ideniity, a sense af belongng. Culmge
gi";:s El':t:ll.‘l'i:l:l.g o lafie"s u:r;pl.'r'.il.'nl;;l.':;., B culieee cannE
exist in molation, The riles, behgvioar patterns,
srrocture and mesnings have 10 be gpreed with others,
Culture can only develop when people come together.

Defining a Deafblind culture
- the problems

The fandamencal problem with-defining a culture based
o the state of being Deafblind revobves eround the fact
a 'pure’ Dxeatblind coliure canonly really be identified
in people who are Bom Deatblind. This is the group
whose cotal life experience resules from the state of
bring Deafblind, Thes: sath sogquired deafbhindness
have the experience of being sighted or hearing or both
hearing and sighted first before becoming De=afilind.
These different experiences will have had mfhsences on
their cultural development and thersfors people with
acquired deafblindness cannor havre godess 1o b "pure’
Dieaftblind: cultre

However, identifving a “pure’ Deafbbind culture in
people with congenital deafblindness 15 difficult because
many people in this group pedple alsa have other
disabilities: Individunls with congenital deafblindness
uften do-not have formal language skills and we can only
puesy gt the extent of ther awareness of themsebes and
of others aroiind, This is a difficult sinaston fom
reseprch point of view, but olso imphes that wathout
languaze skills or an awareness snd contict with other
people in'a gimilar position, it becomes difficult fora
groauf culture o develop in a conventional way,

It may be that there are people with congenital
deafiblindness who are able to participate in my




research, hivweser, so far 1 have umbm%ﬁmhﬁ'
anyone with the necesary communication sillls o s
s @ representative of a possible *pure” Peathiing
culture, Withour such upmmtumu:mqqt-pu@'ﬁhhm
define a ‘pure’ Deafblind culture in oy o Wiy,
Diefining & model of Deatbling culksee based on the
experiences of those with soquirsd degMilindricss has to
be developed on a different basis. Frodi the point of
view of communication, research is pessiblie. Althougl
methods of communication are vared, ndividuals arc
able vo express their own thoughts and ideas. However,
individuats who acquire deatblindness come ffom Deaf,
biinet or hewring-sighted cultural backirounds. These
different culural influences must be tiken iN0G ACCOWNT.
The key poing here is thac maemﬂhnn whiaz
Deafblingd culiure might mean for people with acguired
deafblindness cannor immediately he sssumed o also be
represemtative of individuals with congemal
deafblindness. We have no way of Knowing,

s TiT R dhdaeh i U L sn it el
The research ﬁnd‘mg&

The research has been undmﬁk.l:u &?mnll:mi the muost
of modem techaotogy and ﬂrnl:ﬂnq'. questiomnaices by

e-mail, The explorasory mﬁmﬂﬁm& ten Deafblind
people with waquired dn.alhlmdﬂu&ﬁnm ull pierts of dhe
UK. ..E.sin;tmnr:hﬁ' Were vcr} éim: s iy ded
ﬂ:ns:m’th [eat, blind or I.t:an:i:lg .Elgghlcﬂ.mlmnl
ﬁmkgmm-m: Tn the initial srages the question T was

. g to answer was whether there 5. 8 Dealblind

ctlrume in the UK. This was achieved by looking ar four
rzas inctuded in the definition of cuttare. These were:
# Associations and contacts
# Langunge choice
# Behaviour
# [dentity,

The research t‘m:lmga.wcr:;:‘i:?a.h;atbﬂb}r asking the
question: Ts this evdence of 1 Deatblind culture or as
part of o wider Deafblind cxperience?

EEL A T R
Associations and contacts

Tt has been established thara culture cen only develop
where there are 4 group of people who share the same
idens; beliefs ind established behaviour patterns. Ha
Deafblind culrure i3 oo develop then: nood= g0 be regalar
pomtact betwesn Deafblind people. However, only three
people wha ook part in the stundy had ever met anogther
Deafhlind person. Only one of these people had regular
comtagt.

Deafblindness = a low incidence disabilicy, The
oppomunities for meedng other Deafbling people are
lirmited, For thoss who Live away from the big tovws aod
ciries, this proflem i intensified. 1t i also true that
sometimes ndividuals make a decision not to meet with
other Deafhlind people, howeyer, more often Deafblind
people do not have the oppormunity 1o maks the choice.

It is also important oo Ioclk 3t the Gmes when

Dreafblind peaple do come together, The theee people
mvelved in the stody who had met other Deatblind
people recorded that these meetings had becn at
gonferences or other events man by either one of tie two
arganisations in Britaim for Deafblind people. As a
resull, opportunities for meenng are limited in that they
may only happen onoe every six months.

The other factor, which needs considerng, 15 the
influence of ‘outsiders’; people from another caltore. Al
the individuals whoe wok part in the study mentened
the use of professionals such as interpreters, guides, or
commurdcatar guides at some point Thisis sigoificant
because ull thess people comie from another culture -
usually 8 hearing-sighred colmure. The guestion s what
mfluence do “ouisiders” have on the development of a
Dreafblind cultars?

T sovmie extent el culrures have o exist within the
framework of witer society and thersfore can never be
truly independent. But most cultures do have tmes
when members of the culture come together 85 4 group
ond “oursiders” are excluded, eg. heaning people are oot
usually welcomed at Deaf clubs. A group of Deafblind
people do not heve this exclusiveness in the same wWayy
‘pursider’ influences from other cultures in the form of
interpresers’ guides ore always present to enakle
commumnicasion and maobilirg.

The presence of ‘outshkders’ may suggest thar Deafblind

To some extent all cultures have to
exist within the frammework of wider
society and thevefore can never be

truly independent.

cultere cannot develop becouse 1t can never be oruly
independent. Alrermately a definition of Deafhlind
culmure may simply have o inchade the dependency on
interprerers’ gubdes and other profiessiondls asa
necessary part of the cultere mself,

Another oppemunity For Deafblind pecple 1o
communicane with sach otheris-through technology.
The setting up of the Internét and B mail systems has
mazde access to information o the wider world much
more accessible. Deatblind people alongside hearing-
sighted peers have besn able 1o bernefic from new
technology, Through the wse of the e-mail system,
Dentbiind people con communican: directly with- cach
other and #lso as groups on e-mail group lists. The ten
people who ook part in this study were idenrified
through this source, For seven people in the study this
was the onfy point of contact they had widy other
Dreafblind people, Through e-mail Deafblind people a3
individuals and s a group have the opporunity to
discuss issues, ideas and topics relevant 1o them, ofter
advice and suppont and also just experience general
convermation: Ths method of communication is
imporant hecause it s frée from ‘oomider’ imfheences,

In one senss, it would be wrong o claim that &
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culture cor be establshad through eomtacts and
relationships built up in cybenpace alome. 1 s would

be a very limiated view of caltore. Tr also hay tobe
acknowledged that not svery Péafblind person may have
a pomputer. However, compaters and assocmted
technobogy ane becoming o greater part of svervones’s
lives mciuding the livesof Deafhimd people. The
benefits of computers for Dealblind people must be fully
exploired

]

Language choice
The argument hos developed that Destblind people

mist come together, if & culiure is o develop. Equally
important is the use of 3 commen lenguage as the
pnifving factor i the development and maintenance of &
culture, A common language 15 the way cxpericncss and
behiedd are shared and meinforeed and by which a cultars
is established ond passed betaeen its members, Thc use
of g particular Ianguage also identifics ndividuals witly o
particular cultural group. Sign langaare i idennified
with Deaf culture; the use of spoken English reflects a
Brtish hearing culture. Braille is & communication
method az=ociated with blind people.

Dreafblind people do not have & common language as
a-grosp but use different langoages and communication
methods.: Individuals in the study group reflecred a2
whale vanety of communicarion preferences. This
mehaded sipn languars, deafblind manual, spoken
English and Brsille, As Deafblind people use 2 variery of
communicnoon methods, we have 1o ask the question,
con i culturs be developed and passed berwesn s
members in-the same wav? Wihers i3 0 Deafblind
culture it connot be defined by the vae of one particular
identifiable language,

A common lanpuage is the way
experiences and beliefs are shared

and reinforced and by which a
culture is established and passed
between its members.

A second éred to comsider = how lenguage preferences
i’ people with aeguiced dealblindness were affected by
the oreset of vision und / or heanng loss. Again the
redults were mixed. An mdividoal whe came from a
hearmg-sighted backypround noted she was ztill able to
use hearing and spesch although she hod also learnt
Dregtblud peamusl to use i noisy sitnanons. Another
individual hid changed from using Brtish Sign
Lunguuges to hands-on signing as her vision deteriorared.
A& thard individoal wha used spoken English and lip-
reading recorded thut she had not felt the need 10
chonge her communication although she acknowledged
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that she might have 1o in the fomre if hir vision hearing
deteriorared.

The results indicate thar changes To Commmanicanion
shill reflected the backeround culoaes] gooty. Fos
example, Deaf people Broughe op asing Beitish Sign
Larmiage adupred o whing hands-on oF visual Traime
gigning. Thoze who vsed English-aqa firgr language
edapred o the wee of the deafblind manual alphasbet, as
thi= i il aged an the Englisly ogeaes. The reeson
forthis may be simply thar pesple adapt 1o use s
Ianguage that is most accessible o therm based on whae
they already know, But, more fundamentally, this 1s
linked oo the reality thar Deafblind people are isolated:

*Peogple have asked me before if | want to leam sign
lassguage, b 30 T elwd, would 1 hare snyone to
commenicate withs"

In generul, other peoplewho the Deatblind person is
i gontach with will contmse to wuse the language that has
abways Been wsed, On becoming Deafbiling, the individual
& unlikely to suddenly be tmnsported e another culmee
it A wny SOmecne moving to enother counere might. The
individual holds on to what they knew and what is uscful
to thiem i their mmeediate surcoundings. Any changes o
comnumicition made necessary by changes in wisiond
hearing are still based on the background fanguage and
culoural noots, Langrasge use is determined more strongly
by the cultural environmen: mowhich the Deafblind
person was brought up in cather than the Jater experience
of being Deathlbind.

S0 we koow thet 8 Deafblind culrure cannot be
defined on the basis of a unigue language, and thar the
lungunge choice of those who acquire deafblindness s
still linzely based on the language used by the
community they associate with. On the reverse of this,
we might also ask what language is used on the rare
oecasions when Deatblind people do come rogether?
The paint here 15 thar just as there i no one defiming
langumge, it 15 alse oe thar Deafblind people do nos
exclude others on the basis of language. Within the Eveal’
compnity, individuals who dio nat dac siegn binguage
are lucgely excluded, Yer if a Deafblind pemson amtends a
conference it fs notcesble that other Deafllind people
will adapt their communication oo try and mess diflferent
commumnication needs. The readon for this iz that
giatherings of Deafblind people cannot afford to be
exclusive on the bazis of language, because of the
olation that 15 expericnced in everyday life.

Behaviour

Certam behaviour patterns are the curward setions of
culture. The way individuals behave roward each other
i5 pgreed within 8 culiure, Behaviour has 1o be
sonventional. The research has been conducted vin
e=mail, Establishing crireria for rules of bebavicur has
only been achieved as far as individuals have expressed
their views, rather than by divect observaning. However
the stucly in general has highlighted some general points.




When Denfhlind people mees cach mm
wavs of behuving hegin to emenge. ﬂmﬁhﬁﬁ

Deatblind people meet and grest each oth T
they start or finish 2 conversation in sccepted:
de Deafblind people stact menwuﬂ"ﬂ'ﬂhm.n eulpueal
context, these sorts of behaviour m—mﬁﬂfmﬂ!

In mecting somacene ind begimmng & conversation.
the reliance on others conrinues to hive an influense.
One Deafblind pervon explained that when he went 10 &
meeting, he alwaiys had 1o ask his eonEnicator Fuide:
1 need 1o go. wridl ealk 1o fohin, can yow Lo R

When that conversation had ﬁnmﬁg&fhtmmlld then
sk To see gnother pesaon, and su it contirued. This
example highlights the Deafblind person’s reliance on
hig guide to mke him to the person be 'milﬂ.tﬁ.it;, anil
possibly also to interprer duning the conversation. Tt also
suggests thar Deafblind people often have a specific
renson for going o talk to somenne rather than juse as
an opportunity for general mnrmnﬁnﬂ

O the reverse of this, & second sxample:

=The problem with being Deathhind s thaz you often
have to wait for people 1o come and ik toovon first.”

Through touch and the later use of
the fmagination, deqﬂiﬁﬂd people

'*Mema-x:ﬂmaﬂuﬁi. Twcﬁm

perceived, used and understood by
deafblind people in very unique
ways.

This person did not need 1o talk 1w specific people so
she was 12t alone, If § Deafblind person does not bave
an awanchess of other people in the roam, they aze left
to stand along o wait untl someone else mukes the firse
move. Genversation only happens on other peoples’
terms. The question is then- what happens if other
p:-np}e dio not make the approach? Deafblind people are
again lefi imolated. '

The whele arca of intersction between Deafblind
people is the Eub]rctnl"nm}ﬂrrh 1o irself; and there are
many other examples, However the key point = this. It
hies been established that physical mohility 55 o problem
for Déafblind people; but when Deathlind pﬂﬂph are
part uf lurger gatherings, social mobility can also be &
probiem. The patierns by which conversations are
initisted and take place still kave the charscterstic
relinnce on other people, both in directing the Deafblind
pﬂammﬂ'tt right persen ﬁ.t‘tdmmprgnn.gthg
conversation. If this intersction doss not happen, the
Dreafblind person is again leff faclared.
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Touch

A significant arca not yet mentionsd iz the whele issue
surrounding the way Deafblind people use the sense of
touch. One man poinged out:

“If won talk abour Deatblind culture, the most
important thing is touch, Deafblind people use touch in
wiys that no one ¢lse docs for feeling and
commmumiction, for lerting someone know you ane
there,”

The =ense of touch is used by Deafblind people n a
waricty of ways: vouch is used to explore objects and the
general environment, It is an cssential part of different
eommunication methods such gs Deafhlind manual,
hatds-on signing, or Braille. Touch 15 used wn acoess
informaton, Touch 1s also used as o way of gelting o
perkon’s attention and contimued contact is a way of
assuring semenne they still have your stienton.

The use of the sense of touch m sach a wide vanery
of ways i something that i linked to Deafblind people
in particular. Blind people also use touch to access
information. Deaf people may use touch 10 anrect
somecne’s attention, However Deafhlind people use
touch o o much greater exent

One example might be the ole that touch has in
communication. Through physical contact with the
other persomn, a8 well a5 accessing conversation,
Denfhlind peopls, are able 1o percrive feelings abuout
persenality and mood. The act of reaching ot and
making physical commet becomes an extension of the
individual’s personality.

Taouch also has 3 vital role o play in refation 1o the
use of imaginaton. Deafhlind people use touch to
explone their immediate surroundings to ensble them w
bruild up a picture of their surrosndings in their
imagination. Touch 15 part of a process te provide
meaning and context, Through touch, and later the usc
of the imaginstion, Deafblind people coase o exist in g
void, Towch & percehved; wsed and understood by
Dieafblind people in very unigue ways:

= s BT
Identity
While behaviour partemns and languags 0se ane puwird
manifestations of defining o culture, there 15 alse the
important factor of wlentity. This refers to the extent w
which an indivichaal fieels part of, and comfortable with,
the practices and expeniences of that culture. The
concept of identty can be considered on two differens
levels, The fizst level may be described as “group
identiry's the way individwals publicly describe
themselves and the extent o which they take part in
group activiies. The second level of individual idenrity
refers to the ‘inner’ experience: the feelings and
experiences that are important o an individual.

‘Ciroup identity’ refers to the way individuals publicly
describe themselves, Individuals may describse
themselves as being British, Buropean or describe
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fhemselves as following wcermzin religon. The werms
individuals use o describe themseives suggest
wssociaton and membership o a pamoular group.
Withisn this it also sugsests that indivichands subseribe 1o
a ceetgin ser of beliefs and follow & defined hehaviour
patteen, The rerms people 55 1o desenbe themselves
indicite a partcular calteral ideatiry.

Those involved i the spidy were asked what term
they would use 1o describie themeeives, Only one parson
described himself ss being “Deafblind”, Other
respanees incloded being “Deal with-a visus!
impairment™, or being “Usher™. One person statod whe
had never really thought sbout ir

Wihere is 2 defined Preafblind culoure which people
are farniliar with, it 3 Togical tha: people describe
thémselves a8 being “Deafblind.™ Thore are sevem]
possibile reasons why this does noc happen.
Deafhlindness crestes an imege of somsone whi is
paitatly Dheaf ancd totally bimd. Indoviduals may choose to
use ather terms smmphy to give clear infonmation abouot
thar namre of the hearing! visual loss.

Individuals with acquired dewlblindness may alio
wont -t eetain their old associations. An mdividual with
Usher (tvpe 1) described herself as being “Deaf with o
sl impairmeent, ™ This indrvidual had a Deaf calraral
hackgraund and was bought wp by Deal pavents within
the Dleal Community, The seli~identification of being
“deaf wirh visual problems" muy be a way of securing
e g0 the Deal Community and maniaining & Deat
cileural sdegcicy. Individunls with o stremg culoeal
birckeroapd are relucmEnt o move o what appears o be
the uskniwn territory - of the workd of desiblindness.

Tt ereay also be true that, within the UE,
deafMilindness = g6l seen withm o disability framework,
ruther than from a culnaral perspactive. Az a
companson, within g Deaf cnlmure perspective, the werm
*“Preaf™ iz seen as a positive term. The caltural rooes
instil pride in s members that ot i good © be Deafl
However deafblindness 15 stll predominacely seen aa
negative, within a disability framework. Feople, who
iy ofhierwise be categorised as Deafblind, chose nor to
iiie this term becauee af its assocmied fegative
imphcateoms.

The zecond lével nf the inner deniny refers o the
gy people understand themselves and their
relspionahips o others. This inner ideatity may be
deiribied g g sense of clnseness to otherd, the removal
of burpers and the fesling of shared experience of the
wearld, This feeling of inner identity is hunted s

“Tg v hae first Dieafhlind conference 1 had heen wo,
Lwould o dgain ot my communicarien would need
improve, then nuaybe T would really feel [ had come
home"

It 15 this feeling of ‘coming home® which is the real
irmer sdentsiy. It is the situstion where Deafhlind people
are equal — having rthe same expeniences and
understanding of one another and those around theps,
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Uniqueness of the experien

of deafblindness

So, the centre of my whole argument i that people who
liave both a vision and hearing loss have a unique
experience of the world in a way which only those who
bgive this experience can fally appreciace. It is the
Deafblind experience thut Mnds Deafblind people
together, rather than identifiing with a caltural group
In one sense the factoms of assodianon, language, group
ideatity and behaviour are part of that experiencs but
they are also the result of that experience. The way
people act and relate o the peaple arvund them is de
mesult of the votal Deafblind experience. This i the
senae of “coming home™ whick 15 referved 1 above.

Deafblind culture or Deafblind experiencer

My research supgests that there 15 nd established

Treaiblind culrure in Britain.

The rewsons tor this inchade:

# Tregiflind peaple do oot mest cegularly enough - e
hosie prnciple of community Jife as & lecanon for the
sharing and ransmizzion of culture cannor be
realiged.

# The absence of a unigue lanpuage wssociated with
Diathlind people.

#® The aspect of touch is posaibly the nearest we have
come to defining an aspect of 8 Deafbolind Culture,
bt thisalone iz not enoogh.

# The fice that many Deafblind people do not sge
themselves a3 “Deafblind ™ sugeests: thisbr cultural
wlemtaties e elsewhere.

The Deafblind ¢xperience

Huowewer, T beleve there iz a comumon experigcnce sharixd

by Trendblind people and it 15 this that we need to

understand in more decail. The questions we meed 1o

asle wres

# What dbesin meean 1o be Deafblind from the
perspective of Deafblind people themselves?

# How do Deafblind people perceive the world aroimid
them?

# VWhat are the means artached to these expenences?

It 15 these questions which have formed the basis of my

seoond study which i3 now almost completed.

Conclusion

By definition culiure gives meaning 1o life expenences,
Therefore it is the expericnoes that beoome the
foundetron af o culture. It may be in the fotare that an
urderstanding of the Deafblind experience and gowimg
opportunities for the sharing of idess amongst Deafblind
people themselves will be the foundation of a unigue
Deafolind caltire.
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PRENATAI

Prenatal genetic
testing for deafness
- do families want it?

Barhara Carmichael is a Clinical Nurse Specialist in Genetics and this study
was underiaken as parl of a Masiers degree in Human Molecular Genatics

with Counselling.

At the European Usher Syndrome Study Group meeting last summer in the
MNetherlands one of the participants, Dr Maria Bitner, from Great Ormond
Street Hospital in London, described the work that Barbara has done with
families. Barbara has kindly agreed to let us print this paper in full.

introduction

Achvances in-genatic testing,
and (n the understanding of
the genetic causes of
deafess, mean thal prenatal
diagnesis for deafness has
become a possiifity for
some familles and s ikely to6t
becoma mone widely
avatlabbe in the fulure,
Althwough there i some
anecdoial evidenca thal
families might wish to use
prenatal Testing 1o avold 1he
birth of a child with deafness,
thiere: 5 [imitad abjective
Information about famiies
views, A study was carried:
out asking hearing parents o
deaf chitdren about their
viaws on prenatal testing in
genaral, and on prenatal
lesting specifically for
dealness. The families were
alzeo asked for thair views on
& naw method of prenatal
diagnosis, called pre-
imipdantation genatic
diagnosks (PG0),

Uintil recently there ware
twia methods of pranatal
lesting available;

12

amnioceniesis and chononic
villus samgling (CYS)},
Ammnacentesis cannot be
carried out urtil around 16
wesksof pregnancy, CVS
can be done sooner al
around 1 weeks, bul carrias
B greater risk of causing
miscarmage.

Framatal diagnosis with
amniscentesis has been

“avallable for over thiny years,

and CV'S has been in use for

‘Abolt wenty years. The

numbsar of conditions that
could be detected using
these methods was Emited at
Ferst, Initially prenatal testing
was used 1o detect conditions
Caed by a chromosomal
abnommality, for example
Cown Byndrome. As
technology improved, maore
conditions could ba Identitked,
bt the real expanson in
testing has.come in the last
decada, since we began to
understand the underving
aenetic cauzes of differant
conditions, &nd o dentfy the
gene changes respansiie.
Both amniocenteses and

CNVE require a pragnancy 1o

As technology
improved, mors
conditlons could
be idenlified, but
the raal
expansion in
testing has coma
In the last
decade, since we
began 1o
understand the
undertying
penetic causes ol
diffarant
conditlons, and
o identity the
gene changes

responsible.

have started before lesting
can take place, Pareats who
find thair baby is affecled
have to dacides whaiher o
cantinua o to tarminate the
pregrancy.

More recently a different
meathod of prenatal diagnosks
hias bean developed.
Preimplamaton genetlic
diagnasis {PGD) combines
in=vitra fertillsatian (IVF)
techrdques wilh genetic
diagnasis. Embryos are
created outside the wamb,
and tested for the genatic
condition bafore they ara
imiptantad. in this way parants
can chocse only to have
unaffectad embryos
imptanted, avalding the nead
for invasive festing on tha
pragnancy bater an, This
methed of diagnosls ks
theoratically possible far
some familkas, hut it is nol yal
widely availabbe and success
rates-ang iow

& study was carried out fo
gaise the leval of Interest In
PGD, and to determing the
views of hearing parents of
daaf children about prenatal

Dbl Review




ATAL

PFRENA

GENETIC TI

lasting In general, and.on
prenatal 1esting specilically
for ceafness.

The study

Thirty-two fEamilias wiene
aporoached io take part inthe
ey, They ware identified
frar the records of patiends
who had attended a
dopariment of clinical genetics
far geratic counselling. The

s lteria for inciusion were that
tha parants should ba heasing;
(hial they should have at least
one-dieaf chikd, and that they
should have undergone
genatic testing for s conramion
genetlc cause of isolated non-
syndramic daafness. The
lamilies ware santan Iniial
inforenation shoet.and an ool-
airt fermm fo retienn i thigy ciid
et wish 16 be contactod
further. Families who did not
restLirny thesoot-aut foem
recemed luber nfarmation
-abaut the difterent methads af
pranatal dizgnoss, and a
questionnsing. One
guastionnalie was ent for
agch paranl sa thal Balh had a
chanca 1o give their view.
Seventeen completed
fguashonnaires wars reiomad,
represanting a 309 responss
rata.

The
questionnaire

Tha guesiionnaire gonasistad
of 8 numger of quesfions
requinng & Yes/MNo answer,
and respandanis were aiven
space o explain why fhay
answered as they did. A
genes of guestions was
askied about atiiudes 1o
pranatal testing specifically
farcesfness, and also for
other conditions. The same
guestions ware then asked in
retation o prelmplantation
genetic diagnosis, Finally
paranis were asked which of
a number of oplions they
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would chioose i they were
planning another pregnancy

Attitudes to
prenatal testing

Parents were ssked i 1hey
would consider prenatal
diagnoss for dasiness, with
lerminztion of an aifected
pregnancy. Thay were also
asked whethar ihay thought
thiz should be avalablefo
othars, even if thay would not
chogse it for themselves,
Mozt respandents (15717 ieft
this was an unaccentable
option far them, and 1317
zaid it should not be avaiable
1o anyone, Comments from
theze parenis ipcluded

‘Daafness s Npl & f8ason 1o
aborf the pregnancy’. it is mot
Wia-thraatenig”

‘Daafness In a baby is
carlainly nol 8 reason fof
fermination. A deaf ehild has
&5 imuch mighl to Kle a5 a
hearing one and can have an
egquatly faifiling hfe™

‘Having a deal child does put
Glire prassuias OF 8 faimiy
b tha! would never be a
justiiahie feasan fof
lerminalion.”

Cine parant said she wauld
consider prenalal diagnosis
withaout termination of
pregnancy in arders o be
preparad for her child's
neads, should & be daat.

01 the two respondents, both
temale, who said thay would
cansidar prenalal disgnasis
{or themsaedves, with
lermination af an affecied
pregnancy. one commented

T would mot want the
streggles in gur fves, the
haarache we have
expenenced, and fhe woarry”

Those wh kelf prenatal
diagnosis should be available
made commeants suggesting
1hat it should be an individus!

choice and recogrised that
some peaple might Teal ihay
coubd not 'cope wilh @ daaf
child

I a person felf fral having a
deal chid would be an
irsurmeuntabe probien for
thearm, | would mal wisih fo
prevent them from hawng
prenatal gfagnosis”

Mozt parenis (1671 7] felt that
pranatal dizgnosis should be
awallable for scme conditions.
Parents were asked o
spacify what sort of
condiions they theught
lesting shouldbe availabie
for, The replies indicated thai
Irese parents falt it should
anly be available for *serdous”

diione
e Thote whe fell

prenatal
dingnosis showld
be availabie
matle comments
soggesiing that
it showld be an
individual
chnica ..,

"Sevare brain damage or very
cevirg physival oisatiity”

“For babves who would die
young of be n-consiant pain
..o NEeding medical supoort
24 hours a day”

Some parents fook 2 broader
viaw, recognising that “the
answer s mol bigok ang
whiles, If depehds on the
sevarlfy of e deabiity and
thar il's & very personal
chaice and depends on many
orcumstances”

Fourtaen parants said that
it thay were at risk af having a
baby affected with a-zericus
genetic condition, they wolld
consier prenatal testimg wilh
termmation of an affectad
pregrancy. Parents who
made further comments were
ganerally concerned with the
guality of life of the attected
childd, and alsa the sftect on
the rest of the family.
To gk having & child with
savere disabilifies would e
of graat concern &5 it would
affecd the me I need fo give
fa mry ciment - faimily

Yo mosh consider the
quaity of life the baby wouold
frave "
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Attitudes to
preimplantation
genetic
diagnosis

Farents were generally much
More pocitive about this
aption, with 11417 saying that
they would consider it for
themssives, and 1517 saying
they feit it should be m!ajlatrﬁﬂ
for others. PGO uma:thﬁrhr
regarcad as sthically more
accepiable than prenatal
diagnosts and termination of
Preqrancy,

The moral ditemma of
whethar fo termingte an
affected pregrancy is much
greater and more comples
than the decizion whather o
fmplanr an embnyp”

“This appears a good solution
— ethically scosptable
Anather parent (whe would

-natchoose prenatal

diannosis) stated: I | could

“eliminate the fisk fof having

anoiher geal ofild) [ woud™

Without exception, parants

f&lt that PGD shoukd ba
avallable for other cordtions,
A wider ranga of conditions
ware seen as being suitzhis
tor PGO than for pranatal
diagnosis. afthough ganerally
parents-gave examplas of

wanditions which would be

fegarded a5 serous. When
asked if they would chonsa
PGD themsalves to avoid the.
birth of & child with ong of
thasa conditions, 16717
parants felt this was an
acteptable option, with the
one parent who disagresd
stating her unwillingness to
underga IVF to achiave &
pregriancy as har reasan,

14

Although it
Is difficult
to draw any
firm
conclusions
from this
small
sample it
does

some

indication

of families
views on

the issues
ﬂmnatal
testing for

eafness.

.ﬁpil‘nns for

managing a
future pregnancy

Parants were asked to give
an grdey of praferenca to
different options if they were
planning a further pregnancy
assuming all oplions wara
availabla to tham. The
choices wars: no lesting in
pregnancy; pranatal tasting
and termination of an affected
pregrancy; ar preimplantation
genetic diagnosis. PGD was
the most frequent firel chaice,
fallowed by no testing n

pregrancy.

Impact of
deafness on the
family

To Iry o determine whether
parents' geciskars abou
prenatal diagnoses were
aMacted by their expsrance
et having a deal child, they
were askad whather thay falt
daafness had had an impact
o tha family. Thair answers
ware cateqonised as being
"pesitive” or "negative”, Six
parents fell that thers was a
significant impact which was
generzlly negative

“incregible sirain on the
whale famil.

Incredse i general slress
and anxialy. Lese fime for
ofher childran

"saaly | fesl It has had a very
negative effest”

Thrae parants fali the impact
had been positive

"It has tolafly changed the
way | think about deafness. it
has greally snriched our

"Our deal child is s brilfant.
¥We as a farmily are closer and
sumport dach ofher more”

Thrae parents felt that the
impact an the family had
been bath positive and

negaiive,

Summary

In this small study of a
selected group of hearing
parents of deaf childnen,
there was low interest in
pranatal diagnosis for
dealness, with termination of
an atfected pragnancy.
Although a significant
propartion of parents falt that
having a deaf child had
affected their lives in g
ragative way, they did not
feel that prenatal diagnosis
and termination of pregnancy
5 an acceplable maans of
avoiding the birth of furthar
aftected chifdren, Some
parants fefl the choice should
be available far others. Thers
was considerable interest in
preventing the birth of furthar
deal children withoul
undergoing termination of
pregnancy. Although it s
diffigult 1o draw any firm
conciusions from this small
sample it does provida some
indication of families views on
the issues of prenatal testing
far deainess.
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PERSON CENTRED PLANNING

A peracn cantered planning
process’ Parsonal Futures
Planning, kas bean
praseniad In e iarature for
abaul 20 years; Persona
Fuluras Planning /Persan
Centered Planning, " an
approach o deslgning
suppart hat is guided by the
indivieleal with dizabelilies that
recaives support, builds from
personal strengths ard
vigion, and resulls in practical
action plans” (Flannery
Mawlon, Homear, Slovie,
Blumbarg, & And, 2000). It is
a promising concept that has
bBean underifized within tha
afucabonal and vocational
professions. Walls {1984}
delails mporiant
characierstics ot Parsanat
Futures Planning as foliows:
Persanal Fultres Planning
s & pracess thal focusaes on
the-capacities and slrarngihs
of &n nonfidual in ardar o
creata a visior of a desirable
{ulure. Parsonal Fuiures
Planring irvales mush more
than the davelopmani of 2
writlan plan; it s an ongaing
Oratlsm saning Oroness.
Desirad changss come about
through the efforis of a small
group et people who
volurtanly agree fo mest over
time far mutuesl suppaort
Bramsiorming and
strategizing. This gircle of
SUppart is commitied o
taking sction to-ensure that
‘changes will be
arcomplished far the
individiral, Persaral Futures
Pianming differs radically from
typical human savice
planning, Traditional planning
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meetings tend 7 fotus on
deficitz and peoblams.
Parsonal Fulures Planmning,
howeser, 158 precess that
bullds an capacity rather (han
on defisiie; peoplawho have
participaled cescrbe it /ol
anly as “un"bul akc as
“Empoweding. axciling, and
lite-changing. ™ Peopia
participating in Fultres
Plannirg come-iogetier fo
discover an Individuzal's gilts,
talents, and inksrests morder
16 ereabe a shared vision of a
rore dasirable luture,
Personal Futures Planning is
a procass buit on melesian,
and special care is taken o
include the person whose lite
5 baing tocused upan. The
process is guided by a skilled
faciliiztor who works o ensure
that each participant is given
an egual opporiumity o
contribube. People participate
as equals; sach parsan’s
contribubion is valued and an
impaortant part of fhe pracess.

Mot (1904] has
developed and
conceptualized a numbar of
important values and
uncdarpinnings of the
Personal Falures: Planning
Process. Following an pages
16.and 1715 & char
SLIMMEZING impariant
principles and lenels of 1he
Personal Futures Planming
Frocess and their relationship
to supporting the transition
process and the development
of seff-determination
capabilities

Tha chart illustrates how
thi developmant of 5 parson
centered fulures planning

The process
is guided by
a skilled
tacilitator
who works
to ensure
that each
participant
is given an
equal
opportunity
to
contribute.

Person Centered Planning

Br Sherl Moore i3 is an assistanl grofessar in the Depariment of Special Education in the-Schoal of

Education al the University of Louisvitle, Lowisville, Kentucky USA. Sheri has experience of working
wilh families to deveiop ongoing and Hexible “futures plans™ and in this Sriicle shares same of her
Ideas and fools for design!

approach can maximize and
coninbule to the transition
procass and fhe davelopmant
of ssli-deiermmation skills
and abilites, Al fhrea
procassas ara intaralated
and affer apoortunities for
developing and supporiing
iha capacihias of indviduals
with dissbilifies. The sooner
these processes begin,
preferably during the
preschioal Years, the more
fime-and effort can be
directed to-making & more
cptimal fulure happen. The
Per=onal Futures Planning
Process incorporates
rUManous sisps 1o davelop
the futues vision or draam
Imoluding: developing a
personal profile; reviewing’
incorporatng rands n-he
aavironment; devaloping
desimble images of the
futiere; ickantifving obetacles
as well 3z opporiunitles;
devaloping stiategies and
action plans| detarmining
individual resporeibilitles and
lewmy coliabarallve
responsibiitas for
Implemanting the Persenal
Futuras Plan (kount. 1994)

A publication al the
Minnesota Gowamors
Plarming Council on
Cavelopmantal Disabdities
(1282 summarzes well the
bonafils of Personal Fulures
Planming:

Personal Fulures Planmirsg
looks for dooes and
opportunities. It craales
vigions and caplufes dreams
It eantinually sirives jo ba
Bolh wsiohany and sxlramaly
practical. The planning
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PERSON CENTRED PLANNING

Peasosal FuTuRes PLANMING PRINCIFLE ———

Perasnal Futures Planning Principle

Helationship 1o Supparling
m  Process

Felevance to Self-Defermination

A creative process designed 1a heip
inclividuals with disabillies desgn a
iteod meaning and cantribution.

Transiion Tocusss o o meeningful ife
;-H:qu:mﬂ:lllﬂg mambar of sockety, a5
' major swcome. Dilwning meaningful
mlﬂqafhhllng work ag will as aiull Me
i1 fhe comnmunity av s 1o
surnesstul transition

Indivicuals have opportunities or
input and defineng a #e of meaning
and confribution, basad on their
values and priorilias,

Qngoing process of mube
“discayvery and education,
‘pulmminating [ am individusfized

phan Tor an aptimat fukore,

Transhion process should b uid and
ongaing, aflewing for modifications &s
needid, The fransition praduct, the
incFidualizad Transition Plan (ITP). s
highly Indhioualzed and specific

Cngoing process of detarmining one’s
future diraclion besed oo individual
prefarances. Opportanidy for

“mutuzl suppoert and discavery”
during the sell-desermination process,

A taam ol people work iogether
collaborativaly for social change
for the [ools persen with
digakiiins. Team membars
inchade the tocus parson, famiy,
friends, peers, and professianats
sarvicy providers. The goals and
walugs of th focus person drive

tha devaloprient of & Futuras Plan,

* Teansiiion process s a tesm approach

and callaborative. A good Parsanal
Futires Plan Inpwparates the goals of
the transtion progasa. The planhing
team, from fuliires planning, wod
shipport the iransifion process,

The parson with ihe disability has a
colleborative: ieam of suppart paopla
to halp tham realize thair goals
ralated o sell-determination. Vales
Infeznent in sel-dalesmiinaton ara
“core valoss® of the Parsonal Fubees
Planning Process.

Tha team makes a commitmant 1
wrk tngather to change tha quality

“af lits for e fogus person.

Team commijmant |5 essential 1o redlize
ihe successfut school fo work fransifion.
An “in-place” Persenal Fujures Planning
igarm forms the cone or basis of the
transition fearm, with addifionel team
members added,

The focus person determines, celines
and shapes their o "quality of e
They are supportad by a leam ol
peopie who are committed §o helping
fherm realize an snhanced quakty of
lile:

A facilitaior guses The process, A
wiorks 10 assune ts smplamentatcn,
The faciltater alse keeps the goals
and wisicas tocused, with the
asgistance of (he locus person.

The transition process neads the
pammitmant of 8 *hey" person, who
maintains accountsbilly for owerall suc-
cass of transition process. Ovardap of
soive future phanning team members
the fransifion prooess & desirable.

Thi lGcuis parson hes a primians
coaclsupport perecn'maniar io
assigt i thelbr raalization of sall-
dutermination goals,

The focus parson is iIncloded asan
actve and vaiuad participant. Tha
perann with the disabiity i the
comerstania ol he work of the
Personal Fublnes Flanning team.

The satisiaction of the locus parson is
e ultmats measure of the transition
plan's success, The person's valies snd
choicas nead io be the basis of the
branaltion plan. The person with the dis-
-ability needs 1o be invohad throughout
the fransition process,

Thin locis peraon = valuad and
largely determines their own hulure,
based an thelr priorities, needs,
driams, aba.

The bocus parson, axdokan e
tammily, invite/selet the team
members, inchiding oeers, lamily
triends and ralatives, plolessionals
anl service providers: ato. This
taarn dewelops the Personal Futures
Plan in a collsboralive proGess. .
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The choice of transiion plan “mambers”
ar leam |8 delsmmined By cholcds of the
fecus pereon and their family. This group
bacames the "cose” of the Transibon
Planning Team, with service provider's
and professionals added a8 the situstion
e,

The foGus person's personal
prafrences and chiices are highly
valued In defining and developing the
cofaborative Team.

Dbl Reviev




PERSON CENTRED PLANNING

Porsonal Futures Planning Principhe

The team memixses collaborite (o
build & sharad appreciation of the
fozus parsca’s gilks, sirenglhs,
abilikes, interssts, and challenges
Tha Future Planning Process is
highly individkeaSzed {o showcases
tha fotus person’s unidue tabents,
ahilifss, and challenges

Tha procsac is bassed on 2 capacily
approach. Realistic but optimistic
parepsctives in the plarming procass
are-ancouraged and supporied.
Chalkengss ars atdrassed in crsathis
sird Ew wEys.

Helatlonship ta Supposting Relsvance to Salf-Determingtion
Transillon Process

Aooollaboralive ellor guides thie tran- Thelocus parsan activaly

SAion process; Bulking on personal PR (e articulabing heir

ehilifpes angd srangihs, b capacity
farlantad vigw of i iocus parson resulls
In-a more appropriats, pesitive, and
alten more successiul Imnsition plan

Abilities, not disabdities. ana emphasEed,
Capabiities ara imdarporatad todevalop
a meaninghul ansilion plan, which
includes the individual’s srangihs. The
plan Is dirscted tawand meaninglul and
satisfying work and community e,

GEls. sreanging -atilithes, Infenasts,
ancEAlenges, This ocess 1S
ey b wiorking tovnand @ shared wision
e Fhe fiture and B reallzation ol
sull-determinanion goals,

Abtiigies and strangths are valued
and intentionally *highlightad” &
pafential bullding blocks in tha
futurg. The preferances of the focus
parsan ans valuad and cribeal to the

PIOGEES,

& Iife fich in community expariencas
and meaningiul communily member-
ship is valuad. This community
mambership is an undarlying
pramise and goal of the Persanal
Futures Planning Process,

The ultimate purposa of the fransstion
plan and procass (s o 855U 8 Dasltye
and meaninghl ransher 1o the world ot
wiark, and to.a meaninghul commamey lits

individual pralarances such as type
of housing, localion, job preferences,
‘and recreation apportunities -are
determinad by focus persan

Creative thinking and creatie
solutions are encoursged. Craatva
salutions are found “outsida® the
estzblishad sanvica syshem.
“Direamimg” in new and differsnt
WwiHys i3 encouraged and suppotted.

Dewsloping a ulllife- n the commniy,
including employment, ofien a3 for
cragthve salutions 1o "barress”. The
Parson Cantsred Planning Procees &
gesigned 1o foster and encourage
creative solutizns, often culsids of he
sxlsting sennce sistems. This philo-
sophy woedd be usetul in devalopingan
opiimal franaltion: process and pan.

CotionE for the pressat and the
fubwre are nod Enked or dependant
upod EaTeri oF BrEsling semvices.

The traneition process somatimes neads
1o g2 beyond existng and awailabls
senvice cptions. Sometimes existing
aplions Rre inadaguate, in8pproprinta;
ar posaibly nol avallable.

The focus person makas cholces and
preferences, possly incorparatng
and canskiering sasggeations ram
tesm brafmaionming 3essions.
Creative thinking from the focus
parsan and an ahall of e focus
persan |swaksed as part of e sefl-
detaiminabon procesa.

Tz Tc 1S PRrsan-cin dreanm, withal
th limétling lacion of exisling Servics
opborsprogeams. The IDcus person’s
opfaans cansmore fuly be sall-diractad
and sall-dsiarmned, if nod linked o
ENETNg Senices:

The team commits to becoming an
crgoing scurce o support for the
focue parson and thair family.

Transitlon team mambers will lsaly naad
to ‘ravisit’ the trensition procese &t
waripus life changertransition points. |

An ongalng team who knows tha {ocus
parson well, wiould be the “core” of the
“rewisited” transiton plan.

The lcaus parson has ongoing
BupEO [0 make-heir chgloes
preferancesidrenms Decome reily,

Team memiers work to both dewelop
an optimal futures plan, and then 1o
take responskdiy for developing an
action pianto make the plan a

reality. Fstures planning mvaolves a
pornmatmed 10 ongoing Imsdemeantation
of the fuduires plan,

January — June 2002

Successhul transition plans require the
colisboration and cocrdination of teanm
me=mbars warking together, 1o maks the
plan a reality.

The lacus persan determings what 5
an opsimal ubiare far tamsedt

Team membams shae respansibility

10 *make it happen” with the FScus
parson in the "driver's seal” of e plan
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PERSON CENTRED PLANNING

process davelops a true
picture of the parsan, and
describes the best posaible
future of the person in
cammunity, it then idanfiias
prebiems blecking thai
futyre, and opporiunidies far
pragrla-ss.

Personal Futuses Planning
can make a difference in
thires ways: inthe effect of
being vision focused and
person-ceniered; through the
changes in the person’s fife
which result from acticns
Iakan;-and by changes in
senvices and the system in
response (o the plan,

Waorking together, in
collaborative teams, is
important for people with
cisahbilitias, ther familles,
support persons in their ves,
and for professionals and
service providers, Combining
the process of perscn
centered planning with
fransition planndng, and
incorporatng sali-
datarmination values, wil
likely-significantly enhiance
the lives of children and
youth with disabsities:
Beginning the parson
centarad planning procass in
the early vears of a child's
lifer will pribamca the
opporiuniies for a mone
optimal Tuture, Person
centered planning can
provide the frarmework for
developing an appropriate
and meanirgiul Transition
plan. Combining the valuas
inherent in parson cankersd
planning, ransition 1o work
and community,; and self-
delermination should resull in
richer lves in the Comimurnty,
and moreg optimal lulures for
our childraern and youth with
dizabilities. Pargon canléred

18

planning should increasingly
torm the carnerstane 2nd
support for H'lat;mﬂjmn
process; person centersd
planning £an aizo olay &
significant: rnina&n support
for the actughzation of salf-
oaterminatian.
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The social inclusion of deafblind people
within the European Union

How does the Eurcpean
Union impact on the lives
af deafblind people? How
do deafblind peoples’ lives
in Portugal compare to
those living in Haly? These
are just two of the many
guestions raised at a
seminar in Brussels which
took place towards the end
of May, hosted by Sense
International and its
transnational pariners,
Casa Pia de Lisboa
(Portugal), Lega Del Filo
D*Oro (aly), Sense (LK)
and representatives of the
European Deafblind
Metwork.

65 delegates from 15
Eurgpean countries attended,
Including 15 deafilind
people, and heard kaynote
speeches irom Richard
Howitt MEF, Chair of the
European Pariamentary
Intergroup on Disahility and
Stefan Trimel. Director of the
Ewopean Disability Forum.
Hichzrd
Haowiti
MEP
strongly
walcomed
the
Chaiter,
describing
it as an
excallant fool 1o use i
pursue the rights of deaflind
pecphe within Europe, and
telfing delegates of his
passion for the cauze of
dealblindness, He undertook
to-circulate this amongst
MEPs and to promate a
discussion on the issue o
dealblindness ata
forthcoming meeting of the
European Parkamant.

Calagates discuszad in
delall a sares of
recommandations fowing
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CAMPAIGNING

from 18=months of research
Into the lives of deafblind
paope inlaly, Portugal and
the LK. The resultis a
Chartar, outlinirsg the righis
deafolind people are antitad
o a5 citizens of the Europearn
Unien, and a report antitlad
Combating e Soclal
Exclusion of Daarbiind
Faoole in Euraps which is
baing made avallable o
palicy and dacision-makers at
Europaan and national levets,
In his closing ramarks tha
seminar Chair, Lex Grandia,
Secretary General of The
World Deaftlind Linkan,
capturad e sparil of the
rmeatirg whan he called an
deaitlind pecpleto take a
imorg active rale in the politlcs
af their countries and at a
Eurcpean leval: *l wish (hat
deatblind pevple would
axpress thair anger mosa in a
poditical way. Il you-feal
attracted to be a member ol &

ih'i nnp. Belgium delegate

political pardy, do it | want o
see deafblind Members of
Parliament. Uinfortunately we
have the responsiblility to el
thesiory, hundreds and
hundreds times,
Unfertunately, we arg
getilirg tired of thal frem bme
1o e, and hat's the
momen| we need a
conference ke this: o meaet
fogether, and ghva each other
the cotrags o campaign and
campaign and campaign.”
Copies of all materals,
ntluding & Guide to Working
wilty Elvrape for deafbing
Peonie, are availabla in
Englishy, French, German,
Itakan, Porluguese and
Spanish from Senze
intermational, the
transnalional coordiralers on
sifeenge.qrg.uk
1t-13 Chiftan Terace
Landen ME 35R
Ted: 020 7272 7774,

"__:-
el
™

-
-

Antanio Pires and his interproter
at the mesling



CAMPAIGNING

Social exclusion campaign in Croatia:
Moving towards rights of deafblind peopl

From July 2007 until April 2002 2 campaign on lhe
rights of deafblind people in Croatia was conducied
with the title, "Moving towards righis of dealbiind
persans’, The campaign was supported hy Sange
Internalional, as parf of a European-wide iniliative
on sockal exchusion

Al tha UIN Conferance which
wias hedd 128500
Copanhagen, social
axsiusian was Idamtifled &5
gne ol 1he major problems of
socialy, togethar with powverty
and unamploymeant. Since
then many edzmpes o socal
exclusion hawa baan
racondad bul mana abeal e
levels ol social gxelusion o
deafaling persons livicg In
Crogha. Mewver uniif now havea
deafolind people,

themselves, had the rnghl say
wihatl they really nead

The campaign

The Campaign, orpanised by
DODIA, congisted of 8 suney
about social exclision.
People were consulied al g

Colleagues atf HNODIR

2D

sones of Round Table svents
sl were hald Im 5 Croatian
dithas: Waradin, Osdjek,
Hijeka, Split and Zagrab
Guring the campakgn many
materals wers produced.
inciuding beochuras and
igaflets gbout the soeshic
righis of deafblind peopée
e of the most impartant
autcomes was thai the report
was submitisd o the
qmernmerrt.

The survey:

Wha took part:

50 deafblind pecple from all
around Croaiia, 27 famiky
members and 27 socigl work
centres,

The main
findings:

#* Soclzl workers thal are
dealing with fulfilling rights
of deafolind peaple in
Croalia are nal aware of
dafirilion of deafblindness
and deafbiind poople,

# There s a discrepancy in
the number of people
ldentified: DODIR says 13
but sockal wark centres
have only identified 271

# Tha aducaticn of deathlir
pacple |5 poor; 635 of
pacple finished some kin
of secandary schooling.
but there ara no highly
educated deatblind peop

# Hall of the people
E-!:,':IFQEEEﬂ'i their diaconbarn
with fraatment in schaols

# 43% were discriminated
ggainst in access 1o
empioyment and 709 of
tham had to ieave thair
bacauss of their dowals
impairment

# 7% gre discomtentad wi
their reatment in stores,
banks, coffee places, am
restauranis

* 7{% gre discontentad wi
ireatment in ambulances
and hespitals and in 53%
say they canngt
communicate with their
docior

# There are no senvices for
deafofind people exgept
thase run by DODIR

Equal rights?

Accesding to Croatian laws
deafblind people have the
same righis as cther people
with dEsabilifias, bt they do
not have the services 1o
mialch, However, DODR
conciudes from this survey
that therg ane sanous levals
of social excluszion in Croat
where 42 percent of he
deafbiind pecale wha took
part 2aid they wera virfual
prisorers in their own home
without any suppar, even
{rom thear tamiliea
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Finding Our Way - exciting
developments in East Africa

Daathlind work in East Alrica Panny May Kamaw sends
has been growing steadily this ragorl from har
gince lts humble beginnings SENE N

in lhe early eighties. Kenya,
for the obviows reason thal
work started there lirsl, has

The background
to development

the bulk of deatblind

I 1985 the firsl education
programmes but as you will AR L
notice the olher two children in Easl Africa was

inftiated by the Christoffel
countries Uganda and Blindan Mission (CEM) and
Tanzania are quickly starled at Kuja School for the
Deal in South Myanza,
teh i
catching up Kamya. Today the negian can

In = way Uganda and bogst ol seven primany
Tanzania are lucky. The school programmes and
pienearing work in Kenya thrae: vacational programmes
wae difficult becauss thars for tha dealolind, mare then
WED Hilrdly' anm|nﬂ a|mad5‘l the: whole ol the rest of 4frca
pstablizhed 1o give a lead tagether.

We noticed early in the

programma that due 1o How did this
cultural, aconomie and soms

pihar varianis it would nol be development
possible 1o simply replicata come about?

work dona in the develkopad

caunines but it woild ba The deafblind populatan in
n&:essﬂ-r}l to creats a naw the warld 15 TE{Fﬁi'n'E'l:f 5.|T|FI”.
way For axample we InAfrica we do not have any

realised that the group home  reliable stakstics of the
concept, which works wall in Number of deafblind persons

Swaden, would not work in in the population, bul it is

poor African countries, In its Possible that the igure could

place community based be much frigher than:in

rahabllitation was embracad  G8vEloped countries. This

and Il was a wise decisian vould be dus ta the high

Thia work already done incidence of diseases such

hara |5 the resull of saliloss as malaria, measies,

andeavour batwean tha meningitis efc, and also oue

donor communities, parants 19 the lack of good health

and government cara. Howaver, it may alse be

depariments. We hopa the the case that many childrer

co-operation will continue a5 Bom deaftdind and with

the wark expands. complicated canditions do R
survive beyond the early
years.

January = Juna 2002

A5 [he desfbiEnd
population 1= relzatvely small
and widaly disparsed. it ia
very imoariant iopool all
available resources i ander
io provide the best guality
pregrammas wikch can reach
EVENMNE

in 1889 tha
Association of
Swedish
Deatblind
(FSDE) in
conjunction
with
Salidarity,
Hismanity
International
Aad TSHIA),

Viktor Waiula [in white cap] and Jahn
Mgaira at the seminar for deaiblind adults
in Kakamega lasl Movember. Vikior and
John are both former students of Sikri.
Viktor is interpreting for John. John
becamae deafblind as an adult and Viktor
was bom deaf and has very low wision.
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Kenya govermment to assist
in training teachers and
support staft to wark with
deafblind chitdran. This work
began at Kabarnet School tor
Ceafbling Chidran in Keanya,
and at the Kenya Insfifute al
Special Education [KISE).
FSOEB then started working In
co-operation with GBM who
all alang had been
spongaring the education of
the dealblind children both at
Kuja and at Kabarnet.

AL AWArENEss on
dealbdindness grew and more
children and adulis were
idantidlad, & sieaning
commitles compnising of
professianals from vanous
fiekds was sel up to oversee
fhs deslopment of the wark
in Kerya.

In 1981 FSD8 started co-
oparaticn with the Hilton
Perkirs Foundation from the
USA who have extansive
exparience in deveioping
pragrammes tor deafblind
penple around e werld.

Matihew Ochienge from Hyangoma in the Western p

Together with (ha Kanys
deafbling services commitles,
FSDE and Perkins dacidad 1o
reach cul 1o 1he neghbouring
countries and help fhem
develop programmas of-their
own and this marked the
baglnning of @ very fruitful
reqgional and daner co-
aperation in developing
sarvices for deaflind peaple
in East Africa.

Teacher training

In ca-opefation with the
Ministry of Education in
Kanya, Uganda and
Tanzania; e donors have
baen abie 1o halp rain
teachers of the cealblind.
Mixch of e tralrdng hias teen
chare in e Eogrammes
direcily as this has proved 1o
be the mastatfactiva method

i addilian ta this several
workshops for teachars have
bean hald wheares teachers
from all progeammsas in he
regian have had the oppar-
henity fo st iogethar and lear.

arl of Menya. He is

At present
only Kenya
and Uganda
have
developed
programmes
for
vocational
training of
the
deafblind,

attending the meeting of deafblind adults and his interpreler is a deaf
man. Ochienge has Usher and has almost totally lost his vision. He
works at Hyangoma Primary School for the Deal.
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A teacher exchangs
programme has also allowes
ieachers af the deafblind ta
visit afhar deafblind
programmes in the regran
and share jdeas, sxparianos
and krowtedge with each
aitvar, Both the regional
workshops and the exchang
programme have given man
teachars their first opporhun
of travelling cutsida their ow
country which in itself has
also helped tham gain much
valuable experance and
confidence.,

Teachers Nelworks

A strong network of teacher
has now amerged in the
region and the guality of
leaching has boen graatly
improved,

Vocational Tralnlng

Al presant only Renya and
Uganda have daveloped
programmes for vocational
training of the deafblind.
Through regional co-
cperation it has teen
relativaly easy for Tanzania

' to benefi from exisfing

programmes in Kenya and
they have sent one siudent
vocational training &t Sikri
Training Cenira in Oywgis
where there are coursas far
the bdind. the deaf and also
the deafilind,

Involving and working wit
parents as pariners

The same approach has
been 1aken In regard to the
parents af the deafbiind.
Previously parents were nat
direcily imvodved in tha
education of their deafolind
childrer, bul now they have
baen encouraged to play a
morne ackive rake in their
children's education. This h
helped to ensure continuity
even when schocls are
closed and the children ara
home

Dbl Revie
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Getting together

Paranls have now joinad
hands not only locally and
natianally but also regionally
Every yoar parents
regrasenting eveary schaaol
programme as well as
parens of those who have
already comgleted school are
ghien tha oppartunity 1o come
1ogether for @ wesk durlng
ihe rogional seminar far the
deaitsding

For many parents. he
passibllity of jpining hands
has halped them o accapl
and oyarcome the problems
thalr siluation prasants,

Having the ppparinity to
visit ather parts of tha ragion
i5-an education for the
parents and many Teel vary
prowud of thelr deaiblind
children wha have given
tharn tha oppariunity to traval
puiside the country for the
first firme.

An axtansive rehabiliation
programme for deafblind
voung people and adults has
been in place in Kenya for
the lasl & years and much
prograss has been made.
This is, Newever, an area
winere tharg |5 graat
challengs o everyone.
There has baen conskderable
syccess in the work but thare
are also many problems stil
o be sabwad, | is hoped that
as fhe young children in the
prosJramess mature, a
simil&ar programme GRn O
estabiishad in the
nesghbouring countries i
sarva the children 2z ihay
graw inlo aduits,

Here iz a just 8 flavour of
all the activilies happening
in Easl Africal

Sikri Deafblind Unit
There are currently 8
deafblind students at Sikri
Agricultural Training Cantre
wha follow courses infarming  Alphonss John, 10 years old, totally deafblind and a student at Uhura
and animal husbandry as well  Deafblind Unit in Dar o5 Salaam, Tanzania. In the picture he is washing
as some handicrafts his clothes - one of their daily activities.
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Stakeholders Four of the students atthe - - actively invalved in the Ceafblind people had thi
in the newly unit present a greal challenge  weltare of their childran. awn farum whera they war
launched to the staff at ther schood 35 Tha seminar was held taught some basics of
Hairabl thay ara unablé 1o copa in & naar Kakamega in Westarm runming a small business,
Deafblind Unit  group situation and need Kenya in Movember and was . Thara were a kal .ol heallhy
which will training om @ ong-to-ane attended by 25 aduit dizcusslons and it s hoped
start ak basis, This way of warking daafblind people, 27 paranis  that tis will heip them
Kilimani was new to mast feachers and B factitators. The suGoaad In thedr own
Primary and therefare thay bave weekend, which was g follow  voniures,
[ Schoal. taken courses in how towork  up of the seminar heid |ast Thay also shared a lot
! with these students, ncluding  year, was a great success! aach olber concaming
| special commun|cathon For part of the tima bath relationships. This anoss ai
training, and praparation of parents and the deatblind orve participant had recant
| Indhndual educatan people wera together sharing  marriad and was
| programmas. gxperiancas and keeping axperlencing dificulfies in
| There has been a lot of rach other up Io date on thair  communication with his wil
follow up on ihasesiedents siuahan. Mwia of the paricipants wihi
' and parenis havaalsebesn The maln activities for ane happlly martiad ward a
I| encouragsd to ba more parants weare [0 have sgn- o listen and then advisa th
acilvaly inwalved. language training end also fo  young man accordingly.
| hold a farmal meeting of the A great challenge to tha
I| Seminar for Matianal Paran arqanisers of the seminar
: Drrganisatian. was The provision of
| Deafblind Adults Parenis wera very posiiva lr'-li_-rpmrgrs to cater for al
- ghaut legrning sign language needs. Interpreting for ihe
| A:i?%f—:%ﬁ:;i!ﬁ:;&g &5 for many 1his was ther paafolind was a new
Lol Bty ) first chance o learm the exparence for mast of the

seminar was arranged 10
bring everyone iogelhe.

Parents were encouragead
ta-atiend the samirtar o 50
that they may ba mare

basics. 1 is hoped that there interpreters, In spite af his
will be more opportunities for  they tid a commendable g
parenis to davalop their and their efforts were raall
communication skills appreciated

2% Dl Aavi
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Az programmes har
deafblind people develop in
the naighbournng cauntras, it
is hoped that tha models
used in Kenya for adul
rehabilitation and o panenta)
involvement can be applied
there foo,

Tanzania Uhuru

Deafiblind Unit

The umit for the dealbiingd is
houssd at Uhury
Mchanganyika Schoal (n Dar
pe Salaam. There ara
currently seven pupils and
twao full time teachers in the
umit who Bra assistad oy
thrae houssmotiers,

The unii has 8 naw
dormifory building which can
house up ta thiry childran 2nd
great effors are now baing

made o ey Tore pupRils.
Uhinz Unit bas been hast
o several taschems of tha
sesfolind from Kemya during
the Iast year. Thase yisils are
viery important 25 it helps
ieachsrs o plen appropraie
programses for thair
siudenis and helps parents
understand their nle;

Ugands Ngora School for
the Deaf
Mgora Schoal far the:Deat
affers boihprieacy. and
wacatonal iraining for tha
deaf. Recanily they amcepted
the first deafblind shudeniz
ard thiir progress has been
remarkable.

Under the supenvisionaf
Mr Joa Morreey, Director of
the Schoal, the two yaung

dealbding men have Eamed
many new shills incloding
agriculiura, Weaving.
handicraflz and daily living
ekills. Cng of he siudents,
Stephan has also begun o
learn Braille.

Tha two daalflind 2ledents
are taught by deal leachars
wien haver ey aike b
concentrate atol oniheks
signing skills and this has
greatly impreved thesr
communication and-social
skils,

ranny May-Kamau.
PO Box 63168,
Nairabi, Kanya,
TalFax 02 630058
WMaohile 072 725278
E Mail shiapmkim
africaonling.co.ka

Stephan Imalingat, 19 years old and a student at Ngora School for the Deaf in Uganda whera there is
A wocational training for the dealblind, In the pictures iImalingat is demonstrating his recently acguired
weaving skills at the Regional conferance in Jinja Uganda. During the time he was there he managed

to ==l all his products!

January — June 2002

25

=4

e e

LES e




AFRICA

Working in Uganda

Dorie Erikgan, hersell a dealblind person, fas baen be Uganda several limes 1o meet deafblind peopla
in this huge pountry. Ore of har E8Ks is 10 make (ham aware that they are nol atona in their disabllity
and ikat there are ways of communicating. In this adicle Dorte describes sema of har expariences

from her lest visit ...

' Tha Assaciation of Danish

' Deafbind peopls is invalved

' in & project in & Uganda. The
aim of the project is to
suppart deafblind peopla in
Upanda. In thie first place,
thiz invehves finding and
teaching deatblind people
sign language and giving

it is a great pleasure and challenge
to work with this project. Il means a
lot to me. We really do make a
difference in the area.

N . e}
"l B = Ly M

Itlua Eriksen lmun from right)

k]
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them knowledga about thedr
dizability, This can create tha
mundation of a iealmg of
fogethemess.

In & democralic couniny, like
Denmark, with an advancad
soial system we fesd an
abligation o help countries
whe are less develaped. And
the best way to da that is o
share our expenences and
show deafblind people in less
well deveioped countries how
we have managed 1o create &
well functioning deafblind
nrganization,

On the road and
meeting

people...

Along with our kocal co-
ordinaior, who is deaf, wa
had planned & frip to diffaran
areas of the country. I turmeg
out to be a pretty hard ang
becausa of the bad condition
of the: roads. and the hugs
distances in the couniry
Also, mamy of the deafblind
peapke e in rural areas.
Amaong others, we visited a

In frua, about 10 howrs
drive north of the capial,
wa met a deafblind man
who Fved in this villaga
Ipictured opposite) with hi
wifa and 3 childran. Ha wa!
born with normal sight and
hearing, bul has become
deafblind affor a dissasa.
Hea knows only very little
sign lanouwage, so all
communication with him is
by shouting. He and his
family axprossaed a great
wish to laarm sign languag:
and guiding technigues.
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15-year-old boy. He was
working in fhe Tald wihwen we
arrivad, but his uncle went
oul o gel him. He was very
interested in my lalr skin —so
difierent from those familiar
ta himl

Anotter day, we had
planned a irip to Gulu about
450 kilornatres north of the
capital, Kampala, There
turned ocut to be roubda in he
area, Along the road, we =aw
many soldiers gatherad with
maching guns. And in Gulu
we ended up spanding the
night at a hotel with twa
armed guards oulssde our
door. Bul we managec 1o
meet with a dealblind ran
anyway. He exprassed a
great wish far edusation in
tactie sign languages:

Clage o Arua lived a
young man Dorm deal who
had gone ta deaf school. He
was sailing bananas in sprle
of his very bad sighl He
expressed greal irfarest in
the project and wantad o
heep in contact with us,

January = June 2002

| gave him @ piece of papsr
with all our data bul be
couldn’t read it | then gave
him & magnrying glass,
wiiich he got complataly
camiad away by — suddenly
ne could read the lstlers!

| also-met 8 12-year-oid
il who because of her
impairment had never gone
o school. She communicaiad
with Fer amily. by peinting at
things, but itwas very limited
COmMMUTCEEon.

A different
quality of life...

What counts for most of my
experiences is that | have
met paople.in Lgamda who
with few and sirmpla "helping
aids” or educatonal
programmes would be able to
experience a oompisisly
different guality of life ikan
they oo now. Theseare
paaple whio mostly feel iataky
alone with their disability,
who are isdated and in the

best cases have vany imied
cammunication with thair
surroundings. That is why |
will retumn foLiganda for g 3-
manths peripd im 2002 The
airm-of my travels will be o
inform and educate peopks in
slgn language; tactile sign
languaga and gukding
bechnbques. Hopefully, many
of the people that | mel gl my
fast trip will D therg,

How the project
has challenged

My own challenge is 10 leam
the local sign langdage, so
{hat | can speak directly with
the peopla that | meet in tha
‘aran. It is a great pleasure
and challengs o work with
this project. 1 maans alol o
me. We raally do make a
difference in tha area. IlEa
small difference, but the
‘small waves on the surface
‘can be felt too, And it i good

for-g heginning!
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9th East Africa Conference
for the Deafblind

16" to 20" March 2002 - Jinja, Uganda

“Muoihers and tathers of deafling children are now
smiling™sald Esther Sande, a8 mother of & deafblind
child and regional re
deafbling in the East

o
%

//‘/Zr

presentative lor parents of the
Afriea reglon.

Mrs Sande made thase
remarks when she dalivared
her speech during the
opening ceremany of the 57
East Africa Deafblind
Conference held in Jinjs,
Ugarxia fram 16" to 207
March 2002,

The conferercs which was
oificially opened by e
Minister for Disability. The
Heon Florence Nayga
Ssekabira and drew 75
paricipants from the East
Africa region. Heads of
schools, teachers inchange
of deafblind programmes,
districi education ofiicers and

=y

senior gfficers from Ministry
of Education headquarters,
interacted freely and warkad
logether 1o discuss and
improve 1heir pragrammes.
Represeniatives from FS0B
and CBM alzo attended the
CONference,

Through ihe eficrts of the
Minisries of Education in ihe
thres East African counines
of Kenya, Uganda and
Tanzania and with supgort
fraom Tha Association of ihe
Swadish Dealblind (F3D8E),
Hilten Parkins, and The
Christoffel Blinden
Mission|CBM), the region can
now boast 10 full e school
programmas, & transition and
rehabilitation programmee for
school leavers and adulls,
Thera is afzo a wall
davelopad parent nalwork,

Durirg the conferance
parants had a wo-day

Opening of Regional conference in Jinja Uganda. The Minister of State
for Disabifity, Mrs Florence Nayiga Ssekablra, speaking. On her lefi is
Sven Sloberg, Director of the Assaciation of Swedish Daafhlind.
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meeting first where they wen
able o come up with issues:
to ba forwarded to the

administrators who joined
conference on the third day.

Each programme had th
epportunity o report on the
aclivities and ary problems
they may be facing and the
to plan far the coming year

The main issuas thal ar
in the conferance was the
prowision of enough trained
{eachers, salaties for supps
staff and how to crgansa
more homs wisits and follow
up for teachers.

Thraugh he partcipation
of representatives from the 4
ministries of Education in i
lhree countries many of thes
issues were discussed and |
new strategies farmed to
cater for the increasing
demand for ieschers and
suppart staif,

Conierence participants
had the opporiunity (o visit &
a new deafblind unit al the
Lganda Schoal for the Deal
in Kampala where they saw
the programme in action ang
interacted with children and
teachers at the school. The
school had prepared a
wionderful lunch fos the whol
group and deaf students af
the schaoo] provided some
excelient antedginment.

Aftar the main conference
a meeting of the East mmai
Deafblind Committae took
place &l the same venua. I
Members heard raports fron
activities of organtsations |
deatblind pecols in the thre
cauniries and discussad
ways lcrward,
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Yolanda Rodriguez - a truly
exceptional woman

atanda Hadngez studied

Y‘nu-dam kargusges-and by

the-age ot 35 she was 3
bilngual secrelary woiking focthe
large, moli-national company
Philfips. She had been marmad for
B years and was expeacting her first
chisd. Undoriunataly andg ragicaily,
due o meadical neglgence durng
the bifk, Yolanda lefl the delivery
TEMITT i & cofmia atlar &n Iﬁjl}ﬂ'{ll"
was wronpgly acministesed in fer
spine: Gonsaguanily, sha is
deslblind and s paralysad, with
soime Lee ol har arms only, 48 2he
bagan o racover Yolanda
communcatad by writing 1hirgs
ey from e hozpilal baed. She
s, *1 could nol haar, Sae ar mova
my legs. | had lesl iy young lia
iy dreams, my hame.”

Tha only mobyvatan was the
suppart of tha family and fiamds
ang aspacially har hugband, Juan
Jozs. He alsododd har thal she had
a8 beautful baby girl.

Yalanda fourd it very difficult
emtinnally focome 1o terms with
wial had happaned, S was
furicus and desperate abaut L But,
by pizal of the woman we o Know,
she ditectad all this &rmargy into
siudyirg and, afler a trma, sha oow
3 fifaskilis course in Arkansas, LS,
In time she learmed Braille in

Yolanda Rogriguez and Juan José

Spanish and Englsh and ook

porrespandence coursss fram proposal to.sat up POSCAL project. ai the Helen Keller Conferenca. As
Hadley Schoal in USA In world Az a result she has been imvolved Yolanda says about her own fifs
histary and ather areas of study. i canferences and training ‘with courage and leve | have
Laterly, sha bacamsa invalvad wilh EB55I0NS. leamed to be -happy with my

the Matioral Institute for the Deal Recognition-of Yolandsa's husband and my daughter and the
and hecame an advisor on achieventanls kave come [rom rest of the world . and mainky my
deafblindnass and = franslaior in many countries: she recelved an rhT’

boih English and Spanish. Al the award in 37 = out of 32 candidates She has put deafblind people on
4% Halan Conferance in Swedan — called the CAFAM awand, In 2000  the map and inspired ather peaple
she presanted 3 papear. At the she recaivied he Lady of Americs tor think ‘it's not just me.'

&t DB conierence she met Stig award from Puerto Bico and maost

tiizan and this led ber owrie 3 recently the Richard Kidney award Ximena Serpa
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NETWORK NEWS

Communication

Network

The bad news hirst ...

Ovar recent yaars, the
Coemmunicaticn Matwork
collnborated vary closely with tha
CHEFEL a teachar training centre

nasod near Paris in Suresnes. At tha

mGaHAn our main partners in this

centra are Alain BONY and Nathalsa

LEWI-DURMONT whao succeeded
ManiqUeSIR0S (wha hias now
ratired) and Josizne BRAGHET

Wi aleo have had a ot of contact

with Jacatte DUPLENNE anather
CMNEFE| staft membar wiho was in
charaeof international programs,
Mayba some of the particlpants in

the courses emember har? Jacotte

was anice and very active

& meating of tha core-group Wil
lake place in Pans from 22" o BY

'ﬁ; = ELROPEAN USHER coliaague. She was also the Depuly  of May. During this mesting we Wil
Ry by i oo Mazyor of 2 town near Paris. On the  address the definition of our
:fq?{fm;ﬁﬁﬂm_“m ™ L u_! March, &t one a'sleck in 1T|& reseanch opic eg. o Identify how,
i s L marning, at the end of the meeting  within the procass ol
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of the town council, A mad man
drew a gun and killed & mambers
of tha counch, She was ane of

them. Thera was no reagon for that

crime excapt madness. Wa will
miss har ...

Progress and
plans ...

Aftar the successiul Eurapean
Seminar which 1ook place in May
2001 in Paris and the participation
in the Network Diay during the Dbl
European sonlerence in The
Maetherands, the Commurecalion

Matwork k& now working at panning

further developmenis for ongong
research. In most of the European
couniries, research activities

devetopad in relation with tha topics

that tha Communkcaiion Nabwork

has initigied, are infull swing. Mow

wre can say naw that this network
has really axpanded a lot, which

means that the future tasks consist

ot sustaining the devalopmant of
these national and transnational
activities and 1o develap lurther
rasearch.

communication, the fluent use af
body [anguage (mimatics], sign
language and possibly speech in
the case of C.1., can help a child
davelop language skills that are
compéax in nature and coherently
part of the flow af exchanges
batweaen the chitd and his worldly
and social environmant.

Activities and
Events

Mathing is planned so far, but
posibilities exist far using event:
organisad by Dbl (Toranio
Conference} ar NUD (Gorhenbon
At 29-31: Sensation, Perceptiol
and Meaning-making) 1o help cla
concapts and produce material

We think also of having an axj
SENTHMAT &5 3 way 1o prepana
another big event in 2005,

Wa alza think of developing
axchanges with our collsagues i
Russla or Amanca

‘We hope that we will be able |
give More precise Mormatan in
nexl Issue.

Dbl Rev
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European Usher Study Group

B dvances i genetic scence
J_'_{ WL raise ethical lssuas that
SN0 ponfront afl of us
gepecially, famibes with genstic
conditions such as the Lishar
syrdromes,

At the 10th Europaan Ushear
Sludy (Sroup in Haltand, July 2001
Wariz Bitrer from Graal Orrmand
Siraet Hospital for Childranin
Landon in her papar raised tha
subject of prenatal tesling or pre-
implantation genstc dizgnosis
[PE0). Her paper was basad on an
mwrastigation carmed oui by Barbarg
Carmicheal a Clinical Nurse
Specialist in Ganatics with famibies
al deal children o lind oul parents
vigws on prenalal genelic tesling for
dealnass. ‘Pranatal genatic tasting
lor dealness- do lamiles wani 17,
urndertakean by Barbars Carmichaal,
= rapreduced n full in this issws of
Dbl Review. i is thought provoking
and we would ke 1o thank Barbars
and Maria Bitnar for sharing the
rasuite af this sbudy.

One ol tha ather ouicomes from
the EUSG s that some o the
sciantists presant oot togathar wilh
Senage fo wark on 8 proposal 1o
carmy a Mational Collaboratvs Sdy
on Lisherin fhe UK. The proposed
siudy will ake 3 yagrs and involes
200 Lisher families, We-sre waiting
io hear'about the funding. of
course, |t the funds are granted we
are sure that such an in depth:study
could have pasitive sutcomes for

peaple with the Usher syndromes
warchaide.

Lasily, I'have been approached
oy the Canadian Deafbling and
Rib=lia Associgtion (o hold an
Lizhier Study Group just before the
13ih Tbl World Confarence (Sth-
10ih August 2003} In Mississauga,
Onanio. The proposed dates for the
Usher Siudy Group are Sat 2nd
Sur 3rd Aug, | am waorking with
Connig Miles from tho LISA n trying
1o put 8 programme togethar, Mara
datails will sppear In the Decembar
izsue of Dbl Review.

Mary Gues!
Principal Research Otficar

Usher

Senge

11-13 Clifton Terraca
Finsbury Park
London B4 3SA.

email: mguesti@sense.org.uk

New Member

Thie CHARGE Metwark is
pleased to welcome Connne
| Blouin to the Davelogmeand
Group. Corinng s a collsague of
Jasques Souriau works for
ERESAM, France.

CAUSE

The CALISE Project {CHARGE
and Usher Syndrome in Europs)
5 gaining momenium and a
report of the tTrans-national
meeiing s on page 32

Charge Network

A date for your diary

The Cause Conference will 1ake
place af The Hanower Intemsations]
Hotal, Hinckley, Leicestarshire, LIK
o 27th=30th March 205153,

New Email Address

Flease note 1hal my new addrass iz
a5 follows!

levvey 2000 anl com

David Lavey

CHARGE Metwors Coordinatos
CAUSE Project Coordinatos
levey20E ok com

David Lavey

January — June 2002
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;_.-'J'-n_ aifiers in France was tha

1; &7 varue for the 2™ meeting al
28 the CALSE project partners,
which was hald over a wasekeand in
Py

CALSE |5 a project fundad by
the: Eurcpean Unian Rare Dizeatas
programrme, which aims ta pramote
wesk with Lisher Syndroma and
CHARGE zcross Eurcpe.

This will ba darne through the
production of leaflels and
information packs; the developmeni
ot a CALSE website and fhrough
undartaking surveys across the
pariner nations. Additicnally, the
projact will hold a conference,
bringing iogether the European
Hsher and CHARGE Metworks,

Problems with the air traffic controi
compater in the UK on our moming of
raval delayed the UK group and
unioriunately maant that aur
colleagues from Irelard ware unabls
to gat to Pofiers for the weekend.

HrRa

32

Liz Cook reporis...

Charge and Usher
Syndrome in Europe

David Lavey (the CALUSE project
Co-ordimaiod] and Liz Cook fram
Senze apened the meeting, on the
Saturday marning, with an overiew
of developments an the projact
ginea Me last partners measting held
in Lardan last Dacembsar, Thig
included the preliminary planning
wark for the conferancs; satiing up
a websils for the orojecl and
devalapeng sub-groups within fhe
project pariners mestings to advise
an aspects of ihe project
specitically relating to Ushar and
CHARGE.

Haprezentatives had been asked
to anng o the masting exampdes of
resourcas, such as leaflels, videos
and information folders, produced
by their organisation on Lisher and
Chargs. We spent some time on
the first moming loaking at thase to
dewvalon an impression of what was
available across the pariner
nalions; to identify resources that

coubkd ba sharad undar ha Embrald
of CALSE and to highliah gaps in
tha information currenily available.

Latei, discussion:s eontinwed in
tha sud-groups, with the focus on
tha Saturday being the
development of 3 structure and
thama far the conferanca. On the
Sunday we falked about the
infarmaion o e produced by the
project and survey's that coukd be
undertaken across the pariner
countries,

Although much of the weekand
was spent in intensive discussion,
we also found time o enioy the
sights of Paoitiers; together with thed
local culsing and to informally learn
mare about the work of the other
partnar arganisations:

By Sunday lunchiime we agre
that the meeting had been
extremely productive and progided
us with the momentum o develop
the project further; In summary the

Dbl Raview
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project pariners agreed an tha

Tollowing:

# The CAUSE canfarancs will taks
place at the Hanover Haled,
Hinckley, Leicestarshira from
2730 March

2003, The conference will be an
avent for lamilies and people
with Usher and CHARGE,
together with profeasionals. The
arganisers plan o provide a
lgizure cluly for children and
deaiblind people wha will nod be
taking part inthe main
conferense programme,

# The conference will include
plenary 3e53ions on “Adapting to
Change” and “identity and Being”

4 Tha project will produce a
CAUSE infoyration folder, with
information about Usher and
CHARGE and the respeclive
Euvropean Networks, together
with an extensive bibllography of
mestenials avaslable throughou
Europe on the twd conditions, An
aditarial committee has bear
formed from the project pariners
1o oversee his work:

+ The project wil undértake two
surveys. The first will be &
behavioural survay of children
with CHARGE: an axtension of
work thal has bean niiated in
France and the USaA: The secand
will ba a [hastyle sy of adults

with. Lisher, which will possinly ba
presenied in the form of vidap
internews with individuals trom
the partner nations.
Forfurtharinformation on the
CAUSE project, please reter to the
Deafplind Internatonal websile
(CALISE pageswill soon be added)
or contact the Project Co-ordinator
David Levey
LEVEY2000i@andcom. David may
& contacted by post o'o Sensea,
11-13 Chifton Terrace, London
Ma 3SR

Liz Cook
Groups and Membaership
Manager, Sensa

MDVI
Euronet

Meeting in Lishon,
14-16 March 2002

Report from Kent
Lundkvist

ast March, coordinators of

L'ID'U'I Euronet, the recently
formed European nebwork of

professionals from organizations
invaelvad in the edecation of children
and youth with multipla dizabilifies
including visual Impairments, met In
Lizbon 1o discuss projects and
activities 1o be developad by the
Matwork. The meeting was
attanded by mambers from lialy,
Seden, Ireland, Porlugal, Czech
Republic, Unitad Kingdom and
Gemany.

The group had already idaniilied
nine working targets during an indtial
meeting in Duibdin, warmby hosfad
by 5t. Joseph's Schoal ior the
Visually Impaired in Aaril
2001, Thess targets are:

January = June 2002

1 Assessment and vigugl

assessment,

2 Early intervanton & family
support,

3 Mobility for visually disabled

children and youth with additional

disabilities,

4 Changing from school o
resauroe cenfer, Inclusion

5 Teachar/stalf tralning.
Pedagogical materiais,

& Pravocalicnal lraining

7 Visually impakred chitdran with
amational disiurbances

8 Communicalion

4 |mplications of changein the
population in assassing madals.
agucebion skFategy, el

The goal of Lishan's meeting was 1o

give MDVI's activitias an atficial

start by cecidirsg on spacilic lopics

io-2ddress in the near future, as
well a5 identifying 1asks o be
achieved and discuzsing
applications for Edropean Funds,

The group alzo declded an a
logo-to sdentity MOV Euroret, and
worked ona poster o be used-at
ke [GEVI Conference in
Amasterdarn as a visual Hustration
o tha network's main concarns,
The poster identifies four of
MDNI'S priorly aeas, e,
Rasource Canires, [ndepandant
Living, Staft Training and
Changing Meeds

Each coordinator atterding the
meeating salectad and dizscussed
wilh the whole group aims and
methodologies o ba used in the
developmant of projects based
arourd tha 8 targels.
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Getting in touch

The Coordinatars of each of ared
will contact group mambers
interesied in the subkect o inform
tham abowt projects and mativate
hair participation. Groups walooma
prafessionals interested in tha area
who want to share and discuss their
knowledge and practice. Anyone
interested in a particular topic is
encouraged 1o comact tha group
coardinator or the MOV Euronat
chalrparson, kent lundkvisti@silse
The group also decided lo apply
for Eurepean funds to suppart four
main projests:
1 Early Intervention and Family
suppord
2 Implications of change in
population in assessing models
and education strategies
3 Access o the environment
through mobillty and
communication,
4 Changlng from schae! fo
resource center. [nclusion

WMEV Euronel i & (hrea-yaar
profact, wacking mainly through the
usa of intamel services,
Coprdinators of sach of the nina
bopics will meet once:a year 1o
assess prograss and defing new
directions far tha MNatwaork.

Group 1

Azzassmen! and visual assessment
Eberhard Fiichs
BlSFoxigt-online.de

Group 2

Early imtervention. & family support
Jude Thompson

juce thompsani@rlsh.arg. uk

Group 3

Mowility far visually disabled
children gnd youth with additional
disabiities

Patrizia Geccarani

ceccaran|. i legadelfilodore.il

Group 4

Changing from schood 1o resource
centar

inciusion

Erian Allen

baltar zljosapha@indige.ie

Group §

Teachsc=lall training. Pedagogecal
materials

Izabel Amaral
izabelamarai@mail. lalepac. pt

Group B

Pravacational braining
Marika Cariberg
miarika.carborg@Earkalrst i

Croup 7

Visually impaired children with
emotional disturbances

Pauline Carmichasl
paufina.carmichasl@rnib.org.usk

Group B

Commurication

Kavin Tanzhey
kevimlansey@ukgateway, net

Group 3

Implications of chainge in popukation’
in assassig modals, education
siraieqgy. eic,

Patrizia Ceccaram

ceccarant. piklegadelfilodarns, i

Staff Development

e reported in e [ast
issue that folowing the
Eiropean GCanferanca in

Holfand the Metwork had opened up
b irmette all individuals who ware
inerested n aspects of staff
development fo join. The malwark
session had conclieded with 2 wsh o
bring peopke together to shara
foctsed aspects of slail devatopmant
aoross netonal boundanes. Thiee
interests emsrged from thosa
presant. |t was proposed that pedpie
would share ieas and indonmiation

The 3 groups that amerged werne,

# Sialt davelopmeni for those
working in ssrvicas lor
congenitally deafolind peopls -
this group & chaired by Paul
Hast of Senae Scotland on
Fhati@sensescotland.org.uk

# Lize of technclogy 1ar learning -
this group is chaired by John
kdascia from tha Helen Keller
Lenire NY an
HEMCFIELDaal.coam

# Practice Development with siaff
— thig group is chaired by

via emall and one persan valunteared Maarien Yegling fram Sense an

Io cheair @ach group.
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mricagtimEae nee.org.uk

Network

Fustier
axploration of
whethar therg 15
the possibality of
setling up formal
eqroups of having
@ocess to'the BRI
webaite 1o enable =
Emtﬂﬂa ideas Malachowskl
k= aiifl 1o be

axplorad,

Virginia von Malachowski on
yyanmali@aol.com

Dbl Review
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Australia Political activity

Roglonal nevrs
trom Mike Steer

1 A-Nalearal Forum on
Beathlirdness was f=id in
Cycney an 5 and E-July
2001, The avent rasultad
from fetters written by the
Acsirakan DesfBind
Council |ADBC) to fhe
Cammponweatith Mimester
for Family and Cammunity
Servicas and broughl
togethersome B
garticipants from gl ovar
Atstialia: Hosted by the
Royal Biind Saciety of
MNSW, racommendaiions
fram the Fonimwers
framed 25 8 package 1o be
presentac to the Mational
Cisahilty Advisony Council
for inclusiar i orn-going
negoliations oiver e
Commorwsaih-Stake
Dizahility Agreements.
ThgAgesmens ae fhe
peciodic wihickss for
detarmimiag rafional:and
siatodavel Bonbos!
funding priorities.

2 Blind Gittzens Aoustiala

fBCA) s Australa's g
and infkential snecial
Interest group reprasanting
the neads of some
PHO,J00 Australians who
are blind or shyniticanty
vigar impsirad, ks misglan
Iz o achiave eguity: and
@qlally o7 ils membars
theough armpowermisnl. by
promoling posilive
allitides arsd by shadng far
laghi qleaiiny and = ceessibi
aervicee: ALE imprassive,
heghily crganised Mational
Convaniicirs i Merth
Sydnay in Saplembar sl
wear, the unigae - saode of
Austalians who are
dagiling retevad s
RECUSSION &5 3 resull (e
fobowing resolulion-was
paszed:

*This Crameangn
reqormmends 1o Bling
iizens Ausiraia thatin
argsr o addnass the needs

Januvary = June 2002

of peopts who are geal
fired, i werk wilty B
Apsfralign DealBling
Courel grad e Natiboal
Bessbrity Advisary ol
fo have deai-blindngss
mc::gmag-n' a5 3 nreihn
dhsability i the Carmrmion-
waail-Slgle Disabilily
Agresments which are
durfely being negatisled,
and ko fave gpeciie funds
alloegiad for dest-tlind
Sﬁmmﬁ“trnder ffiese
BETEeTTans.

Thig ﬂemﬁ:rpnhﬂn’r WaAS O
agirect mault of the
parbcipation gf severs! of
the BCA s nalicnal
leadershipgpersonnetin
the National Forum some:
manths earlier,

MNational Council
News

trena Mohinn of Mew Sauth
Wates has again baen
slacted Prasident of the
Augtralian DealBlind: Coundil
for 2002, Other offlce-bearess
[z Michelke Stewve ne: ol
Victoria (Vice-Presdent),
Sharon Barrey Graseicy af
Westarn Australia [Secietary)
and Jahn Finch of the
Wictoriar DaafBling
Azzociation (Treasunar).

The ADBC commilizs has
oviercame the tyranny of
distanca® and iz now Hekakng
i L Tntornel rather than
by telecontesance as thas in
the past. For the first Hire, all
commiiios membaers now
have email-accounts, 5o fhat
iTiedbing agendis and
cofriments dra cirgulaled by
emall; This has a aumbee of
sdvantages. Thers is no
Infigar the expense.-of
interpretars ana telaphans
tinks, and commities
mesmibars can respond o
aganda ttems at thair awn
AEEE,

Some of the tonics
curmently being nonsidsred by

nafseal commetisg marmbers

ap ADBAG lunding seuss

b) differences in sanvioe
pravigian bgthween the
elatas

oy he cost ol adaphve
teohnodogy and-gids

d} outeomas from the
Mational Forum and

& natiana: arganisstional
el fesated ta
Peatblnoness Awaransss
Week.

Hob Sedrsve, Who retired |n

Wty pE 2001, s now besokin

hamess 3= par-ime

admenisiraton officer of the

ARBRC Bob's can be oontacted |

at bobi@segrave.net,

ADBC

THE Aaprradiak DEsvBL S0 Counmol

The ADBC
Web site

More than 11,500 visiks

fevia baan made o the

ADBC Wab ste sinca it
wedh inifiatad @ 1958
e siie e al htbpuy
ntarnes. nelau'dos,

New definition

e Naw Soulh Wales
Duparimant of Educatan and
Traming s DET) has-racantly
faken sleps o radaling thoke
[T will gEcep! as doamlind for
pufposes ol racelving
additional resaurges,; inordar
1o be cansidersd deatblind in
fhe-publio =ehooks of MMaw
South Wales, =5 of February
2001 s tha new definitior i as
icllows:

"Siudients mis] bave 8
Reanng andyision
impaimant, bolk-at - evels
{hat severtl-impsEct ga their
atily to leam and which
result in unique educational
needs. n:paricular. these
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Auﬁtrnlia Gludents will radguine-an
alErnalive means af = -
continued communication (ganersily = Australian National
Lacila syslam | and'or hi
S Conference 2002
faciitats thalr cormumcason. 2 :
e e The Sixth Ausiralian National DeafBlind
pvidenee that the cambinsd Conference "Touching the world "
impact of the: dual sensary will be held at the
ISR rogqiired oA Francis Lioyd Function Cantre
Imténsive sducational 24 John Shras
provision bevend thal N SATe et
previced for sthdents solahy Lidcombe
with hearing or yisicn New South Wales
impairment, or severe v Eri 1 . ; [
intellaciual disahiity,’ from Friday 12 to Monday 15 July 2002
in-order 1o quealily for
additional assistance at Maora information fram
snhu:_. the :iﬂpél'tﬁi_tﬁfa ' CeafBlind Association (NSW) Inc.
Sl ibi ) PO Box 1285
Counselling and Wellars is° = L
required, togeinar with 3 STHATHFIELD NSW 2135
Croordinalor of Specal
Education (ol are _IJD;iEan Fax 001 61 287456714 or
&% zenice speciadsisin 1 &1 Ean T
PET system), bafora g Gl
sledentcan e confinmsd as
hiavipg met the critens.
Australia 0 1967 The Desfhiing areg iz well sowicod with paying heswy costs on rental
Azsoclaton was lounded by 8 public franspert. The busiding proparties, This sacurs
Mew Pramiseste Sl group of parenis wha s designedd 10 el peaple investmiant will achleve
oeraworlt ot  Delivved hat cobachively they  with restctad mobility 1o sigrificant capital geowth I
opporiunitios could Ralp Shiidran with maove fegely inan epenand  they years ahead and peavide

Crlesline Hare
Irovim Fpe
Dealblind
Association

reports.,.

diafbfindniess and mther
disabilitias achievs skills and
mollans for life. Singk thon we
nave overoomie many ofthe
realand Engible Bamsrs to
actievanrer 10 peopls who
liee peafilingnsss
Howawer. many deafbiing
ohifdron znd adili= have
lirmited epportunity o improve
It skitls and Bpficns die to
\re diffoully in@coessing
sarvicas ond caress. TRETs
ona of the ksy raasons why
we have purchased the naw
building in Riversdale Road,
Cambarwall, Thisdocation s
centrally situztad and the

safe anvinansant.

The Inlérnal tydrolbesapy
ponl s-onE af tha most
BREING features i the new
buildirg cifaring e
EypEEnces 0 makiiby
traming and movement
thesapy for propbe-living with
dizabilities, The poolwill 2l
ol weall utilised by commimity
aroups lor rebabilfation
inerapy. This will help to boild
awansness of our
arganisaian m eompla-
mantary areas of health care

The purchaszd of the
Cambprwal faoility will
roleaze the Associghion from

 solid foundation. ca whigh
tutirre plans can be-made, It
ig tirmedy that the Association
iEable oomake iz
sammitmend & cur fuitre and
o show string fiscal
managemant & stingand
governznce of B lund we
recelys Tram danors.

Dbl Review
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Czech
Republic

Jan dakes wenkes thst e s
vary busy with hiz wark 3t the
Linmeargaty but be s dhe
arganiser ol & ghnara
meating ot the Grach salf.
help association of deafblind
persons_ [0 this grovip they
ars abwavs looking lor new
ways to promoie and gavelop
beter imlerschan betwasn
deafblind paople and their
anyonmaEnl. Tecanizst hirs
jajakesdvalng oz

Amdrea Hathazl, a teachern a
e Unit for dealoling pupils
in Gl nas startad 1o axtand
et wark inko The-area of
acqaires deaiblintness, Sha
s caviakoped a
GUasEnnalira and ooss o
tha schoal 1or deat childran
wierE with e alpral &
teachor, shoils paseosing
childras, Allhaegh 1o data na
childras with. Ushes hava
e iarlbg, same
chikdran hava baon idartifad
with law wigian and a2 2
reull have vicitod: thie
apthalmolaglst o have
specticles (it

Slovakia

Janka Sariszka
reports a8 major
rsakthrongh in l-
Slovakia, .

The school tar deafbhng
oivilmiren (oG mca will

| oEenrate s A0 annlverdary

Thes yaar. Diirmg 1he enfira 10

| yar pariod we had o

dvochio for the right
condltions farths aducating

- And Upsnnging of deaiblind

ummm'arn:_l then wia had to
figit far tham o ba accapted
Ihe main probiam wan o

| parsudde tha dedision makers

in e gaverniment thai the
reln one {eachar jo.ons
Etudenl in deafblind
popuiatan s aparopriate
I"acriaived this; with 1hs
support of my staff by inviting
the officiasinom:the ocal
guthofities @nd from the
Ministry of Education toowisi
ot sshoal. The most
impaoriam breskthrough came

when | wrote the Minssy af
Et:cation in asi-for this
priobiem ioche solved by
cregfing the egislaton o
incligde dagthlind childan. As
& result we racalsad an
inspection and iwo
professiamals wediliod the
whode process. ol education
and upbringing [noour szhool,
The result af 1his inepection
CArTE aut vany Wil Altar
thal, i he.canperafian with
the adticial trom the BEnisty
ol Education, we worked oul
the grapased zgsiation. Fam
vy happey thai after 10
yiearz-from'the establishment
ol the deatblind schonl wa
achiavad the fiollowing:
“Cin-tha Bik af March 200
was aporoved by the Ministry
of Education of Slovak
Republik no. 293/2002-0, by
whaah is datermined the
numb=sr ot pedagoalcsl
emoloyess and cther
emplopees gt schools: The
nermatavee-number of the
leachers far deafhiind
children 15 onefeacher for
gne studant,”

Latin
America

Ximgna Sama

POSCAL

POSEAL comprises of 14
aouanirias; Segenting, Chilia
Wnaguay, Brgzil,

Bolivia. Equador, Colombia,
Yenezuala, Daminican
Repusilic, Cubs, Micardagua,

danuary — Juna 2002

auRtemala, Honduras, Peru.
13 ol these have assoeations
ror deatbéindness and are
afiifiaed to-the Latin
Amarican Federalan of the
Deatedingd, am umbrella
prgankaation that emerged
fnpany Pioscl,

PoscaL has-complatad
Its irst @i of cragling the
Latin American Foedaratarn ot
the Dreadbling. Evary country
has now completed = traming
caurse iocbring them up fo
the sama standard

Calunbia has row
compsatas a shengthamng
colisE hat weas developed by
tha Matlonal Federation ol the
Ereat in Golurmbia who toak
ha pricciples ol their deaf
sourse andrmodelled [t o e

used with-the dealbling. Thes
COLNSE WaS very sucoes=inl o
Calumbeg and it i3 hoped that
Ihe peapla whi completed the
coursa will be-shle o train
othersin-ihe cowrseinihe
Turiare: A maitiply thedr
knowiadoe I that way,

POSGAL 5 now salectng
2nather oounty o recsie
Iha Eame gourss,. Countries
have appled and B8 Ining 1o
proaethey are-active.and
working hard — 1he best
candidate will-be selepipd 10
receiva the coprsel

Aimefor fhe year are o
providecthe sirengibening
course™fo-one couningeand o
keepimpraving e way inal
the arganisations are
Wworking




Russia

Irene Safnmafina
{pietused) and
Dipa Kuzmicheva
from tha Wshar
Foram in
Moscow tell us
abontan exciting
new profect 1hey
ara pianning...

a0

I Filruany hes yasr. k8ne
Satomiaikng - from Usher
Forum in Moscow, Marena.
Faorshi from Poland, Tafjana
Basilova from theTeaching
Imystitute in Moscow, 2ad
Lydia Dymsky om Bslans
met icgether-and disoussed
the idea of 3 studani
LONfErance on Sensony
impairment. Thers isoarraniiy
ho-sdicatienal Instsmon &n
Russia abee-1o Gavelop
training for teachersol
aaalhlindmai chiddran, Tha
prijec) proposal istors
eoures-{Faland, HUssiE
and Befaniz) o holg student
conferences for staoents whio
Bava beenworking forless
fhar 3.years n he Mal el
These cre-day comerances
Wil be coen 10 wesT-
praduates and-post
graduaios from.a mombsar-o
dittarant discipines including
medical, peyohological and
cociologhzal. The lnageages of
the conterence will be
Ruzzian and pamicpants wil
bia encooraged 0 ekchange
mztarisls gnd broaden their
awaranass-of and nkares: n

M1 iEsuas In 2 language that
ey are comiarable with,
Thealmris o allow studenils
and young prafessonals
withinn the fiald 1o have lun
togather 25 specialisis and
thersby incTease thair 2all
ponhidence: The financial
grrangements have yeal 1o be
confinnad but IVis hogat that
thefirst canfersnce will laka
PiRCE A3 piAned.

Usher Forum

The work is eontinding inwa
geographical arags: 5
Patersburg and LHa, The
wrorks Ine Bt Petersbung s co-
ordinated Dy Audrey Markow
wiho e congeniially bind wiih
3 [eogresse 2o rred
nearing losz. Thersare
cUrrerly no zanices for
doatbding peoplein St
Petarsbirg. Howesrer, Audrey
has foldrd 5 famibesin the
Hran whe hoyd oinldeen with
single saneory (055 and
ackhonal disablilies-2nd hixs
ghvan Eprascnialion oine
AraLp ADoUE e o
gxperisnce ol UYIrg wilk
sansory loes: s vopod 1hal
thiz greup will continbe 2
mesl and ofler suppar 1S
membars,

T ha-whark-in- Ufads oo
codmetad By Nirka Markoy
wia bias Ushar Type 2 amd
works as:3 gude
commuorEaior and advocate
for defhlind poople. Nina

5 already made contact
writie 30 ndividualE o e Snma
whoare daafblind. Folowing
a visit fram Irana I February
this year, Mina has wald
A networking meatings fod
deathiind pasge with
gpprozimately 1005 peoDeE
attending aach msaing,

Lishar Fofum an srcied
abput e devalopmaniz n
both these: ragions, T hedr aim
far iha fullre is for thi Usher
Forum fo redsain i MOScow

and 10 have smiglisr
imdepandant. alfilated grougps
i othear cifies. |tis hoped 1Hal
if these groups can remain
infepandant and
auonomousihen hierarchy
and DureaucTasy, can be
ayoidad, Lisner Forim woukd
llke it bein a position 1o offar
advice and suppen to its
groups bt not govemn fnem.
sher Forsm itsell now
BENCOMPAsEESs nolonly
paanle with: Lisher Syndrama
bl also otlier deafiind
paople. both with congenital
and acgulrad dealbindness
Ii i planning a-seres of
EEMInArS in he Aubdmin
Mosoow and will inviteall of
ita peathlind rmambess. Oihar
ewaits planrad inckics:
spagking to sachers aboul
teaching deaiblind/Usher
children; holding 8 parapls
sEMmine:s loartoarags e
o get together: running a
saminar for campaigning and
nbhying activists fromoather
diszhifity arganisaticns 14 find
Comman ground; 2ading =
training course for Guide
Interpraters, The Guide
Interpreter course will ba rm
twice @ weekin the gyenings
i kascow trom Ooipber 02 —
At 03

[t has glso recently
receied a grant iram
Husmanitanian Aid o give aul
witaming ioothe families of the
featbling children that thay
wiork with

Okl Beview




REGIONAL NEWS %

UK

Emma Fishar
riprorls:

The 4" Professional Development Programme

Cwiring the manths-of
Seprember and Ootobher
2041, Senss Intemations
fio=1ed 15 41h Professionsl
Devilopmen! Programms
(P[P}, Establishad in 1996,
e PO orovides
professianals. incasnires,
where speciahsed waining is
nol available, the opporiunily
1o develap theie s5ills in the
field of dealblindress. In
latal, 22 prolessionaks Inom
12 diftergnt counties Have
benafited from the POE

Cin: Septemier 1 0th 007 .
S perhgipanis from lndia,
Eenya dne-Romanis came
tngethsr for the start of thelr
Ewesk fraining programme
They were:
Sumitra Mishra, Nationsl
Training Co-crdinatar with
Eense Infematianal (Indial;
Leela Agnes, Froframme
Cificerfar the Community
Based Behabilitatian
programmeseithe Hoby
CHoas Sennce Socieky in
Tinshirapall, Tamii Nadu!
Siella Kamaw, Teacher al
he MNaimh Parents of
Ceatolimg Chikdrens Linit;
Andrea Hathazi, Teacher ai
thie deEiad unitin Cluj;
and
Monica Marin, Teacher al
1he dzafbiind unilin
Blcharest

During their-gweok stay,
participants ook part in 2
mixed programma-of [Grmal
and informeal trainiig, wih
visits 1o deatbéing

programmes and piacemants
ivalving move than 20
Contres and 50 reiners
thraughait the LIK.

Mow bEck i thedr
rEdpechvia countries,
participants ars working ona
faliow-up arogrameme waih
stipport from Sense
International. Thess indhica
ine devalopment of 3
Teschers™ Netwodk in Indis,
developing the Cammunity
Based Rehabilitation {SBR;
programmes in Southem
india, teveloping & training
COUrEE farbngergraduates in
Ramania, craating a milti-
SRSy Shmuiation roosstor
ohiren in Buchares: and
asizbiishing.a deatblird unl
i Mairakn

Sense nternaticnal wilk be
fanning s next POF in
aEibUAT 2003 and il you
Wwilhd ke 1o find aut maore
anoul e programne, please
cofitact Sansa Inemational
At slEEansa o Uk

Croatia

Wlartina Siabl
from DODIR
wrlies:

Another Award
to DODIR

Aler recaiang 1no
presigiods Sy ol Zagheh
award, which we worin
1950 ard tha Award tar
o Busiiassman i Yesd
200 we fieve, vab agasn, had
resoanian fer our wark wilhy
anclhes award!

To telebrak tha
Infernational Year of
Voluntears, the Govermmedt
of the Republic of Croatia's
Cifica tar ME0s resaanizad
the ackiavarnenls ol 12
NiOs 2nd 12 individuals who
have promotad tha
oEvelopment and sysiematic
evaluation ol voluntesrno.
The Pramier; lWics Hasan,
praanally prezantsd
*OOORT with their prizejor

January ~June 2002

fhis work, Presidan] of
DOHNA, MesSanta Tareray,
gead Ihls pocashon 1o
Righlrghst the fact that
volunteers come from all
SICUps in-sociely an that
DOEHE places importanca on
Acluding eldary voluntears
and Ihosa with special nesds,
DODNA s paricularly proud
o it waluntomars who am doat
and-whe are givng a liige
ampUnL o Bmprove of guatity
ot ife of caat and doatbiind
paopie

Spacklguest of the
evaning was UN Ambassador
ol Goacwlll, Fheatkea: bk,
wihio cerrid wiLl Pal
MoCartaay. The Pramia:
Ivica Racan, acknowladgad
[ Wik 1D impravethe
aliality of e ot disakiad
props and presanted her
with the special soulphure

"EADA", wark ol deatbling
Atk Disan Dasenovie:
Heailyer-fills sacd that i ha
life-=ng had recaived many
Aweards: but this ano was vory
gpacial Indead;

Al tha cockiall party
afterwards GODITE
dastling meanibaie and
VOIS wWEr e ey e
gl the chanes 6 msal o
Prazelent amnd 3 Rmous
Bt at the sama fimel

BOEAR" willalen amoii
[T M avents organized by
the Baard of the fmsorican
ChRambers al Commeares in
Craabs as parl of & charily
ok s iG] bl he i
Banaticiary. The monoy will
el DEOIH 15 eguio
pdueation st and ralabilitzEan
spaces and with 1his
Impertanl suppodd, palze ite
profife
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Tha idea hps besnm B

far some fime now = 28
Institlte of Low Veos
Renaniktation and m
e established in inds s
an Intarnational o Haﬂ
statug. The sl conoecs s
an ILVAR below eapl=ss
broad vision babing e
projest,

The idea may mse=

Carporate cifizens, [Baoeg "H‘Mh

Emnee, fArd 1

Datrange, 4 Foundations ang Chartes, hiﬁ ﬂll'
Membier oi he individugla with celebrny -
Warld Blind Unian  5tafus and makers of Low Hﬁhl_nﬂ
task force ant Low  Vision aids. ophifaimc echneal soensfc 3ed =S el
Wit and Equpment workhwide: | sphthaimic parsomrel The =
Mambar of the TESHY e 300Re e mﬂﬁﬂ s
Eansiisthis Croup international Hﬂﬂﬂﬂﬁ;?ﬁiﬂ “‘H ﬁﬂﬁqﬂhmﬁh an
ontow vision,  Imstitute for sehaniitaiion, worid-wes. -
Government af Low-Vision She = eminenfly sSed s os  oorwmenis B ganecal may be
3 1 a -
ninurlss  pohaniitationii e oo .
and Research Ressarch for devsioping new ﬂ'ﬁﬁm@iﬂ:
| ioaks lor evolving ofiacive Datrange
The-e are 140 milkos pecplie - solutions 1o probiers ﬁﬁ HH"!"# Bssistin
wiith Jow vision in the wess The proposed insthtewill  the plsaning & =xecution of
anc 28 milion in India seee.  have siale of he anfaciSes. s presSoue projoict
They' arg reithar bling aoe including = frary, for
NUD * Lai Hywirinet, th wall and Franch in sdotion 15 Werldl Federation of
knaiam madicad !iyﬁﬂ Finnish and Swedish. mpﬂﬁ]ﬂﬁ_ He gava
Eiin Dstil regorls trem Finiand published = bt = spaech al the
CO-om on Assessmert of www lea-festsgic i ' ar Conference in
Yizian last yosr. B can be mfﬂﬁiﬂ:
orderad al [ea-test Har * Mr. Siig Ohison, g former hipr
homepage contalhs L OTS chairman of the Swadish www desatbiind org. nz!
al intermation and has Oeafnling Associghon, was ety himi
pages in Enghsh. Ganman elected president of the
Apology

We have recaived correspondance fiom Mrs Agnes Akape, Haadteacher of the Demonsiration School far
the Deal in Mampong-Akuanim aboul eome of ihe faciual information confained in this amicla: We have
extended an Invitation ko Mre Aksds 16 write abatit the schoal fo 561 the racord straighl.

Dbl Review no. 27 {June2001)
Deatblind Education: a casa siudy in Mampong-Akuspim - Mrs Grace Gadagbul |




NEWS

Researchers identify
Alstrom syndrome gene

Sandra Suratie, lrom Alstrim Syndrome Internafionst reports:

Whan our daughter, Gheryl, was
diagnosed with a rare, genatic
corditian in 1950, we were lold
never o axpect research mto the
diszass thal plaguad her.

Today, we are very pleased o
infarm you that researchars of the
Jackson Laboratory.in Bar Harbor,
Maing (LUSAY and the Diviskon of
Humsan Genatics atl Southampion
Unevarsily {Britain) have identified
1helgene that causes Alstrim
Byndroma. Bayond this discovery,
we pow have hope that further
medical resaarch may eventually
Bring farth treatments and perhaps,
even a cure, lor the diseasza.

Abstrdm Syndrome is a rare
genatit disorder characterized by
early blindmnass or visualproblems =

retinal deterioration, nystagmus and
photophobia; sensony neural
hearing foss, childhood chesiy,
diabetes; hearl problems and other
organ systam tafure. There are only
1 75-casas of the syndrome: known
1o exist in 23 countries, More
informationon thesyndrame can-be
found gt weew jax.org/alsirem

About Cheryl...

Char daughier is now 1.2 years okd
and sha justwants to-ba like avary
ather kid, Alstrém Syndrome |5
difficult for her o deal with |
compara It to most kids wha live
with monzsiars under their beds; our
daughter must live wiith this Adsirdm
mcnster inside of her and Escaras

her. She is apprehensive of what
trer futtre will bring and we have
gxplained io her that the gene
discOveTy is indeed good news.

In addition fo what the discovery
pould mean for Alstram tamilias.
scienfisis are excited about the far-
reaching implicafions the resulfing
genstic research could have for
plher conditions. Diseases such as
iabetes, obesity amd evan some
retingl problems may benefit from
thegens discovery in that perhaps
it will uniock secrels common to
them afl,

i the emd, it offers us hope. We
can only pray that good things will
continue o come from this
mEcOvery.

Child-guided Strategies
for Assessing Children
who are Deafblind or have
Multiple Disabilities

In this brand new CO Rom Jan van Dijk
and Cathy Nelson, two of the fields
miosi prominent researchers, have gol
together 1o distil the skills amd
knowledge developad over many years
in grier io suppard othars who aré
interesied in the area of assessmant,

The CO Rom cantains aver 20
demonstration vidao clips, with
descriptions of the fschnigues belng
used and affars tha viewear the
opportunify for interacive quasiions
and- answers.

January — June 2002

The CD Rom guides the user
through the assessment process
and provides information that [s:
uselul inplanning assessment -
amphasising the impotance of
fatting the child lead the process! |1
inchidas defintions of specialist
terms for the beginnar ang also
demonstrales wo complete
assessmants,

You can find oul more-about fand
vour nearast supplier by accessing
ihe wabaita:

www. AaphloolMuls.com
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‘Communication is the Key
to Opening Doors Worldwide
for People who are Deafblind’

Delta Meadowvale and Conference Centre,
Mississauga, Ontario, Canada

“August 5-10

Conference theme and
call for papers

Information conceming ‘The Call for Papers has bean
distributed and is also avaitabla on the Conference
wobsite, The thema for the 137 Dbl Woelg Conterenoe
5 ‘Communication is the Key 1o Opening Boors
Worldwide For People Wha Are Deafblind . The
Scantific Committes is welsaming submsions around
thiz theme, including any aspacts of communication as
it relates to individuals wha are deafbling; the people
around them and the communities in which they live,
work and play, Presentars should consider
deafblindness across all age ranges, om birth through
to the ageing population, including thase with
congenital deafblindness. acquired deafblindness and
those with additional disabéities, This conterence wil
be committed to celebrating diversay and multi-
culturalism.

The Sciantific Committee has usthas indicated that i
will welcome theoretical, praclical and research
pragentations that address the following four KEY
araas: Understanding Deafblindnass s a Kay io
Comvmunication; Empowerment as & Key.io
Communication; Relationships are the Key to
Cemrmunication and Sharing Knowladae / Infarmation
a2 & Kay to Communication,

Absiracts are ta be submitted by Augus) 30, 2002 by
amail to stan. munrosd@sympatico.ca or by regular mail
to Conference Secratary, 13" Dbl Ward Conlerence,
1BRE 41 Avenue West, Owen Sound, Onlario, Canada,
M4k 4X4, Presonters will be notified ol acceptance of
their proposal by January 30, 2008, Since argaiilzers
wish to publish all presenigtions in the confaranca
procesadings. prasenters are required to subal ek
complele papers 1o he organizers by Apnl 30, 2003.

Conference fee schedule

Tha cenference has established four categoriss of
feas:

a Aegular confarence paricipant
(5800 CAD: $500 LI5S0y, SEDE)

b Second family member of & person who 15 sealblind
($650 CAD; $405 USD,, $475E),

¢ Intarvenar/interpreter/Guids working a1 the
conferanca ($500 CAD; 3310 USD:; 360E)

d Accompanying non-conierence parloipaling persons
conference ($500 CAD; $310 LISDY, 360E).

These fees are valld up o Aprl 30, 2003, Al laes will
ba paid in Canadian dellars, with curmént LIS and Euro
equivalants SNown for COMpATISC.

Ragistrations will be acceptad up (o Jduly 13, 20403,

Dbl Review




NFERENCES

Please note thal registration and payment of laes -fnlh
cradit card, ¢an be mads ondine through tha website

Aagistration fees will include: Confarance Regisiration
Kit (including Abstracts and Proceadings on GLEROM),
Opaning Night Festivties, Platiorm inlerpratation guring
plenary sessions, Continental Breakfasts, Catfas
Braaks and Refreshments, all lunches, Entertainmant,
Educational tours, Tourist program {including suppar]
and Closing Might Gala (incleding banguet].

Accommodation

Participants nead to book their accommuodabons
separale from the conferance registration. Individual
arrangements must be made directly with Delta
Maadowvale Resart & Conference Centre. For Specal
Hotel Conference rates call 1-905-542-4003 ar Fax:
1-805-542-6742, The toll free line for within Morth
Amancacalls s 1-B00-422-B238

Guest Boom Bales for conference pariicipanis are;
§122 CAD (375 USD) per night for up 1o 3 persons ina
reom; $142 CAD ($88 IS0 for a roam with 4 parsons.
Taxes [12%) will be exira

Fleaze nole ihat spacial conference rates are not
available on the hotals website at this lima.

January = Juna 2002

Language

The conterence language will ba in English, with
platform interpreiation in Amatican Sign Languaga
pravided ai gl planary sessions and some workshops.
All conference writien matarial will be in English. I
anpugh need is demensirated, simultanecus translation
inta French and Spanish may be provided during all
pranary sessions and for some workshops. Caosts for
thi= ransialion are mof included in the Regisiration
fees. Please contact conference argenizers o indicate
if you neac! French and Spanish simultaneous
translation.

Special needs

Inaddition to reqularsized English print, written
rabarial will be' provided in karge print and Braille as
wall as on disketle. Parlicipants will need 1o indicate
upan registration i they need written material in these
diftarant formats or on diskslta,

Perzans will be expectad o supply thelr parsonal
InlervenorinierepraterGuide. Ragistrants having
special peeds, such as loop systems, lablofdesk.
maniter, outlet for alactdcal equipment, real-time
caplioning, specal disfary needs, ake, should advise
copferencs organizers, upan registrabon.

Supported places

We hope to provade a limited numibar of supported
places for individuals from developing countrnes. For
those wishing suppor, please advise conference
arganizers in writing by Septemier 1, 2002

More information

Far complete detzils about Call lor Fapers,
Reqistrafion, Accommodations, Tourist Program and
ather genaral information, check out the conference
website wew dbiconferencacanads.com.or contact the
Conference Secretary by mgil or phana 1-519-372-
2063, Waich-for a subsequert mailing, Fall 2002, which
will contain further details, including any pre-
conference program intormation.

Hosted by:

The CUnnadian Deaildind
sl Rubelln Association




dith ﬂf'ﬁ"‘: u LS "
it Dreams, ambitions and realities
Mok Sith-7th September 2002
Gifasgow Caledonian Universiny
H-Dﬂtﬂl‘-_ﬁirplﬂ'tti 0L S:r::land'ﬂa |r|||:mu.r||1nn| clinferemsoe a:'nd ke
gumrsmteed 8 place 01 the insagureal Tait Mitchell Lecture from William
lm&pury Presicdent Deafblind International. g2t @ snenk preview
of h‘-m FEller Award 202 Ex|||}_:l|||q_1|1 e ahoi =i
m chinice andd |_|.|:|I:|||ur||.|3.'1||;:||._:-1'_|‘ from rerosmed EX[-EITS and
L T it B one peychiateist decdided medication was not the ansvwer to
. . =1 At M:n.ﬂn difficilties,
ﬂ_li;wrﬂzfz \ | mﬁld cogts £ 280 all inciusve (9% disoountif boaked el
FRastiiw EL!‘ bl 31 lilr:!ﬂnz‘ get i towch for more detnils.
EE& dSnfiEisans e otland. orgouk
gumirrﬂ Fmﬂm Famt 0141 564 2433 §_§!_15,,E
-fﬁ:tman Frﬂrﬁgﬂm } ﬁ Sense Beotlend, Sth Floor, i Fuknds e an s
ikl i | 45 Finnieston Street, Glasgow G3 8[U |

Book and CD-ROM

xd Chiidren's Rights: a
| guide.
Save he Children Alkence

2 _ . by-Save the Chidren,
&?n.'- Sapt 2001
= =0 all over the world continue

Y = §50e inequalily in their svaryday
gﬂﬂg& .:.?:;r;.l&q; 'fnr dizablad childran,

today. leading to the smmination and abuse, as well as
sstablishmen of ideas fo 1 ﬂppu:ﬂun-lms for education

factz of lita.

anled girls and boys are aften
g fronm mainstraam sociaty
given tha oppariuniiy ta
8 Their siuation s often
yand they are freguently
in measuras which aim o
‘Bensfit children.

! hﬂlmalﬂss axamples of good
SO in implemanting disabied
spghis does axisl,

'_ '_ ofien 00 a smiall scala, o
lEton projects. Information

Ut theze good examples is often
ol 1o find.
3= Dook examines the major
8% arising from a wealth of

g% of both violations and
ar Improving practice,
ictad ooy over 70 diffarant
fires. ILis wrilten in &n informal
pEran-lies slyle, with the gim
i :|. !I]-E reader —whﬂlhﬂr

lmwermr#and

ket

govarnmental or nan-gavernmental
orgamsations, lozafar irtermational,
cisabled peopka’s, childrer's or
params’ arganisaions 1o
undarstand mors clearly the
situation of disabled children, how
the LN Convertion onthe Rights of
the Ghild appliss to fhem, and ideas
b0 lake action o promdie heir
rights.

The GE-ROM contsins 3
databaze with all the datz.coliected
during the project: over 400 peces
at infermation from gver 7O
counties ground the word. (many
maré than are given intha book).
Intarmation is from a variety of
sources — letiers and stornes from
disabled children ang.adults, rom
parants, NGO staff, publications.
These illustrale Doth vicdalions and
good prachice in the implaman-
tation-of disabbed chiidren's rights:
The dalaibase can be searched
Lsing keywords according to the
interest and needs of the user
(For-uze with Windows 35 anwards.
nesds GMD hard disk spaca)

For moseinfarmation coniacl
save the Children Swedan,
Pubdshing, 107 88 Stockhalm,
Swnadan, Fax: +46 8628 56025 Or o
orderaon-line, go 1o, hip
wiww childrightsbaokehop oy

Cbl Review




The Lega del Filo d'Cre in collaboration with the
ﬁ} Merworks; Mordic Culture and EDbBM, as well
| #’-S:m:: International and the Hilton/Perkins

grarmme are pleased to invite you to an
nternational gathering of families,

’ ~- J:n:mf:ren:e i addressed o parents and their
! dren fram Western, Central and Eastern
LPEESAN ESUnTEies.

with other conferences in the past this
pe will allow parents to discuss and
i experiences and Informaton onon wide
of issues concerning family life. Members of

ending on the number of participants the
<44 hmtlanmlbemﬂmarﬂdﬁuwdTFuglhm

I i iﬂ:he region of Puglia - |taly.
i)
The hotels, under evaluation, are approximately

_ﬁ;nhlmetms from Bari on the East coast of ltaly,
" ! ::urtwilhepﬂ'wldedtuandl'rmnmeugr_

=5 are comfortable hotels that will be- wi‘la:h]:t
'd'pe parzicipants. Rooms can be single. double or
le, :Ithuugh the mare single rooms neaded will

parti piue: Large pardens surround the hotels
‘allowing for recreatlonal and ardstlc activities.

AN INVITATION

European Family Conference, Ruvo di Puglia (BARI) - Italy
20 ~ 27 October 2002

A Family Event “Listen to Me”

Participants

A “family” in this context can be up o four
membsars: parent|s), their sensory impaired family
member and one assistant of the families choice.

Programme outline
There will be three parts o the programmae:

The parents meetings and conference will take place
every morning until lunch time. During this period
their children and assistants will be pble te
participate in artistc activities designed for them
an_d_.l ; e:xp-erienc&d argses bn areas such as

usic and danee, &":uhlqr handcrafts ﬂ'u:i

mﬁ% am:ﬂngqu: Hbﬁi and cholce.

willl b ummﬁ:h tourist activitles, artistic

just simply fraving 2 break and relaxing
urstons ean be to the beach E

ki!ﬁ'rs‘ihh!ﬁ!ﬁ{ﬁr te gulture G !il'uEup-ﬂr-g centres. A
few partles are also on the menu!

A ly

T geral Wﬁ# accommodation, all meals and

peirise activities has bees set at 270 Furo's per
; pﬂ:nn Thl ee & passible because the Lega del

Fjlu :gw Sr.me: Intﬂnaﬂﬂrﬂlm kindly

apoan tuLI‘m‘TEE Hnrq lnl‘;rrrnaml'l o

CR

anﬂﬁ?ﬂf@rmaﬁm O to register your interest

ploase contact us as soon as possible at:
_:‘nl'ﬂlﬁm Green

Lega del Filo d'Ora

Via Montecerno |
iﬂﬁ?’ Osima (AN, el

Fax: +39.071 717102
Telc+39 071 72451
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MANAGEMENT

Management
Committee
MNMews

Cin the 2nd and 3rd March
202, a meeting of ihe
Dbl Maragemeant
Commilltes took place at
the sita of next year's
World Conference in
Teronta, Canada. This
gave tha Managameant
Commities an opporiunily
to meel with Stan Munroe
(from the Camadian
Deafblind and Rubselia
Association) and the
Local Flanning Commilies
ard [o view the facilities
on offer. 3tan and his
team hawe done 3 greal
job and announcement
details have already bean
circulated. Log on mow o
wiww.dbiconference
canada.com for further
delalls.

Membership
Update

There are currantly 538
mambars from 8%
different countries and
membarship 15 growing
daity, Diol would like to
thank all of those
corparatas and individual
mambers who have
renewed thair
mambarship far 2002 and
Bayond. If you havan'tyeal
renewed your
membarship Tor 2002,
then simply compeaia tha
relovant form opposlis
arwd fax |t thrawgh today®

Strategic The

Planning Dbl

Update Secretariat

Last year's Councl Il you have Dbl quefies,
me&ting in the fease feel free to
Melherlands in Joly torward them to Emma
involved planty of Flsher at the Secretariat.
discussion on Dbfs

strafegic planmng Emma can be contacled
process. We arepleaeed by email at

to say that inllowieg on dbi@Esense.org.uk

from those discussions,  9r Oy post fo:

a list of recomemendsRons

has been put together by~ Dbl Secretariat

Dbl's Straiegic Planning 11 = 13 Clifton Tarrace
Officer, Marjaana Finsbury Park

Suosalmi, Wistch this London N4 35R.

space for furtherupdates.

Willi=m Green presenting the symbolic statue to

il o

Janks Sarisska, whose country Slovakia will host

MWWm Conferance

Fancy hosting the World Conference in 20077

With the Werld Confaranes ﬂﬂg next year in Canada tha tima has come
o alesadly start thinking beut whes wil host the Wrld Gorference in 20077 1
yoll are interested in hﬂqmm.in yourcauniry, then please
forward youe apﬂﬁﬁmhhw al dbifsense org uk
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Dbl Review




| Dbl MEMBERSHIP The following person is @ member of Dbl:
:. T -I::—T:?::-Ti:z.:l | _1 :__!_T"_1|;-;. M ;
e e ———— — == e e s il o ..L-J..i.' HITIE.
| Non-Voting Membership | Address,
| | weuld like 1o joina-join Dbl as an ndividual non- EJ
B viding mernhes [pease daists 35 apocEiale] :
| 1 wish to pay &n annual fee of US5$30 T |
{ :] ar 20 | (payment attachad) | Signed:
] : | 1esgh o pay foe 4 yes=" mambership at the discountad E—E
| rate of LS$100/ €65 [ [,|I %
| ipaymeant aftached) e N e s . e
| Please wae my meambership feeas | am unable o I: E )
B et ot prmmert i Corporate Hemhershlp
| Pleasedebit my TlVisa | Amencan Exprass | | There are now tws tiers of Corporate Membership:
:it- || Mastercard E | Large corporates: if
. i Annual fees betwean §L53,000 and USES 000 :
(000 0000 0000 0000 ) A |
¥ o
:l Stpiacone 11 1] I_;; Annual fees betwesn US$300 and USS1 500 !
| Pizase note that credit card paymenis are mads fo fi "1 Wa would Ika fo jein DBl as a Large/Small .
5*]! Sense wha than credits Dbk }!__ Corporate Member [pease defsie 8 appropriate)
, :
| Pleaze lind enclosed my Postal Order T 'y ;
bl : L el
= | Tithe (hbe b, D Bt | L T e MaCEnE LD I
e J I' copias of Dbl Review_ We would like {
-'. Byrname | copiesin English/Spanish-{delele as appropnials). [
:,=1~1£_| Firsl mame I Method of payment (must be made in US dollars) |
. ' Ghegueor international postal arder |
-y OeRmEation i
! I ! Bank Transfar =
' Job Title Name of Bank:  AABORANK |
. I | Agorees of Sank: S Michisisgestal, Nathedands |
| - | Acoount Mame;  Insfituut voor Doven: INZAKE D8I |
B | I Agcount Mumber: 11.29.09.825 il
=, I | Member Detzite: [aFi
TownCity i
i et i
_..I Gounty/State l :ll Drganisation {
. Posi/ Zgp cods i l _-I Represantative {
| i
- cuuﬁw E | Date ot Bank Transter g '
‘ Tel: iplease incledes country & area ooes) | | Address ['
I i
!, Faz: [pleass include country & area codas) E I I
I, I el ipiaaze Inclih couniry & araa cooaek }j-. i
‘Email- I I
T | | Fax:islease inciuce country & area codes] il
Dbl Review (tick one boy in each category) (| L
| 'l'ilglug:r.ﬁrl!]u mm#h;‘mf Aeviaw n: r - L
Span s |
= '“Sjmr”,_-mff“ Er s 1 yraENT NOTICE: Pleisse fas your compieted fiom |
él 44 trowangh bo Toas Vissar, Dbl Treases, on I-:
| Please return to: Emma Fisher, Db, | | +31 7355 12 157, or post to Ton Visser, Dbl Treasurar, |
| &0 1113 Clifton Temace, | | oo Institwut voor Doven, Thesrestraat 42, |
| - | Fmsbury Park, London N4 38R, UK, | Lsen GD Sint-Michislsgusts, the Nathertands, |
e s e e 1o e e s
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