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A message from
the president

Atter working in the deafblind
fiald for 30 years the role of
Dia! Prasidant is an honour
that | truly cherish.
Throughout my life | have
been invalved in international
acfivities — co-ordinating
World and European
Conferancas, arganising
intarnational seminars and
netwarking evenls and
securing funds for
transnational activities.
Bringing people togather from
different cauntries has been
my constant theme as |
believe that, in doing this,
opportunities can be crazted
for people o meat. talk and
shara ideas. This, |1 beliave, is
essantial il aur fiald i to grow
and ficurish

Over the next four years
Dbl will continue fo build on
spund foundations with plans
ta develop and maintain its
identity as a significant
internatiznal arganisation
This will mean breaking dawn
tha barriers 1o invalvement;
Including youngar people in
lagdership robes and imvolving
our natural partners —
especially deafblind people
and members of their
families. We will need 1o
become aven mare
accessibla and offer support
to enable pecple ta
participate more fully. | was
honoured ta join friends and
colleagues at the launch of
the European Deatblind
Linsgn in Denmark in
Movember. You can read
miore about this wonderful
occasion in fhe magazine.

The recognition of
deafblind people as equal
partnars is at the heart of
Dbl's work and | believe that
it Iz wital that our crganisation

works closely with others to
secure the rights and
racagnition for deafblind
people wharaver they live.
by wish would be that
everyone — whether they are
meny 1o our field or old friends
- feais at home m our
arganisation. Ta make this
possible our activibias,
nawslatters and papers must
encompass what gur
mambers want, 5o they value
their membership and feel
they wanl 1o contribute, Cur
Metworks are developing.
They ara thamatic or
peographical and they will
play a kay role in achieving
our aims. | hava recently
been forfunate enough to visit
the Likraine, with the isam
frem Shavakia, to make new
conlacts there!

As we canlinue to
empower deafbling paople,
the roles for professionals are
changing and Dbl will nead to
address 1zalf o new ways of
working. Lobbying for changa
on the main stages of the
world, including the United
Mations; in partnership with
other organisations and
individuals from across the
world, 15 high on the agenda.
Alrgady planned and
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undarway is the campaign in
Eurape, starting in January,
at the European Pariament
in Brussels. | urge you all o
get involved as it unfolds

Az Dbl continuas o
develop and grow we will
need 1o monilar aur
constitution and praciices fo
ensure thal they ramain
appropriaie and effective, We
st also inviest time in our
strategic planning in order {o
Tulfil aur wizhes for the fulure.

On a persanal leveal, and
an behalf of yvou all, | would
like to extend qur deepeasi
symmipathy to the family and
colleagues of Districh Bunck,
whoze untimely deaih is
repartad in these pages. He

was a good frend whose
tremendous contributicn will
rot be forgotion, And to Sam
EBoshiglo and his family, our
love and thoughts arg with
Y OLL

| book forward to working
with vou all = whether you
are a professional, a
dealblind parson or a family
member. Over fhe naxt four
crucial years our imporiant
wark will continue o maal our
goal of ensuring that quality
servicas arg available for
both deafblind children and
adults and, as a result, thair
full pariicipation in all aspecis
of life comas closer to baing
achieved,
William Green

EDITORIAL

Lite has been very busy hera
and we have been
scrambling to get the
magazine oul to you all in
time for the New Year! We
hope you like the rew laok!
The contributions are wide
ranging, with articles about
the wark we do, the couniries
we work in, the crganisations
we work for and the people
we are! Tim Hartshorna
highiights- the impartanca of
social compelence, axplores
it Bs @ concapt in very clear
terms, and relates these
ideas to deafbling children,
Connie Miles. who is
consultant at the Center for
Study and Trestment of
Lsher syndrome, describas
her work with families,
focussing on informed chaice
and consent and what i
maans for genatic research.
We alzo have the first of iwo
arficles from |zsabel Amaral
related to recent work on
communication — which
provide a defailed analysis of
hier study - in this editicn and
some guidelines for
oraciibanaare i e rasl

Thi naws wa kave from all
ovar the workd confinues to
show that more of you are
getting in touch to fall us
about your prajects and to
share your thoughis. s easy
to get the “full flavaur” fram
the things you write and
photos we recaival The
holiday in Poland was cleary
a fanfastic exparience — and
it shows in the report we
havea hare. Work in the
Eastern European countries,
includirsg the former USSR is
reglly developing, as are &
huge number of vary
successiul long term projects
i Latin America. And, last,
but not least. the Canadians
desarve our hearifelt thanks
for-a wonderul conference,

So pleaza think of uz, We
would love to hear abaut your
LIDQraMmMme, ar your passion
and, if you feel shy because
of having to write in a foreign
lznguage, we can help with
that too!

Good wishes
Eileen and Frances
piloan Pocthrowdi@sanse oo Uk
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POSITIVE BEHAYV

Positive Behavioral
Supports and Social

Relationships

Tim Hartshorne, Central Michigan University,

timt. harishorne(@comich. edu

1 people should live in an environment where
thiey can succeed snd where they can feel good
about themselves. In some environments,

having a disability can get i the way of suceess and
feeling good, With same disabilities, children may have
difficulty learning the social zkills they need to interact
well with others, and may also develop some behaviors
that are actually counter productive 1o positive social
relationships. Trr this article 1 use Positive Behavioral
Supports as an umbrella concept for examining the
behavioral and sociol competence of children, Tollowed
by g closer examination of the concept of sociul
competencs, Finally, 1 examine g method for supporting
children who are deafblind m their development of
behavioml and #ocial comperence.

To iflustrage the concepts, I will use a specific
[fctitious) example, Justdn is o O-vear-old boy with
multi-sensory impairments, Civen, when be is rouched,
gither purposefully or accidentally, by students and
teachers, he will strike out an theny,

Positive Bohavioral Suppors

In the past, we have focused our cnergies on trying o
change the child, Justin would have been subject o
various punishments in order to teach him that strkmg
put is mappropriate, The Posinve Behavioral Supports
rigovemient has changed this focus, PBS “looks ar the
EYsiEm, setting, or skill deficiency pather than the
individual. Behavior management sttempts to “hix" the
person, while PBS adjusts the systems and setfings,
focusing on improving skalls” [Travnikar, 2001,
Behavior always oocurs in a context, PBS looks for
deficiencies in that context, either in the envireamental
conditions, or in the behaviora) skills of the individual
[Carr, Horner, Turnball, Marguis, Magiee McoLaughlin,
McAtee, et al., 1999, The geal of PBS is not just the
reduction or elimination of challenging behawvior, “but

rather improving people’s ives™ (Carr, e al; 19949, p. 55

PBS has two primary steps. First, 8 Functional
Assessment of Behavior is ¢conducted to understand the
purpose of the behavior. Second, o Behavior
Intervention Plan is developed 1o address the supports
needad 1o improve skills.

HAL SUFPPO

-

Tim Hartshorne

Funcronal Aszsessment of Behavior (FAB) s a
process for gatherning mivrmation about the “why's™ of
partictilat bekavior (Carr, Levin, McConnachie,
Carlson, Kemp, & Smich, 1997, In other words;
Funcrional assessment is used oo identify the purpose of
problem behavior, If vou know the purpose, the
bBiehavioy is understandable.

Whv does Justin strike our ar those who touch him?
What does his behavior commundcate to us-about Justin
and his experience in his environment? We might be
rempted o labe! Justin “aggressive”, But instead, we
could consider what Justin mught be saving or
commiunicating by siriking our. What might be iis
purpiose or function? Douglass [1995) suggests the
fellowing possililicies:

1 hape surprises;

[ don't like being rouched;

I wanted to acknowledge vour presenced

T Jike you very much;

[ need more warning before you approach me;

T have been touched ton much sand 1 cannot telerare

It GIEY Tmes

I'was relling you that I'm ready for work;

Iwas asking you o come back later.

Iy other words, there are many posible purposes for
thiz behavior, some of which may not be obyvious:

The four main goals of 8 FAB are to (1) descnbe the
behavior; {2) predicr the times and situations when the
behavior will pocur; (33 identify the purpose of goal of
thé behwsvior; and {4} propose interventions linked to the
context and purpose of the behosior {Travaikar, 20017,
A comprehensive FAB will consider the contexts in
which the hehavior occurs, and the consequendses 1o
thiose behaviors, in order 1o identify the purpose,
Hypotheses are developed based on the assessment, and
mterventions are selected based on the hvpotheses, The
success of the interventions provides support for the
hypatheses, ar, if unsuccessful, suggests the need for
additional assessment.

A Behavior Intervention Plan (BIF) 15 a written,
individualized behavior support plan that addresses both
the deficient environmental conditions that may be
present and the deficient skills that a person may
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possess, Examples of deficient environmental conditdons
include the phyvsical setdng, social seting, acovities and
instructon, scheduling and prediceability, and choice-
makmg opportumites, Deficient skills may include
communication, secial skills, self-management, and
adaptive behaviors, Muldple intervention compomencs
gre empioyved to change the environment and build
skills, with a goal of nog just changing the 1argered
behavior, but rather of considering the broader qualicy-
of-life igsues for the person {Travnilar, 20017,

I, for example, Justin 1= communicating that he
needs more warning when people approach him, and
that the purpose of the behwvior 15 to avoid such
contacts and o protect himself, then whar skill building
o environmental changes might be warranted? Can he
be raught alernarive methods for expressing his desire
e vedd sudden contect with others? Can the
envirnnment be modified o reduce the likclhood of
such contact? Can students and tenchers be taught
alternative ways 1o approach Justin? What part of o
gueality life is touch, and how can that be incorporated
into Justin's experience ina way that he enpoys?

Social Competence

“The degree to which students are able 1w eseablish and
maintain satsfactory interpersonal relstonships, gain
peer acceprance, establish and mainmin friendships, and
EeTMIRGDE Negative or pernicious interpersonal
relationships defines socal comperence and predicts
adeguate long-term psychological and social
adiustment”™ (Gresham, Sugai, & Horper, 2001} Social
competence 15 the ability to perform competently on
sociul tasks. Sacial skills are the specilic behaviors a
person uses to perform competently, Clearly, Justin’s
behavior of siriking our when touched is not a good
soctal skill and might suggest some problems with social
competence, PBS considers social competence in terms
of contexts, both the social skills the person has
developed, and the environment in which social action
CCUTE,

Social Skills
Socknl skills can be placed into several categorics
{Caldarella & Mermell, 1997
Peer relations skills (complimenting others, offering
help, invitng peers to plav)
scli-management skills {controdling remper,
following rules, compromising)
Acadenic skills foompledng work independently,
lstening to the teacher, not distracting)
Compliance skills (following directions, folloaning
rules; using fres time appropriately)

Aszertion skills {inftiaring conversations,
acknowledping complements, making requests)
DPeficits in social skills can also be classified {Gresham,

Sugar, & Horner, 2
Acquisition deficit — never learned it
Performance deficit - learmed it but can’t oF won't
do it

Fluency deficit = does not do it very well or in &l

CONIENLS
Justim mawv have a deficit in assertion skills, or the socialiy
appropriate way 1o 1o other people know what he likes
and does not like, Fle may hove never acquirad ths skill,
e may lack practice, or he may noc wish to use the skill,
His striking cut may be just his prefered bebavior, or it
may b because he does not know any other. Social skills
can be taught; generally noa group setting using guaded
rehearszl, fecdback, reinforcement, and practice (Waas &
Gracevk, 199583, But PBRS requires that we address bath

skills deficits and environmental deficits.

Environmental Conditions
A consegquence of The lack of social skills can be peer
rojecton. Bur peer rejection i not just doe to the lack of
social skills; it is also a result of nogarive relational
schemas (Waas & Graczyk, 1998). Relational schemas
are The scripts and rules vou have abowr vour
relationships with others. For example; other students
may have relational schemas abhout Justin thar *he is
apgressive,” he s unpleasant to be near,” “he showld be
avoided,”™ Many children with disabilities likely suifer
from both a lack of social skills and negative relational
schemas abour themy. They may themselves have negatiee
relational schemas about other people, These negative
relational schemas are a part of the environmental
context thizt exists whien negative behavior 1s expressed.
The consequence of negative relational schemas can
be sn enviromment that is not conducive to the leaming
and displaying of social skills. If Justin steikes our to
warn others that he needs more time for them to
approach him, his behavior is probably successful in
keeping others waay from him. Fle effectively creates a
conrext of avoidance, which is supporied by negative
refationil schemas that others have of him, He pushes
away, and others stay away. Teaching Justin altecnatoee
behavior 154 start, but unless the environment changes,
he will have no reason to use the new behavior,

Person-Centered Planning and Circle of
Friends
FPerson-Centered Planning (PCF) is a process that
Togilagares the inclusion of persons wirth disabilities ine
their natural communities, including neiphborhood,
school, and work. The general goals of PCP for the
individual inchade:
being present and paricipating in community life
gaining and maintaining satisfying relaticnships
axpressing preferences and making chodces in
everyday lite
having opportunities (o fulfill respected robes and 1o
Iive with dignity
contimeing o -develop personal comperencies
[(Kincaid, 1996, pp, 440-4417.
All PCP approaches hegin with a focus on the wanis
and needs of gn individual and recognise the importance
af harth formal and informal supports in assistang the
person to achieve his or her dreams, PCT* represents a




POSITIVE BEHAVIORAL SUPPORTS

shift in focus from fnding our whist s wrong with o
person and how 1o fix ir, to identifving capacities, and
how to enhence them so that a perdon can live the life
they ar we envision ((FBrien, O Brien, & Mounsz,
19577,

One form of pérson-centered planning used for
people with disabilines of all ages is MAPS: Making
Action Plans (Pearpoint, Forest, & O'Brien, 1998), Itis
frequently carcied out by the persen and their Circle of
Fricnds. The group considers several questions such as;
Who is this person? What are this person’s drezms?
What are vour nightmares for this person? What
strengrhs does the person have? What would a perfect
day ook like for this personr

PCP helps o define the desirable environmental
conditions for the person. From this, action plans may
be developed o implement the perfect social encounters
in the person's day, at schoeol or at work, which mke into
peeount the person’s strengths and needs, and help
them move toward their dreams. We might envision
Juatin's perfect day at school as teachers and pecry
approsching him carefully bur positively in 4 way thar he
can accept and enioy.

A Cirdle of Friends is o circle of suppart, which forms
arpund a person with 8 dizabilicy {Pearpoint, Forest, &
C'Brien, 1996, It is meant 1o be' o suppors o the
person’s inclusion inoo the school, community, and
workplace. The person (or when communication skills
are limited, someons who is close 1o the person) invites
thase he or she wishies to be invalved o the circle, bagsed
upon who they feel supports them in thieir lives: Circles
of Priends may or may oot involve professionals, Tdeally
the members stay with the Circle over time, providing a
patural gocial support network for the individual,

Circles of Friends provide one avenue for ovoiding or
dissipating negative relationil schemas. Fredericksom
and Turner (20037 found that while a Cirole had hietle
impact on the child’s self-perceprion, or on the teacher’™s
perception of the child's behavior, it did have o positve
impact on the child’s social acceptance. Justin®s Circle
of Friends can support his development of social
competance by (1) learning how to interact with him'in
amanner thas he cancaccept and respond to poasibovely,
(2% helping to teach him social ekills, and (3) leoing
orher people knew that ey are Justin's friends and that
Justin has many positive qualities. Noboady develops
sociel competence or learns social skills inizolation. And
nothing overcomes negarive relational schemas better
than positive peer interaction.

STy

The fact that a parricular child lacks behavioral and
social competence i5-of concern, But the Positive
Behavioral Supports approach makes this a shared
concern, & shared problem, and o shared solution,
Blume is not assessed, Inwead the envirmnmental
sourecs for the problemis are sought out, the purposes
that the negative behavior serves for the child are
identificd. and altermative wave for the child ro fiteet

their goals are developed. A Behavioral Intervention
Plan ts developed in the contest of Person-Cenrered
Flanning, and a Circle of Friends ensures that the child
15 supported through the process,
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Informed Choice and

Informed Consent in Usher
Syndrome Genetic Research
- An update

Constance Miles, Consultant, Center for the Study and Treatment
of Usher Syndrome at Boys Town National Research Hospital

he diagnosis of Usher

SYFEromS = now

peing made at
increasingly earlier ages dus
1o scientific advances made
by a vanely aof investigalors
wordwide, Dr, Claes Maller
observad that a child wha
walks after the-age ol 1B
months most lkeby wauld
have Lsher syndrome type |
[Mbller al. al. 19838}, Today,
in many cases, amolecular
diagnesis = possible and
may be made ai birlh
[Kimberling at.-al. 1589,
2003 Mow babies with
Lisher syndroma can be
idantified following newborn
Nearing screanings while still
in the haspital, Early
diagnosis of Uzher syndrome
allows familias {o consider
the benefits of interventionz
nelwding cachigar implanis
and participation in upcoming
clinleal trials.

Today many children are
antering school with a
diagnasis of Usher syndrome
whila othars learm ol he
diagnosis during their
feenage vears. While actual
educaticnal adapiations may
be minimal during alameniany
schaol, perents will begin
saaking the advice of
educators earlier as scientific
research confinues (o leam
mare about the three different

iypes of Usher syndrome,
Educatars and other
professionals will need o
keep infarmed of medical
advances to appropriately
plan Individualized programs
and suppor services for
children with various types of
Lisher syndrome,

The late aminant child
pesychologist, Fred Rogers,
offered these thoughiz 1o
ophthalmologisis when
warking with-childran;

You were a child ance, oo,
That may be obwvious, buf
krowing that and
ramambarnng whal i was ke
being & child can make a8
sigrificant difference in the
relghionship bebween you and
your clild patient ... Childran
ZENEE very qlichly whal their
parenis ara lesling, and thay
are espacialy alfuned o their
parents’ anelies. Whalever
you can do o help parents
feat canfident and calm wall
ga & lang way lowand calming
thair childred ... Most
anxiefies grow ouf of fear of
the urknown o lack of
informakion or undersianding,

Harants in our oufraach
meelings often falk-about the
initial diagnosis and have
offered advice o
professionals who enter theis
chikd’s life. Do not, they

Constance Miles

request, tall my child or me
that zhe failed a hearng test,
failed an eya exam or other
procedure. The parenis
advise prafessianals fo say
ihat a hearing loss was
identilied or thal a haaring
loss was detected, Fail isa
powarful word that takes
away hope, Remember to
smile and spoak directly o
our chitdren, Do nof tell us to
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have gur child leam Braifle,
Hemember they are peopla
lirst and research subjacis
second. Remembaer thal they
ara children,

Teenage years

Many adults dentfilied with
Ushar syrdrome during thedr
teenage vears have shared
with us their belief that the
diagnosis was, in many ways,
mare difficult for their parents
than it was for tham. The
teans often knew that
something was differant
about their vision, sspecially
atnight. Many had noticed
situations in which they could
mol se sign language
conversations that theair
friends could read, could not
navigale as easily as thair
friends in & movie thealer
alter the lights were lurnad
back an, or could not see wall
during a suddan storm that
darkened the skies. In her
Interviews with 40 individuals,
all zaid that they knew thare
was somathing wrong with
their eves by age 12 even
though they had not yet been
diagnosed or told. (Miner,
1985).

| conducied a series of
persanal interviews and
surveys with 125 families
whoze children weara
diagnosed with Usher
gyndrame in thair teens. The
survey was done in 15986
while warking far the Halan
Keller MNational Center to
determina unmei needs of
families-and teenagers
diagnosed with Usher
syndrome, The responses
ara per family.

When asked, "What do
you ramember abaut first
being fold that your child has
Ushar syndrome?"

# 125 of the famifies
indicated that receving the
diagnosis was stressful,

# 119 said they remembered
little that the medical

professional said after the
disclosura of diagnosis.

# 118 had never heard of
Usher syndrome bafora.
the diagnosis and had
never met anyone with
Usher syndrome.

# 32 of the mothers
attributed the visual loss o
something they had done

betare or during There are
pregnancy = even aflar hoices to
hearing that Usher E e d
syndrome is genetic, & made,

# 57 parents wanted fo keep  ONE Can
thie diagnosis fram thair move
children for as lang as forward,
possible. A

# 67 parents wanted 1o kegp | CCOQNIZE
the news from family and accept
b ey, .

* lies wanted to keep
the diagnasis from schoal :Ithm “:'Eir
officials. ves an

# 1 mother had placed one  2@mbrace the
of her two diagnosed future ...

childran up for adepticn.
Following this survey wa
arrangad a study group far
peychologisis and
peychiatrisis respansible for
wiorking wath children whio are
deafolind or who have Usher
syndrome. Speakers included
Dr. McCay Vernon, Dr. Paul
Wheatley, Art Roehrig, deaf
psychologist Or. Larry
Stewart, psychologists from
the University of Califarnka at
San Francisco, and oihers.
Dr. Joann Boughman
discussed the genetics of
Uzher syndrome. All af the
paricipants recognizad the
importanca of genatic
research information and
updates in supporting
individuals with Lisher
syndrome and their families.

Research updates

In an effort 1o keep families
infermed of research updates
and answer gquestions about
the types of Usher syndrame,
ouireach meetings-are held
try the Ceanter for the Study
and Treaiment of Lisher

syndrome al Boys Town
Mattonal Research Hospital.
Dir. Wilkam Kimberling
provides research updates
and answers guashons Iromm
the audience. Tha mesatings
are always individuaily
arranged o correspond to the
Information needs and
requests of the audience.
Some meetings are |ust
facused on Usher syndrome
type || perhaps followed by
ong o discuss Ushear
syndrome type |, Anyone with
any fype ol Usher syndrome
may attend all meetings o
learn and ask guastians.
FParenis and family members
are always welcoms. The
megtings are free of charge.
The outreach sessions often
parmit families o talk o other
families or individuals with
Lsher syndrome far the first
time. People do not need to
idantify themselves ta the
greup er give any infarmation
about why they are attending
the meeting.

Some have told us that the
diagnosis of Usher syndrome
was aimasi a relief because
they now had a name for
whaf was happening fo them
and knew that there wera
others in the world with the
game experiance. But, of
caurse, the diagnosis is
usually difficult and haunting
for the parents and for the
chid. And each parent and
chikd reacts ditterently fo the
dizgnaosgis of Usher
syndrame. One mather, an
artizt; began painting with her
ehikd knowing that afthaugh
hier child might not see the
paintings ane day, he might
siill remember them because
thay enterad his soul through
hiz-hands.

And after the diagnasis
there 15 life. There ars
choices to be made, one can
mave ftorward, recognize and
accept the change within
thair lves and embrace the
future or one can choosa to
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withdraw from lHa. Thera is
moving forward or staying
glill, There ara decisions o
be made and chances to be
taken. There are new skills to
be leamed requiring much
energy, tenacity, and spirit.
Skills reguired for the
angsing ability to fravel
independantly in the evaning
ar on slormy days. Skills o
supplement the ability to sign
and read 2ign language, to
lip-read, or to use cochlear
implanis out in the warkd,
There are decisions to be
mace about further
aducation, workmg,
socializing with friends, and
avan attending family
celebrations and traditionat
ife styles in the community,
Thare are also decisions to
be made about opporiunities
1o participate in the scientific
research at centers focusing
an treating and ulfimately
arresiing, reversing and
curlmg Usher syndromea, Al of

Connie, Bill and Claes with a participating family

hese decisians ara
interrelated in life.

The diagnosis of Usher
syndrome impacts the entire
family and all that ghara the
genes. All have emotions and
apinians aboul scientific
research. Although sach
adult with Usher syndrame
decides indepandently
whether ar nof 1o paricipate
in the resaarch, he may be
the conduit of information 1o
his extended family. Inthe
majority of families tha
medical advances are of
great interest and are seen
a5 beneticial, If additional
blood samptes or other
infarmation are neaded from
family membears, each adult
is given an oppartunity ta
make his or her own decision
oased gn thelr mfarmeag
chokce and informed consent,
It is Impartant to know that
medical information about
ang family meambes will not
be shared with another family

member by he researchers
or their hospitals, This is an
ethical agraemeant in informed
consent,

informad cholce

Informed choice 15 tha
process of being given and
obtaining infarmation, asking
questions, undersianding,
and independantly deciding
whether or not to parlicipate
in Uisher syndrome ganebic
resgarch, [ is the process of
learning the possible nsks
and benefits of participating
in the research. A blood test
rmiay: hurt or the research
results may take longer far
one person than ancther,
Participation may |ead fa the
idgentification of the type oi
Usher syndrome, Informed
choice is more than signing &
form to agresa o participate in
research and for people with
Usher syndrome it can be
misch more complicated,
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Opportunifies 1o learn
about Usher syndrome
resgarch programs are
limited due in part to limited
funding available for medical
canters to conduct Lsher
syndroma research. Mot
many research ceners are
funded to conduct Usher
syndrarme research.

In cases of a progressive
vigual boss concomilant with
deainess or hearing loss,
parson-to-persan
conversations are often
compromised without tha
bridge of an interprater
famifiar with spacial
accommedalions for people
with Ralinitiz Pigmeniosa
(AP). Thera are somatimes
tranzsitlonal periods of
adjustment when a parson
whiz signed flusntly must now
stand a cerain aistance from
ancther persocn using sign
languags. The lighting must
be correct and tha room
cannot be too bright or foo
dark. The perzaon slgning
must be wearing an
appropriate color with
sufficient contrast to their skin
bt not oo confrazting. For
axample, black may be too
severe a contrast to white
gkin tones. Tan might blend
in with a skin color 30 that the
signs are not discemibla.
Wearing dois or a print could
make sameaona watching the
sign language dizzy. The
retinitis pigmentosa may
cause istands of visual loss
within the rastricied visual
fields, Perpheral vision loss
may nacessilate the use of
Mmore Concige or more
compact sign language
choser to the interpreter’s
face. All of these seamingly
small details can prevent
eloguent signed
communication from being
undarstaod. All of these
defails are magnitied when
an individual has RP
combned with deafness or
hearing loss.

There can also ba
transitional periods of
adjustment if an individual
with RF experiences a field
losz or change in canfral
vision requiring them to
physically track sign
language, This is the
process of placing their hand
an tha signer's armio more
easily foliow the hand
movemants. I requires a
time of transition to
accommadate the new form
of receiving information,
Communication may go a
litthe more slowly in the
interim. Occastonally an
individual with Usher
eyndrame will becoema a
tactile signer and read signs
with their hands placad ovear
the interpreier's hands.
Thera iz, once again, a
learning perod during which
lime communication may ba
stower for a while. A loss of
wisian can change a person's
ability to lip-read, see signs,
or just read print. A change
in the reting may require new
ways of processing
infarmation. It can take
longer to understand the
same informaltion thaf could
easily be undersiood a year
ano in the same office
meating with the same
doctor. Communication must
be undersicod or informed
choice cannat acour,

Informed choice means
maating the current
communication needs of an
individual with Usher
syndrome. It is an evolution.
Az mare information is
acquired, more time may be
raguired to pracess it.
Changes in the
communication bridge may
be necessany.

Infarmed choice allows
adults to independeantly
daciga whether or not 10
bacome part of scientific
research including Usher
syndrome research, Informed
chokce allows salf-

With
increased
under-
standing,
individuals
with Usher
syndrome
are
mdependently
deciding
whether or
not they
want to
participate
in genetic
research
programs
around the
world.

detarmination in Usher
syndrome ganetc research. If
adufts choose to participate,
then they give thelr informed
consent fo become invelved
i the research. Parents
make those decisions far,
and usually with, thair
children with Lisher
syndrome. Children can give
thair assent.

Farents attending
outraach mestings of BTNRH
Center for the Study and
Traatmeant of Lisher
Syndrome have reporied
fealing optimistic just by
meeting a researcher who is
working fo cure Ushar
syndrome. When the
researcher [ available 1o
answer thair guestions they
feel connecticns 1o others
with Lisher syndrome. They
alzo el hopa,

Global resaarch

As Usher syndrome research
and collaboration becomes
mizre giohal new challenges
in cammunicalian aré
prasant, Mot only-are the
resaarchers and
professonals fraveling
arourd the worid, but also tha
wiorld is coming ta us all
throwgh orgoing migrations
of paople to new places in
the world. Somatimas a
person with Usher syndrome
iz fuent in the local skgn
language, but may not be
literate in the writhan
language of the country
where they live. Some
culturas ara oral and do not
have & traditionally written
lzanguage. Somefimes older
famity members speak ona
language while the younger
ones, including people with
Ugher syndrome, know more
than one language. This
introduces other inks in the
communication bridge 1o
informad choice and informed
consent, especially f more
than cne family member
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wanls 1o enroll in the
research. Some culiures
have beliefs abaul the oneet
of Usher syndrome,
Sometimes thase baliefs
enier info the decision
process. Scientific research
has disproved some locally
held belleis about Usher
syndrome., For example,
Lshar 2yndrome ooours
around the world noet just in
one community or ethnicity.
Mare than ane parsen in a
family may have Lsher
syndromae but it is net
coMagious-it is genefic, In
ona communily this
information encouraged
mambers of a Deal
community to visit with four
sibkngs with Ugher syndromea
gftar twenty years of
misundarstanding the
eticlogy,

Individuals with Lisher
syndrami and parenis of
young children with Ushar
syndrome need to have

ongoing opportunities to learn
aboul ressarch updates,
advances, and opportunities
for participation in research
and clinical trials. Educators
and ather professianals will
need o keep informed ot
medical advancas 1o
appropriaiely plan
indiwidualized programsa-and
support services for children
with different types of Lisher
syndrome. With increased
understanding, individuals
with Lishear syndrome ara
independently deciding
whether or noi thay wani fo
participata in genetic
research programs around
the warld, Self-determination
in Lisher syndrome ganetic
research is opening ihe doors
of increased understanding
tor individuals with Uisher
syndrome and thelr families.

Emall:
cmilesusa@houston.rr.com
kimber@boystown.org
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EdbN European Campaign - NOW

Lucy Drescher writes:

EdbM (European Deafoling MNatwork)
i= working with Richard Howitt MEP,
Chair of the Disability Intergroug in
the European Parliament, on a
campaign to get deatblindneass
recognised a5 a separate disability
at the European level.

In 2002 Richard Howitt MEP
sookea al the Social Incusion seminar
arganised by Sense Intemalicnal,
Lega del Filo D'Ora and Casa Pia de
Lisboa, promising to suppor the
Charter for deatblind cikzars of
Eurzpe, When EdbM met in London
in March 2003 Senze. UK agread to
take the lead on campaigning wWark
and so | hawve taken on the
responsibility for this. Following up on
Richard Howitl's promise | went to
Brussels in July this yvear 1o mest
Richard and Sophie Baaumont from
ELF [European Disability Forum],

Richard and Sophie are both

vary kean to
wark with
deafblind
pecple, to
get
dealblindness
recognised
at tha
European
leval, This racagnition of
deafblindness could be used by
pecple in the varaus member
zlates, to perzsuade their
government to give deatblind
people the righis they nead to play
alull pari in socialy,

Following these discussions we
hava agresd to hold a reception for
MEPs and other interasted paople
in the European Parliament at the
beginning of January, to launch a
Written Declaration on the naads of
deafblind people. In the same waeak

we will be holding an exhibition in
tha pariameant to highlight the
nesads of deafblind peapla.

How can you help!
& Writtan Declaration i 200 words
long and it is a siatement of what
wa believe should happen within
the European Urion, Ifwe can
persuade mora than half of all the
MEPs to sign up to the declaration
fhen it will b adopied by the
European Pariament. For this io
happan it 15 going o be vital for
deaftlind people, their families and
professionalzs working In this field o
iobby the MEPS in thair country to
zign up. Pledze docontact me if
you would like ta be involved in this
campaign,

Wy email address is
ldreschiEsense.org.uk
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Analyzing teacher/child
interactions: What makes
communication successful?

This article is the first of two articles by Isabel Amaral from Escola
Superior de Educagdo de Lishoa, Portugal. The first, published here,
relates specifically to a piece of reseavch carried out by the author
gwith the help of teachers and pupils. The second part, which has
emerged from the findings of this research study, offers guidelines for
communication intervention, and is designed to support specialist
staff. Thes will appear in the next edition of DbI reviesw

Intrpduction

Communication with children with multiple disabilities
requires the use of non-linguistic modes of
communication thit are not always mastered by
teachers and ather adults in school.

This study intended o describe the communicative
charpereristics of interactions beoween two multply
disabled children and their teachers, as well 45 to
present the results of an Mterventon process designed
to reduce the number of childrens behaviors that are
not respanded to by teachers.

Results indicate thar teachers miss opportunities for
communication, and that an intervention procedure that
decreases the number of behaviors that are oM
responded to by teachers does not substantially change
interactions. Tesues emerged from data analyses that
nead o be attended o when interacting with learners
who do not use speech to communicate, A discussion of
such issues is included in the discussion of results,

Besults of data analysis support the development of
suggestions for pracrice aimed at helping teachers, with
no trafning in special education, plan their
COMMUITICAtIoN BT e N,

Children with multiple disabilities' often do not use
speech or any other language form to communicate.
Nonetheless, when immersed in a context or routine
with which they are familiar, they do communicate
through the use of forms such as movement, smiles, and
manipulation of objects (Sicgel-Causey & Guess, 1989).
Pariners in leamers' epvironments are therefore
challenged to discover how the alternire modes these
individusls use 1o communicate cen be ransformed mbo

I Combinstian of severe v profound mennal remrdation with serseny,
sisotor andior healih disatitines [Credove andl Sobser, 19013

communicative interactions thar will allow people with
multiple disabilitics 1o discover and enjoy life to thedr
fuell potential,

Research has not ver provided sufficient information
on how these children Jearn, and how schools and
sorvices can better meet theit unigee needs. But there is
fintle question that unless children are able 1o interact
with environments, and commumicate ik people in those
envisonments, their developmental process will be
seriously affected and their access o school
opporunites will decrease.

More than just a skill, the ability to communicate
effectively is an art. This “art™ becomes 4 real challenge
when parmers in communication cannot use speech 15
their usual form of communication, The absence of
ctandard forms of communication ineerferes with the
communication process and creates additional
difficulties in the estsblichment of meaningful
interacdons and learning.

Zome of the guestions we need o ask are: How do
children with multiple disabilities giin access o
meaningful informaetion from the world sreund them?
What de these children leam, in the absence of effective
means of communtcation, what lays the foundations for
successiul human interactions?

Developing Interaction

The success of interactions berween caregivers and
learners with multiple disabilities depends largely on the
abilizy of the caregiver to interpret and respond 1o the
learner's nonsymbolic forms of communication.
Although parents of normal developing children
respond to ¢hildren spontaneously, research has shown
that signals sent by infants with developmental delays
are more difficult to read and to be responded 1o by




SUCCESSFUL COMMUNICATION

porents Ow alden ond Eoteps, 1996, Clark and Seifer,
1983}, Also, children with disabilities may have
problems with meading parents’ signals (Walden and
Enieps, 1994}, These difficulties may have important
conseguences in g child™s development, as parental
responsiviey to children's signals 15 related o loter social
and emotional development and (o children’s
communication sbilites,

Somc aurhors suggest thar learners with mulople
disabilities are oot as predictable as nomsymbolic normal
developing children (Siegel-Cavsey eral, 1988%. This
might ledd o a decresse m the quantity snd quality of
the caregiver's responses, as well as a possibility for
psvnchronous interchanges, Coregivers often do not
perceive learners with multiple disabilities as their
partaers in socisl interpctions, which mught in tum
create less opportunity for the child to receive
contimgent responses, In such sinuations, caregivers tend
b0 wssume responsibility for mitating and controlling
interchanges (Hanzhik & Stevenson, 1986; Mahoney &
Robenalt, 1988} withour the guidance of the children's
sigrals and cues,

Siege]l Causey e, al. {1988}, looking at chamctenstics
of interactions between mothers and their deafhlind
babics, point put three aspects: sensitivity, timing and
contingency and predicrabiliny,

Senaterwty refers to the corepver’s ability to read and
respand o children’s unique behoviors, Children with
myultiple disabilities often do mot vocalize, which 15 the
behavior more often responded o by caregivers of
normally developing babies, therelore requiring caregivers
ta learn 1o respond 1o other behaviors such as movement.

Tinuing of responses is difficalt to keep when
childrens’ signals are not undersiond by caregivers as
communicative, Deafblind children aften show less
respongivensgss and less inperactive rhythmical skills,
leading caregivvers to respond at the wrong tme, either
b pesponding oo quickly or by leaving some behaviors
un-cesponded o, In some cases careghvers over-
atimulate by contineously vocalizing and therefore
cresting fower pauses, which decreases the opportunitics
for the child o respond o, or to initiate,
Commumisation,

Coningency and predicrabiity of caregivers” responses
develop g sense of suceess of children's commiunicative
attempts. Children learn char their behaviors are
acknowledged by others, Sull, contingency of caregivers’
behaviors is often decreased as a result of the unique
characteristics of deafblind babies, such as non-
responsiveness, limited response reperioire, reduced
apporunities for social interaction or caregivers” feelings
refated to the disahilities,

The atachment process described by Bowlby {19695,
throogh which the child develops a secure bonding with
his primary caregiver, allowing himvher to explore and
access new opportunities for experience and learning, 15
endangered m children with mulople disabilities due o
the described difficulties in cseablishing readable
signaling syetems, Visual impairments have sn

important sole in the attachment process aond cin cause
addinienal difficuldes for a child with multiple
dizabilities as it impacis on the developmeng of eve
contact bevween the child and his mother {van Dhjk,
18846, Fraiberg, 1975). Childeen with & vision loss are
therefore at risk mn the development of secure
relptipnships with thewr caregivers,

Communicalion (roals
Success m the develapmient of commumcation skalls for
learners with muldple disabilities depends on various
commiimication charsctéristacs essentially related 1o the
role of wachers in their interactions with leamners. These
characteristics acesa) the ability 1o consider learmers
with multiple disabilities as equal partners n
mreracrions, (Miles and FRiggio, 19997, b the abiliy wo
read and interprer potential communicative signals
{Sigafoos er, al, 20003, c} the abilicy o respond
contingently to learners behaviors (Siegel-Cansey et ak.,
128R) and, d} the ability 1o provide access mo meaningial
experiences that will suppont communication
development and learning (Miles and Riggio, 14990,
MeLetchie and Riggio, 2002, Cope and Yenn, 19973,
Litrle rescarch has heen done thar deals with the
commtnication needs of leamers with multiple
digahilities. This 15 partly due 1o the heterogencity of the
population, ot also to the lnck of belel that individuals
with multiple disabilites can be taught and can develop.
For such individuals the reduced number of
environments they wisit and the reduced number of
COMTUnICItve partners in each environment represent
an addirional problem 1o the devalopment of functional
communication. The teachers” ability 1o maximize
opportunitics for communication will then depend on
the ability o getee and select meaninglal opportaniies,
including identilying particular parmmers, as well as the
capacity o detect the best focmes of cormmumicition for
an individual in a given environment.

The Research M'roject = Methods and
Procedures

This study is part of a larger study intended - to describe
angl analvse intersctions berwean children with multipla
dizahilitics and their teachers, The purpose of this soody
1% tor analyse messed opportenities foe communcition
between children with multiple disabilities and their
teachers during school actvities, and 1o describe the
resules of an ingervention process designed to reduce the
nurnber of missed opporiuniges.

The stady wses & case study desien (Yin, 19494; Smke,
1995) of two children with multiple disabilivies and theie
teachers. Foor activities were videotaped for cach case.
An intervention procedure was carried out berween the
third and fourth videotaped activity.

Videotapes were analyvzed and missed oppormonines
for communication were counted. Tlsme o nine stem five
poine scale a group of judges ohserved the videnrapes
and expressad their opinmion on the guality of
interactions,
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Participanis

Participants i this research are two non-speaking
learners with multiple disabilities and their wachers,
Anma is 4 small ten-vear old girl, who likes 1o sic
quictly and enjoyvs plaving with play dough, Her
medical profile indicates that she has a chromosomal
disease retated to chromosome X, Anna shows good
tactile skills that contrast positively with her hearing
and vision abilities. Maria is 8 ren-year-old girl who
spends most of her time in a wheelchair, She likes the
sound of loud music and people heing sociable with
her, She has spastic quadriplegiy and retinopathy
related to prematurity. She responds 1o sounds but
does not understand speech.

Both teachers are preschool teachers wich more than
15 vears of experience and no training in special
education, It & their first year working with learners
with multiple disabilities,

Data collection

Use of video recording

Sysrematic observations of teacher/child interactions
were carried out through the use of videooapes. Four
activities wene videotaped for each child, In each case a
vidwotope was made after the intervention process 45 a
way of gathering data for assessment of the intervention
procedure, Activities were selected randomly from the
daily calendar,

The video system used was 4 portable non-
professional YHS compact camers, The camers was
{pcused on the child or on the teacher/child dyadie
interaction, As displacements were wery occasional, a
fixed camera was used to make videotaping 25 invisible
as possible. Wideos were transeribed and timie coded.

Videotape analysis covered;

the child’s behaviors that were responded to by the
teacher and,
misscd opportunities for communication,

Counting of missed opportunities for communication
wak used 1o assess pre and post Intervention sesstons.

Criteria for “communicative behavior™

Biefore starting video analysis, criteria were set up o
define what is a communicative behavior, It wis
considered thut any behavior exhibited by the child
could be considered as potentially communicative and
therefore responded to by teachers.

To obzain addidonal information on the pre- and
post-intervention differences observed in systemiatic
observations, videos were shown 1o a group of judges,
whio were psked o express their opinions on a five point
scale that mcluded nine items. The judges, 2610 tokal,
were made up of speech and languoge pathologists and
pevchologists all with appropriate advanced training,

The scale was made up of nine stotements [Table 1)
simed st informing abour;

the potential for communicition in the acovides,

the children's communicative mitiarions,

the eacher’s responses 1o the child’s imitiations and,

the teacher’s ability to inchode communicative and

learning oppomunities in the acrivity,

The Intervention Process

Communication was a problem for both teachers and
they bith expressed their desive to know miore about
ways to communicate with children with multiple
disebilities.

The intervention procedurs carried out was
conducted after three of the four syitematic
ohservations, Methodologies for intervention meluded:
1) discuzsions with teachers warching their
communicanion behaviors on videotape and, 2}
development of & communication intervention plan
aimed ar increasing comimunicative intéraction between
teachers ond children. In both cases stramegics for
answering potentially communticotive behaviors were
meluded. The teacher/child interactons were pe-
observed o mpnth after the intervention procedurs,

Table 1: Opinion Scale = Assessment of Teacher/Child Interactions

FIAl  The activiey helps facilivane mrerictions

IAT  The tepcher incorporares turn mking inoo the acuvity
CIC  The child mitimies communication

RIC The waches responds v child’s intiations

AAM Enjoyable and motivating acdviny

ICC  The child interprets child's behavior &s commuinicative

Strongly
agres

Strongly  Deagree  Somewhar  Agree
disapree &iFFie

RRF The teacher paces mterpction aceording o the chilid’s needs

POI  The reacher misses oppaoriunities (o communicalion

IPA  The weacher develops interactions thar provide opportunities

for learmmyg
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Data Analysis

Content analysis and basic counting of behaviors were
uzed as methodologies to analvze systematic
observatons, The average number of missed
opportunities for communication per minate in the
three pre intervention sessions was caloulated. The
obtained number was used to calculate expected missed
opportunities for communication in the post
intervention session, Bxpecred and obtatned resulis were
compared and described.

Drare pezulting feom the apinion scale were analyzed
through descripoive statistics. Modal vahues of cach pre-
miervennon session were compared with values of the
post-interveniion session . assess the meeriention
procedure, The Kolmogorov-Smirnoy “goodness of fir”
pest wias nsdd 1o determine agreement smoeng judges.

Resulis

Systematic Observations

In Anpa'’s cuse, 67 potendally communicabve aots were
missed during the 35 minutes that represent the total
time of the three pre-mterventon sesstons, Based on
these figures an amount of 191 missed opportunities
pier minute was culeulated, Considermg the duration of
the post intervention activity (13", an amount of 24.8
pon=responded behaviors in session ALD {musich was
enocipated. 'he resulis of the post interventon session,
for non-responded behaviors, indicate a number of 12
non-responded behaviors.

In Mana's case, from o total of 32 non responded
behaviersacross the 36 minuies thar represent the ol
tirme of the pre nterventon sessons, an amount of .57
mizsed opporiunities per minune was calculared, Using
this Agure, an expected number of 0,77 missed
pppertunities for the post intervention session was

Table 3: Modal Values for Both Cases

Anna
Pre-intesvention Post-intervention
Ad AdA Af Ald
F1l | A i i
IAT 1 2 2 3
I E 4 g 4
RIC Z E| iz &
AAM 1 i . 2
e ‘i 4 2 E|
ERF - a F 1
] 1 2 | 2
ITa 1 3 3 e

Table 2: Missed opportunities for communication

Anna
3
2.5
2
L5
l 1.29
.92
a5
4]
Ad AdA Ab ATD
‘Walues per minuie
Maria
3
.5
2
I.5
1 =
.95
-
0.09 i
0
Ma M7 My M1i1
Walues per minute
Maria
Pre-tnrervention Pow-intervention
MG hi¥) Mo ML
Bl 4 q | 4
IAT 2 3 2
CIC 4 4 5 4
RIC 2 4 2 3
AAM 3 1 3 3
ICC - 4 2 a2
ERF 2 3 | 2
PO 2 3 2 2
A 2 i 5 3

Fli-Acriviy Tacibimaes inrersctionsy LAT-Peacher meludes am-takings CIC-Chidd inidoces commurieations REC-Teacher responds to child
initdation; AAM-Erjoyable and motivating activiayy IOC-Teacher inferprers chald's bohavior a5 commumnigative; KRP-Teacher paces intoraction;
POL-Teacher misses apportumines for interaction; [PA«Interaction provides sppartznay for learnimg
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obtained. The observed number of mizsed opporunities
in the post inmervencion sessions 15 zero ( Table 23, This
leads to the conclusion that there are differences
berween pre and post intervention sesstons in the
teacher's responding to child’s potentially
communicative acts. Srill, it should be noted that the
nature of the activity (with a strong rhvihmical
comiponent} and the way it was developed by the
tescher (actively searching for Maria’s responses)
somehow created natural opportunities for Mara's
responses to be picked up by the teacher.

A the intervention procedure included information
on wavs o respond o the child’s porentially
communicative behaviors, 8 conclusion ¢an be made
that there was-a change in the way the teachers
responded o potentially communicative behaviors thit
points our 1o possible positive resuls of intervention.

Ohpinion Scale
Besults of the opmion scale were described through the
use of modal values for each item and session. Table 3
shows modal values for each session and item,

The distributon of responses was tested through the
wse of the Kelmogorov-Smimoy “goodness of fit™ oestin
apder o derermine agreement among judges. D values

{a sratistical value resulting from the K5 rest) and
sipnificance levels for jvem and session are shown in
Tables 4 and 3.

Results of the opimion scale used o assess
interactions between Anna and her teacher reveal that
the teacher mizses opportunities for communication,
does not provide for learning opportunitizs and does not
pace interaction sccording 1o Anna's needs. Although
agrecment was found on responses related o the teacher
not responding w0 Anna’s initiations, judges’ responses
related to Anng INitisting CoOMMUAICAton Werd nol

significant in iny session, therefore leading to the

conglusion, much as in participant and systematic
chseriaticns,

Pre and post intervention mode differences analyveed
i conjunction witl significance levels, revealed that
differences found are based on results that do not always
show significant levels of agreement and therefore, we
must conclude that intervention did not impact on
interactions berween teacher and Anna.

In Marin's case judges’ responses on items REF
{teacher pacer interacton according to olufd s needs), PO
(the teacher niisses ppporiunitie for commpiicanion) and
IPA (Frideractions propide an apporiiiiy for leaming)

Table 4: Anna - D-Values Per Session and Item and Significance Levels

Activity facilitates inceractions { FDA}

Tencher includes turn-taking (IAT)

Child imitintes commmumcation (CI

Teacher pespoaeds o child mitiation {RIC)

Enpovable and motivanmg scrivity (AAM)

Teacher interprets child’s behavwor as communidative (TOC)
Teacher paces meraction (RRF}

Teacher misses opporunites for communicsmon (PO}

Interaction provides oppormunity for learning {(TPA]

Table 5: Maria - D-Values Per Session and Item and Significance Levels

Aeriviy Facilinares inveractions (FDT)

Teacher includes rum-taking (TAT)

Child initinces communication (1)

Teacher responds to child inioaizon (RIC)

Enjovable and mottvating activiny (AAM)

Teacher interpret child™s behnvior as communicative (ICCT
Teacher paces intetaction [(RRF)

Teacher misses oppormnitics for communication (PO}

Intersction provides opportunioe for learning (TPA)

Ad wmg AMA sz A8 sz ALD sig
i,z 037 0l 0,122 0,331 .0
0408 .01 0,392 05 0446 01 0,009
0,161 0,246 0,162 0,208
0,331 .01 383 08 0408 00 0361 0l
0,162 %285 05 0446 01 0246
o446 .01 032 033 01 0324
0485 .01 04 01 052 .01 0408 0l
0485 01 0446 01 D485 01 0533 01
0,485 01 0285 03 0331 .01 0284 05
M osig. M7 osg M8 osign M1 sip
0,32 o418 01 0173 1,155
04 01 02 03 05 0308 05
0,15 0464 .00 0,264 032
L 0,2 %355 .05 0309 0%
0300 05 0464 .01 0,127 0,264
0,308 08 0,100 0,201 0308 05
@327 05 0,264 0,372 01 0418 01
.50 Nl 1243 0,500 ) 418 a0l
0418 01 0,264 0,327 01 0401 .M
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indicate that interactions between Marin and her tcacher
hove significant problems related 1o pacing the
interaction necording to Maris's necds, seizing
opportunities for communication and including learming
epportunines in the ntéractions,

Analysis of differences between cach pre-intervention
session’s results and postintervention results show that
intervention did not impact on the quality of
interactions bepween Moo and her teacher.

Results of both Anna and Maria's cases show:

missed oppormunities for communication,

problems with pacing interactions according 1o the

child’s needs and,

developing interactions thar do ot provide for

learning aré the mosy salient charscteristes of

teacherchild Interactions across sessions.

| ']‘:"-J. Lissinn

The analysis of missed opportumine: for commumcation
durng systematic observations, which took into
consideration children's behaviors that teachiers did not
respondd to, showed that reachers do leave many
children’s behaviors un-responded go, and also that this
rumnber cin be decréased through intervention.

An analvsis of responses on the opinion scale
pertaiping o the post intervention session indicates no
sigmificant differences in teacher/child interactions:
Ivems that more closely relate to interaction, (RIC, POT,
and IPAY are rated Tow and do not indicate difference
from the pré- intervention Session.

In both cases the teachers had mentioned the need to
ircredse iInferactions a5 an important concern for them.
Both the programs were designed 1o onclude strutemes
for ingregsing mteracton through reducing the number
of non-responded behaviers, as well as alrernative
miles of communication (such us tacole and object
cucsin Maria's case) or strapegies o increase the child’s
inittation (such as incrensing parficipation in setting up
activitics in Anna’s case}.

A Mmajor question remuins that relates o the tme
teachers had available 1o experiment with the program
Come month), which seems to be too short o period of
time to produce significant effcces in eaches'child
interpctions, It was only the fact that the school year was
abour to finish and both reachers were moving out of
school thar dictated the tme of implementation. &
secnnd question relates to the absence of support from
the researcher during the implementation period, which
might have helped teachers to become more
comioriable with using the program, Becent research on
teacher preparation {Janssen, 2001} related 1o
comtinunication with deafblind children points out the
need for ongoing support in order for reachers to be able
o improid thedr communicative interactions.

Implications for Practice

Az a result of this study, owo implications for practice
emerge. The irst one concerns the need to develop
conmenication cotered prograwis that prepare teachers 1o

work with learnets wath mulnpie disabalities; the second
one relates to the need 1oset up derervention gaideline
for communicarion inmervention with learners with
multiple disabilites who do not speak,

FNeacher Truining and Preparation
Training in the ares of communication with learmers
with multrple disabilities should prepare teachers o
mssess learners” communicarion negds and o design
imterventon plans that meet those needs, Best practices
n teacher training should therefore includs
oppariumtes for teachers to develop:
posiirre expectatnnies (Evwarencss of learmers as
communicative partners and of positive dttitades
nhowe learners” ability 1o participate in the leaming
PIOCEss),
rheorerical knoeledpe (providing reachers with in-
depth informuton related to communication with sn
emphasis on pre-linguistic compmunication,
communiicition charmctenstcs of interscoons with
learners with mulriple disabilivies and the need for
communication intenention to be based in
meaningful contexts that set the basis for access and
development of content) and,
praciicad shils abowr prefinguisnic commeniication {the
way communication should be used to support
teaching and learming and also stragegics, such as
supervision of proctice, that help teachers reflect and
descuss the resulry of theie work).
Changlng communicition behuviors 15 oot abways casy
for teachiers who are used 1o speech as thelr main form
of communication. Training and experience may be
necded tor an adel 1o become fluent in the wse of less
wsed communicaton modes such as signs or objects
{Kateer and Goete, 19937, It requires timme and
sUpervision 1o leirn 1o respond to the communicatve
necds of the leamer (Janssen, 20017, Teachers should
leave preparation programs with skills, both in the use of
techmgues to apply, Including the ahility oo wse
altermarive means of commumcation., and in reflectve
habits that lead them o guescon their pracrice as 2 basis
for aszessment and intervention change whenever
MECESsUTY.
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MENTORING

The Peer Mentor
Programme, UK

Mary Guest introduces this programme deseribing the mofivation behind it and Chris Sherlock
dizscusses the iraining and supervision aspects, which are crucial to itz success. This work was
presented al the Usher Study Group at the Dbl conference in Canada.

ne of the consequences of becoming deafblind may be isofation from family, work

placa and saciety. lsolation and loss of skills, such a8 communication, in turn may

cause periods of extreme mental anguish for peopée who are bsing, or have lost,
sighl and heanng. Desfblindness in the general population is rare. it 15 not easy to meet others
simiary affecied ar protessionals trained and experienced in this arga.

The main thrust of the Peer Mentor Project which stasted in 2000 was to fill this gap by
Iraining dealolind peopie 50 that they could be equipped to act a5 meniors to others and help
to reduce same of the isolation and deprassion which often comes with ancraaching
deafblindness.

As we embarked on the Project our aim was to provide, through the specialist fraining
pragramma, a parson able to listen empathatically, who knows fram inside about the Uisher
exparience, Thiz perzon would be aware of, and knowledgeabls about, differant forms o
Usher, able o answer general questions as well as provide information. Mantors are able to
affirm or clarify understanding and, most impartantly, connect the mentes to othars whe might
provide cngoing support.

The training pragramme devisad by Chris Sherock and Gloria Ward, who is the project
co-ordinator, aims o equip mentors who are lving productively with Lishar, and who are able
io give suppor, to help restore a future 1o others who may have lost il -albeit tamporarily.

The Training and
Supervision of
Peer Mentors

Training takes place in two familiarise and orientate SRR R

stages. The first stage beging themselves to the new venua e "

wilh resﬂeﬂ!!al franing over  suggests b prospective 0 s e
two days. Orientation of new  mentors would cope in et ke
surraundings presents the Iraveling to meet a menige 11 1:
mentors with their first out of their familiar ity remrcr s Fan Utvbaer e e |

challenge - naeding to arnisenment, ‘:lmhl' i.rﬂ-':l-ﬂ b spmers: Fot 450



An initial presentation of
the history of the project
helps mentors place
themsehves within the
development of the whole
Fear Mentor Programme.

Time i spent on a
brainsiorming activity that
axplores mentars’ percaplions
of ‘whiat is mentoring”
comparad o ‘what is
counselling’. A framework is
drawn up of the many facets
of the mentar retationship
whira a balance is neaded
petween 'l do i for you' and
‘you do it for you'. The mentor
is 0N & pourmey with their
mentes, guiding them through
their cwm parficular process of
need at that ime. The nead
may be practical andior
emotional and fexibility & an
gssantial skill for mantars 6
devealop in their work.

Mentors are given an
opportunity to explore their
own ‘story’ of Usher and are
encouraged to idantify their
UNEQUE- griaving procass
through role play and
individual sharing within thair
peer group. The loss process
is explored in relation to
Lizher syndrome, where an
undarstanding emargeas that
the grieving may subside bui
the boss 15 exacerbated at
times of readjustment and
crisis demanded by 1he
progressive nature of dual
sansory loss within Ushar
syndrome,

A session an genatlos
outlines for mentors the
mapping process of tha
Lisher gene within familes,

In chopslng to help others,
it iz important for meniors 1o
think of strangthaning
ihemsalves. The “care of
gall” saszion aliows mentors
o identify their suppaort
nebwarks and shara coping
strategies within tha group.

Beginnings is another
role-play where mentars are
invited 1o rehearse the first
seasions with their meniee.

T -
he second stage

ol training

The.second stage is
arranged around areas of
interast which have
specifically emerged for a
peer graup during ihe Stage
1 training. For axample,
family issues, research,
mental health and BSL are
areas we have introduced
based on menior need.

Originating from within
humanistic psychology, our
training Is experiential and
mentors are encousraged (o
share their thoughis and
feelings and ideas with each
ather, Within rele-play.
everyone gives feedback to
fhe frainee mantar. Such a
training emphasis puts the
learnar’ at the canfre of the
leaming processes, where
time is-given for learning 1o
take place as it arises within
the group. Rogers' (19351)
student-centred leaming had
a zimilar focus and, within
our training, has provided a
safe learning forum far
meniors to grow in
confidence in thelr work with
their pegrs.,

After the course

Pest fraining, mantars ara
offered group supervisian.
Flannad acrass 4-5 hours,
mentors present their
casawork within thelr pear
group. Again, everyone
offers feadback o the
mentor and issues are
summarized by the
facilifaior — everyana is
learning together within a
rich and configential
framawark,

Relferences:

Ragers, C.R. (1981) Clant
Centred Therapy. Boston,
Haughton Mitflin,

Chris Sherlock

Chris Sheriock is an integrative counsatlor
and supervisor and practices in East
Landon.

Sha has four childran and her daughter,
Lindzay, 24, has Usher type |,

She is a Lecturer in Counseliing in funher
aducation.

ahe s currently working for a. Dociorate in
Psychology which is entifled Living with
Lsher zgyndrome = what makes a
difference?

Sha Iz a Cansullant ta the Mantor
Programme and offers training and
suparvision o the meniors

Gloria Ward, Peer Mentor
Co-ordinator




Through creative activities
... to communication and

integration

vinrim Podhniecks & Joanl e 0 0 LY,

In this article the authors describe the communicarion projects that they hawve set wp with
partiers focussing on pre-planned creative activities. Their aim was 1o create
opportinities for communication and creatrvity, and encourage a process of inclusion for

the children.

The projects were a partnership between the Evangelical Elementary Boarding School for
Deafblisnd Children in Cervenica, the Presov University Pedagogical Faculty, a tov-
producing company, VHV, and a Kindergarten tn Preiov. It was carried out over a

period af 30 months.

Starting with Social
Communication

Communication happens in various areas of human
activity, Bul our mixin concerm-is socel communication,
that is the connection hetween people and information
tramsference berween them. Pedagogical communicasion
1= g specific part of social communicanion,
Communication, lowing pedagogical aims, helps to
increase the effeorivencss of education. In pedagogical
communicarion information 5 mediated by verbal and
non-verbal means. Pedagogical commmunication has its
space and rime dimensions and i 0 multidimenzional
phenomeénon. According to Gavora: (et. al.), thore ang
three basic leveldd contestual, affective and regulative,
In every aspect of communication thar was discussed
as part of this propect, there are three elementary
COMPONents present:
I. the source — a coOmMMURICILIOT
2. destination - a COMMUMICANE, Teceiver
3. the process of INfOPOINE — COMMuUIGUE,

A channel creates & way for information o pass berwesn
B sender and a receiver, In our projects the primary
channels for interpersonal communication were; Tough,
leoking, facial expression, mimicking, sound, signs,
maovement and gesrures,

The Study

The studvy involved & partnership between the School,
the oy company, a Kindergarten and Presov University,
The partners were all committed 1o beilding on
COMmImunication, integration and socialisation 1o suppart
deatblind children in a new and unknown environment,
And the projects concentrated on the development of o
degfblind child's personality through “work: place”
acCivitics.

Chur atm was to:

enable deafblind (b} children and young people

et o know new eovironments where sctivities ook

place

enable Db children to meet new people ina

occupational environment

inform those who co-operated: with us sbout Db

realitics

encourage Db people to communicate and raise

AWALCess

enhance the vocabulary of Db people during crestive

working activities

enhince and develop abilities, knowledge,

communicatton and creative working sikilis.
In preparing for the project we wmdertoak o huge
pmount of work o make sure that our aims were
realistic and we would achieve our outcomes,



Maris Podhajecks & Janka Sarigskd

The Projects

Part 1 = Producing wooden and fabric toys

With our parmners in the Toy Company, colleagues i
school and two of our senior pupils we began to take our
plans forward!

The tov eompany s1aff demonstrated how the work
process was underraken and we explained to studenis
thar after finishing oroduced ovs we would show them

Ei
at school, at home and then we would give them as
presents for children in Kindergarten. Durning the gchonl

year we used toys 1n an educational process =0 thar the

sticdents underseood what the newly produced toyvs wers
u=ed tor. With this fomiy understocd, we proceeded to
their production!

Students visited VHY Company weekly at set duyvs and
times, They were led by a company's employee, with
some background knowledge of teaching, Bvery week
she would prepare work for owo stedenrs and then they
woridld participate m the producticon of 1oys - from Etdr
1o finish! In making a teddy bear for example, the

production started with cutting out mmdividual parts of
paper shapes and placing them on fabric, Firsg, they
traced vut @ shape, and then they cut it out, Individual
parts needed to be sewn together using a sewing
maching. At this point students needed help from a
company = machinist who sewed the picees together fo
them. MNatilia and Peter, our students; watched the
process. [hen it was time for stutfing, hand sewing,

rnibbon round the teddy bear’s neck! Aunt Jana, as the
children stared o call the company’s employee,
prepared mdnndual working steps for Watalia and Peres
with great enthusiasm. And the students happiiy visited
the company week by week to trv out whart they leamned
ar schonl. OF course. there was alwavs o deafblind
school educator present who mede sure that the
students understood the entire working process and did
not hurt themselves. The students brought finished
produces 1o school pnd showed them proudly 1o all the
school™s emplovess. They also took them home o show
their parenes and siblings. By the end of the school year
they had made various kinds of tovs: hand puppets,
youffed animals like a teddy-bear, a fox, a lamb, a frog:
tabric fruines; wobden blocks, dommoes; maiching

games, thar they were a

hle po give away @ presents.




COMMUNICATION

Voking the Toys to the Kindergarten
The day come when Mol and Peter joingd by ther
schoolmates went to visie the Kindergarmen on
Zemplinaks Srreet in Predov 1o give the toys to children,
There are 26 kindergartens in the city of Pretov, but
the one we chose s a University Traning Kindergarten
of six classes with 22 chifdren in each class, We visited
the children and pre-school pedagogues in one of those
classes. It was the first tme that our students had done
anything like this before!
The Kindergarten Director welcomied us and

mireduced the deafblind sredents o the voung children.

Clur students use signs instead of words and each of
them has a special sign for hee'his name! This is how
they intrduced themselves by signing their names, Pre-
school children foliowed them with great attention and
interesty and some of them were even able o copy them.
After they had "tesred™ the deafblind children’s hearing
by shouring ar them they paid even more attention, The
kindergarten children and Cervenica studenis got on
very welll

Part 2 - Meeting the children and giving the toys
Matabia and Peter explained to them by signing how
they worked and produced the ovs, They mmitated
cuthing, sewmg, stulfing, gluing and so o Then they
distributed all covs to children, The giving and taking of
presents wWas very spontaneows and there was no
comtiunication barmer amang the children. Mataln,
with Peter, were happy to give and did not hide their jov
about having made these new tovs. A lot of nursery
schoo] children used & sign for “Thank you", =0 that
Mardlia and Perer would understand them., After the
gifts the Cervenica students stepped in front of the
audience and sang a teaditional tune, But instead of
singing with their voices they used their bands! A
kindergarven teacher sang the song for them! The
kindergarten children liked singing with their hands and
they wried it oo, Finally they all plaved a movement
game consisting of donce and music n one big
integrating circle accompanied by guirar. This was one,
big and happy company that could stand as an cxample
for all adualts! There is no barrier thar could not be
overcome o reach o mutual joy and understanding:
And those children managed to eeach it

Part 3 = Transferring skills
The final part of the project focussed on the apphication
of skills and knowledge gained by students during their
working sctivities, This tme the children worked with
students from the University and their teachers

As before there was i preparation phase involving the
studenes and staff of the University with some in-depth
stucdy of deafblindness and the concepts of working with
deafblind students. We provided our book A gof afio
werey wuith e fonch and heard wath or kearr (20000 to help
o provide insights,

Alter thiz preparation the Unversity staff worked out

a plan of creative activities for Cervenica students,

AND CREATIVITY

To accomplish their arms they bought materials,
toals, instruments and arranped a waorkshop studio ar
the university facoley, Thev planned (o make leather
key-holders, a wooden kev-hanger, plaster pictures,
wondarn frames, designing flower pots wath ceramics,
making Chostmas bgures, Christmas decorations,
drawing and ingraving pictares. To come fice to face
with a deafblind child was not easy tor the University
students ar the heginning. A deaf university student of
Pedagogy studving learning disability also joined fnco
the project, He communicared with students with the
use of o sien langlagre,

Every student adopred an individual approach to
working together, The Unreersity students enjoyed it
so much that they have gradually joined in activities in
surnmer carmps for deafblind children and their

families.

Remembering and re-living

SUcCCcess

There are video-recordings made to document The
project and through wsing these video-recordings we
enabled the children to recollect the acoivities they had
undertaken as part of the project. Using the tapes, we
discuss the mdividual steps of the working peocess and
a5 result, afier sorne time, they te-live the jov foom the
done work all over again.

Conclusion

Evervane, who was a part of o project, entered mto
communiciion that brought a dimension of new light
inpo his or her Hves, This “communication hght" was
different for evervone. Evervone was enriched
differantly, but most of all inthe human wayl

Doe. PhDr. Maria Podhdjecki, Phid.
Peetovska oniverzga
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Working Together:
A Deaf Association and
Deafblind People

Nataly Kremneva reporis:

Ve YEATS 300 a8 new

indepandent charify

was feunded in
Moscow — “Guardianship for
Lisher and deafbling people
[chikdren and adulis)” —
"Usgher Forum™. Deatbiing
and Usher adults, their family
mambears, professionals and
parents became co-foundsars
of this charity. Tha main goal
af the arganisation is o
create a nelwork of sarvces
far deaftling people and their
families. Fram the very first
steps, Usher Forum has had
wvery cloze relationships with
Moscow Association of the
Deal,

We think that the
exparience of their special
co-operation could be usstul
for those crganisations that
have only recantly started
supporting deafblind people.
The achlevemnents of thass
groups working together ane
described below in twe ways:
support for families and
individuals and campaigning
1o national and local
govarnment.

Support ol
deathlind people

and their familie:
What we offar;

+ Interpretation and
guidance services:
Usher Farum traing
communicator-guides who
help dealblind peopha

pariicipate in the meetings of
the Communication Club and
other activities, Thanks to co-
operation with Mascow
Association of the Deal,
deafblind Moscovitas -
members of this Association
- [ava tha right to usa tha
services of professional sign
language interpreters frea of
chErge:

¢ Technical aids for
rehabilitation:

Moscow Assaciation of the
Dreal provides deafblind
members of this Associalan
with technical aids —
communication devicas for
deaf peopla — differant
vigrators and signal devices;

+ Information about Usher
syndrome and
deafblindness:

Usher Forum published a
newrsiettar an the problems of
deafplind and Lisher people
and athier information
materials on the problems of
deafblindnesz. Thesa
materials are being
dizseminated 1o deaf activisls
of the Association;

+ Partnership projects:
Usher Farum, tagathar with
activisis from Mosoow
Azzaciabion of tha Deal, have
started to develop a new
pragramme With “Menlors™ =
deaftling people supporing
each other, The alm iz o
reduce the isclation telt by
these peopla.

Informing society

and governmaniai
structures aboul
the problems of
dealfblind people
What we offer:

+ Working with the
authorities of Moscow and
Mozcow region:

Moscow Assaciation of the
Deaf invalves Usher Forum In
the process of developing
proposals o Moscow
govermnment on the problems
of the rehabilitabon of people
with sight and hearing
impairments;




+ Joint activities:
Deafblind activists participate
and presant talks at
confarences and seminars of
Mascow Association of tha
Deaf and during Annual
Mascow Dasf Weaek;

Exchanging experiences
with deafblind people from
other Russian regions:
According to requests from
the Usher Forum, leaders of
the Moscow Association of
the Deaf mest daafblind
activisis from other Russian
rafeans, and 1all tham abaut
the partnership of the
Azzociation with the Moscow
government in the fiskd of
rehabilitathon of paople with
sansory problems;

* International Projects:
Betwaen 2001 and 20032 the
Ushar Forum has developed
g Russian-Brilizh parinerzhip
aimad at the davelopment of
services for deafbling people
i Russia, Within the
framework of this project,
Usher Farum worked in three
Russian regions = Moscow,
Ufa and 5t. Patersburg

V1] 1EE

~
Kro cnen v rny -
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Chfferent saminars and
fraining courses on tha
problems of deatolind people
and campaigning fook place
during this period. Activists of
deal associations of thesa
reglons ware mvited 1o
participaie in all thesa
activitees. We are happy to
infarm: you that az a rasull af
the weark, a naw mndapendeant
charity supporting deafblind
paopla has been founded in
Ufa, It’s called OMAT

“Hape® in Bashkirian
language;

Inferming society:
Lisher Forum prasents, an a
reqular basis, materials about
Itg aclvitias, Ushar syndroms
and the problems of deaifblind
pesphe, in the newspaper
"Deat Warkld™, which s
puidished by the Mascaw
Assaciation of the Deaf

Deafbiind paople in different
regions of Russia ara
becaming more acive, Morg
paople are gatting invalvad In
campaigns tor the rights of
deafblind people. Aussian
daal paaple, who are losing
sight, expenence very many
probiems. First of all there is
a prablem of learning hands-

on-signing. In Ruzsia this
mada af communicalEon is
practically unknown. Basidas,
we need experience to create
rehabilitational and
educational centres for young
people, We need expanence
in arganising vocational and
professional fraining and
amployment for deafilind
pecple, That iz why wa need
cantact with our infermational
colleagues, 1o experencea
axchangs and parinarships.

A few wards about myseif: |
have Usher syndrome. | st
sight and hearing gradually. |
graduated from Moscow
Lomonosov University and
have a specialist gualification
in history. Twelve years ago |
became deaf and praclically
blind. For many yvears |
worked for the Association,
now | am a co-founder of tha
charity "Usher Forum™ and a
chairsoman far the local
group of deafblind and Usher
people in Moscaw
Azepciation of the Deaf,

Mataly Kremneva
Lisher Forum
Moscow, RHussia
snviErchibd.ru
ivsal@Email.ru
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Natural moral law and the right
of deafblind people to the
service of guide-interpreters

Why do dealblind people
rread the services of guide-
interpristors’?

The ability af paople fo live
happily is determined by their
ability to interact with their
enwviranment, In arder to
interact with their
ervirgnment, peaple have fo
hear and saa. As much as 94
per cent of all information &
person recalvas cancarning
the erviranment is obtained
through the sensas of sight
ard hearing. However, a
totally deafblind parson
cannoat obtain this 94 per cent
of information; only &3 of
information is avaitable, which
is abtained by means of the
remaining senses, particularly
by means of tauch. A
deatblind person thus losas a
chance o activaly and
efficiently interact with his or
her envircrment. Such a
significant kass can be parily
alfeviated with tha help of
anciher person, wha can hear
and sae and wha knows how
to pass the obhiained
iMarmatan 1o daafbiind
people, This person is the
gulda-interpralar.

Deafblind paopie are like
slrangers who find
themsalvas in a sirange,
unkrown country covered with
tog. To survive, they need a
quide and interpretar who
knows the couniry well and
wha will halp them o make
themsalves undersicod with
the kocal people living thena.
The guide-inierpretar’s task is:

o guide a deafblind

persan in the envirgnment;

to intarpret and maka a

deatbling person familiar

By Jan Jake$
|Chairman of
ViR, The
Azsociation of
the Deafblind,
and an extarnal
part-fime leacher
in the
Department of
apecial
Education of the
Charles
Universily In
Prague}

Deafblind
people are
like
strangers
whao find
themselves
in a strange,
unknown
country
covered with
fog.

with the form and struciure
ol tha enviranmeant;
io bring a deafolind person
to the peaple sharing the
enviranment with himHher;
to intarpral 1o & dealbling
person the content of
messagas during
communications with
peapla fram hishear
enviranment,
Let us ask ona particutar
question: what does the
immediate world around us,
which we call tha
environment and Into which
daafblind paople venture with
their reliable guice-
intezpreter, ook like? And vt
anothar quasion Iz
connected with that what
must the guide-interpratar
wnow, and be capableof, In
arder 1o be a good and
reliable guide-interprater?

The Envirommeni

Whan talking about a

parson’s envirgnment, we

fake info account the
complexity of all conditions
which surround the person,

Al the same time, we

distirguish betweean the

natural world and the man-
made word.

The natural world can be
further subdivided inio:

a} the ariginal enviraniment of
nature uniouched by man;
and

b} the ervironment of the
ratural warld changed and
exploiied by man.

The man-mada world

[emviranment arlificially

craated by man} can bea

further subdivided info:

a} tha-anvironmen! craatad by

material products of human
aclivity, such as houseas.
cities, roads and other
marn-made and built things,
and abjects used for
VArouS pUrposes, 8.g.
living, working, and resting,;
b} the environmant formed by
ties (networks, systemns) of
parsanal and working
relationships among people,
such as friendship,
marriages, family, education,
ownership, working
CONGMGNS, BCananmy,
cufture, and ihe state; and
¢} the enviranment formed by
spiritual and cultural
products of human activity,
such az language,
philcsophy, science,
technology, ar, athics,
lanwy, politics, relgian,
Bazed on this simple
description of the
environment, wo things are
abwious: how difficul] il i for
a deafblind parsomn to
arlentate thamselves whan &/
he cannot use the senses of
sight and hearing, and how
important and complex is the
fask of the deafbling person’s
guide-interpreter,
The dealblind persaon s
cislim o a .'||:.|_|.'-
inlerprelar's saivi
The world surreunding us has
many faces and many forms,
which mulually parmeate and
overlap, Itis varied,
changeable, guite complex
and difficult to grasp. That is
why the world iz interesting
and enticas paople la explora
it. It iz a challenge for people
to Interact with their
arvironment. The challengea
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is addressed to all people, It
concerns dealblind people as
welll It iz a challenge which is
the task and the duty of a
human being. Therefore we
nat oniy have a natural
human right, but actually a
duty. to get acqualinted and
interact with our anvironment,

And it ks this human duty
from which we, daafaling
peaple, derive the right and
entitlernent 1o a guida-
intarpreter's service, In cases
where the natural Intrinsic
abllifies of an individual do not
suffice for him 1 fullil this
duly, because they are imited
or impaired, the natural secial  We not anly
teeiings of ather peaple, and hava #
society, come fo the forefront;, .
it incledas natural maral
fealings and behaviour, the
senze of responsibility, ability
gnd the need o help. Thus,
for example, parents help their |
chidren, adult sons and oo
daughters help their alderly icquaimien
parents, and the haalthy help mnd interact
the il and the disabled. with our

The deafblind person's
natural claim fo a guide-
interpreter's senvices ig
based on at least three
reasons. Two of them are
existential ard one is ethical:
1. We are human beings.
We ware barn as individuals
of the: Homo sapiens species.
We have 1o develop our
indnsiduality to become
parsanalities. Howsaver, we
can becomea " only with the
assistance of some "Yau",
Far that we need to be
accepted by other peaple, to
be encouraged by them in
our seli-realization, to be
educated and loved by tham.
In other words, we naed to be
communicated with., But maost
people communicate with
aach other on the basis of the
fact that they can zee and
hear each other.
2. We are human beings.
It iz our human duty to develop
our own active exislancs in the
ward, take care-of our

natural

}- res . o
man rignt
T L .
nut actually

a guty, 1o

necessites of life, devalop and

complate our humanness in

sefl-realization and sali-
aciualisation, This can be done
by activity. by inferacting with
the warld and the people

around s, But the confact ol a

person with hés ar har

arvironmeant, i.e. with the ward
and other paopha, = based on
irfarmation mostly obtained
through seeing and hearing.

3. We are human beings

with deafblindness,

We struggle with serious

probiems caused by the lack

ol auditory and visual

infarmation. We have

parmanent prablems in
interacting with tha warld and
peooie, 1. with our
envirgnment. This means that
wa have difficulty in getting
acquainted with the workd,
oriantating ourselves in the
warld, in responding to
events around us, in adapting
ta the environment, in gatting

a respanse to aur nesds,

In connection with these
thraa reasons, deafblind
pecple's claim can also ba
axpressed by these crucial
guestionsa:

1. Whao will help the peopie
surrounding us
communicate with us, who
are geatolind?

2. Who will help us fo be in
cantact with our
emwlranment, when we are
dealtlind?

3. Who will help us overcame
cur difficullies, caused by
deafblindress?

It is sad that we, deafbfind

people, have Lo remind the

governmanis-gnd law-makers
of this natural principle. That

Is why we have to

energelically speak of our

needs and demands, and
also about the requiremeant of
the guide-interpraters’
service, We must siress that

the guidea-interpreter is a

person we need, because g/

hie makas it possible for us to

interact directly with aur

emvironment — that means
that s'he helps us to five as a
human being in the world and
togethar with the people
surrounding us.

This reasoning apolies to
all the services for deafblind
people, not just 1o the service
of a guide-interpreter, but
also to the service of a
personal assistant, intervenaor
and octhers!

Proposed Solution
The entitlarment of deafblind
people 1o a guida-interprater
sorvice is based on the laws
an human rights, Le. an the
personal right to live, the
natural right to live a dignified
hurnan lite, the right to
education, the right of access
to informatian, the right io
freedom of movement and to
be settled and the right 10
social aid. Generaily
formulated laws on human
rights are nice but
insufficient, It is necessary to
esiablizh such a legal
amvironment with orders and
regulations which will
guarantes respect for the
specific needs and demands
of deafbling paople,
Legisiafion must clearly
and uncenditianally comprise:
a definition explaining
deatblindness as a unique
disability, which causes an
adverse social stuation for
a deafblind person, and
explains the need for
spacific social savices.
A law requiring:

a) sacial services to provide
the services of a guide-
Interpretar, personal
assistant, and other
sarvicas,

b} a guarantes that technical
aids fer deaiblind people
are accessibha; and

) that communication shall
be acceszsible in the format
and language needed by
each individual deafblind
parsan,

Prague, October 30, 2003
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DBl Congenital
Deafblind Network

Dominigque Spriet, coordinator of the Network wriles:

During the Canadian DBl conference we planned 1o try 1o get (o know each
ather better] We felt that we needed ta have more information aboul whal
others are dolng. Recruiting siaff to work in this area was an area of
interest for afl of us and the first question wa discussed was how do wea
proceed to recruit our new members of staff? We staned to debate this
and different ideas were presented. S0 | am hoping hat the readers of Dbl
Reaview will help us by joining in and answering this brief guestionnaire. It
will help us to get ta know each other better!

Please contaci Dominkgue at; spriet.dominigue@wanadoo fr
Mame of the organisation:
Addrass:

couniry:
Mame of the regponsible persan:
How do you operate?
A day service: Yes | Nao A residential service: Yas . No
A "Homa” tar all year around: Yes | Ma

Have you a legal obligation of numbers of
days you provide the service, if yes how many: Yes | No

About the dealblind people
Mumber; Sex: Ages:

Lavals of independence, communication, associated motor impairments
associated psychological cenditions, other asseciated impairments:

Activities

In the organisation: Yes | Mo
Rehabilitation

In the organisation: Yes | No In the community: Yes | No
About the staff (Full time equivalents) (FTE}

MNumber af annual hours: Total numbar of siaff:
Mumber of persans in direct contadt with the deafblind persons:
MNumber of administrative staff: Number of maintenance stafi:
Agency staff, if yes how many: Yes Mo

In the community: Yes | | Mo

Voluntaers, if yes how many: Yes | No
Qualifications of the stalf and number in each category:

Remarks and others guestions:




The Usher Study Group

Highlights from the meeting held belwean 2-3 August 2003, Mississauga, Canada. Mary Guest repors:

he Usher Study Group

[formerly known ag the

European Usher Study
Graup) met this vear in Canada for
twio days just before the Dbl 13th
World Canferance an
Deaflindness, The Group comes
togethar every bwa or three vears,
o bearn and o share expefiance on
all aspacts of Usher syndrome. To
allow discussion and
communication 1o Hew easily
numbears are kept o betwean 25
35, The Usher Study Group 5 open
{o anyoana who is interesied In
despening their undersianding of
the Usher syndromes

During Day One, we laoked af
the fulure implications of scientific
research for families with different
forms of Usher. Advancas in
genetic sclence over (he last
tecade have enhanced our
understanding of Usher syndrome
and other RP related conditions to
the point where human clinical frials
arg immarsent

In his paper, Dr Bill Kimbarling,
Directar of the Center for the Study
and Treatment of Usher Syndrome,
Boys Town National Research
Heospital, Omaha confirmed that oul
of eleven genes known 1o cause
Lishar syndrome eight have bean
identified. The decoding of these
genes has given scientists a much
dgaper inzight Info the real causes
of Usher syndromae,

Madhi Sadeghi from the
Department of Audiology at
Sahlgranska Academy, Gaothenburg
reported on iwo studies, one on
hearing changas in Usher Type 2
and one comparing the functianal
state of vislon belween people with
Usher Types 1,2 and 3, Ha
emphasized the importanca that
gensvping and phemotyplng will
play in understanding how a
particutar torm may affect a person

In her paper, "Acadian Famiiies
angd Lisher Syndrome” Dr Bronya

ey ,

‘1" B o
Keats, Director and Head of the
Department of Genetics at
Louisiana State Univarsity
described how history, the
expulsion of the Acadians from
Franch Canada in the 1750's and
gecgraphy, lving in the isclated
bayous of Louisiana for naarly tea
canturres had led to a hegh
incigence of Usher Type 1. Racarni
studies in Usher 1C gena meaan that
Usher syndrome can be diagnosed
by genelic testing at an early stage
in children with congenital deafness
and Acadian ancesiry which could
lead o treatmant for AP before tha
oneel of symplams.

wennie Miles, who organises
meetings for Bovs Town Matonal
Ressarch Hospital for people with
Usherio learm about infarmed
chaice, infarmed consent and
stientific advances in Lisher
syndroma resaarch, wound up our
first day talking aboutl ways of using
scienthic information to improve tha
quality of life for families. Childran
diagnased early have specific
information needs. As clinical trials
becomea a reality for many families
5o will the information needs for
familias becoma even greaier.

0 our second day Iogeather
Rebececa Atkinson shared her

z. Anny Koppen, a‘ary Guest,
- U
3 Fegly

parsonal fransdion from diagnosis
ta the reaiity of vision logs in her
day-to-day life as a researcherin
the broadcast media. This excallent
and thaughiiul provaking paper is
reproduced inthe Dol Proceadings.

Anny Koppen, Direcior of the
Mordic Staff Training Centra
Drronnirglund made us a fittle
ermvious as she spoke about the
increazing saphistication and
knowiedage possessed by families
recaiving services. Professionals in
Mardic couniries are reguirad to
keep up-lo-date with technalagy
legal changes and self-
determination for people with Usher
and read regular in-senvice training.
Iring Satomating, who heads up the
Usher Farum Charity in Russia
described the programme of sacial
aclivities, visits to museums,
restauranis, excursions ta the
country, which give deafblind
pecpie and guide/interpraters new
axpenancas and iots of fun, All this
achieved despite the political and
EConomic upheavaks gver tha last
decada made us admire the
tenacity of membears of the Usher
Farum in Russia,

Feople with Uzshear have a unigue
exparience, which can be
harnessed with training and support




1o the benefit of others with Usher,
In 2000 Sense launched the Pear
Mentar Programme in the UK,
which has shown how fraining
pecple with Lisher 1o be mentors
can prevent unproductive lives,
depressian, give new direction and
a sense of sell warth both 1a the
user of the service and o the
migntar, The ‘Training and
Supervision of Peer Mantors®, a
paper by Chriz Shariock, s
published in this issue of Dbl
Faviaw.

The results of a survey shared by
Liz Cook on 67 people in six
countries in Eurape conaluded fhal
inspite of geographical ang national
differances the needs of Ushar
tamilies were similar, As a result of
meeling colleagues from four
continenis at this Ushar Study
Group we realized that paople with
Lsher syndrome and their families
face similar challenges wharaver
thay lived.

Firally, Joseph Marrizzey Trom
Kenya challenged the whole group

NETWORK NEW.

K.
j

with his descripiion of the situation
which faces deafblind paoplein
Africa where Rubella is still a malor
cause. He asked that knowledge
and experfise on Lsher syndrome
should be shared mora actively In
Africa, which is something that we
are keen.lo respond 1o,

Post Script:

Mary Guest received tha Dol
Distinguished Service Award for her
culsianding cantribution to the field
[Editor}

The Siblings Network

nce the start of the Siblings

Meiwoik in May of this year,

the most freguent guaation |
was gsked was, why a Siblings
Metwark? The answer in short ig
that siblings play a very impartant
role in the lives of their deatbling
brothers and sisters, but
professionals who work with the
deafblind and thair families do not
always recagnisa this. Somatimes
aven parents do notnotice, as a kot
af the things sibfings do are
regarded as “helping out whenevar
necassary”. Bul growing up having
a deafblind brother or sister is
differant and for most siblings it will

have a huge impact on thair lves.

| am now in contact with a small
group of siblings, all sisters, coming
from Austria, Canada, Italy, The
Metherlands, Poland, Linited
Kingdom and tha USA.

1 want ta the Dbl Warld
Confarence in Canada, whare | was
able to talk 1o & lot of professionals
and parenis. Thase discussions, all
very positive, only confirmed the
need for the Metwark and mada
clear thai a ot of work still neads o
be dorma. More awarenass af the
situation, which faces sibiings, is
neaded.

Furihermore, | can announce. a

Mational
Siblings
Evening in
the
MNethartanas
at the and

o
-’
it g i

which will be arganised together
with Viataal, Based on this first
meating we will decide on haw o
pracaed within the Netherlands.
For more informaton, | can be
contacted by email;
siflingsnetworkE@gmx.nat

Sabine Kersten

Acquired Deafblindness Network

ince the last edition of DEI

Review the date far the

next international seminar
has been fixed for =10 Octaber
2004 in London, LUK, A prestigious
vanue has been securad in cenfral
London which satisfies all our
raquilrements in lerms ol
conferance facilities for up to 200
people as wall as considerations of
access for deafblind and dizabled
peapie,

The-seminar fitle is
“Expectations, Opportunities and
Possibilities” — exploring the
ralationships batween paaple in

the Warld of Acguirad
Deaftlindness.

The first announcement of the
sefminar was made, as planned, at
the Workd Conference in Taronio in
Augus!. The ADBN ran a successful
network day at the confarencea,
attracting ovar 30 people,
Discussion centred arcund
feadback fram the last saminar in
Zurich in 2002 and links 1o the next
event in 2004.

The ADBEM co-crdinating group
will meet in Londan af the end af
Ochober to commence detailed
planning of the seminar programme.

We
would be
grateful 1a
raceive
BXOPESSHINS
of interest
in
presenting
papers ar
workshops,
Contacl
details appear in the first
announcemant of the October 2004
eveant later i the magazineg,

=———

Ges Roulstona




European Usher
Syndrome Network

aflewing the MNetwiork

sessions at the CAUSE

conferance in March and a
preseniation about the ELISM ai the
Dbl conference in August, wa ana
pleased to announce that the fotal
membarship of tha EUSHN has
expanded from 18 {0 32, This
includes people from Canada and
Israel, as well as from several
differant Europaan couniries. The
majority of the new members have
Uisher.

Petar Palmer has racartly staod
down as Chair of the EUSN
because he family commiiments
have increased recantly. On bahali
af tha EUSH, | would likea to tharnk
Feter for his interest in-and work on
behalf af the EUSHN over the past
BiX years

Thie framewark for tha EUSN =
currently being discussed, The new
temporary Chair is Carcl Brill
Doran, wha is also continuing as
Secretary az well as being the

ELEM rep
on Dbl
Ciouncil,
karylin
Rilsby
remains as temporary Treasurer,
We hope to call elections within the
next six months.

Vs a fime of change, 20 walch
this space!

Marylin Kilsby
Mational Ushar Co-ordinator

.EDhN: European Deafblind
Network Report

ha steering group of the

European Dealiolird

Metwork met in Landon in
harch 2003, This was tha first
meating to develop a new EDBMN
sirategy to focus on key issues for
the families as a prorily,

Fince then, all members have
confnbuted 1o reaching the
objectives that were agread upon:

Campaigning {led by Sense)

Work iz being done o two fronts;
1. Recognition of Deafblindnass at

& European level: We intend to

iobhby members of the Eurapean

Farliament during the first

quarier of 2004, For more delails

please read the arficle by Lucy

Drazchar in fhis issue.

2. Healthy Futures, To explore
health issues associaled with
rare conditicns that result in
dealbiingnass, and ta
dizseminale infgrmation that will
fead to healthier futures for
deafblind people. An application
has bean put in o the Eurapean
Commission o fund this project.
Metwark Co-ordination [by Ursula
Heinemann). Go-ordination of
araas af intarast with Obl, with tha
aim of dizseminating information

and stimulahng pariiciation,
Communication systems of the
EDBM. The E-Graup of the EDbM
ig functioning as a mail-lest and
allows members 10 access liles
and data. Sewveral members were
able to conduet survays an
different subiects of ganaral
infarast, & new E-Group has
been created and iz apen 1o
avarybady o recaiva the
Mewstetter and news. The official
websile remains www. adon.org
Liaizons {with the EDF and the
WFEDB): Wellgang Angarmann
has been informing about all
prajects of the EDF.

Af the 15th D9l Conference in

Canada, Ricard Lopez was
appointed as a rmember of the Dbl
Councd, reprasenting the EDBN, and
took part in the presentation meeling
of tha new Coungil, chaired by
William Green, the new President,
The Matwark fakes this cpportunily
to congratulate cur frends at the
COBRA for its excellent organization
and friendship,

We look torward 10 the mext
meeting of the EDEN in Jume 2004,
within the Family Event “Lisfen ta
Me 2", In Denmark.

Ricard Lopez
TalkingZ@falaling.as
Catalonia & Spain




Launching the world-wide

network for parents of

deafblind persons

i the 13th Dbl Warld
Caonference in Ganada, at
the “Family Foous Group”®,
| prezenied the paper "The Warld-
wide Naetwark for Parents and
Families of Deafblind Parsons™. As
a result of the subsequent
convarsalicns, Ine creation of a
neatwork for parenis and families on
a world-wide level was approved.
The request for authorisation of
guch a netwark has already baan
made io DR, and af this time the
suppeiting Infrastruciure 1= baing
crealed.

What are the reasons thal
comvinced us of the necessity to
take thiz step? Let ma go through
the motivations by summarnzing the
contents of my paper.

% B i =
Dur identity as
parents and families
of deafblind people

As parenis, as families, we feel in
our haarts the naad to work for the
present and thi fulure of all
childran, gur own and thase of other
families, Many of us have learnt
that It is necessary fo be present
averywhere that dizscussions take
placa about our chikdren and about

|
The auvdience.

us. We must not leave this
responsibility in the hands ol aihers,
but wa have 1o accept it or share it,
at any price. if we are naf prasant ai
fnese meastings, the decisions that
are taken do not respond to our real
nesds,

Families have to take care ol afl
e naeds of aur children, Dut we
ara faced with a lack of rescurces
of all kinds: It is necessary hat all
the programs designed to take care
of a deafblind parzan includa tha
suppart that the family needs. Citen
the family must assumea axcassive
responsibilties to succeesd in
getling thair deafblind san or
daughter included in 8 school or
social programme. It iz espeacially
hard to be the parents of asonora
daughter with conganital
deatblindness and/or with added
impairmenis. Thara ara a ot af
tamilies facing this challenge.
Probiems of identification arisa: is it
deafblindness or is it not? In several
couniries persons are only
idantified as deafbling if the
COTEsponding resources ang
avaiatie ar the willingness exisis to
ireai ihem as such. Ctherwiza they
arg clazsified as multinle-disabled
or mentally challenged, and thal's

Presenting the papaer.

the erd of the prablam.

Al times the professionals ask us
guesiions aboul our neads and we
do net kKnow how to respond,
because we are so used 1o
largetting about curselves. MNeither
do we have the adaquate fraining o
address this 2ubject.

For thesa reasons, among
aihers, it is imperative that wa
parants and families aceapt our
identity and work logether fo daefing
the problems in all thelr dimeansions
and work fogether wilth everybody
invatved 1o solve them. Personally |
cansider i desirable that this work
be done In co-operation with the
prafessionals and deafblindg people
who are willing o accept this
challange,
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i Ne Snualion o Tne

tamilies of deafblind

Thea familias with deafblind childran

{ezpecially those congenitally
deatioling or with added
impairments) have leaderzhip and
represaniation problems. We find
ourselves included in programmes
designed by people wha have anly
a partial or conditional view of our
problams. Wa do not participate in

the elaboration of the programmes;
wa only play a passiva rale in same

BErvices,

What are we doing?

Selting up a network with the
purpose of;
Sharing informaticn.
Co-ordinating activities across
the nabwark and labbying,
Training parent leaders with the
capacily o co-operate with tha

professionals and to follow up on

the programme implementation.
Co-operating with Dbl It is
imporiant ihat Dbl can dedicate
part of its eflorts in designing

programmes far families and that

at-all Dbi Conferences families

are prasent and our voige can be

heard. We realise that the
ocrganisation of family camps
associated with World

Conferences is very comphicated,

But family pariicipation is
necessary, ctherwise these

conterenceas are primarily for the

alite.
Having the capacity for seff-
representation. Thea

professionals have organisations

and activities to represaent them.
A nurnber of deafblind pecple
have the capaily for safl
representalion and have, or are
establishing, organisations and
activitias of their own. The only
ones left out are us - parants
and families, together with our
childran — without capacity of
sall-rapresantation, i s

necessary 1o become conscious

that this tendency musi change

The majority of families are not in

a position ta get tagethar, Their
lives donot give them this

oppartunity, but a Tew of us have

Above: Sheri and Debbie,
President and Treasurer ol the

Mational Family Association for

Deafblind of th USA.

Below: Nandita of the Hational
Association for the Blind of
India.

peen able o get some training
and we are awara of tha neads
and the oppartunities.

Everyone interested can register-to

jain this network, applying to
talking2@ielaling. es.

We nead all parents and
reprasantatives of deaftiing
children and adults to register as
contact parents.

1. The contact parenis will

communicate among themsalves

by a-mail {within the frama of a
specific mail lis),

2. The people signad up will ba the

fink batwean themselves and
other parents and
represeniatives

3. Everybody signad up will have
access o all working documents

Above: Leanne of Sense UK,

Below: With Marjan van
Kemenade of the Netherlands
after the workshop.

from an internat websila.

4. A 3-monthiy newsletier will be
seni to comment an the waork
dore during his periad

2. The official languages will ba
Enpglish and Spanish.

Ricard Lapez, Father of Clara {11
years, conganitally deafblindg)
talking3@ieleline.es

APSOCECAT Catalan Assooimtion
for Deafplind Persons
www xarsanen. net/apsocaecat

APASCIDE Spanish Parenis
Aszsociation for the Deaiblind
WA BpasCide.arg

EDbM European Dealblind Malwork
Wit edbn.org

Dbl Deafolind Intermational
wenw, dealblindinternational ong




The CHARGE Network

e CHARGE meesting al the

Warld Dl Conference in

Toronio was very well
supparted, with the room full to
overflowing and with many families
prasenl The day opened with 2
wonderfully clear and
compassionale infradusian from
Mancy Harshome, herself a parent.
From then
on the
discussion
and
guashions
flowed
freehy with
EVErYDNE in
the roam
taking an
actve part.

Hancy Hartshorne

Network

he Metwork members have

been very activa. During the

last vear we met 3 times, In
Dacember 2002 we met in Norway
where Knut Johansen, Director of
the Andebu Dovbiindasanter in
Maorway, hosted our Network.

The main guastiaon (which had
bean set before) was: "How do
congenital deafolind persans
ceveiop sacial concepis by the
tactile mode?"

In August 2003 at the Dbl
conference in Toronio we shared our
first ideas and videos with many
panticipants at a well-visited Mebwork
Meeding. Their contribufions were
very fruithul, Lazt Octobar tha

Metwark was hosted by Erka Steiger,

Directar of Zentrum Tanne of Dia
Lweisansche Stiffung fur Taubblnda.
The las! year's processes led to the
following thoughis:

We are interested in how
deafbiind persons build sacial
concepis in a tactle way. We hope
that this understanding wifl heip us

Tactile Communication

David Brawn, Tim Hartshorne, Ann
Gloyn and Dr Kim Blaka weara
prasent, and as an exira bonus, they
were all making presentatlions as
part af the main conference
programme.

Al the businass part of the
meeiing the resignation of Cravid
Levey as Network Co-ordinator was
discussed. After sevaral yaars in
this post David felt it was fime for a
change but he will remain an-activa
membar of the Metwark.

The decisign was taken toput
together a small core groupn o
adminisier the Metwark,

Mozt importantly, thede will be an
email istsery for tha Nebwork with
David Brown as Secralary. Thea
main thrust will be infarmation and

questions
abaout
praciice and
rasaarch, It
will have a
friare
‘professional’
oriantatad
direciion
This Is guite
different from the support function
of the existing CHARGE listsery,
which iz more 'parent sharing'. But
anyane interested in knowing more
about CHARGE will be able (o
subscriba. The listsary mambership
will also help in the planning of
CHARGE events and meaetings to
be heid at upcoming DDl European
and World Confarances.

David Brown

io broaden our social concepts
through the enrichment of the
deafblind persons. On tha othar
hand it may heip us to-share our
sochal concepts with deafbiing
persons, so that our concepis will
enrich and support their lves.

We hypathesize that mutual tactile
attention — touching and axploring
things together and experiencing
shared bodily movements - affects a
daatblind chid's concepts of the
physical and social world around him,
and vice varsa: the physical worid in
whilch we find oursalves with the
dealblind parson (andiar which wa
create with him} affects our shared
social experiences.

We invite Dbl members to share
yvour ideas and expariences hat
might be refevant (o this effort 1o
map a deafblind persan’s tactile
wiorld, Here are some questions
which might insgire your thinking:

Have you made maps (either

grawn or mental) of what a

particular deafbiind person’s

SXpeTIeNCe
of Theasr
physical
and social
{narrative,
story) world mught look like from
their perspactive? Or — ifyou anre
a deafblind person = can you
draw such a mag of your own
experance in your near world?
Far an indivadual young child, do
hesshe have a mantal map af
hew large hisfer (badily, social)
tactile world is or how far it
extends beyond his‘her awn
body? Can this be representad
&n a mag that may be
meaningful to others?
We are grateful tor any thoughts,
drawings, maps. pholos, videos that
might halp us in our thinking.
The Tactile Communicaticn
Metwork hopes 1o meal again in
Spring 2003.

Email:bernadettevandentillaarti@
tizcalimall.nl




Slovakia Partnership with Ukraine! all available information

and Ukraine and experience developed
_ abroac,
Sarisska, Director of We started fo realize this
Ceafblind School In project in-August. On our first
Cervenica vigit o Likraine we found that

The Boarding Schaoal for
Deatolingd Children in
Carvenica, Slovakia has
creatad a naw projest with
the Boarding School for Deaf
Childran in Uzhgorod in the
Ukraine. The title of the
pract i Farfnershio for
enhancemant of senices for
ifra dealfolhng populatian n
Likraing, The people bahind
the project are Maria
Fodhajecka from Predoy
University and Janka

The project will develop:
threwgh an axchangs of
information and good
pfactica and the transfer ol
gxperignce, lis alm will be
ba mmprova the services {o
the deafblind and their
lamifies as weall a5 o
improve their soclal
integration. The wark from
sipvakia will be applied to
all deatblind peopla, bul
youth in particular,
parents, local and couniry
authorities efc, Special
atfenticn will ba paid to
aqual opporiunities ano
gendar aquality lar the
mulii-handicapped
deafblind. The projacts
abjactive = also to infthats
& parents organisation.
through enhancing its
axpananca with deafbling
people Dy establishing
links with ofher
pratessionals in CE
CEECs, CIS and, il
possinte, amywheara elsa in
the workd, The
sustainability of the project
will devalop as tha Deal
School of Uzhgorod
becomes part of an
intarnational nalwork,
dealing with deatblind
teaies, This will anable the
institution to berefit from

thare are really no servicas for
ceafblind children and adults,
We prapared a sarminar with
the topic The Lipbringing and
Education of Daafbing
Children. The participants
wara the profassionals fram
the Deal Schood in Uzhgorod
and professionals from deaf
and Blind schoals fram he
Ruthenia Region in Ukraine.
Alsoon attardance were the
parents of deafblind children,
representalves of the ocal
authorities and professicnals
whio work wiih mulii-
handicapped children, youth
and adults.

The presentations covered
awide area including an
introduction fo deaifolindness,
developing senvice provision,
conzidering the family and
working with multi-disablad
children. We have now
eztablished that:

¥ thers 1s-a group of
dealblind people and
tamilies in the Lkraine wha
nead sarvices,

¥ it woulld Be useful todo a

survay In the Ukraing 1o

find haw many deaflind

peopla there. are; and

¥ we need fo find out what
thair lves are like and
what kind of services they
recuire.
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Poland

Thig yvear the Holidays for the
Deatbding took place in
Foland between 16-23
Augusl 2003, We had great
pleazure in invitlng deaiblind
paople from ather European
couniries. such as Belgium,
the Czech Republis, Finland,
Franmce, Haoliand, Itaky.
Russia, Sweden and
awilzarland, There were 20
deafbling pasple with 21
guide-interpretars and, in
addition, 16 deafblind peopla
from Poland,

Thi initial idea banind
these holidays for deafblind
peciHe wWas 1o provice an

[ appartunity o exchangs
perzonal and professional
expenances, io introduce
differant cultures and people
a5 wail as enpoying a chance

| 3 _'Ir e g

Welcome to Poland!

1I|_-|-||”| a
L s

ior activa recraahon, We
focused on this whan we
organized the holiday, Wa
planned to show our guests
thee culure and history of
FPoland. Therefore, we
offered sghtsaaing tours to
Oid Tawns in Warsaw, Torun
and Kolobrzag as wall as
gurded tours araund these
cifrms, We also wanted (o
present traditicnal Palish ar
during woarksnops) and
typical Polish food,

Iha integral part of the
Holdays for the Deafblind
2003 was active recreation,
This inciuded walks on the
paach, a visd 1o the "Indian
Village & Small £oo,” water
spofts; a Irip 1o the "Gallery of
GGargens’, and even driving
mdilary vanicles!

Foliowing the keynote
themse of the Internaticnal
Holidays for the Deaffind,
we lgarned a lot about
diftarant culiuras, couniries
and nations. We got this
knowledge from everyday
contacts as wall azs from the
"Evening of Mational
Presentations”, preparad by
each couniry, The biggest
surprise for us was that we
alza lsamed a ot about our
ooa - culiure, country and our
Folish deaffind people! Most
of them do not speak English
vary well ang do nol have
much exparence of
Intermational confacis. We
wara wirried that they would
be oo sy o initiata the hrst
contact with the foreign
guasis. We ware 50
impressed when they asked



=

for exira ime for mestings
with the infernaticnal group;
they ware 20 opan and really
inferasted in making new
iriendships across nations
and languages, We were also
surprised by the amaunt of
new miormation and
experence about our own
country we got from caniacts
with people from different
countries. We learned from
them that our country is big
and fraveling through a half
of it in-one day (it was ona of
the points of the program)
can really be a big adventura.
We also changed our mind
about Polizh food. Actually, it
wias not tha most famous and
typical Polish meals which
ool fop appraval from our
guests, Soma of our eveary
cay maals {lika lor examphe

kasza) wara their favourntas!
What about professional
axperanca? We observad
many various siyles of
aulding by guide-intarprelars
of deafblind persons. Every
nelpar prasanted a high leval
of professional skifls, and
used similar mathads, but
with different styles! Wea can
say ihat each couniry has its
oW guide-inierpraiers
school. Anathar major
discovery of this holiday was
finding oul how papular
"LORM i3 with deafblind
peopla!l Some of tha
paricipants leamed this
method during a few days
when they spent ime with
othars who knew [ very well,
We had a wonoesful time
and we wish the countres

which will be organizing the

International Holidays for the [
Deatblind im the future, a kot

of guod days and a very -
special time!

Justyna Korzeniewska [
Assaciatan tor the Wealtare of |
the Deafblind [
ul. Kenwikiorska 9 [
O0—216 Warzaw

Poland




Irs thee fast editian | was able 1o
annauncs that the Kazahk
Foundation “Weyrim” was
siading Hs cwn newsletier, s
called “Gleam”, i you would
e o recaive a copy in pdf
icrmal please get in fouch!

| wauld like 1o ask far

advice from the readess of Dbl

Raviaw as | am inferasted in
firedinig out more infarmaton
abaul deafblindness and
geaféing people, | would ke
o be pointad 1o sources, lika

REGIONAL NEWS

the Internet and mailing lisis
that oparate i English; |
woukd particularly like to hear
about excellent sites; whare |
can find the infgrmation | am
spaking.
limirkhanovs@nursal.kz

Russia

Ly

Salormptinm

‘Hope' at the very edge of Europe -

‘Omat’ is launched!

Thera i a Russian city called
Lita at the very edge of
Europe, in the southerm
Lrals. Lifa iz the capital of the
natanal republic = Bashkiria.
In Agril 2003, thanks 1o the
active work of Bashkirian
deafblind peaple.and their
families, another indepandent
charity supporting deafblind
people in Aussia was borm. In
Bashkirian it is call "Omat’
which iz ‘Hope' In English.
"Owr argansation was
born by parents of deafbiind
£hildren and deafblind adults”
says Mina Urlova, Daputy
Director of ‘Omaf’. "Peaple
whi know everyihing about
pain, lgnorance and pressure
became the leaders of the
charity. They can teel others'
probfems better and know
how 1o say the most
supporive words”, "Omat’
was founded by 11 paople: 3
parents of deafbiind children
and 2 deafblind pecple, The
mother of a deafblind giri —
Svatlana Vavilova — became

the Diractor of the charity.
'"Omat’ outiined fwo
pricrles lar the near fuiura,
The first is 1o identity
dealolind paopde in ha cily af
Lifgand the Republic of
Bashkiria and creala a
database. and secondly (o
devalop medical servicas lor
deafolind children,
Meanwhile, deaiblind
pecgle and their families
celebrated the foundation of
the arganisalon. A brthday
party gathered together deaf,
deatblind and blind friends,

their family memibers and
supportars. Women baked
cakes and biscults and men
prepared a music and dance
programmea! Champagne was
sparkiing to mark the event...
peapla aven joked: “Could
those people be deafblind 7 -
they danced and sang sa
happity T

We are happy to say that
this extraordinary event took
place thanks o partnarship
from Sense International and
Lzher Forum {Russia). It was
funded by CAF and DFID,

The
Philippines
Dv Yolands
Capualong

writos:

The deafifind programme is
bazed at the Philippina Schaol
for the Deat and is one ot a
numbesr of programmes for
children wha are deaf with
additional disabilitias. The
school is working on the
curriculum o include a
iransition programme i
prepare the children for their
post-schanl livas.

We are also looking af
ways of developing an
Internanors group. and more

advocacy to advance tha
cause of deafalind people in
the Philippines. The Hilton
Perking Infernational
Program and the Parkins
School far the Blind ara
supparting us in the areas of
teacher training and
imformation.

They a have a wonderiul
tacility which the deafbiind
childran shara with deaf
children which was built and

equipped by the HSBC Bank,

D Yolanda Capulong




Apascide Aragén

Apascide Aragan was
founded in 1596 as an
assogiation to provide
resources to individuals,
familias, friends, and
communities afecied by
deatbiindnass. As an
association of family and
iriends of cealblind peaple,
all are welcome 1o participabs
in Apascide Aragon's
endeavours. The
association's project, antitlad
"Provecto para la integracidn
y desarraflo del sardaciega”
(Project of integration and
development of the deafblirg
individual], aims not only 1o
hafp those in Aragdn but also
intends fo serve as a
reference for associations
established in other regions
in Spain. One of the praject's
main initiatives includes the
establizhment of a
professional course and
continued aducation for those
working with desfblind

individuals. Apascide Aragan
alzn looks fo provide a library
of resources about
therapeutic, educational, and
medical options available in
Spain and internationally
Additionally, the
associalian aims 1o provids
individualzs and thair famifies
with caunselling services,
gssiztance with varlous typas
of residential and daily living
requirements, and
rekabiliation and racreational
activittes that emphasize
tactile and communication
skills. Qe of the
azzociation’s cantral goals is
o provida trained mediators
who can guide the family in
practces thal continue the
education and the social
intagration of the deafblind
individual, By continuing 1a
gxpand is affors, Apascide
Aragan hopes to be abla 1o
specially prepare community
volunteers to be able to wark

School of Sign
Language for
Parents

Since several years ago, we
began organizing
“classrooms” far teaching
Sign Language o parenis of
deafblind pecple. Classes are
taken usually weekly during
the schoal calendar, and we
have a lof of fun and
commurication, In this way,
tamilies ara helpad o
communicate with their
dealblind sons and daughters
without too much effor.
Simultaneously, links among
tamilies are tightenad. Wea
encourage familiss to
participate in these garticular
‘schonls”,

with daafblind people.

Mara than fifty
professanals have
participated in the
association's initiatives, and it
has maintained cantacts with
lzeal, regional, national, and
internaticnal organizations for
daalblindness as well as with
aszociations reprasanting
cochlear implantation,

A public organization,
Apascide Aragon is currently
ipaking o sirengthen the
structural and ecanpmical
base for jis iniiatives. In this
developmental stage, the
association would appreciate
any suppart ar advice that
peer organizations in other
parts of Spain or alzewhere
in-the world might be able 1o
offer,

Emails are welcomes and
may ba senl directly 1o tha
associaion using the address
apascida-
aragoni@wanadon.es,
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Latin Celebrations in
America Argentina

on November 8, 2003, the
Instiuo “Fatima® in Buenos
Arres celebrated its fifteanth
birthday. The staff and
families developed several
aclivities with the chifdren,
tamilies and friends. It was a
great and enjoyable dayl

A new CD in
Spanish!

A naw CDowith matenals
produced inor transkated
into Spanish has been
launched! This CD-has
griicles covering topics on
Curriculum, Assessment,
Cammunication, Saxual
Education, Research and
aothars. It will be aisinbuied
afl over Latin America to
programs 1o provide updated
infermation o professionals
and parents who are
interasted in the field of
daatblindness and multl
dizsability education, This CD
was made with suppert from
the Hilton/Perkins Program
through a grant from the
Conrad M. Hiltan
Foundation.

10th
Anniversary!

Mowvember 9, 2003 was the
108k Anniversary of the
farmation of the Argentinian
Parents for Deafblind Paopla
Association, The Association
celebratad with & rangea of
differant fun activities. Mrs,
Clara Berg from the Mational
Family Assaciation for Deat-
Blind, US4, was guest-of
hanour and hosted the
ceramony. She made a
presantation on “What
parents of young adults who
are dealblind want 1a knaw
abaut their future?”




REGIONAL NEWS

India
Dr Bushan

Funani ol BPA
Wirrles:

Asg you know BPA and
Spandan started working
jointly immediately after the
devaslating earthguake of
2Bth January, 2001 to
provide a varely of semnvices
lo peopde of Kutch District
affected by the earthquake.
Bath of these organizations
decided to setupa
parmaneni rehabilitation unit
named “Kuich
Comprahansiva
Rehabilitation Cenfra” lo
pravide sarvices like

physioiherapy, provision of
oriho-prosthetic devicas and
othar suppor services to
persons with dizabilities ona
parmanent basis,

Thanks fo nuMeroLs
donaors, supporters and well-
wishers the construction of
the bullding has been
completed and all the
departmants have started
working from our new
campus. It iz our proud
privilege to say that the
technokogy being used at the

centre will provide high
quality senvices to
earthquake-affected peopla,

Blind People’s Association
Jagdish Patel Chowk
Surdas Marg

Abmedabad 380015

Ingia

Telz: +91 79 630 3346
Fax: +91 79 630 0106
Website: www.bpaindia.org

Venezuela

Marin Luz Meari
doeTroconis

SOCIEVEN Sordaciegos de
Venezuela was set up in
1995 to support deafblingd
paople and fheir families as
wall as multiply disabled
people who would also
benefit from fheir
programmes. The people
they serve all exparignceg
SEVEre COMmMmLuncaton
difficulties, and thair wark s
dedicated chiefly 1o the
congenitally deafbling.
SOCIEVEN alzo supports
and works with tha Canter for
Integral Attention of the
Deafblind [CAIS) set up in
1895 by the Deparment of
Education, Cullure and
Sparts, and OAVES the
Venezuedan organisation for
alder deafbling people, atso
establizhad in 19395,
SOCIEVEN obtaing technical

support from the Hillan
Perkins Intematicnal
Program and linancial
support fram the Mayor's
ifice of Chacan.

SOCIEVEN is part of
ULAC, the Latin Amarican
Unéen for the Blind, and is
linked with ONGCE the
Mational Organisation for the
Blind of Spain and i also
supparted by the Mayor's
cffice in Baruta.

Demography

They estimatea that in
Venezuela there ara
approximately 4,000 children,
yvoungsters and adulis wha
have corgenital or acquired
deafbfindness, So far around
300 deafblind people have
been locatad. During the
SEVEN YEArs since

SOCIEVEN began much has
oeen achievad to advance
the cause of deafblindress,
but thay are conscious of
how much more remains to I
be dane.
The state of the counlry's |
economy has had a great
impact an the work of the
Association, |
1

isslon

Ta build, with deafindg and
multiply disabled people, their
families, professionals,
membars, national and
internafional crganisations,
and the ganaral community,
ihe place that deafblind and
miultiply dizablad peapla
deserve in Venezuelan
socialy, striving to improve
their quality of life and that of
their families.”

Canada

Slan Monroe
reporis:

Deafblindness Demographic Study

The Caradian Deatblind and
Rubella Assaciation
(CDBRA) and the Canadian
Matioral Society of the Deaf-
Blind (CNSDB) are partnering
on A Study of Deaf-Blind
Demagraphics and Services
in Canada. This project is
funded through Human
Resources Devealopment,
Canada and will be
completed by Jupe 2004,

The purpose of this project

i5 o produce-a report which
is essantially a directory of
resources containing detallad
information about tha
demagraphics of persons

whao ara Dealblind in Canada,

a st ot aocessible services

and resources, commeantaries

on the current status of this
disability and fulure
directions, Research

Assistants are being located
across Canada to collect
demographie information and
o conduct Focus Group
meetings. An important
companent af this project is
pubic awarenass. Media
activities will be implemented
te create better national
awaraness of deafblindness
and to promote the projact in
advance of the field research.



Colombia

A job from the heart

In Colompia, the woluntaer
programme of Sense
International (Latin Amearica),
created to suppart the
rehiabilitation process and
fulfil the needs of the
deafblind people, iz
successiully being
developed.

Ta wake up one day with
the sun in your face and noi
to be able o see aor feal the
wonderful things ihat are
happening around yad, IS
something that cannaol be
gazy o cope with. This is
why one hundred-and five
Colambdan volunteers from
vaned backgrounds give their
tirme, effort and skills 1o act as

the eyes and ears ol those
wh, due ta varying acis of
fate, are deprived ol tha
opportunity to gnjoy the

privileqges that many of us just

take for gramted.

But, what is the mativation

that drives these men and
womean who, without any

ecanomical benefit, give theair

fime in tha same way thal a
mother would do, and be

thare to share the litlle steps

laken day by day by thasa
voung adulis during the

process af rehabildabon? The

answear, aithough it seems
guite complax, can ba found

Iri thie most fundamental part
of the human being: namely,
the hearl. Thiz is the angina
which seems io compel ihese
voluntears! The power from
the hearl may be represanied
by a pleasant smila, ona
word of gratiiude, or simply,
the zilance o a look an
completion of an arducus
jobnd task.

Thanks ta the tireless
effart of these velunteers, the
Centre of Infegration for
Creraf-Blind Young-Adults,
caled "Yolanda Rodriguez”,
wiaz officially opened on 22nd
May 2003, This centre is
managed by the Colombian
Deafhlind People Association
(SURCOE) with the support
of Sansa Infernafional (Latin
Americal, From day one, they
gxclusively focussad an the
achievement of social
integration of deafbling
peaple and their functional
Indepandenca, Additionally, a
group of 32 voluntgers
suppart the Educational
Programme GELIVIA in
which they contribiite 1o the
development of gimost 20
deafblind and multidizabled
children.

The union of these haaris
was the result of the dream of
a few people. After



oWErcarming a numbsar ol
initial difficulties, they
managed o bring togeathar
vanous individuals — voung
peopla, adults, professienals
and housawives — and
worked (o raise their
awaraness as well as
equipping them with tha
nacassary toals o carmy aud
this nable endeavour.

Of the 180 people who
applied to work as
waiuntaers, 105 managed 1o
finish the training process
succezsfully. The successhul
valunteers recaived the
covaeled volunieer
gqualificaton (junior class) in
February and 2th August this
year, This will feed the ffame
leading them fo the path of a
special warld inhagbited by
peaple who will benefit from
thair wiark.

Al the present time, the
groug s stronger thanks fo
the seads thal kave been
planted in different
commitiess and projects,
which have been usaiul in not
only directing this boat
towards ethciency, but alsa in
acquiring the necessary
NUMan rEsaurses in a country
where the people and the
infernational commurity are
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crying out for a change,

And bacausa goad things
are worth emulating. anather
inifiative has bean launchad
to bring in new recruits
wanting 1o cantrnbute ta the
building of our continent, and
likewisa, wanting 1o defand
the rghis of the deafbling
children, young people and
adults al other insfitutions in
Colomiia, Shorly, this cantra
will push back the fronfiers
when the programmes of
Paru and Brazil join with it, If
iz gnvisaged that this
callabaratve venturs will
adopl this new way ol
warklng. which simply
invalves individuals
commitiing themsatves with
all their hears to work for the
benafit of athers, forgetting
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tha differances or limitations
thal may aexist belween
human beings, and in unity
avarcomea all the difficulties
that are curranily
overwhelming Latin America

Far mora information please
contact Marcala Farero,
Davalapment Manzger
Sansa International {Latin
America),
micrercEsenseintla.om




Slovakia

e

Potor
Fasnung,
Presidoent of
the
Ansociation of
Parenls and
Friandz of
Doatblind
Children in
Slevakia
roporis:

Group Home For Deafblind Adults in Slovakia

There i=n't any project that
deals with 1he complex care
that deafbling adult In
Slavakia require: The kind of
care we are lalking about
inciudes the aducational
elemeni for deaiblind
chitdren, The results of 10
years educational work with
deatblind childgren in
Cervenica proves that they
can ba educaled as wall as
anyone glsa. At this time
there are 12 sludanis at
school.

In 1998 The Assotiation of
Parents and Friends of
Dreaiblind children in Slovakia
was astablished. One of ifs
main pricrities from the start
was fo create dignitied
comditions for daatbling
peaple as they grew from
childeen 1o adulis,

Mowadays tha school
provides our children with a
good stardard of education
but nobody has solved the
situation of what will happen
iz the children when they
reach tha age of 18 years.
The big question is where 1o
go after school leaving aga.
Deafblind adulls have fwo
choices — 1o live with their
parents-or to five in the huge
homes run by the sacial
welfare department in

Slovakia. Both choices are
unsatistactory as the children
will inavitably lose the
knowladge and skills
acquired al achoal becalse
of the: lack of the meaningful
activities, Wa know that our
childran will confinue to need
commurication suppaort
otharwisa behavipur
problems will arize. We don't
want to let thal happan!

In 2001, in co-operation
wilh the paranis assocalion
and school in Cervenica a
pilot project was creatad,
whigh is dasigned to
gstablish a support
programme for community
living for deaftdind and mult-
disabled adults as they leave
school Assiztance will be
provided fo each deafblind
individual in order that-they
can use community sarvicas
1o ensure maximum
development of
imdepandance skills, so they
can live their lives as a full-
value member of the
community, All parts of their
home will be adjusied to the
neads of these individuals
and full or pariial assistance
will be provided with respect
to the intensity and extent of
the disability.

S0, | am happy to say that

we are making prgress! We
are really excited about It but
wa kad no idea how much
effort and labour would be
neaded 1o realize this
excellent ideal We have
staried 1o look for a proper
house and we have
succesdad ! It s large house
with the garden and is
suitabda for 6 = 10 people.

The hardest parl of our
work was to get monay to
purchase house. |n spite of a
huge-effort from-all involved
paople we could mal to put
together the whale sum of
raney. We sl ara still
looking for 25,000 Euros.

The parents agsociation
and the school cooperate
wary chosely with the Blind
and Partially Sighted Linian in
Koszice and local goverment
Cur foreign pariners are
Hitton / Perking Intermational,
Sense International and Dbl

Wae are at the beginning
af the realization of our
project, but | believe thal wa
will be successful, because
we are determinad 1o creale
the conditions far a graat lite
and educational development
of all our deafbling children in
Slovakla,

Peter Fasung

New Zealand

Great news from Mew
Zealand! Jan Scahill, a
founder member of Deafolind
MZ Inc, has beanawarded the
Cluean's Service Order in the
birthday honours Bst. Only a
very few people gach year
receie recogniticn in thiz way
and this is well desenved, Jan
edits the See Hear! magazing
— which shares the news
about the many activities
which happen across New

Zegland, courtesy of
Deafbling N2

kestings ara held all over
Mew Zeatand. Deafblind and
vision/hearing impaired
paople meat togather for
soial activities which
include chal sessions, guest
speakers and visits to places
of interast. Have a look at tha
web site!

www.deafblind.org.nz
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European deafblind people form
their own Union!

enmark was the host o 32
deafbling peagle fram 18
European countries in
Cotober 2003 whan the founding
meeting af {he European DeatBiind
Union = EDBU — was heid. The
event toak place at the training
centre of The Danlsh Association of
the Blind in Fredercia
it-all began in 1998 whean the
Mordic deafblind associations goi
the idea of staring a union, and
with tha Danish chairman, Ové
Belsnap leading, they have baen
working on tha project sinca then.
Working together this group of
deaftdind devaloped the consfitution
for EDBLL
The aim for the unian s 19
mprove candilions for ihe deafidind
people all across Eurape. Al
present, cealblind people have
differant services in each cauntry.
In some counfries deafolind people
don't kave their own assacalion,
but befong eidherto am association
of the deaf or the blind or
arganizations run by professionals,
rather than deafbiind people
themsaives, This means that
deafling people ara not part of the
decision making process that
relatas 1o thelr own neads.
Maturally,it 15 ditficuit for

Ové Bejsnap (right)

William with Stig Dhison

deafolind pecple 1o have a powearlul
vaice and as a resuit, il is also
difficult for them to raize money for
thielr actwitias. For axample,
deafblind pecple from several
cauntrias were nol able to attend
the historic meeting in Denmark
glther because they do not hava fhe
mpney lar ihe travelling expenses
or because they cannot get
interpreters or prachical assistants,
Deaftdind paople from Bulgaria,

Turkey and Metherands amaong
others ware not able {o join in, even
though they do support the
esfablishmen! of EDBbL.,

In Benmark dealblind people can
gel a persanal assistant to halg with
practical things which they find
difficult 1o do for themselves. The
latest news is that a piltot project,
proveding frae inlerprafer 2anicas o
deatblind pecple in 2ocial pocasions
like family parties and mealings at
szhool, will be made permanent.

Legistation aboul suppart for
dealhiing people is very different
from one country o another, and
with the halp from the naw union
deafblind pesple should expect 1o
be abla to influence ihe politicians
o improve conditons.

FRILELD D E W 2
Orie of the first 1asks for the
European Deafblind Wnion will be to
get an ovendew of ihe semices
available in each country.

Allar such a successiul lirst
meeding the EDBU iz off to a fine
star|
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Helen Keller

Presented for the best submission of
artwork in any medium, on the subject

of deafblindness

Sense

The Mational Deafblind
and Rubella Association

Scofiand

Sense Scolland inviles submissions
from artisis working in any medium
for the 2004 Helen Kalkor
International Art Award. The
compelition is open o any artisi,
with the only criterla being that wosk
submitted must be on the subject of
deatblindness. A panel of
indepandent judges will carry out

judging and the identity of arlists
will remain undizcloged untll judalng
is complete,

Tha winner of the 2004 Helen
Keller International Art Award will
recaive a trophy and a cheque far
£1000, Twa highly commencad
gntrles will sach receive a cerificate
and chegus for £200. Further
commendalions may be made at
the discretion of the judges.

How 1o anter

Ariistz wishing fo submit a piece of
wark 1o the competition must
complete an entry form-and return
this to Sense Scotland,
Altermativaly, you may enter the
competition enline af

www sensescolland.ong, uky
hetenksalier

ENMTRY FORM AND RULES

Sense Scotland presents

Helen Keller

AW E 5*6“6’31

tar the most imaparing
submission in any art
miedium on the subioct of
deallzlandnass

b

“The best and most beautiful things in the world
cannot be seen or even touched. They must be

felt with the heart.”

Helen Kealler

W The closing date for entries is
30th January 2004,

B Sgnse Scottand must receive
finishad artwork by 30th July
2004

m Al artwork should be sent {o:

Sense Scolland, 5th Floor,
45 Finnieston Sireet,
Glasgow G3 8JU

For entry forms or further details
about the award conlact

Lindzay Mitchall
Arts Davelopment Oificar

Phone 0141 564 2444

Emall arlzi@sansescolland.org.uk
Further information/images
contact

Gragmea Thomson,
Communications Officar:

Phone 0141 564 2444
Fax 0141 554 2443
Mobile 07717 133538

Email
glhomsom@sensescotland.ong.uk

Website
winw zansascolland.org.uk

Sensa Scolland is a Company
Limited by Guarantee,

Registerad in Scotland No: 147570,
Seottish Charily Mo, SC022087.

Scottish Patron; Mary, Gountess of
Strathmora.




CONFERENCE NOTICE

FIRST ANNOUNCEMENT

5th European Seminar of the Acquired Deafblindness Network

“Expectations, Opportunities
and Possibilities”

Exploring the relationships between people within
the world of acquired deafblindness

6 - 10 October 2004 in London, UK

Theme: This saminar will review {he relationships between peopla in the workd of acguired deafblindneass.
Wa will be exploring ways toimprove services io people with acquired dealblindness

Az part of this procass we will discuss the expectations of deafblind peaple, what coporiunities. can be
craated and haw togethar we can lurn possibilities inta realities.

The Acquired Deafblindness Network: The Acquired Dealblindness Network is recognised by Dealblind
International (Dbl and was eztablished in 1289, Its aim Is to create and support & network of people who are
involved in the weorld of acquired deafbfindness. For this reason, a seminar about "Acquired Deatblindness”
has bean hald every twe vears in a diferani European country singca 1534,

Sense: Sense is the national deafbiind charity that supports people who have both hearing and sight
difficulties. Sense offers a wide range of support and services across the UK to help dealblind people of all
ages fo reach their potential. This includes advice, support and information for peopla who have developed
hearing and sight loss in later life.

The compleie seminar programme and registration form will be available in April 2004

Sense East

72 Church Street
Market Deeping,
Peterborough
Cambs, PEG AL, UK

If you require this information
in another farmat or furthar

details please contact:

Tracey Cook
tracey.cooki@sense-
east.ong.uk

Telephora
+44 (0] 1778 382230
Tes :!_.-"I‘._li"l: i
+44 [0) 1778 382266




CONFERENCES

NUD Conference

Developing communication in
congenitally deafblind children with
cochlear implants

8-11th September

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

Target participants are staff in pre-scheol and school programmes, as well as
supervisors and cansultants,

For details please contact:

The Nordic Staff Training Centre for Dealblind Servcies (NUD)
Slotsgade 8, DK-9330, Dronninglund, Denmark
Nud@nud.dk
www.nud.dk

NUD Courses

Basic rehabilitation for persons with acquired deafblindness
1-6th March 2004

The training course will provide knowledge about combined severe hearing and vision
loss and its consequences for a person’s communication access to information and
orientation and mobility. This course is suitable for workers in direct services and will
include a variety of simulation exercises and concrete examples

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

12-15th May

This is a conference planned to present and discuss information about how to adapt
the learning situation for children in pre-schools and schools who are becoming
deafblind. Target participants are staff working in schools and kindergartens, as well
as their supervisors.




CONFERENCES

2nd European Family Conference
Slettestrand, Northern Jutland Denmark
20th - 26th June 2004

A Family Event:

“Listen to Me 2 - in Denmark”

Communication through Danish Culture and Nature

The Dhi Metworks: Mordic Gulture
and Edbn members, as weall as
Zanzea International and the Hiltond
Perkins Programme are pheasad {o
invita you to another international
gathering of famifies.

The conferance is for parants
and their chilgren from Western,
Cantral and Eastern Eurapgan
couniries.

As with other conferances in the
past this conferance will allow
parents to discuss and exchange
expariances and information an a
wide range of Issues Concerning
family lite. The sciantific planning
committes is;

Lone Poggioni (Dk)

Gill Morbey (UK)

Ursula Heinemann, ( A)

Klaus Vilhelmsen {Dk)

Preben Gundersen (Dk)

William Green (1)

Frank Uimer (Dk)

Ricard Lopez (E)

Thiz group are in the process of
finalising the programme, which
pramisas fo create an axciling basis
for dizcussion, and follow up the
thoughts originating from the family
event in [aky last year, The group
are also looking for & new design
fora Logo to represent the themme of
“Listen 1o Me” a5 it iz an event
planned 1o take place every two
Vears.

Dates

The arrval date s 20th June and
departure on the 26th June 2004

Venue

Slettestrand holiday cenlre is in a
beautiful part of Jutland and i= only
250 metres from the sea. Travel s
narmally via Aarfborg which is
easily accassible by train, plane or
car.

The centre offers a wide range of
activities catering far many tastes,
Accommodation can be in rooms for
up o 4-5 peopte ovariooking the
sea. There are areas designed for
children o play games. For furiher
information about the centre can be
found at www slettestrand.dk

Participants

For the purposes of registration a
“family® i2 up to four members:
parents, their sensory impaired
tamily member and ane assistant of
the familias choice.

Programme outline

In fact there will be many pars o

the programmae:

+ Parents mestings and
comfarences

# During these mestings ther
children and assistanis will be
able to participate in artistic!
musical activities designad for

them and led by exparianced
arists in areas such as
sculpture, music and dance,
drama or handcrafts and much
more according to needs and
choica.
# Programme for siblings
# Visits to servicas for deafblind
children and adults
Thera will be time for sighl-sesing
gxcurstons, artistic activities or just
simply having a break and relaxing
all togather.
Excursions can include

shopping, boat trips ele.

Costs

The Planning Committes iz in the
process of examining funding
possibilities to keep tha price
accessible for everyone and o
ensure the participation of tamilies
from central and eastern Europaan
countries.

For mare information, to suggest
& lngo design or to announce your
interast please confact as soon as

possible

Lone Poggioni
gnrico-loned@post fale di




CONFERENCE NEWS

13th Deafblind International (Dbl) Worid

Conference Update

Canadians reflect on
their success!

Stan Monroe

hea 13th Dealblind

Imtermational (Dol Waorld

Conferanca waz a huga
success, Conference organizers
were thrilled bo host 557 delagates
from 48 countries af the Delta

Meadowvale Hotal in Mizsiszauga,

Ontario from August 5 to 10, 2003,

This was the lirst tima in wo

decadas that Morth Amarica has

hosted this international event and

the first time in Canada. The thams

of the conference was
Camimunicalian (g 1he K y 1

paEning thoors Worowioe 1o

Fersons who aore Deafbling .
There were 50 many activities

throughout the weelk that it is

difficult to-describe them all in a

small arficle. But jusi a few

Fighlights for those who were not

thee:

# The Conferepce Dpening was a
mearable affalr which began
with the Mational Anthem sung in
Canada's o olficial languages,

English and French. This was
faliowed by the Flag Ceremony,
with a fiag representing each
country carried in by a flag
bearar, reminiscent of tha
Clympic Games,

# Conference delegates wara
welcomed by Hazal MacCallion,
the eminant mayaor af
Mississauga Cntang,

# The Founding Members of
CDBRA wera recagnized and
those in attendance ware
prasanied with a certificate.

The vast array of foods from
Canada served at the receplion.

z b
AR L 3

The Conference up-nh'l rumumr

# The book 'Perceptions of Light —
Canada', a photographic
documantany of Canadians who
are deafolind produced by
Matalie Schonfeld was launched
and Natafie made a video
prasantation of some of tha
contents of the book.

Follawing the Ctficial Opeaning

Ceremonies, delegates weara

reated tooa vast array of Foods

from Canada as part of the
successiul mest and great
receplion!

Plenary sessions

‘Communication plays a critical rele
in opening doors 1o Deafblind
people In everyday life,” says
Michael T. Collinz, President,
Deafolind International in his
opening address at the initial
Plenary Session. “This conferance
gWES US an opportunity o promote
cooperatian, add to our knowledge
and open doors 10 the future for
Deafobingd individuals around the
world,” Michasl's plenary session
antilled "Calebraling
Communication Around the World”
featured presanters and short films
from Shovakia, Costa Rica, ndia,
Kanya and Canada (o indicate the
progress made in providing senvices
for persons with deafblindness in all
comers of the world,

Highlights

Tha collaboraton of COBRA
Chapters from British Cofumbia and
Menw Brunswick/PEI promised a
very rewarding family social event
one avaning. Parents and siblingzs
from Canada, USA, England,
Wales, India, Metherlands, Polandg,
Spain, Brazil and Argentina had an




opportunity to socialize with
refrashiments and music.

Another of fhe many highlights
included Stephan Lewis spaaking on
The Giobal Fight Against Dizease
The Impact of Quality Sardices. Mr
Lewis i the former Cangdian
ambassador 1o the United Mations
and he currently is the LIN Ervoy 1o
HIV/AIDS in Africa. He spake-aboul
the nead for organizations fo be
advacaling for the rights and needs
of people who are deafblind on a
waorld wide baszie azpecially since
dealblindness 85 a very [ow

incidence disability, 11 olien does not
gel the attention it requires

||_i_.:..:_.__-'. ¥ CaCCIONG

The conferenca delegatas had the
oppartunity (o attend 130 Warkshop
EE55NE, 32 poster sessions, 21
program displays. numeraus
commercial exhibitor and vendor
displays, "Azk an Experl
comsuligtions and creative exhibiis
fram artisis who are dealohnd,
Audicrand video tapes were
mads of the sessians and ara

available for cale-al the following
websile: wenw . cmicge. comA030806
Prasanters were from both the
developing couniries and
devealoped countries, each sharing
their gwn unique cultural expertisa.
Some of the preseniers included;
Dr, Jude Micholas, from Monvay,
whi iz a leading researchar on
nauraphysialogical issues ralated (o
deafblindnezs, especially congenital
rubella syrdrome.
unwind

- &
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Conlarence attendees had the
opporiunity to umwand and choose
one of three tours; a visit 1o Miagara
Falls, a tour of Toronla or attend a
dinner theatra by the Famous
People Players, a thealre
production company that has
fraveled around tha world and
conzists of many persons with
disabilities. Listaning to somea of the
stones the following day all
appeared 1o have a greal time,

Al the Closing Bangquet, two
LCanadians received presligious
awards. Cherry Bulmer won the
Annig Sullivan Medal fer har many
years of volunteer work on the
Mational Board of Directors of
CDBRA, as a co-author on WINGS;
& Model ef an Infegrated Lifeztyle,
g book about her adult daughier
who was bom deatblind and as the
lorg-tirme editor of Intervention, the
newsmagazine of CDBERA. Stan
Munroa won the Distinguished
Zemnvice Award for his many years
gz president of COBRA, and as the
chial resgarcher of two projects -
The Late Emerging Manifestations
of Congenital Rubelta and Results
of a Voluntesr Regisiry of Persons
who are Deafblind, 1995-2001.

Linda Mamer




Greetings from John and
Jacquie Mcinnes!

g hawe just received aur

Ol review. Talking

Sense and Intenvention
miagazines-and have had a chanca
io do 3 guick read through all three,
It's 2o exciting 1o be able to keap
abreast of all the wonderful things
that aré happening arcund the
warld, We will have many hours of
reading and Imagining in our hearts
ard minds what it would be like {o
able to fravel and persocnally share
these happeanings with aach of you.
Thank you to you all who take the
time ta sand in repoarts. s a
means of “caring and shanng”
which lifts the spirils when things
get difficult and gives us all &
chance 1o feel good dbout what
ihey are doing right

We weare unable to attend the

latest World Conference, bul have
been assured by good sourcas that
it enabied many pecple o renew
their strength and head back home
io fight om.

I'

Our love and admiration goes oul  tha world are racaiving a chance to
to vou all who are taking up the reach their potential,
challenge and ensuring that Many thanks for laking time o
deafblind individuals in your part of - care and sharal!”

Living with CHARGE

i Janwan Dijk and Dr Armo

de Kort have brought aut a

CORom entifled “Living with
CHARGE™ It provides information
and ideas arourd assessmant and
discusses fully, using a range of
child studies, some of the
challenging behaviours ihat thasea
children can experience,

The reader/viewsr can navigate
through the material at thair own
pace and have the opporunity o
see video clips of the children, their
teachers and families. Tha way the
CODROM is st out provides & mini-
tutorial in developing abservational
skills- go Importani when supporting
children with complex naads like
those sean hare.

Questions are asked of the
vigwar throughout which ensura

that the key poinis of
thinking are facuzsed an
and absorbed, The very
differant childran that wa
meat here also make
this COROM very
interesting and as
rapresantative as It
can be when all
children ara unigue.
As-well as the
chikd studies, there is
a good section of
further reading and |
additional videa H'
matarial that is iy .
available for those L :
wanting todig ‘*‘-—-—-__._____‘_ o
deeper into the subject and o |
develop thair knowledge further. I

S

To order a copy email: infol@aapnootmuis.com




MANAGEMENT NEWS

Management
Committee News

The Management Committea mat on
dfh August 2003 at the 131 World
Conference in Missiszauga,
Canada. Many issues were
discussed including detalls of the
European Confarance in Carvenica.
Slovakia in August 2005 and the
possiole location of the naxt Warld
Corderence in 2007 which the
Council would decide upon by balial

The General Assembly also met
during the Werld Canferance and
rafified constitutional changes
including a few additions to the Dl
Awards and the appomiment of two
Vice-Presidenz, one of whom must
be from cutsice Europe-and Morth
Amarica.

Mika Collins stepped down as
Prasident having led tha
organisation through a very
successiul period over the past four
years. Dbl has been involved in
many majer events and activities
during this time. We all thank Mike
for s tremendous conlribution and
commitment 1o Dbl and ook
forward 10 his continuing
involvament with Dbl as Immediaie
pazl President

Incoming Dbl
Officers and Council
members

Wilkam Green was electaed to be
our naw Dbl President and
Barmadette Kappen and Graciela
Farioll ware ateclad as our wo
Vice-Presidents. In additicn o
thase changas, Richard Hawkes.
Anny Koppen and Ton Visser were

William Green and Mike Collins

dppointed as members of the
Managament Committes and

Malooim Matthews confinues as co-

opled Infarmation Officer.

William said he was honoured o
ba elecied Dbl President and to
lead such @ wonderful international
organisation. He zaid that he wauld
stnve to pursue the objectivas of
Dbl Looking to the future, ha
emphasised the Importance of
strategic planning, as wall as the
turther development and axpansion
of the Dbl neiworks as a focus for
his terrr in offica.

The new Council alzo had their
tiral meeting at the Canada
Conference. The new Council
mambars ars:

William Green (Italy}
Barnadette Kappen (LUSA)
Graciela Ferigl {Argenting)
Ton Visser (Tha Netharlands)
Richard Hawkes (LK)
Michaal Collins [LUSA)
Dominigua Sprief (Franca)
Waollgang Angermann (Gefmany)
Rossano Bartali {ltaly)

Daniel Alvarez Reyes (Spain)
sergel Sorokin (Swedan)
Tony Best (LK)

Barbara Mason (USA)
Celestine Hare {Australia}
Stan Monroa (Canada)

Anny Koppen (Denmark)
Bhushan Punani {India)

Kaoh Poh Kwang (Singapona)
Gill Marbay (LK)

Ges Roulsione (UK}
Jacgues Sounau (France)
Ricard Lopez [(Spain)

Caral Brill-Daran (lraland)
Mary Guest {LIK]

Lane Paggioni {Denmark)

World Conference
2007 - Host
Announcement!

We ars vary pieased 10 announca
thai the next world confarence will
ba held in Westarn Ausfralla.
Further details will be announced
naxt yaar,

I you would like a full copy of
any af the minutes or of the
changes to the Dbl Constitution,
please cantast us al:
dbik@zenseinternational org.uk

Bernadette Kappen and
Graciela Ferioli

13th World
Conference News

This was a very successiul and
enjoyable conference and, on
pehalf of Db, our thanks go 1o Stan
Murirog, Linda Mamer and staff at
the Canadian Dealblind anrd
Rubeila Association, far thair
fantastic job of organizing iz
conierence. 351 people,
reprasenting 48 couniries, attandad
the Waorld Conference this year.

At tha Conferance, Dbl
presented a new award for persons
who have made oulstanding
ceniributions fo our field over a
lifetima. The very firzt recipiant of
the Lifetime Achievement award
was Pegay Freeman OBE. Thisiz a
well-geserved honour for Peagy.,
marking years of great achievement
and contributions ta the field of
deafblindness,

Distinguished Sarvice Awards
were presented o Mary Guest
(UK}, Stan Munroa (Canada) and
Inger Rodbroe (Denmark).

The malo:s Dbl evenis for the
next four years are.

20014

Family Conference in Denmark in
June arganised by the Nordie
Culturg Network

Acguired Deafolind Melwork
Conference in London in October
Dbl Asla Conlerence

2008

Dbl Euwrcpean Conference in
Siovakia (August)

D! Warld Contference in Ausiralia




MANAGEMENT NEWS

Membership
Update

Dbl would like io express
itz appreciation for ihe
continued suppor of the
tarpe and small corporate
members, We sirongly

membears ranew their
membearship for this yvear
as we will be updating our
databaze and yvour delails
will ba removed if we do
not hear from you by the
end of the year. If you
have any quenas

international.ong. We
walcama naw
submissions to the
wabsite so if vou would
like to confribute or
advartise an evant ar
recent suctess, please
sand details to Malcoim

BncoUTage individuals to regarding the status of Matthews at

[ain Dbl in arder o your membership, piease  mmatthe@sense org.uk.
confribute to, and widen  dg nat heshate 1o contast

further, q;sfplt;hbﬂ!f_ ao  UsOn dbi@sense The Dbl
communily in e teld o international.ora, uk i

e Sy e Secretariat

members from 78
countries recorded on our
database. If is very
imporiant that all

We currently have 611 If you have any gueries

regarding Dbl, please
forward them to
dbii@senss
international.org.uk

Dbl Website

For all the vary latest
news and information on
Dbl visit www . deafbiind

With deap sadnass | have to inform yau that
our friend, colleague, and headmaster of the
educatonal department of the German
Rehabillitatton Cantra for the Deafblind in
Hanover {Germany)

Dietrich Bunck

unexpectedly died on September 30th 2003,
We are shocked by his sudden death.

Digtrich Bunck was ane of the greal educatars of our time in the field of
deafblindess. His advice and expertise were weaicomed inside our country as
well as abroad. His stirring energy, his sharp view far essentials, and his talent
for organisation made him a well-appreciated participant of many national and
infernational steering groups, commissiaons and councils.

Beside many othar activiies on an international level, for many years he was
the representative of our rehab centre in the bodies of Deafblind Intermational
and the European Deafolind Metwork, where he was ane of the authors of tha
canstitution. He was amang the initiators of the Eurcpean Usher syndrome
Study Group, and took pari in the preparation and crgarisation of many
infernational confarencas and saminars.

Dwuring the 5th European conferance of Dbl in July 2001 Diatrich Bunck
recaived the "0Dbl Distinguished Service Award™ in recognition of his
outstanding and lasting contribution to sarvicas for dealblind peopia. |

We shall always remembar Diefrich Bunck with deep respact and gratitude: his |
ideas and overall concepts will stay alive in aur work,

Walfgang Angermann |
Executive Direclor

Dautsches Taubblindenwerk gGmbH

Albert-Schweitzer-Hof 27

D-30559 Hanngwves

Fhone: +43-511-5100515

w.angermann@taubblindenwerk_de

I Tpbr

Dbl iz a vital netwark far
all invedwed in the feld of
deaiblindness. In order
to best sende our
members, it ks crocial
that we raise sufficient
furds through fees 1o
finance qur basic
activifies, With this in
mind, there iz a
Corporate as well as an
Individual membearship
larm for yau fo fill in,
Fleass ancourags as
many people as possible
e jain.

Non-Voting Members
conaiat of individusls,
mational netwarks and
non-subscribing
Comporales, Mon-voling
membars can contribute
T the decizian making
process of Dbl through
gitter & corparata
membsr or an
irternational nefwark,
Menvoling mambers will
recaive a copy of Dl
Revigw and othar ralevan
Ol krformatoan. Mon-
verding membership cosls
US 5§30 a wearor 8
chacoimted LIS $100 for

4 years.

Voling Members ang the
repraseniatives of
corporahe members whe
have paid their
subseription fees, and tha
reprasantalves of
recognised ol nefworks.

There are now wo tiers of
Corporate Membership:

Large Corparaies:

Annual Feos balween
LISE3 000 and LISE5,000

Small Corporates:

Annual Feas bebwaen
USE300 snd LESS1.500

Corporabe Mambes can
be nominated to =i on the
Caunsil,




Dbl
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I Non-Voting Membership
I | wezuild Hke fo joindre-poin Dbl as an individual non-
| voling mamber [pease delele a5 aporopriale)

| | wish b pay an annual fee of LISE30
| of 20 payment atiached)

| wizh b pay for 4 vears” mambership al ihe digcounied
| rate of LESH100 / Ba5
I {payment altached)

Please wave my membership fee as | am unable to
| Pay it al present

| Please debit my Visa Amegrican Express
I Mastercard
I

I Expiry Daje

| Please note that credit card payments are made 1o
| Bensa who then credits Disl,

| Please find enclosed my Postal Order
| Title (M., Mrs., Or. efc.}

I Sumams

| First name

: Organizabon

| Job Titla

Adddrass

Townrity
| County/State

| FostZip code

S . S

| Courdry
|

| Tel: {please include couniry & area codes)

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

Elh! Review (fick ona bax in gach category)

I | wiould prefer io receive Dhi Review in;
English Spanish

| | would preter to receive Dbl Review on®
paper sk

Plegse return to!
| Dbl Secradarial
o'o 11-13 Cliftan Terrace,
| | Finebury Park, London N4 3SR, UK.

MEMBERSHIP

]Dbl

INATIONAL

i — S - i i " i T T i i S e e

I-Gnrpnrata Membership

| There are now twa tiers of Corporate Membership:

I Large corporales:
I Annual fees between $US3,000 and USE5.000

I Small corporates;
Annual fees befween USE300 and LISS1,500
|
We would like o join Dbl as a Large/Sman
|
| Carporate Member | pease delele a5 aporopnale)
| ‘We submit an annual fes of LSS

| Corporate mambsars are entidled to receive up 10 25
| copies of Dbl Review. We would like
| copies in English/Spanish {delate as appropriale),

| Method of payment (must b= made in US dollars)
Cheque orinternational poetal order

Bank Transier

Mame of Bank:  RABDBANK

Address of Bark: Sini-Michislsgesiel, Netherlands
Account Mame:  fastibug voor Doven: INZAKE DB
Account Mumber: 11.28.08,825

I Mamber Details:

e S S . S —

I Orgamisahion

| Reprasaniative

| Drale of Bank Transfer
I Address

Tel: (plagse incluge couniry & area codes)
Fax! [pleasa include coumbry & area codes)

|
|
I
|
I
I
| Emait;
|
| URGENT NOTICE: Please fax your completed form
| through 1o Ton Visser, Dbl Treasures,
I oo +31 73 5B 12 167,

or poat 1o Ton Visser, Dbl Treasurer,
I cho Viztaal, Thearasiraal 42,

5271 G0 Sint-Michislsgestel, the Metherznds.

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