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Step Up

A European Project to Help
Young Children with Visual
Impairment Achieve Early Steps
to Independence

Step Up! is the latest in project
which  MDVI Euronet partner
organisations have participated in
over the years. Step Up! principal
aim is to develop a set of
resources to empower parents
and primary care givers to
support the development of
essential skills in young children
with a visual impairment which
can be built upon at a later date
when formal orientation and
mobility training begins.

Seven partners participated in the

project from across Europe
including Finland, = Sweden,
Northern Ireland, Republic of

Ireland Scotland, Luxembourg,
Czech Republic and Slovenia.
The outcomes of the project was
recently launched in Belfast in
May 2014. For full details of the
project and details about how to
obtain the resources, please visit
the project website at www.step-
up-comenius.ey

Below is an extract from a
presentation given at the launch
of Step Up! given by Rob Jones,
Head of Education, Henshaws
College, England:

"At one time or another, most of
us have tried to imagine what it is
like to be blind. In doing so, we
can appreciate, at least a little,
some of the many challenges
facing people who are without
sight or who have very little.

A visual impairment creates
barriers ¢ barriers to moving

around safely and

independently,
barriers to
learning, Dbarriers

to leisure activities
and so forth. Yet
most people who
are blind do not
want others to
feel sympathy for
them. They accept
that their visual
impairment is part
of what defines
them. But to be

successful in life
requires  people
who are visually impaired to learn
and master certain skills. These
form for those who are of a
school age the additional essential
curriculum for learners with a
sight loss. It includes braille, touch
typing, independent living skills
and orientation and mobility.
Orientation and mobility is about
knowing where you are in your
environment as well as being able
to plan and act on a wishrameed
to move to another placecg
whether it is in the home,
classroom, school or wider
community. The types of skills
that are required come as part of
the normal development of a
child. Seeing an object of interest
will stimulate movement to it.
But chldren also quickly learns
about hazards in the environment
and apply strategies to avoid
them e.g. walking around a coffee
table rather than through it.
Movement is also key part of play

and play is an important
precursor to formal learning.
Movement alows children to

build up concepts and models of

the real world that are realistic
and based on experience.

For the child who is blind this can
all happen too, but it can take
longer and it can require the input
of specialists. Skills for safe travel
both indoors and outdoors must
be taught by qualified experts. A
recent article in the British Journal
of Visual Impairment highlights
the difficulties which are created
when wellmeaning teachers who
are not trained in orientation and
mobility try to support a child
who is blind and how their input
can actually hinder the child at
times, rather than aid.

It takes time to teach these
important skills and unfortunately

in this age of austerity there is not
enough orientation and mobility
delivered to meet the great many
needs of children and adults with

a sight loss. When it is available
to children it tends to be
delivered to those who are in
school. However, the concepts
which underpin this formal
training must begin to be put in
place at an earlier stage, when


http://www.step-up-comenius.eu/
http://www.step-up-comenius.eu/
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the child is much younger, ready
to be built upon. Typically,
children who are blind are up to
one year behind their sighted
peers and without appropriate
early intervention and stimulation
this gap can widen, but we don't
have the capacity to reach these
young children. Itis our challenge
as educationalist to narrow gaps
and this is what brought seven
partners schools and
organisations for the visually
impaired together. To narrow
gaps  requires  skills  and
knowledge to be passed to those
who need to know. In this project,
we aim to create resources to
pass knowledge from orientation
and mobility experts to parents
and other primary care givers.
Our hope is to provide them with
the tools so that they can support
their children in developing
essential early concepts and skills,
foundations for orientation and
mobility, ready to be built upon in
later years when formal training
actually begins, thereby
preventing unnecessary delay or
widening of gaps. The tools will
also hopefully support parents
not to become overly protective,
a natural response, but one which
will limit the opportunities for
their children.

We also aim to empower the
authorities who are responsible
for our environments, the schools
and offices in which we work,
with the understanding of how
simple actions can prevent
unnecessary challenges for those
with a sight loss by developing a
simple environment audit which
identifies hindrances and
obstacles. We also aimed to

challenge, in a fun way some
misconceptions about blindness
and visual impairment, but to
make us think a little more about
how we perceive people with a
sight loss.

Visual impairment is a low
incidence disability. As such there
are very few special schools for
the visually impaired. We can only
have achieved the aims of our
project by coming together,
across national boundaries, with
other specialist schools and
organisations who share the
common goal of improving the
lives of young children with visual
impairment. Working with our
European partners has helped
share expertise, develop new
resources and hopefully will
improve the lives of young people
with a visual  impairment
wherever they live.”

Robert Jones
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stimulation for
MDVI
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Iceland

The Icelandic National institute
for blind, visually impaired, and
deafblind individuals recently

participated in a conference held
by the National diagnostic center
in Iceland. That conference is the
largest conference in Iceland for
professionals that are working
with disabled children.

At the conference, the center for
the blind and visually impaired,
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introduced its services but one of
the main focuses was on the
material professionals use when
working with children with CVI.

The introduction was a success
and we have seen an increasing
understanding on the subject of
visual $imulation. Professionals

that are working with MDVI

children in schools and

kindergarten are seeing that
visual stimulation plays a big role
in all of the development of other

senses.

Since we are not the only institute
with direct services for MDVI
children, we have had to take a
stand to make visual stimulation a
bigger part of the training of the
MDVI child. With new materials
and more information awareness,
we have a better cooperation
with our partner institutes and
the child benefits greatly fromwr
increased cooperation.

For behalf of the National
Institute  for Blind, Visually
Impaired and Deafblind in Iceland

Elfa Hermannsdottir

Manager

Goalball

Photo by Martin Kramer (visually
impaired student of the school)

There was a jubileen
April 3rd, 2014 in our school
(Gymnazium pro zrakove
postizene a Stredni odborna skola
pro zrakove postizene, Prague,
Czech Republic). 10th Goalball
TournamentDirector Cupvas
held. Teams were divided into
two categories; basic school
pupils and higlschool students.
All teams of Basic School Goalball
League took part, so the ones of
Brno, Plzen and Namesti Miru as
well as two combined ones of
Olomoucg Opava and Hradcarty
Liberec formed the first (younger)
category. As our partner school
teams from kevoca (Slovakia) and
Ljubljana (Slovenia) kindly
accepted our invitation, the high

4

school category became, in fact, a
modest international tournament.

friendly atmosphere. The
team of Olomouc ¢ Opawa
won the basic school

category. They were

couched by Mirko Spurnik
who was the trainer of the Litovel
(school moved to Olomouc) team
the first winner of the
tournament in 2005. The
excellent performance dBobri
(Beaversjrom Ljubljana (couch
Klemen Bg) showed the strength
of Slovenian team, they ruled the
high school category and became
its winners.
However, the goalball
tournament is just the top o
goalball activities in our school.
Following remarks try to explain
why we find in our school really
important to practise and support
this game.

Orientation and mobility.
Playing goalball is a good training
in orientation, developing
universally O&M skills. Long time
and regular practice in goalball
improves abilities of visually
impaired to use a widscale of
non-visual impulses. It is quite
challenging; to be better player
means to become better in O&M.

Team gamelndividual
approach both in special and
mainstream schools is important
for visually impaired pupils.
Nevertheless, goalball is an
entertaining instrument how to
create social group skills like
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responsibility, ceoperation, team
work etc., which are important for
preparing pupils with VI for
independent life.

Physicahctivity. ICT
opened new space to VI people.
On the other side, less students
than before practise sports as
O2YLISyal iAzy G2
activities. Goalball is an attractive
and thrilling game givig a chance
to its players to develop their
fitthess, dexterity and diéness. In
the jubilee tournament,
mainstream school pupils
participated for the first time
thanks to Special Pedagogical
Centre in Liberec. Unfortunatelly,
most mainstreamed VI pupils are
still excused from PT in their
schools.

Noncompulsory subject.
Goalball has been for several
years a norcompulsory school
subject. Our students have a
possibility to attend Thursday late
afternoon lessons led by PT
teacher. The subject is included
into The School Educational
Programme. It is not the goal to
train top VI sportsmen but to
educate young people prepared
for independent life.

Meeting peopleGoalball
opens social horizons for its
players. It is a great opportunity
to meet young people from other
parts of the country or other
countries, make new contacts dn
socialize. It breaks the barriers of
being isolated.

People behindPeople who
organize goalball activities spend
a lot of their spare time assisting

VI meaningfully. Let us express
our thanks to them, namely to
Petra Padourova (PT teacher
training goallall and the
tournament founder) Michal
Rezka and Jiri Brueckner
(members of care staff
responsible for sports activities),
Pavel Vosahlik (head of goalball
segtibriofl Assb&adion of VI
Sportsmen), and the last but not
the least, to members of the civic
as®ciation Videno hmatem (Seen
by sense of touch) who are €o
organizers of the tournament
from the very beginning.

Ilvan Antov

Sara De Carli

Le chiavi
dello scrigno

T metodo riabilitativo
della Lega del Filo d'Oro

5

Lega del f

1964—2014: the Lega del Filo
d'Oro celebrate 50 years of
activity for people with
deafblindnessand multisensory
disabilities

¢KS [S3IF RSt ChAf
half a century, and to celebrate
this important birthday has been
planned several initiatives,
including:
V the book 'Le chiavi dello
scrigng 4 describes the

methodology of
rehabilitation of the Lega
RSt CAf2 RQhNJ

people who built it. In
particular, the book tells
the evolution of
rehabilitation method. The
book, written by Sara De
Carli, was distributed with

GxAlF €3 (KB )
the non-profit.
In 1994, Oscar Luigi

Scalfaro, President of the
Italian Republic, came to
visit the Institute of
Osimo. After he told
movingly of the
"mysterious wealth of
intelligence and love" he
had seen in deafblind
GLINAOSEt Saa (N
the naure has closed
chests without keys ". The

[ S3t RS CAf 2
been able to find the keys

to open those chests and
bring out deafblind and
multisensory impaired
people from the darkness,
silence and isolation.
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V logo/brand the fiftieth,
that it will accompany the
Lega del Filo d'Oro in this
important year

Lectio Magistralis
G¢SOy2f23AS

LIS INT 7 e e s =

-
b

“Progetto Linguetta”

comunicazione alternativa -
con persone con disabilita
grave e multipla

(Alternative technologies
for communication with
people with severe and

'

multiple disabilities) of

Prof. Jeff Sigafoos, of

Educational Psychology -

and Pedagogy University ills alternatives for
of Wellington, Australia deafblind and
(Scientific  Activities), in multisensory impaired
Roma 21 march 2014, in people.

Ancona 2 March, in
Molfetta 26 March.
Neurological damage and
other diseases can lead to
difficulties in verbal
language, creating
obstacles in interpersonal
relationships and
participation in common

The support of assistive
technology is becoming
increasingly important to
the Lega del Rl d'Oro,

because it comes in handy
educational intervention
and rehabilitation.

social lnterat_:tlons. The The new Rehabilitation Centre in
many techniques and Osimo (Ancona)
technologies of 0K S

LY HAawmMO
took on an important challenge
and started work on a new Centre
at the Osimo site, because now
the Center does not respond to all
GKS dzaSNBRQa
The new Rehabilitation Centre will

Augmentative Alternative
Communication was
accompanied in recent
years, even the use of
technological aids,
including VOCA or Voice

g.létDUt Icr? rErrll.Jnlcatlorclj be able to increase the number of

! Sl; i alphabetic ?n full time places available to 80
SymRolic  communicalors 4y, 5 (a 43% increase) and day
and software. In addition,

care places to 20 from (an
increase of 33%). This will bring a
significant reduction to the long

waiting list and provide spaces

with the innovative and
technologcal supports
personalized and targeted,
it is possible to enhance a
broad range of

AT

-

[ S3l

YySSRao

—

specifically designed for individual
needs.
The main objectives of the new
Centre are:
1 Increase the capacity of
the Rehabilitation Centre
1 Improve the standard of
quality and quantity of
services provided

1. Increase the capacity of
R %Eepti&leér 2famil?ﬁeg RN E
users
1 Increase the efficiency and
organization
i1 Increase opportunities for

awareness and integration
and exchange with the
territory
The new Centre will therefore be
an avantgarde  structure,

designed to treat and assist better
our users. The light, the shapes,
the colors, the materials chosen
will help users to recognize the
rhythms of day and seasons.
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It will extend on one floor, with
coverage green, to integrate with
the territory.

There will be too much care of
saving energy, the insulation of
the buildings to the use of all
renewable energies: geothermal,
photovoltaicand solar thermal.

Seminar Theatre and

Entertainment "The tempest" by
William Shakespeare

From the 13th to 15th May 2014
was held in Osimo thé&inal
Partnership Meetindor the
Eurgean Project IMAGINE MDVI
(AnInclusive forum to develop
Movement,Action, Gesture,
Improvisation,Negotiation and
Expression of Multiple Disability
Visual Impairment adults), born
with the aim of promoting and
developing the culture of the
theater for thebenefit of MDVI
people.

The partners Lega del Filo d'Oro

(Italy), Association CulturalLee

7

Voirien (France), The Royal Blind Marconi explained the workahe

School (Scotland) and SWW
Sudbayerische Wohn  -u.
Werkstatten fur Blinde und
Sehbehinderte gGmbH

(Germany), whd the following
users with different
characteristics, have been
working towards the same goals.

by each partner to adapt the
comedy to suit the need of their
own group of users.

In addition, while the partners
continued work, on the 15 May,
Karl Macrae, the Royal Blind
therapist's held 3 workshops for
the users of the Lega del Filo

Wednesday 14th May 2014 was RQh NB 3 s (diidedin thirde

KStR d GKS
CSyA0S¢ AY ha&aa
{SYAYI NI YR GKS

¢SYLSaié o

The comedy was first performed
by the French plot of the
Association Cultural Lee Voirien o
Clermont Ferrand then by the
dzaSNB 2F GUKS [ S

Michael Lohner and Karl Macrag
have accompanied the show Wit
their music.

excitement
greeted

Applause,
emotion
performance.
During the event Michael Lohner
has presented the website
http://imagine.sww-
muenchen.de/ dedicated to
theater as a tool for rehabilitation
and interaction for MDVI people.
Jan Thomson has preded the
guidelines, which all the partner
collaborated to produce, that
offer advice, resources and
materials to professionals who

ana
both

(i K 8 group (sdildrer] ahd aduleg2 & |

Ykarl sabg @nd Pplayedi tKeS violin
&38 NJFi2 Ndther O $hstranteitsS
accompanied by guests and staff
of the Centre, which has very
much appreciated these musical

moments.

ltalian plot

.....
o8
oo

Seminario Finale
Spettacolo teatrale
La Tempestq

Osimo (AN)
14 maggio 2014, ore 15,30
eatro La Nuova Fenice - Piazza Marconi, 1

work with groups MDVI in the

theater.
Céline Baptiste, Karl Macrae,
Michael Lohner and Nicoletta

Patrizia Ceccarani


http://en.wikipedia.org/wiki/William_Shakespeare
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A short presentation of a future project

Education for Children, Adolescents and Young Adults with
JNCL Diagnoses

Bengt Elmerskogroject coordinator
Statped Heimdal, P.O. Box 175jméal, 7473 Heimdal, Norway
E-mail address: bengt.elmerskog@statped.no

This article is about a possible project starting in December 2014. The text below is a summary from an
application that was sent to EU (Erasmus+ project) earlier this year.

A. Theproject aim and the main target group:
The project is about highlighting and building competence on educational opportunities antheadical
interventions for a disadvantaged and very low frequency group in Eurepéddren and young people with
JuvenileNeuronal Ceroid Lipofuscinosis diagnoses (JNCL), also called Spialioglygisease or Batten disease.
The disease is characterized by a developmental course including blindness, epilepsy, speech problems, cogr
regression/dementia, motor coordinatioproblems and emotional reactions including anxiety and depression.
There are 33 individuals with INCL in Norway; the incidence level in other European countries is approximatel
the same level.

B. Background:
A comprehensive medical and biological rashahas been going on for the last decades in order to understand
the nature of the JNCL disease. There is no medical cure yet and the disease leads to premature deathgoften
30 years of age. There is a substantial need for alternative initiativeacimhs within education and other nen
medical services to meet the challenges of the disease in best possible way.

There are very few organisations in Europe responsible formedical service provision for individuals with
JNCL diagnosis because of lin incidence. Noowt SRA OF £ ({y2¢f SRIS 2F (GKS (I NJ
practice is scattered and hidden for others, and written educational documentation hardly exists.

C. Target groups:
1. Children and young people with INCL diagnosis and theirdamil
2. Children and young people with other dementia diseases and their families (parts of the project may be
relevant for these groups)
3. Professionals within nemedical service provision
4. Relevant higher education institutions

D. Objectives:
1. Compose aon-medical textbook of INCL that focuses on the possibilities and importance of formal, non
formal and informal learning in a lifelong and quality of life perspectives. The textbook should be used as a
8
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basic foundation of knowledge in order to improvadancebased noAamedical services for the target group
no. 1 and possibly target group 2.

2. Develop educational tools based on the textbook in order to optimise learning conditions and make
educational planning/implementation more effective and targeted.

3. Disseminate the project results to relevant stakeholders and through presentations in conferences, semina
and meetings

4. Make plans of actions to ensure future sustainability in close cooperation with key organisations such as
higher education, relevant séce organisations, peer organisations etc.

E. Project period and organisation model
Project periodFrom 1. December 2014 to 31. November 2017.

Project participating organisations are:

(a) Statped Heimdal and (b) Norsk Spielmeyegt Forening (Norway)

(a) WESC Foundation and (b) the Batten Disease Family Association (England/UK)

(a) Bildungszentrum fur Blinde und Sehbehinderte and (b}®lGppe Deutschland (Germany)
(a) Onerva Maki School and (b) Suomen Jdéttheiden tukiyhdistys ry (Finland)

The RoyBeBlind School (Scotland)

BDSRA (USA).

= =4 =4 48 -4 4

A Working/Steering committee from these organisations have been appointed and there are resource people
available for the project composed by professionals on JNCL from various disciplines.

Organisation model

Project coordinator

The Working Steering Committee

Resource teams/people that has accepted to be a part of the project

F. Project phases
Theproject has 3 main phases:

1) Fact finding and developing new knowledge (December 2Iddcember 2015)
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2) Documentation/textbook and development of educational tools (January 20\M&y 2017)
3) Dissemination (June 20X/MNovember 2017)

The project will be organised in periods of 6 months in accordance to different working activities. The
Working/Steering committee plan to havedays transnational meetings per year attached to these periods with
the following agenda:

w 9 @I f dzl imdeménteSperiod a i

w /2YL2asS | RSOl Af SR -tddh gogls f@ the exdperiod y Ay Of dzZRAYy 3 YAR
The textbook and the educational tools will be translated to Finnish, German and Norwegian and will be availa
as PDF files. The textbook will be subgdtto relevant institutions of higher education, relevant service

providers and peer organisations in all participating countries at no cost.

G. Longer term benefits
The Working/Steering committee will assist higher education and relevant service proviggeparing
curriculums and service portfolios based on the textbook. Training of professionals in using the educational toc
will be organised in all participating countries.

The Working/Steering committee will organise meetings/seminars in each jpaitiiog country in order to

promote the project results. Each participating country will make plans of actions in how to ensure the
sustainability and further development of knowledge and service provision, and to ensure further collaboration
between projet participating organisations. The project results will be presented in different
international/national conferences after 2017.

H. Project Plan:
The following preparatory meetings have been accomplished:

May 2013 in Norway. Participants from EnglaBdptland and Norway

October 2013 in England: Participants from England and Norway

April 2014 in England: Participants from England and Norway

13" and 14" May in Norway: Participants from England and Norway

27" May 2014 in Germany: Participants from Gamy, Finland, Scotland, England and Norway

= =4 =4 4 -4
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The figure below shows the proposed and current plan of action from December 2014 (month nr. 01 /project
start to November 2017 (month nr. 36, the conclusion of the project):

Proposed timeline:

H ” ]

Fil Hjem Settinn Sideoppsett Faormler Data Se gjennom Visning
B3 v I v

] Fremdhiftsplan for presentasjon [Kompatibilitetsmodus]
A B c D E F G H J K L M N o P a R s T u v w X Y z AR AR AC AD AE AF AG AH Al Al AK AL AM

M13 |M14 [M15 |M16 |M17 |M18 |M18 [M20 |M21 [M22 |M23 |M24 |M25 |M26 (M27 |M28 |[M29 |M30 |M31 |M32 |M33 |M34 M35 M36

E1-BS

E2-B2

o | E2B3

| A SRS PRVESS DS SURFRS FEUSUS SO EUSVR SRS SR GRS RPSUSUS R U JURVRUEGS U EPSREE B S SRR SEUSURUE EPSSSUS SURRSS FSUSUSS NSRS BEUSURUS RUSPSUSY SR SPSSU L Ll L]

31| Please insert rows as needed

Merk den nye plasseringen, og trykk Enter eller velg Lim inn antall: 315 |EE@ 5% (= (3)

Explanatory code list to the timeline above:

Meetings with Working/Steering Committee 1,7,13,19,25,30,36
O1-A1 | Factfinding - Prepare a survey aimed at individuals with JNCL diagnosis and their families 1-6
O1-A2 | Factfinding - Prepare a survey aimed at educational staff with experience on teaching individuals with JNCL 1-6
diagnoses
01-A3 | Factfinding - Implement the 2 surveys addressed towards families and personnel within education 7-12
O1-A4 | Analysis of the 2 surveys - descriptive conclusions and statistical analyses 7-12
02-A1 | Literature search - medical consequences, young and dementia, JNCL and education, communicative 1-12
challenges, typical behaviour patterns, the effect on learning as a method to meet challenges within dementia
disorders etc.
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02-A2 | Analysis the literature search and making conclusions 13-18

03-A1 | Compose the textbook. Different chapters to be written by different authors. Professor Stephen von Tetzchner 19-24
to be the main editor.

03-A2 | Print the text book. The estimated number of pages; approximately 360 pages. Number of books to be printed: 25-30
300. Language: English. Number of illustrations: Approximately 5o0. With ISBN number.

O4-A1 | Translate the book from English to German. The translated electronic file from the English version can be 25-30
printed and used for different purposes in Germany.

O4-A2 | Translate the book from English to Finnish. The translated electronic file from the English version can be printed 25-30
and used for different purposes in Finland.

O4-A3 | Translate the book from English to Norwegian. The translated electronic file from the English version that can 25-30
be printed and used for different purposes in Norway

Os5-A1 | Development of educational tools (tools for making plans, evaluations, cater for participation and inclusion, for 1-12
alternative and supplementary communication etc.)

O5-A2 | Test, revise and translate the educational tools (consider appropriate formats, translate to German, Finnish and 13-24
Norwegian, test the tools in real settings (schools, other service providers with daily responsibility for the target
group), revise the tools according to evaluation).

O5-A3 | Production of educational tools (produce the tools in appropriate formats (electronic formats, paper versions or 25-30
other solutions) in English, German, Finnish and Norwegian)

E1-Ba Dissemination - employees and members of BZBS, NCL-Gruppe Deutchland and other German organisations 3136
providing non-medical services for individuals with JNCL diagnosis to be offered a course about "Education and
JNCL" and "the use of the educational tools".

E1-B2 Dissemination - employees and members of Statped Heimdal, NSVF and other Scandinavian organisations 3136
providing non-medical services for individuals with JNCL diagnosis to be offered a course about "Education and
JNCL" and "the use of the educational tools"

E1-B3 Dissemination - employees and members of WESC foundation, BDFA and other British organisations providing | 31-36
non-medical services for individuals with JNCL diagnosis to be offered a course about "Education and JNCL"
and "the use of the educational tools"

E1-B4 Dissemination - employees and members of Royal Blind School, BDFA and other British organisations 3136
providing non-medical services for individuals with JNCL diagnosis to be offered a course about "Education and
JNCL" and "the use of the educational tools"

E1-Bg Dissemination - employees and members of Onerva and Suomen JNCL-perheiden tukiyhdistys and other 3136
Finnish organisations providing non-medical medical services for individuals with JNCL diagnosis to be offered
a course about "Education and JNCL" and "the use of the educational tools"

E2-B1 Dissemination seminar in Germany. This seminar will be held in connection with the training course E1-B1 3136

E2-B2 Dissemination seminar in United Kingdom. This seminar will be held in connection with the training course E1- 3136
B3 or E1-B4

E2-B3 Dissemination seminar in Scandinavia. This seminar will be held in connection with the training course E1-B3 or | 3136

E1-BgsorE1-B2
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The International Communication Project 20d.€hildVision

THE OPPORTUNITY OMEIUNICATE ISBASIC HUMAN RIGHT.

Communication is the most fundamental of human capacities.
People need to be able to communicate to fulfil their social, educational, emotional and vocational potential.
Everybody has the potential to communicate.

(InternationalCommunication Project 2014)

The Speech and Language Therapy Department, Vocational Education Unit and Vocational trainees at
ChildVision, Ireland, are currently planning a project to raise awareness of communication disorders in support
of the International Communication Project 2014 (ICP2014).

What's the ICP 2014 all about?

The International Communication Project 2014 (ICP 2014)aims to highlight the importance of human
communication —and how communication disabilities severely impact every aspect of life.

The ICP2014 aims to:

1 Raise the profile and status of communication disability with international health bodies and policy
makers;

Increase public awareness of communication disability and the severe impact it has on people’s lives;
Encourage people around the world to join together to make a difference in the lives of people living
with communication disability.

= =

The ICP 2014 is built on the premise that communication is vital to participation in life; but is largely ignored as a
disability. The World Health Organization’s WorldReporton Disabilityestimates that roughly one billion people
around the world are living with some form of disability; however, even the authors of the report acknowledge
that people with communication disabilities may not be included in this estimate, despite encountering
significant difficulties in their daily lives.


http://www.who.int/disabilities/world_report/2011/en/index.html
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Who's involved?

A GROUP OF INTERNATIONAL, MEMBER-BASED ORGANISATIONS THAT SHARE A GOAL IN RAISING THE
PROFILE OF COMMUNICATION DISABILITIES AND THE PROFESSIONALS WHO CAN HELP. IN IRELAND,
THE IRISH ASSOCIATION OF SPEECH AND LANGUAGE THERAPISTS (IASLT) IS LEADING THE PROJECT.
OTHER FOUNDING ORGANISATIONS INCLUDE AUSTRALIA SPEECH PATHOLOGY AUSTRALIA (SPA),
CANADA SPEECH-LANGUAGE & AUDIOLOGY CANADA (SAC) ORTHOPHONIE ET AUDIOLOGIE
CANADA (OAQ) NEW ZEALAND NEW ZEALAND SPEECH-LANGUAGE THERAPISTS
ASSOCIATION (NZSTA) UNITED KINGDOM ROYAL COLLEGE OF SPEECH LANGUAGE
THERAPISTS (RCSLT) UNITED STATES AMERICAN SPEECH-LANGUAGE-HEARING ASSOCIATION (ASHA).

GET INVOLVED ...

WE WOULD ENCOURAGE ALL PROFESSIONALS, PARENTS, SERVICE USERS ACROSS EUROPE TO GET
INVOLVED AND SUPPORT THE CAMPAIGN. FIRSTLY BY SIGNING THE UNIVERSAL DECLARATION OF
COMMUNICATIONS RIGHTS WWW.COMMUNICATION2014.COM OR YOU CAN PLAN TO ORGANISE AN
EVENT IN YOUR ORGANISATION TO CELEBRATE THE WORK OF THOSE PEOPLE WHO MAKE A
DIFFERENCE, OR SHARE YOUR STORY OF WHAT'S IT’S LIKE TO COMMUNICATE DIFFERENTLY.

ChildVision as an organisation support the rights’ of each and every service user to communicate and
acknowledges the importance of support staff and resources to facilitate communication. As speech and
language therapists’ we work with inspirational children and adolescents on a daily basis, however we feel a shift
in health policy is needed to secure the funding and resources these clients deserve to fulfil their potential. The
project at ChildVision is currently in the infancy stages and we are hoping to work towards a completion date of
October 2014, and submit this to the ICP2014 share your story webpage.

FOR FURTHER INFORMATION PLEASE GO TO WWW.COMUNICATION2014.COM



http://www.speechpathologyaustralia.org.au/
http://sac-oac.ca/
http://sac-oac.ca/
http://sac-oac.ca/
http://www.speechtherapy.org.nz/
http://www.speechtherapy.org.nz/
http://www.rcslt.org/
http://www.rcslt.org/
http://www.asha.org/
http://www.communication2014.com/
http://www.comunication2014.com/
http://www.asha.org/
http://www.asha.org/
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Pharos

A service development and improvement, self-assessment tool for schools, educational and
developmental support services for young learners with a Visual Impairment

The May 2014 issue of the British Journal of Visual Impairment features a practice paper written by Rob Jones
and lain Prain of MDVI Euronet and outlines their work in taking forward one of MDVI Euronet’s early Comenius
funded school development projects. The project, From School to Resource Centre, 2002-2005, examined the
role of specialised schools for young learners with a visual impairment to develop as resource centres. The
project conclusions produced a model of flexible service delivery based on the needs of the individual learner.
Where local provision is well developed and/or the learner’s needs are relatively straightforward, there is the
need for less resource centre input. Where local provision is less developed and/or the needs of the learner more
complex, input from the resource centre will be significantly greater. The model’s aim was to help concentrate
the services being delivered to the child and their family. The original project had identified a number of
alternative locations which could be used to accommodate a regional VI resource centre.

Rob and lain re-visited the project’s conclusions in the light of developments in the years that have since passed
including the principles and contexts of the International Classification of Functioning, Disability and Health,
(ICF); Children and Youth Version, and have proposed a model of service support and from that a self-evaluation
framework which could be relevant across a wide range of countries and local contexts. The revised model, now
called Pharos, asserted that rather than being just a central point of expertise, any specialist school or service for
the visually impaired, must become one of a number of nodes in a network, a network which could be regional,
national and international to further develop knowledge and skills.

An original set of Pharos ‘standards’, was proposed would act as quality mark and a school self-assessment
toolkit developed. Based on feedback received Rob and lain therefore developed a further set of self-evaluation
tools for/non-school based service levels.

For more information about this, please visit the British Journal of Visual Impairment (www.
http://jvi.sagepub.com) to download a copy of the practice report in the May 2014 edition (fee applies). To
review the self-evaluation materials (free) please visit www.pharos-schools.org .



http://jvi.sagepub.com/
http://www.pharos-schools.org/
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Vi s i é{ new: Development of an addition for MDVI of

Tactual Profile in 2014/2015

Anneke Bloknd Ans Withagen

Royal Dutch Visio, centre of expertise for blind an visual impaired people

In the Netherlands starts working on a version for children and adolescents with a visual and mental impairment.

Introduction

Tactual Profile is an instrument for charting the tactual functioning of children, who are blind or who have a
severe visual impairment, from birth up to 15 years of age .

The instrument concentrates on the tactual requirements that the everyday environment places on perception.
Tactual Profile is based on practical experience checked against literature and developments in the scientific
field of touch. The instrument has been outlined as a ‘structured observation’.

In the period 2002-2004 a research was executed on the reliability and validity of the instrument. The study has
proved that Tactual Profile is a valid and reliable instrument, that differentiates from intelligence tests.

Nowadays, Tactual Profile is used as an assessment tool in the Netherlands, but also in many other European
countries, counties in the middle east and in the United Stated. Users of Tactual Profile are very content about
this instrument and asked for a special addition for multiple impaired (visually and mentally) children and adults.

A grant was given by the Novum foundation (a non-profit organization providing financial support for research
projects aimed to improve the quality of life for individuals with a visual impairment). A project group, consisting
of practitioners working with multiply visually impaired children will develop a special addition for MDVI. They
will work together with an expert-group and with researchers from the Radboud University in Nijmegen. In this
article you will find some information about Tactual Profile.

Tactual Profile

Tactual Profile has been primarily geared towards the development of children, o-15 years of age, who are born
blind or who have, at the most, some residual vision. The Tactual Profile includes different areas of tactual
functioning: cutaneous and proprioceptive.

Tactual Profile aims to measure the tactile prerequisites of every-day activities and school-related subjects. The
tactile demands the child has to meet in its environment serve as a starting point. Tactual perception and
functioning are explicitly viewed in a broader context than just reading braille or understanding geographical
maps and graphics. In Tactual Profile the sense of touch has been described in a differentiated and systematic
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way. Tactual Profile enables to chart a child’s tactual functioning in several areas.. This gives an overview of the
strong and weak sides concerning the sense of touch. These outcomes may be used as a base for intervention.

Initially the instrument has been developed for children and adolescents who are blind or severely visual
impaired from birth and who do not have additional impairments. However Tactual Profile is also suitable for
children who become severely visually impaired at a later stage. For children with a cognitive impairment, an
addition will be developed.

The lteraSet

Tactual Profile provides items, graded according to age-level and domain of tactual functioning. There are 6
different age-groups: 0-2; 2-4; 4-6; 6-9; 9-12; 12-16 years of age and difficulty. Based on experience, the
developers of Tactual Profile categorised the items on age.

The Tactual Profile distinguishes three domains of tactual functioning. Next to these domains there is a leading
category of practical skills. Each domain is divided in different categories. Not every category has items for each
age-group. Tactual Profile consists of 430 items. Each item is described and contains examples of material that
can be used to observe the item. Sometimes the materials are common and can be found in our daily live
environments; materials that are very specific, are included in the kit of Tactual Profile. The administrator can
make the following judgements: the child masters the item completely, partly or not at all.

The domains and categories of the Tactual Profile are:

Tactual sensory functioning. (106 items) This refers to the passive perception. It consists of the following
categories: tactual awareness, noticing, body awareness, touch sensitivity and proprioception. Items of these
categories are for example: ‘is able to point out the belly and the back’, ‘is able to match cylinders on texture’
and ‘can distinguish a circle from an oval'.

Tactual motor functioning. (52 items) This refers to the tactual perception that requires motor proficiency. It
includes the following categories: tactual exploration, manipulating, two-handedness and middle & near space.
Some items of these categories are: ‘explores an object with the mouth and hands’, ‘turns a small object
between thumb and finger-tips’ and ‘is able to draw a line on relief-paper along a ruler’.

Tactual perceptual functioning. (162 items) This refers to the interpretation of tactual information. It contains
the following categories: recognising, perception of detail, discrimination,constructing/reproducing, tactile-
spatial perception, part-whole relationship, figure-ground perception, third and second dimension and tactual
‘language’. Items of these categories are for example: ‘is able to distinguish familiar and unfamiliar persons by
using touch’, ‘is able to find a detail on a smooth line’, ‘recognises an object on account of a part’, can identify
three intertwining shapes as three singular shapes’ and ‘is able to build a three-dimensional construction’.

Practical skills. (110 items) These are the skills necessary to function well in daily life. This domain contains the
following categories: touch strategy, self help skills, game-activity, linking function to object, action-sequences
and dealing with variables. Some items of these categories are: ‘uses a point of reference as instrument to
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estimate a distance or determine the middle of a flat surface’, ‘can deal with change in scale’ and ‘puts one flat
form on the other to compare size'.

Visig? |
Tactual
Profile F

Photo: the contents of Tactual Profile

MDVI Version Tactual Profile

In 2014 and 2015 a project-group will develop a MDVI version to chart the tactual functioning of severe cognitive
and visual impaired children and adults.

If you want more information about Tactual Profile and other products to stimulate tactual functioning of blind
children, please visit out website www.tactualprofile.org

If you have questions, please send us an email tactualprofile@visio.org and answithagen@visio.org



http://www.tactualprofile.org/
mailto:tactualprofile@visio.org
mailto:answithagen@visio.org

