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A decade of MDVI Euronet, a personal reflection.  
by Brian Allen, CEO, St Joseph’s Centre for the Visually Impaired, Dublin,  
In the final years of the 1990s, St Joseph‟s Centre prepared to embark on an ambitious 
scheme to expand its range of services for learners with a visual impairment. For those 
involved in preparing the strategic plan for growth, it became all too apparent that the 
Centre, like many others from across Europe, would have to build a provision suitable to 
meet the needs of young people with a more complex range of needs.   
 
Aware of the need to look at best practice beyond national boundaries, St Joseph‟s 
undertook a study visit to Ekeskolan in Örebro, Sweden, to meet with colleagues willing 
to share expertise gained over many years working with learners with multiple disabilities 
and visual impairment. Through the personal contacts and friendships made, the kernel 
of an idea for a network of practioners took hold. 
 
Further discussions with other interested parties followed at the 5th European 
Conference of ICEVI held in Krakow in 2000. Later that year, a group of 12 met in Dublin 
to form a European network of practioners working with learners with MDVI. The network 
was christened MDVI Euronet.  From the very outset, it was decided that MDVI Euronet 
would be innovative, make best use of scarce financial resources, be independent and 
practice-based. These principles have served the network well, enabling it to complete 
research projects, low budget workshops and staff exchanges. All member organisations 
are proud of our achievements over the past decade and it is with the same enthusiasm 
that we all look towards the next decade of developing and sharing good practice in 
MDVI education.   

Ten Years of Achievements 

Ten Years  
 
2000: 
First meeting of 12 organisations invited to form 
MDVI Euronet to Dublin.  
 
2001: 
Coordinators‟ Meeting held in Dublin, Ireland.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

2002: 
Co-ordinators Meeting in Lisbon. Agreement on 
9 themes of work for network.  
 
MDVI Euronet members present poster at the 
11th ICEVI World Conference in 
Noordwijkerhout in The Netherlands. 
 
First network workshop held at the 
Resourcentre Vision/Ekeskolan in Örebro, 
Sweden. The workshop examined the 
assessment of children and young people with 
MDVI.  
 
Network‟s first Comenius 1 project, “From 
School to Resource Centre”, begins. 
 
2003: 
Network‟s ImPAct MDVI Comenius 2 Project 
begins. 
 
Coordinators‟ meeting held at High School for 
Visually Impaired Students, Prague, Czech 
Republic.  
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2004: 
Coordinators‟ Meeting held at the 
Blindeninstitutsstiftung, Wurzburg, Germany.  
 
2005:  
From School to Resource Centre Comenius 1 
Project concludes with publication of summary 
paper outlining the case for a national vi 
resource centre based at a special school.  
 
Partners from MDVI Euronet present paper at 
the 8th ICEVI European Conference in 
Chemnitz, Germany.   
 
MDVI Euronet partners participate in Comenius 
1 project „Look at Me Moving Forward!‟ 
  
2006: 
ImPAct MDVI Comenius 2 project ends with 
teacher training seminar held in Senegalia, Italy.  
 
Craft, Design and Technology teachers 
exchange hosted by Resourcentre Vision/
Ekeskolan, Örebro, Sweden.  
 
PE teachers exchange visits between 
Resourcentre Vision/Ekeskolan, Örebro and 
Blindeninstitutsstiftung, Wurzberg.  
 
1st international conference on Battens disease 
held in Resourcentre Vision/Ekeskolan, Örebro.  
 
Co-ordinators‟ meetings at High School for 
Visually Impaired, Prague.  
 
Care staff exchange between St Joseph‟s and 
Ekeskolan.  
 
2007: 
Network‟s MDVI Active Grundtvig project 
commences 
 
2nd MDVI Euronet workshop on visual 
assessment entitled: 'How to Assess Visual 
Ability in Children with MDVI',  Resourcentre 
Vision/Ekeskolan, Örebro, Sweden 
 
Seminar on Music Therapy for MDVI students 
held at the Blindeninstitutsstiftung, Würzburg. 
  
Coordinators‟ meeting held at Royal Blind 
School, Edinburgh, Scotland.   

 
2008: 
Coordinators‟ meeting held at Resourcentre 
Vision/Ekeskolan, Örebro, Sweden.  
 

Seminar/Workshop For Physiotherapists, 
Occupational Therapists and Speech and 
Language Therapists working with Children and 
Young People with MDVI, RC Ekeskolan, 
Örebro. 
 
Comenius project „Look at Me Moving Forward!‟ 
concludes with camp for pupils held in Northern 
Ireland.  
 
MDVI Euronet partner organisations begin 
participation in Comenius 1 project OPTIC 
„OPTimising the Inclusive Classroom.‟ 
 
RC Vision/Ekeskolan in Örebro Sweden host 22 
guests from 12 European Countries Seminar/
Workshop:  “How to assess visual ability in a 
child with multiple disabilities”. 
 
2009: 
MDVI Active Grundtvig project ends with 
dissemination event held in Madrid, Spain.  
 
Coordinators‟ Meeting held in 
Blindeninstitutsstiftung, Wurzberg, Germany.  
 
MDVI Euronet partner organisations participate 
in Comenius 1 project „Sound and Picture‟.  
 
MDVI Euronet partners present poster at 9th 
ICEVI European Conference held in Dublin, 
Ireland.  
  
2010: 
Coordinators‟ meeting in Lega Del Filo D‟Oro, 
Osimo. 
 
Comenius 1 project OPTIC concludes with 
dissemination activities.  

Kent Lundkvist 

 

MDVI Euronet 

Founder, 

Champion  

and first  

Co-ordinator 
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MDVI Euronet Conference 
  

“The School for the VI has Changed – Challenges for a New Generation.” 

 

27th and 28th June 2011,  

St Joseph’s Centre for the Visually Impaired, Dublin. 
 

A decade ago, Eberhard Fuchs, Head of VBS in Wurzburg, Germany, presented a paper at the 5th 

European Conference of ICEVI. Through his paper, óThe School for the Visually Impaired is 

Changingô, Eberhard argued that change for these schools was normal and necessary.   

 

MDVI Euronet would like to re-visit the issues raised in that paper now that ten years have passed 

since it was presented. Through a small, low budget conference for those involved in the education 

of learners with MDVI, participants will examine and debate four themes:   

 

Theme 1: Journeys to Inclusion from Across Europe:   

ñCelebrating success and learning the lessons in the inclusion of learners with MDVI.ò   

 

Theme 2. A Vision of MDVI Education:  
ñIs there a special approach for the education of learners with MDVI?ò 

 

Theme 3. A Life Well Lived:  
ñStrategies to facilitate a full and active life for post school people with MDVI. 

 

Theme 4. Educating the Educators 
ñPreparing teachers to support learners with MDVI.ò    

 

Format of Conference 

 

The conference will be a mixture of the presentation of papers from invited guests combined with 

opportunities to break out into small groups to examine the issues in more depth. Feedback from 

groups will be given and facilitators will collate and extract key ideas and issues.  

 

The conference facilitators are Dr Mike McLinden and Dr Steve McCall from Visual Impairment 

Centre for Teaching and Research (VICTAR), University of Birmingham and Dr John 

Ravenscroft, Moray House School, University of Edinburgh.   

 

Reflecting the current economic climate facing most countries today, the fee for the conference is 

ú100 to cover the cost of providing subsistence to delegates. This includes tea, coffee, two lunches 

and one evening reception meal held in St Josephôs Centre.  Delegates are requested to make their 

own accommodation arrangements.  

 

For More Information  
 

Please visit the conference website at www.mdvi-conference.org to register or for details on the 

submission of an abstract to present a paper.  
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On 1 July 2008, all governmental support of special needs education in Sweden 
combined into one single organisation, The National Agency for Special Needs Education 
and Schools. The agency takes over the former functions of the National Agency for 
Special Educational Support, the Swedish Institute for Special Needs Education and the 
National Agency for Special Schools for the Deaf and Hard of Hearing. 
 
The aim for the agency is to ensure that children, young people and adults with 
disabilities will be able to develop and receive an education based on equality, 
participation, accessibility and companionship. The aim of the agency function is to offer 
support to school managements in matters relating to special needs education, promote 
access to teaching materials, run special needs schools and allocate government funding 
to pupils with disabilities in education and to education providers. The overall aim is to 
help pupils fulfil their educational goals. 
 
For Resource Centre Vision Örebro/Ekeskolan, this has brought challenges, particularly 
in terms of organisational strategies, when the common centre has been subdivided into 
school and resource centre. Work is taking place in terms of how to cooperate in the best 
way now that each part has its own mission. The school‟s role is to educate pupils in a 
special provision whilst the Resource centre Vision aims to assist mainstream schools 
with educational support and assessments. However, a common mission is to secure the 
national knowledge of visually impairment. 
 
As all over Europe, the economic situation in Sweden is tough with funds all coming from 
national government.  The challenge is to create an organisation that works more 
effectively with fewer resources. 
 
The school currently has 25 pupils this term. We can note that inclusion into mainstream 
school is not as successful as was hoped and pupils are starting to look for special school 
placement again.  At Ekeskolan, the experience is that there is a need for special schools 
for those with the most complex needs.  Pupils may now stay in special schools until 21 
years, increased up from 17 years.   
 
A recent meeting with special schools from the Nordic countries examined concerns 
about the loss of teaching of VI knowledge with the retirement of staff and how this can 
be addressed. There is also a need to look at what is special about special schools? 
What can special schools give pupils that cannot be given in mainstream school?   
 
A proposal for a new national curriculum is also being introduced in Sweden this autumn. 
This curriculum is going to be valid from autumn 2011. There will be a lot of 
implementation work during spring term.   
 
In terms of resource centre provision, there is the formation of a single service centre for 
different impairments e.g. VI, deafblind, deaf, communication disabilities, but retaining 
existing areas of work. For MDVI pupils this will be a good thing, but the challenge 
remains as to how to secure the national knowledge of visually impairment. 
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Services for visually impaired people are 

being improved with the help of educated 

instructors in Finland    

 

In the teaching skills for visually impaired the starting point is the 

needs of visually impaired people. 

 

The Finnish National Board of Education set up in the spring of 2010 a project group which is 

meant to compile the basics of the special vocational examination of the instructor of Skills for 

visually impaired by 30.6.2011. The chairman of the project group is Paula Seraidaris, the 

education manager of Keskuspuisto vocational college, and the secretary is Ulla Ruuskanen, the 

development manager of the same institute. As a representant for the Finnish National Board of 

Education Anne Mårtensson, the counsellor for education, leads the ground work. 

 

Professional tutors for visually impaired have been working in Finland since the beginning of the 

1970s in tutorial assignments for the functional skills of visually impaired people in ia hospitals, 

associations, schools and colleges and different units of social work, such as residential assisted 

living facilities. There are around 150 trained remedial tutors for visually impaired in Finland. The 

training of remedial tutors for visually impaired was actualised in the former Arlainstituutti as a 

vocational supplementary training, but at that time it was not a part of the degree determined 

educational system. The new Specialist vocational qualification of the instructor of Skills for 

visually impaired is óofficialisingô the education to the Finnish degree system as a competence-

based qualification.  

 

The competence-based Specialist vocational qualification of the instructor of Skills for visually 

impaired brings along changes. Working life oriented approaching, collaboration of different 

professionals and mutual planning of the instructing with the visually impaired clients are 

developed. Teaching skills for visually impaired requires usually multidisciplinary and multi-

administrative collaboration. For example communities, associations and entrepreneurs can all 

take part in the planning and offering of services used by visually impaired.  

 

The new competence-based Specialist vocational qualification offers in the future an inspiring 

possibility for those working with visually impaired to apply and deepen ones own expertise and 

also develop the skills needed in entrepreneurship. Keskuspuisto vocational college actively builds 

and utilises national and international networks. In the national and international projects for 

developing vocational education for visually impaired, our students, teachers and instructors 

cooperate with professionals of other educational colleges and NGOs. 
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OPTiC  

- OPTimising the Inclusive 

Classroom 

 

The OPTiC project brought together partners from seven European countries with a view 

to identifying the specific needs of school-aged learners with a visual impairment.  For 

these students, the design of the learning environment can have a positive impact on 

their participation and performance.  Blocks of colour and defined areas of flooring, for 

example, enable those with limited vision to navigate the classroom or other areas 

unassisted. The aim was to provide recommendations as to how these and similar 

adaptations could improve learning outcomes for all students, with or without a disability. 

 

Pupils in all the participating countries took part in a survey on how they felt their learning 

space could better serve their particular needs. The partners simultaneously undertook a 

literature review, which also involved online research.  During the project‟s 6 mobility 

phases, each host institution organised visits for the partners to establishments involved 

in educating learners with sight loss.  This allowed project partners to see and record 

“real” examples of best practice and innovation.  This information was then catalogued 

and cross-referenced to the literature review. 

 

The outcomes of the OPTiC project can be found at www.optic-comenius.eu 
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A New Curriculum for Class 1 at St Josephôs Primary School for Children 

With Visual Impairment, Dublin 

 
This year, St Joseph‟s welcomed 4 pupils with severe and complex needs in addition to a 
visual impairment. All pupils were around 5 years of age. (Primary education in Ireland 
must begin at 6 years of age, but pupils may enrol from 4 years of age.)   Given the 
profile of these young learners, it was decided that the most appropriate curriculum for 
the children to follow was the new Aistear curriculum framework targeted at learners from 
0 to 6.  The class is composed of 5 young learners in total.  
 

 
 
 
Introduction to Aistear 
 
Aistear is the Irish word for journey and is 
viewed as a suitable transition curriculum for 
pupils with MDVI who have just transferred 
from pre-school services into the primary 
school.  
 
The contents and framework of Aistear will act as a bridge, ensuring a smooth yet holistic 
transition between pre-school and the first year of Primary school for pupils with MDVI 
(severe and complex needs) and therefore paves the way towards accessing the National 
Council for Curriculum and Assessment Primary Curriculum for Severe and Profound 
(General Learning Disabilities)  in future years. 
 
Principles of Aistear: 
 
Aistear is made up of 4 themes: 
 
Well-being 
Identity and belonging 
Communicating 
Exploring and thinking 
 
All themes have aims and learning goals 

which will be implemented and adapted to the 

individual and unique needs of each MDVI 

learner. 

To learn more about Aistear visit www.ncca.ie/ 

http://www.ncca.biz/Aistear/
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A New Curriculum Framework for Learners with Special 
Educational Needs in Post Primary Education in Ireland.  
 
The Irish curriculum for post primary level education has many strengths, but it is geared 
towards the more academic student.  Today lives of young people in Ireland tend to be 
very different from the lives experience by their parents when they were teenagers. The 
Junior Level Certificate (qualification for 16 year olds) is almost unchanged in its format 
since its introduction in 1989 and due for revision.  
 
Critics argue that it is overly weighted towards subject learning and preparations for 
examinations. As such, it can be the case that learners with General Learning Difficulties, 
including those in the spectrum of low mild to top moderate range, can leave school 
without certification. At present, they cannot attain the learning outcomes associated with 
the Certificate.  This is clearly unacceptable.  (Some schools have attempted to address 
this by introducing programmes from FETAC (Further Education and Training Awards 
Council), but this is deemed unsatisfactory given that these awards are aimed at post 
school education. 
 
The National Council for Curriculum and Assessment (NCCA) are working to improve the 
Junior Cycle with a revised curriculum framework for students with general learning 
difficulties.  The new framework will based at Level 2 on the National Qualifications 
Framework. It will have the aim of providing schools with the flexibility and autonomy to 
provide a tailored and personalised approach to special education. The framework will 
allow for greater variety in approaches to gathering evidence of learning; more variety in 
curriculum elements including less focus on discrete subjects; reduced impact of terminal 
examination.  The principles will be based on: 
 
 Breadth 
 Flexibility and Inclusion 
 Relevance and Enjoyment 
 Continuity and Progression.   
 
There will be Key Areas of Learning in: Communication and Literacy, Numeracy, Looking 
After Myself, Living in the Community and Preparing for Work.  The NCCA are currently 
developing a toolkit for schools to develop the new NQF2 school based qualifications 
based on trials undertaken with 10 schools. (Five mainstream, five special.) 
 
For those working with young adults with a visual impairment and a general learning 
difficulty, the developments in the Junior Cycle framework over the next few years will be 
welcome. As with any change in the curriculum, it will be challenging.  However, no 
young adult should leave school without certification and the opportunities for autonomy 
and personalisation in the construction of a curriculum relevant to the school and its 
learners is indeed exciting.  

http://www.ncca.ie/juniorcycledevelopments
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Review of Special Schools and Classes 

and Visual Impairment Education in 

Ireland. 
 

 

 

The National Council for Special Education (NCSE) in Ireland is a key government agency for 

those working with children and young adults with additional support needs.  The NCSE was 

established under the Education of Persons with Special Educational Needs Act 2004 (EPSEN 

Act) in 2005 with the remit of: 

 

1. Providing a range of services to schools including determination of staffing allocations. 

2. Co-ordination of  schools with Health Service and other agencies to support pupils with SEN. 

3. Carry out research and provide policy advice. 

 

In the last year, the NCSE 

published a number of research 

papers including: The Review of 

Special Schools and Classes; 

Visual Impairment Education; 

Hearing Impairment Education; 

Autism.  Shortly the Council will 

be publishing the results of 

research into: Review of the 

Literature of Evidence of Best 

Practice Models and Outcomes in 

the Education of Children with 

Emotional Disturbance/

Behavioural Difficulties; 

Procedures used to Diagnose a 

Disability and to Assess SEN; National Survey of Parental Attitudes and Experiences of Local and 

National Special Education Services; and Bridging the Gap from Research to Policy. 

 

Of greatest interest to those working in the MDVI field will be the review of special schools and 

classes and particularly the ñInternational Review of the Literature of Evidence of Best Practice 

Models and Outcomes in the Education of Blind and Visually Impaired Children.ò This was 

carried out by Dr Graeme Douglas and Dr Mike McLinden, Visual Impairment Centre for 

Teaching and Research (VICTAR), University of Birmingham and Anne Marie Farrell, St 

Patrick's College, Dublin. 

 

The full papers can be downloaded from http://www.ncse.ie/research/Research_Seminar.asp and 

make for very interesting reading.   

 

A brief summary of the findings (from the paper abstracts) are as follows: 

 

Special Schools and Classes 

 

Both special schools and special classes were regarded by the study participants as an important 

part of the continuum of provision for pupils with special needs. Two clear roles were envisaged 

for special schools into the future: 
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 Å providing for those pupils with the most complex needs, 

 Å supporting and collaborating with mainstream schools.  

 

Special classes were perceived to have advantages in: 

 

 Å Facilitating inclusion within the mainstream class 

 Å Providing a ósafe havenô for some pupils 

 Å A favourable pupil: teacher ratio 

 Å Enabling pupils to remain in their local area 

 Å Flexibility in the organisation of teaching and curriculum provision. 

 

Issues which emerged for fulfilling these roles: 

 

 Å Expertise and resources 

 Å Only ı to ӎ of teachers working with pupils with Special Educational Needs 

 have undertaken specialist training at diploma level or higher. 

 Å Not all special schools currently have the resources and/or the expertise to support 

 mainstream schools. 

 Å Insufficient and inconsistent multidisciplinary support. 

 Å Informality and unresourced nature of dual placement arrangements. 

 Å Lack of continuity between special class provision in primary and post-primary schools. 

 

Fifteen recommendations were made. The NCSE are currently taking advice from a range of 

bodies with regard to policy advice which will be given to the Department of Education in due 

course following this research. However, the message that is coming through is that special 

schools have an important place in the continuum. 

 

Visual Impairment Education 
 

The review focused on the following topics: 

 

Access to the mainstream curriculum: 

 

 1. Assessment of learning needs 

 2. Pedagogy and teaching strategies to access the curriculum 

 3. Access to public examinations 

 4. Print literacy 

 5. Braille literacy 

 

Access to the additional curriculum: 

 

 6. Mobility and independence 

 7. Social and emotional inclusion 

 8. ICT 

 9. Low vision training 

 

MDVI Euronet noted that the report concurred with itôs earlier work carried through in the 

Comenius 1 Project, from School to Resource Centre, in terms of the view on the issue of the role 

of special schools and specialist centres. The report noted:  ñThe existing designated special school 

for pupils with a visual impairment in Ireland plays an important role in providing resources and 

related services. Consideration could be given to providing resources to St Josephôs Centre for the 

Visually Impaired to enable it to develop  these services further.ò  
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Provision of Transcription and Adaptation Services and 
Methodological Activity to Support Integration of Visually 
Impaired in Mainstream High School, Prague, Czech Republic  

 
The provision of Transcription and Adaptation Services and Methodological Activity to 
Support Integration of Visually Impaired in Mainstream High School, supported by the 
City Council of Prague, is one of the key external activities for the High School for 
Visually Impaired Students, Prague.  
 
The High School has been involved in the project since the beginning of 2007. It is a 
complex programme of use of the schoolós professional expertise in special pedagogues 
and special school equipment to support visually impaired students and their teachers in 
mainstream high schools. The project offers services to schools in the Czech Republic 
and reflects the changing role of special schools.  It is a step on the way to the centre of 
complex typhlopedic services provided at high school education level. There have been 
organised seminars and teacher visits and attendances, realised professional 
consultations, as well as production of methodological materials by our school teachers to 
support mainstream teachers. 
 
Our teachers prepared materials on the teaching of mathematics, sciences, English, arts, 
PE and drama to visually impaired high school students. Matherials for other subjects are 
planned in the following years. Seminars for mainstream school teachers are organised in 
the High School and are also attended by workers from special pedagogical centres, 
teacher assistants and parents. All participants are provided with sets of supportive 
materials. Mainstream teachers are mostly interested in teaching visually impaired 
mathematics and sciences as these tend to be the most difficult barriers for successful 
teaching and learning. The High School also lends textbooks in Braille and other 
materials. Visiting mainsteam schools integrating visually impaired students is an 
important experience for our teachers participating in the project too. 
 
The High School has received a positive 
response from mainstream high schools, they 
welcome systematic co-operation and 
exchange of experience. Our common goal is 
to create such conditions in our schools to 
meet successfuly meet the special needs of 
visually impaired students. That means not 
only to educate them in an academic style but 
to prepare them to be independent and self-
sufficient in their lives. We are much obliged 
to our provider the Capital City of Prague the 
support of which enables to continue in  
above mentioned activities. 
 
 
Dr Ivan Antov 
Headteacher 
High School for Visually Impaired Students 
Prague.  
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Mezin§rodn² sportovn² hry pro 

zrakovŊ postiģenou ml§deģ 

Praha 2011 
 

International Sports Games of 

Visually Impaired Youth Prague 

2011 
 

 

The International Sports Games of Visually Impaired Youth Prague 2011 will 

be held  from  9th to  12th June, 2011. Boys and girls (15+) will  compete in 

categories B1, B2, B3 + Open in athletics, swimming, goalball and 

showdown. 

 

International Sports Games of Visually Impaired Youth is an event with a 

long traditition. The games were established as sports contests of special 

blind high schools in former Czechoslovakia. In the early1990ôs the event 

covered the whole region of Central Europe. School teams from Poland, 

Germany, Austria, Slovakia, Hungary and the Czech Republic are regular 

participants of the games.  

 

Our possibilities are not without limits, however, it would be a pleasure  to 

host visually impaired students not only from Central Europe.  If you would 

like to tak part in the games, do confirm your participation by 15th 

December 2010.  

 

Gymn§zium pro zrakovŊ postiģen® a StŚedn² odborn§ ġkola pro zrakovŊ 

postiģen® 

Radlick§ 115/591 

158 00  Praha 5 

Czech Republic 

tel.:   +42 235 52 12 16 

tel./fax:   +42 235 52 12 14 

email:   antov@goa.braillnet.cz web:   

web:  http://goa.braillnet.cz 



14 

 
 

The Lega del Filo d’Oro O.N.L.U.S. Rehabilitation Services 
For over 40 years the Lega del Filo dôOro, a non-profit 

organisation, has grown and developed in keeping with its 

aim of providing the necessary quantity and quality of 

services for the deafblind and multisensory impaired 

(www.legadelfilodoro.it). 

Experience in the Rehabilitation Centre in Osimo in the field 

of rehabilitation of those with sensory impairments and the 

constantly growing demand for specialised help and 

accommodation, has led to the Lega del Filo dôOro to 

decentralise its activities in recent years to cover the whole 

country.   Decentralisation means that users do not need to be 

removed from their own environments and families or to face 

the inconvenience of travelling long distances from their 

homes.  It also encourages integration with existing local 

services . 

 

Today, the Lega del Filo dôOro's rehabilitation services are not only provided at the “Special Unit 

for the Deafblind and Multisensory Impaired” within the Rehabilitation Centre in Osimo 

(AN), but are also available in three other large centres: a Residential Health and Social Services 

Centre in Lesmo (MI), a Residential Health and Social Services Centre in Molfetta (BA) and a 

Residential Health Centre in Termini Imerese (PA). Each centre is specifically designed and 

personalised to meet the needs of the users.  For example, some spaces have been organised to 

facilitate different methods of perception (those who cannot see can use tactile and auditory 

signals, those who cannot hear and have motor problems can use visual signals etc.)  

 

The ñSpecial Unit for 

the Deafblind and 

M u l t i s e n s o r y 

Impaired” within the 

Rehabilitation Centre 

in Osimo (AN), will 

continue to be the sole 

provider  of  the 

following services: 
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A Diagnostic Centre where a multidisciplinary team carries out a global evaluation of 

each individual and provides early intervention for children under the age of four. 

Educational-Rehabilitation Services which draw up a personalised rehabilitation 

programme for people of all ages, using short and long term in-patient stays. 

A Research Centre which studies the needs expressed by the rehabilitation services and 

establishes programmes for creating, trying out and using new intervention methods and 

tools. 

A Documentation Centre which provides a point of reference for all written matter 

relating to deafblindness and similar impairments.  In the richly-stocked library a wealth 

of material is collected and classified, mainly on the subjects of deafblindness and 

multisensory impairment etc.  

 

The Residential Health and Social Services Centre 

in Lesmo (MI), is a response to the growing demand 

for new services for the deafblind and multisensory 

impaired in the North of Italy.  It was opened in 2005 

and consists of 6 different buildings which are linked 

by themed, educational footpaths.In one building there 

are educational -rehabilitation classrooms, 

occupational activity workshops, medical visiting 

rooms, management and social-psychopedagogical 

team offices.   

Three buildings are residential accommodation for guests. 

In another building there are areas for motor rehabilitation 

such as a gym and a swimming pool and areas for 

recreational activities. 

Yet another contains a canteen, general service areas and 

an area for accommodation for guests' families when they 

want to stay at the Centre. 

Internal spaces are specifically designed to guarantee 

maximum convenience for our guests.  The furniture is 

specifically designed and positioned, there are handrails, 

anti-slip or directional floor strips, special lighting and shapes and colours are used which are 

especially suitable for guests who still have some residual sight.  At the moment the Centre 

accommodates 42 guests between the ages of 18 and 84, with congenital or acquired 

deafblindness. 
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The Residential Health and Social Centre in Molfetta 

(BA) was opened in 2008 to provide a first suitable point of 

reference for the south of Italy.  In contrast to the Lesmo 

Centre, here activities are carried out in one building sub-

divided into three different areas.  There is a residential area 

(living room, dining room, bedrooms, common services); an 

area for group activities; areas for health, physiotherapy and 

rehabilitation activities (gym, medical visiting rooms, 

relaxation areas, swimming pool); and offices and areas for 

general services (canteen, laundry etcé).  The park at this 

Centre too is equipped with footpaths with tactile, olfactory 

and sound signals to enable the deafblind and multisensory 

impaired to orientate themselves better. 

At the moment the centre has 27 young and adult deafblind 

and multisensory impaired guests.  However, it will be able 

to accommodate 45 full time residents with the possibility 

also of 15 day-care placements. 

 

The Residential Health Centre in Termini Imerese (PA), 

was opened in August 2010.  It was created because of the 

Lega del Filo dôOro's desire to have, as well as the Molfetta 

Centre, another important reference point for the deafblind 

and multisensory impaired in the south of Italy so that they 

do not have to leave their families and face the 

inconvenience of a long journey to Osimo.  

It contains residential areas, educational-rehabilitation and 

occupational activity spaces, medical visiting rooms, offices 

and general services. The centre has a working capacity of 24 full-time residential guests and 8 

day-care users and can provide medical services on-site or at home. 

 

At the moment the Lega del Filo dôOro is working on 

another important project ï opening the Social 

Rehabilitation “ComeTe” Centre in Modena. Work is 

almost finished and the opening is planned for some time 

in 2011. 

The Centre will be able to accommodate 24 young and 

adult deafblind people from Emilia Romagna and 

neighbouring regions. 

 

 Patrizia Ceccarani 

 Director of the Rehabilitation Centre 

 www.legadelfilodoro.it 
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Abstract: This article will focus on participation and performance for children and youth with 

Batten disease. Lack of performance often automatically results in losses of participation. Children 

and youth in general ensure and consolidate participation by themselves, where the degree of 

participation often is closely associated with the individualôs level of performance. The situation 

for children and youth with Batten disease should be considered as different. The level of 

performance will over time decline. These children and youth will successively be more dependent 

on the surroundings, and require more assistance and support in order to consolidate and develop 

participation in the society. How can education handle such a situation? 

 

A platform for habilitation  

The limited research into Batten disease covers the implications for the family of providing care 

for children and young adults particularly in relation to stress (Labbe 1996; 2003) and the wider 

implications of the experiences of families living with Batten disease on our understanding of 

disability within society (Scambler 2005). There is ongoing research looking at the support needs 

of families with Batten disease funded by the Batten Disease Family Association (Scambler & 

Williams 2005). L.B. Augestad (2008) and many other authors stress a need for a supplementary 

and alternative focus on research on habilitation for children and youth with Batten disease.  

 

The Batten disease can be described as a severe dementia disease (Uvebrandt 2001). Until 

recently, there was an unfortunate bias that rehabilitation bodies did not focus on the possibilities 

within stimulation and education for people with dementia. ñIt appears that there has been a belief 

that people with serious dementia diseases could not learnò (D. Loewenstein, 2004). This might be 

one of many reasons why there has been so little interest, so few educational guidelines, or little 

production regarding education for the target group. There are a number of studies looking at the 

use of medications and therapies in the treatment of young adults with Batten disease, but these 

focus mainly on medical treatments and symptom control rather than the psychosocial support of 

this group of young people. 

 

Many studies indicate that systematic rehabilitation efforts will help people with dementia diseases 

to slow down the effects of dementia implications (D. Loewenstein, 2004). Results of trials show 

that rehabilitation can help people with dementia to improve their ability to perform practical tasks 

and even to improve specific skills. Rehabilitation may, for instance, help people with memory 

losses to stay functional related to perform everyday tasks and to be independent, but more 

research is needed (D. Loewenstein, 2004). For instance, studies in USA show promising results. 

20 minutes with daily reading results in improved reading performance of people with dementia 

diseases.   
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Batten disease is progressive and includes progressive loss of sight, motor skills and a growing 

condition of dementia. The following guidelines from ñSmart Living Demensò (Ministry of 

Health, 2009) could be used by education as an alternative platform for habilitation, stimulation 

and learning for children and youth with Batten disease: 

 

Human beings have the ability to learn throughout the life independent of diagnosis.  

Dementia diseases makes learning more difficult, but it is still very possible. It just takes 

more time, demands more effort, and requires more assistance and adaption.  

 

It is propitious for the brain capacity to work with learning. Learning of doing new things 

results in establishment of new neural functions in the brain. It is also important to maintain 

already established skills and performance. The maintenance stimulates the brain to perform 

tasks more effectively.  

 

To learn new things is to optimize brain stimulation. For example building up new 

knowledge within history, geography or knowledge of general interests. Or learning of doing 

things in new way/techniques on activities such as doing craft work or fishing.  

 

Social settings are the most efficient settings for learning. We are social organisms and 

learning effects are best when learning is executed together with others.  

 

To process old memories is brain stimulation. Mental activity can be created through 

conversation about the past combined with using old photos, old newspapers, well-known 

objects from old times etc. 

 

Physical activity is of great importance for stimulation and maintenance of brain functions. 

 

The ICF approach 

The concept ñhandicapò should be considered as a societal disadvantage that limits or prevents 

performance, a social role or participation (ICF, 2001). This definition is of particular importance 

for children and youth with Batten disease. This paradigm makes rehabilitation action-oriented 

because one can find solutions by assessing and focusing on the everyday situations instead of the 

limitations of the target person. 

 

The above thinking model stresses the need of assessing on situations instead of the target person. 

For instance; if a non-English but Norwegian speaking person receives a menu written in English 

will a handicap-situation arise. Such a problem has many solutions when using the WHO model 

such as ñteach the target person Englishò, ñask somebody to translate the menu into Norwegianò, 

ñask the restaurant to provide a menu in Norwegianò. When one of these actions is implemented 

will the handicap-situation disappear according to the above definition. The following table of 

David B. Gray (2004) shows a model for thinking that is in line with the WHO and ICF 

philosophy:  
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The table shows a relation between ability/performance and participation related to single 

activities for an individual. The four squares show four different scenarios. In rehabilitation 

setting, based on the perspectives of ICDH-2 and ICF, can square nr. 2, 3 and 4 should be followed 

by questions like:  

 

Square 2: What initiatives are needed in order to gain square one? (if desired and feasible) 

Square 3: What initiatives are needed in order to gain square one? (if desired and feasible. 

Square 4: What initiatives are needed in order to gain square one or three? (if desired and    

 feasible) 

 

Possible answers would cover the range from ñnot possible because of the nature of the disabilityò 

up to ñpossible if barriers in the society are removedò or ñpossible if training was made available 

for the target personò. The nature of the Batten disease will with growing age limit performance 

for certain activities, or cost so much effort, that initiatives wonôt be worthwhile. The big danger 

is, however, if ñnon-performanceò or ñinabilityò automatically leads to ñnon-participationò. We 

suspect that it is considerably more common that contextual factors are limiting the personôs 

degree of participation than the disease itself. To remove such factors require a tight collaboration 

between different service providers and the target family and a high degree of flexibility, in 

particular among the service providers. Objectives and collaboration should be defined in a 

mandatory ñfuture plan of actionò. 

 

Participation - the fundament for compilation of educational plans 

The directives of the World Health Organization related to the classification of functioning, 

disability and health describe four domains of analysis of a personôs health condition: body 

function and structures, activity, participation and environmental factors (ICF, 2001). Such 

classification implies that the life of a person with disabilities is not only affected by body 

limitations resulting from the disability, but is also depending on the degree of their activity and 

participation in natural environments. That raises the need for a tailored educational approach 

which takes into consideration real life activities in natural settings as a basis for intervention. The 

use of such an approach requires teachers to move from a developmental, skill based approach, to 

an activity based intervention approach, that consider participation in activities in meaningful 

THE ASSESSMENT AND REPORTED ACTIVITY DILEMMA (AFTER DAVID B. GRAY, 2004) 

  

  Ability to do activity 

  

Inability to do activity 

  

  

Does partici-

pate in context 

  

1. 

Assessment shows that the person 

has capacity to do and do participate 

3. 

 Assessment shows that the person cannot 

do but they actually do participate 

  

  

Does not par-

ticipate in con-

text 

2. 

Assessment shows that the person 

has capacity to do but they don‟t par-

ticipate 

4. 

Assessment shows that the person has no 

capacity to do and they do not participate 
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contexts as a basis for analysis of educational progress.  

 

Focussing on participation is particularly important since passivity is among the greatest threats 

for children and youth with Batten Disease. Participation in activities is life quality and 

stimulation, and the important basis for learning. This statement should be used as the platform 

when preparing educational plans for children and youth with Batten disease. Exclusion from 

participation might have seriousness impact for children and youth with Batten Disease. 

 

Individual Plans – focus on participation 

Activities like having dinner, playing soccer or visiting friends, are easily identified as meaningful 

for us. Such activities can in an educational setting be divided into ñtasksò to be performed by the 

individual. Examples: To ñpay entrance feeò is a task within the activity ñwatching a soccer gameò 

or ñto put salt on the foodò is a task within the activity ñto prepare porridgeò.  ñUse a voice aid 

switchò could be a task within the activity ñsocialising with the familyò. A task becomes first of 

personal value, and of functional importance, when it is considered to be a part of a meaningful 

activity. An assessment of what activities the target person participates in is therefore essential. 

 

A tool that can be used to promote participation in activities is Individual Plans (IP). Persons in 

need of long-lasting and coordinated rehabilitation services from the public authorities in Norway 

have the legal right of having an Individual Plan. The plan shall be composed and prepared in 

cooperation with the target person according to a law developed by the Norwegian Ministry of 

Health (2004). The Individual Plan shall promote that actions are taken according to individualôs 

needs and in order to ensure a holistic approach. An Individual Plan should, in addition, promote 

coordination of services, predictability and define roles of responsibilities. It is a requirement that 

the target person, or his/her representatives, actively takes part in the compilation of the plan.   

 

It is highly recommended that Individual Plans for persons with Batten disease are built upon the 

approach ñparticipation in activitiesò (Amaral et al. 2006; Tellevik & Elmerskog, 2001). The plan 

should built upon 2 types of assessments; (1) analysis of the present situation (assessment of 

current activities) and a proposal ï (2) the visioning of the future (assessment of desired activities 

for the future). It is in addition important to consider different activity categories in order to ensure 

a holistic approach. Examples on such activity categories are home based activities, school/

educational based activities, social/leisure time based activities, work based activities etc. We 

assume that a satisfactory life situation requires a reasonable balance between such major categories 

of activity.   

 

Analysis of present situation might show that the target person is participating in too few activities 

and/or few activity categories. New activities and activity categories can be defined when 

visioning the future in order to fulfil the goals of development, stimulation and participation.  

 

To ensure and promote participation should always be an important habilitation goal for children 

and youth with Batten disease. However, there is always a danger that lack of performance on 

activities automatically results in losses of participation. It is important to consider this threat 

when composing a plan for the future. Participation should, to the highest possible extent, be 

considered and maintained as an important goal by itself for the target group. Participation in 
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activities is our most important quality-of-life criterion and our most important base of functional 

learning. The goal ñparticipation in activitiesò should, in the Norwegian setting, be defined in the 

Individual Plan.  

 

Habilitation goals related to ñskills, performance or learningò should be considered in relation to 

the above, i.e. the identified activities the target person participates in. It is therefore a must to 

gather information regarding (1) the individualôs participation in current activities, and (2) the 

individualôs participation in desired activities for the future.   

 

Individual Educational Plans – focus on development, performance and adaption 

A range of needs, wishes and suggestions for action-oriented initiatives always come forth in 

connection with the process of mapping the present situation and future vision. It is necessary to 

prioritise among the suggested activities and education-related initiatives when composing an 

Educational Plan. Prioritisation of activities might imply that one focuses on existing current activities 

or that one have an intention to introduce new activities.  

 

Lack of performance will often result in acquisition of individual control. By letting other people 

execute actions for us, might result in physical and mental passivity, which is of particular danger 

for the target group in mind. For instance, it is much more effective to be in the driverôs situation if 

you like to learn or remember the route to a certain place instead of being the passenger. To be in 

the driverôs situation requires attention and action, which are the important prerequisites for 

learning, maintaining and developing skills. To allow or enable someone to act as the driver is a 

prerequisite of ensuring stimulation and development.  

 

It will over time be difficult to develop or maintain 100 % performance or independence within an 

activity when the disease evolves. However, it is of particular importance in an educational setting 

to identify the particular tasks where the target person can learn or maintain/develop skills or 

performance.  It is therefore important to plan for every-day-challenges, where one has used 

meaningful activities as the base for such interventions.  

 

Prioritised activities should according to text above, be prepared for prospective initiatives. Making 

task analysis on prioritised activities might show different kind of needs, for instance need for 

training, need for sighted helpers, need for physical adaptation, need for transports etc. Questions to 

be elaborated in this setting could be; ñwhat communication skills/means are required when the target 

person shops at the local shop, what kind of support is needed when the target person participates in 

the local swimming club, what tactile sign could be used in order to make a choice between 

different activities, how could the target person instruct somebody to fill the glass with water when 

having dinner?ò Training should, as far as possible and in particular in the later stage of the 

disease, be accomplished in the context where the activity and required skills will be performed 

and used by the target person after the training is accomplished.  

 

The individualôs accomplishment of a task should, according to the above, be related to the 

concepts ñperformance, skills or abilityò while activity to the concept ñparticipationò.   
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Barriers or other contextual factor that prevents the target person to perform is also often found on 

the task level. Task analysis might highlight different kind of needs for interventions that will 

make it easier or possible for the target person to perform. Examples on such initiatives are 

ñspecial marking on CDs in order to make it possible for the target person to recognise the CDsò, 

ñprepare the dinner table in a fixed wayò, or ñplacing a sound source on the fridge in order to 

make it possible for target person to locate the fridgeò etc.    

 

Making task analysis is a way of identifying situations where the target person can act as the 

driver. This could mean that the target person can perform on one, two or three tasks within a de-

sirable activity or instruct other people to execute tasks for him/her. Educational plans are a good 

tool that can be used to identify tasks or abilities for intervention. However, Educational Plans 

should build upon the long-term goals that were defined in the Individual Plan. To make Education 

Plans, without considering the target personôs participation in current and future activities, is not 

recommendable. This might result in training of skills with no relevance to real life situations.     

 

Conclusions 

WHO (1947) stated that health is more than the absence of illness. Health is a condition where the 

person is functioning comfortably, has well being, and has a good quality of life. National policies 

and trends regarding rehabilitation have been changed in recent years.  

 

The conversion from the theory level, i.e. policies, ideologies, and political trends into practice, is 

a difficult process. This process becomes even more difficult when one considers rare and com-

plex syndromes such as Batten disease. Reasons behind this situation are many.  Practices in the 

society are often permeated with history, traditions and culture reflecting the past. Society struc-

tures are indeed very slow in adapting new or alternative policies and ideologies.  

 

Rehabilitation initiatives for children with Batten disease must be built on to a clearer fundament 

compared to most other disability groups because of the nature of the disease. Batten disease is 

progressive and includes growing dementia, progressive loss of sight and motor skills etc. It is al-

ways a danger that rehabilitation initiatives for children and youth with Batten disease will build 

up and maintain a focus on the traditional way of looking on health and care. The main role of ser-

vice provision within rehabilitation should according to the new trends and ideologies focus on the 

core concepts of ñHandicapò and ñParticipationò as it is described by WHO and ICF. This means 

that individual quality of life elements always should be the foundation when considering rehabili-

tation initiatives.  

 

Tambartun National Resource Centre has many years of experiences in using an educational ap-

proach that have similarities to the guidelines of ñSmart Living Demensò (2009). Our experience 

shows the importance to focus on abilities such as reading, writing, mathematics etc. in early 

school age (even preschool age if the diagnosis is confirmed). Skills and abilities developed during 

young age will follow the individual many years if maintained. There are examples on subjects 

who are productive and acting ñauthorsò in late puberty age. These abilities have been maintained 

and developed in close cooperation between the school and the guardians of the target person. Our 

recommendation also includes educational focus on social subjects and teamwork. We stress the 

importance of making the target person a member of the class and avoid situations where the target 
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person is excluded from participation in class room situations. There is an absolute need for educa-

tional plans that have a focus on early intervention. These plans should be definite and concrete in 

order to ensure participation, stimulation, learning and development. The main goal for Tambartun 

and other service providers should be to take requisite initiatives that allow children and youth 

with Batten disease to participate in desirable activities to their highest extent of ability.  
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.MDVI Euronet Goals  
for 2010 and 2011 
 

MDVI Euronet Conference  
27th and 28th June 2011, St Josephôs Centre for the Visually Impaired, Dublin 
 
 

Workshops 
 
Moon as a route to literacy for MDVI learners  
Organiser: St Josephôs Centre for the Visually Impaired, Dublin, 12th March 2011 
 
Physical Education and Recreation  
Organiser: Royal Blind School, Edinburgh 
 
Enterprise and Young People with MDVI  
Organiser: VBS Wurzberg. 
 
Theatre  
Organiser: Lega Del Filo DôOro, Osimo. 
 

 

Ten Years of MDVI Euronet 
Ten year celebrations and awareness week in each partner organisation.  
 

 
Leonardo Application 
Leonardo ï Job Opportunities that Benefit people with MDVI (JOB MDVI).   
 
 

Development of Comenius Network Application 
ESTAS: Early Steps to Awakening the Senses.  
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