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At the ICEVI European conference in Dublin, July 2009, one track will hopefully focus on a neglected or almost unknown area of special education, namely education for children and young adults with Batten disease. 

There are two main reasons behind the neglect of this condition.  Firstly, the target group has a very low incidence. For instance, there are approximately only 80 individuals with Batten disease in Sweden and Norway together. Secondly, the nature of the disease: these children and young adults have a significantly shortened estimated lifespan; they will, over time, require more and more assistance or support and more and more special education. 

This challenge within education requires knowledge and an alternative educational platform. It must be remembered that a substantial part of these children’s and youth’s lives content is closely associated with their lives in educational and school environments. 

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). There are a number of studies looking at use of medications and therapies in the treatment of young adults with Batten disease, but these focus very much on medical treatments and symptom control rather than the psychosocial support of this group of young people with families. Many authors stress a need for a supplementary focus on rehabilitation for children and youth with Batten disease. 

Public support is required if we are aiming at participation for the target group. Families of children and youth with Batten disease are part of one of the most vulnerable groups one may find in our society. The state and local areas and communities have, according to the UN Convention on the Rights of the child, special obligations. 

Article 23, §3 says that the State should ensure “assistance and financial resources…… to ensure that the disabled child has effective access to and receives education, training, health care services, rehabilitation services, preparation for employment and recreation opportunities. Article 31, §2 says that the “State parties shall respect and promote the right of the child to participate fully in cultural and artistic life and shall encourage the provision of appropriate and equal opportunities for cultural, artistic, recreational and leisure activity”. 
Not much has (so far) been recorded and documented regarding education for children and youth with Batten disease despite the very special needs of these children and young adults. The aim of organising special themes/streams, focusing on education for these children and youth within existing conferences such as ICEVI, is to highlight the special challenges teachers for these children meet in everyday classroom situations, to ensure that inclusion and participation requirements are met, and to ensure that these children’s special educational needs are met. 

Conferences such as ICEVI Europe 2009 in Dublin, where educational knowledge and experiences are shared among professionals and practitioners within education might be a starting point for development.

The First International Batten Education Conference in Örebro, Sweden, in 2006 was the first important step to highlight education for children and young people with Batten disease. The ICEVI conference in Dublin 2009 will hopefully continue this development. 

How well this can be achieved through expanding our knowledge and sharing experience is very much dependent upon your participation. We, therefore, kindly ask teachers and pedagogues  with experience and knowledge within the field to address their knowledge and interest by submitting an abstract on an educational or related topic to the conference organisers on an aspect of Batten disease. Such dissemination of knowledge will help us to promote professional networking, education development and pedagogical research in the field of Batten disease and, most importantly help support the young people with Batten disease and their families.

Details regarding how and when to submit an abstract will be made available on the ICEVI-Europe web site www.icevi-europe.org. If you would like any advice or suggestions before submitting an abstract please do contact us via email to Peter Rodney, pr@ibos.dk, member of the scientific committee.
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