The Danish Batten Disease- Team – a national, interdisciplinary counselling team.

Focus: Achieving quality in counselling on Batten Disease
Topic: Developing a new methodology towards counselling families, professionals and authorities on Batten Disease.
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For the time being there are 26 children and young adults diagnosed Batten disease in Denmark (the whole group of NCL- diagnosed).
In Denmark the general obligation towards taking care of people with special needs such as disabled persons or persons with a rare disease, belongs to the municipalities.   

The social welfare opens the opportunities for the families to choose either to keep their children / young adults diagnosed Batten disease, living with them at home, or they can choose for them to live separately in a home. In both cases the young adults will get the help and support needed and they will get a social pension at the age of 18. Most of the current young adults diagnosed Batten disease have their own apartment connected to their parent’s home. For their support and care the municipality provides the persons concerned with pedagogical and nursing staff in their homes as well as in their school or activity- centre. 

The Batten Disease Team is as an advisory team supplementary to the above mentioned offers of the municipalities. 
The Batten Disease Team is a public driven and financed team, consisting of 7 members – 5 professionals and 2 parents- representatives. The Team is driven as part of a national institution concerning visual impairment, Synscenter Refsnæs, and it is financed from the state.          

The Danish Batten Disease Team mainly exists due to a strong and determined parents association founded in the beginning of the eighties. During the nineties this group of parents succeeded in getting started this interdisciplinary Team as a temporary project, public driven and financed. 

Today The Batten Disease Team has been made permanent, established by law, though in Denmark the Batten-Team-model is not a generally used model in the work and support towards other groups of persons with special needs.  
The approach to support and counselling in the Danish Batten Disease- Team is interdisciplinary. The main idea is to bring together the experiences of both professionals and parents of children with Batten disease. The Team consists of    

· medical-, psychological-,  pedagogical- and social/ legislation- expertises, and 

· expertises of two parents- representatives.

The primary goal is to create a support and counselling system towards the newly diagnosed children and their families. It also is continuously to cooperate with the families and with the local educational, health and social authorities, involved in the daily lives of the children and families. The Team is in this way continuously involved in the lives of these children and young adults for as long as they live. 
The mix of professionals and non- professionals in the Team has a great influence e.g. on the choice of methods, on practical maters such as visitation of the psychological and medical consultancy of the Team. 
Also the character of the discussions within The Batten Disease Team itself is influenced of the fact that the professionals in the Team are continuously in contact with the parents- representatives and with the parents- association, The Danish Batten Disease- association.  
An important element in the work of the Team, is that the parents- representatives in the Team always are asked how they find this certain situation, how they them selves would like to be met or to be taken care of. As a result of this, there are always one or two persons from the Team present when the diagnose Batten disease is given to some new parents, whereas the support of The Team can be at their disposal.   

It is difficult however pointing out what exactly is this new way of working – it is an ongoing process that has to do with ethics and with openness towards addressing the many complex questions that occurs in the support and counselling of the children and families, when dealing with a severe, progressive disease.
The whole idea of being a professional, i. e. how is our approach to being a professional, is constantly put on top of the agenda when working in a Team like this, due to the character of this severe disease and due to the presence of the parents- representatives in the Team. The way we as professionals consider communicating with the children and their families as well as with other professionals, takes off in the thoughts and theories of the narrative and the systemic approach.  
The presentation will hold the different perspectives of the parents and the professionals on the Danish Team- model.
Also there will be a presentation of steps to a methodology e.g. on

· how we are working together with the family of the young adult on planning the terminal phase

· support and counselling of the staff around the young adult and the family.
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