Daily guidance for adolescents in the later stages of Batten Disease, possibilities and restrictions
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De Brink provides care to people with a mental and visual disability. A special group within this target group are the adolescents with Batten Disease. Most of the time it concerns adolescents within the later stages of the disease. Nowadays we see that the way parents want to receive care for their child is changing from a fully 24 ours a day to just several ours a day or care within their own home.
Children or adolescents are coming to De Brink when they can no longer take part of school. In the past children made this transition earlier on in the process of the disease. Nowadays they go to school until they are 20 years old. This means most of the time that the disease is in the later stages when they are being introduced to De Brink.

Because of this later contact it’s harder to build up a strong bond with the adolescents because they have severe limitations to their own actions. They have to depend more at the system around them. 

When the children are coming to De Brink for day care they start with an internship. They are just coming for one or two days and are for the remaining days still going to school. Later on they are coming for 5 days a week. All children take part in activities within the daycentre. These activities are being formed like an internship because it makes it easier to tell to their friends what they are doing. The transition from school to day care is being experienced as an emotional one. For parents it is often a announcement of the latest stages of the disease process.  It is for that reason that parents want to postpone this transition. However, when the child can have an early introduction it can build up it’s own social network.  
During the last 10 years we are experiencing a shift within the questions that are asked by parents. 

Because of the fact that children are in their later stages of their disease when they come to De Brink, the importance of personal life books is bigger then ever. Most of the time the ability to speak clearly is affected so it’s very hard to understand what the adolescent wants to tell. When using life-books it’s easier for caretakers to understand what someone means.
When adolescents are coming to De Brink they usually don’t come for a fully 24 our care. In the past there was a group of adolescents living at De Brink who were occasionally going home. Now there are only living 2 adults within 24 our care and 5 adolescents / adults are receiving an other form of care. Most adolescents are asking for day care and occasionally spending the night at De Brink. This means that most of the adolescents are travelling daily between their home and De Brink, something that asks a lot of energy.
Some parents choose for assistance in their own home, some are doing everything by themselves. However, there is a possibility to receive care in their own home. In this case specialized personnel is coming to these families so their child can be as long as possible at home.
Occasionally parents want to take care of their child all by themselves. It is possible to ask for a consult with a professional on occasional base.   
The broad variety of options causes the need of high flexibility within professionals but also within the organisation. It’s is very important to keep in contact with parents and caretakers so it is clear what parents or adolescents are asking and what we can provide. However it also must be clear what possible limitations there are to provide care. It simply isn’t possible to give everybody a one-to-one guidance during the whole day. 
Whatever type of care parents want to receive, there are a few guidelines to which De Brink wants to work:
· It’s important that everything that is done with the adolescent is mend to build up confidence. These people are experiencing enough frustrations as it is. The guidance must be a subtle game between learning alternative skills, introducing helping aids and keeping their own skills for as long as possible.  
· We don’t heave special groups for children with Batten Disease in which children automatically will be placed in.  It’s possible that they are placed together but when a child or it’s parents don’t want to take part of this group we find another suitable place .
· Professionals who will work with these adolescents are specialized in people with progressive illnesses. 

· The type of care that is provided needs to be flexible and adjustable for the different ways the adolescent may need care at different times during the later stages of the disease. It must be possible to adjust activities from moment to moment. 
· We try to learn to know the adolescents during the earlier stages of the disease so we can build up a bond and learn about the child’s interests and family. Then, for example, when the child is no longer capable of telling things by himself, the caretaker knows the child well enough to know what the child means with a single word or sound.
· At this moment the adolescents know each other from the period they went to school. We try to facilitate ways to let them keep in contact with each other. Unfortunately it is not always possible to guarantee the fact that they will live together in one house when parents choose for 24 our care.
In a changing society where people know better what they want en know what their options can be, we try to provide them with a broad variety of options. With these options in healthcare and psychological guidance we try to support these adolescents and their parents in daily live. However, more and more we experience that there are limitations to that what we can provide. Sometimes there are guidelines for professionals to which we have to work (for example professional or financial) that create limitations to our options to provide the kind of care that the parents want to have for their child. These differences create a tension between what is asked by parents and what can be delivered by professionals
· These children don ’t have an easy childhood, you want to give them a life that is as normal as possible for as long as possible. On the other hand there are these ideas you have as an professional about how to support the child through the different stages of the disease. Think for example about the moment you introduce a wheelchair or other adjustments in daily live. Early introduction can help the acceptance of the fact that they need one some day. It also can result in early frustrations and feelings of being different. Parents want their children to keep their skills for as long as possible. In their eyes the use of adjustment may lead to earlier loss of these skills. How do we strike the golden mean?

· Are we creating our own problems by giving so many different options in healthcare and guidance? Are parents given to much hope that everything is possible when we know that there are limitations to what we have to offer?

· Parents sometimes make decisions about their child that are not compatible with your ideas of good / professional care for the child. For example children who are still coming to day care even when they are having severe reactions to the ride with a taxi. How do you discuss this with these parents and what do you do when they still want their child to make these daily visits.

