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The following provides information on the services and support we provide to children and young adults with Batten disease at Sensis school Breda. 

Children with Batten disease lose all kind of functions and this begins with the visual function. Generally the movement skills remain for a period of time. 

When the child starts to visit the Sensis School, the physiotherapist and the speech-therapist will observe the child and make an assessment on their movement and speech skills. 

Physiotherapy 

Although at the beginning  it is possible that the child may not have physical movement problems, the child will be observed during an activity or a swimming group led by a physiotherapist.  The physiotherapist will maintain the movement skills to support the decline process.
We focuses on using swimming skills for the following reasons:

· helps the child to move without fear in water 

· helps the child to move independently also when the disease increases

· ability to move in the water is very important and can be conserved for a long time

· fun for the child.
At first, the child will swim with his classmates. In addition there is a special swimming group led by a physiotherapist where the children learn to make great movements, learn fixed patterns and have fun in the water. This is important because later on in the process the children remember the songs, the games and the movements and can enjoy the fun the water gives, even if their moving ability decreases. 
In the situation where a child is very anxious or unable to swim in the group because it will be too dangerous to be left on its own in the water or it is to noisy in the group, the physiotherapist will take the child alone in the pool to relax, move and even walk in the water.
Physiotherapy focuses on support to maintain functions for as long as possible, for example:

· ability to walk: create possibilities allowing the child to walk as long as possible, at least for as long as the child is able to walk (e.g. right shoes, inlays, training, reducing effort);

· transfers: stand up and sit down independently, transfer from wheelchair to toilet or chair, going to bed etc. We assess how much help the child does need and how to provide that help. 
· respiration: together with the speech therapist

· balance in effort/tension and relaxation/rest: sometimes the disease and the environment limits a child’s opportunities. It is important that the parents and teachers identify and know how to handle such situations. For example, can the child relax? Does he/she want to relax? Together we study the activities and efforts the child likes to do (e.g. swimming, horse-riding, biking) and in which way these activities can be maintained for as long possible.  When the movement skills decrease (problems with walking, easily tired, seizures etc.) there comes a time when there is a need for adjustments, like a wheelchair. As the disease progresses, it is very important to prevent frustration. It may be necessary to order a wheelchair in advance before the need to use it.  This helps the child adjust to having a wheelchair. 

· Getting used to the wheelchair: most parents adjourn the order of a wheelchair for as long as possible, sometimes even too long. It is a very difficult time for a parent when their child has to use a wheelchair.  To help with this adjustment for both the parent and the child, we incorporate the use of the wheelchair for walks and games within the class. This approach helps the children adapt physiologically and mentally to the use of a wheelchair and they soon see the benefits of a wheelchair (e.g. aiding them in getting to a place where they aren’t able to walk). After a period of time, when the parent sees that their child has adapted to the use of the wheelchair they also see that this could be a benefit for them as they will be able to take their child on a trip further away than the child can walk. 

· Support and counselling parents : the physiotherapist advises parents when they have questions on movement skills, supporting aids or problems with doctors. The physiotherapist also helps with the adaptation and requests of rehabilitation aids, e.g. providing letters and information to the insurance and supplier.
Orientation and Mobility Training (O&M)

O&M allows the child to move safely, goal directed and independently as possible. It is very important that the child has fun on O&M, otherwise it will frustrate the child. 
O&M can help when a child still has some visual features:

· The child can still learn some new abilities.  For example learning how to move independently in a familiar surrounding when the child is becoming blind. It can keep the surrounding a little bit more accessible when the world is getting smaller. 

· When  it becomes difficult for the child to see obstacles it can be dangerous or frightening and the child will become less active. With the use of a blind white cane,  the child can move more easily and safely avoiding objects.
· With the blind white cane the child can show the surrounding that it is blind. Especially in a strange surrounding it can be helpful that people notice that the child is blind.  
There are situations when it is irrelevant to provide O&M: 

· When the child doesn’t want to do it or doesn’t understand it anymore.

· When there is no need to learn O&M.
Speech therapy

Speech therapy is involved to keep up communication and contact for as long as possible and to support with problems like eating, drinking and swallowing. Keeping up communication is much easier when the speech therapist knows the child at an early stage of his/her treatment.  The speech therapist will work together with the child and their parents in several ways: 

· communication and photo folder :The communication and photo folder contains information on important persons, events and happenings relevant to the child (book of life). Events are listed and described and provides, at a glance, some background information of the child.  With this background information it makes it a lot easier for the therapist/carer to communicate with, and understand the child. The child learns to describe the events or persons, notably in the speech therapy, but also in the classroom and  with other people involved with the child.

· memory box :Objects are placed in the memory box which represent nice events, like school camp or holidays which are very important to the child.  The box also contains an events description list relevant to the objects. The child picks an object and then talks about the associated event.  The object supports the child through this discussion
· strategy to handle problems in finding words :The child can learn to define a word when it can’t find the right word at once. Or the therapist/carer can ask a question to help, like, “how does it look”, “what can you do with it”, “is it big or small”?

· language, speech and memory games :With the help of games the speech therapist tries to keep up the speech, the memory and the concentration, e.g. describing people without mentioning a name, picking an unseen object or chooses a particular subject.  The child then has to guess what the object/subject is and talk about it.

· relaxation by singing songs: The speech therapist creates moments of rest by singing songs or lying on a mat on the ground whilst observing the child’s needs and making it fun whilst relaxing.
· support parents with the choices of medical devices and how to apply them and support on speech, eating and drinking Whether the child is being cared for at home, regularly attends a centre or indeed lives at a centre, if there are any problems with speaking, eating and drinking, the speech therapist provides information to the carer on how to deal with these problems and how to use the appropriate medical devices
Home support

If the child is staying at home with the parents, instead of living in a centre (which was far more common only a few years ago) professional support will be provided to the parents by:

· taking over some of the responsibilities/treatments from the parents to give the parents a rest

· provide the parents with additional training to help with new situations depending on the decline /needs of the child

· provide training on equipment  which may be needed to support the child and its  surroundings

· provide psychological help and questions parents might have 

· advising parents on how to deal with child dement 

· preparing and advising the parents with the possibility of the child’s early death
Dilemmas: 

1. how to deal with the advice or order of a doctor which will frustrate the child’s needs (e.g. splints, exercises which the child cannot understand anymore? 

2. how to deal with a child/client when you can’t understand him anymore?

3. how to provide optimal paramedical support when the child stays at home instead of a centre?

