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I would like to pay tribute to my daughter Ann and grandson Stephen for all the help they have given me in writing this revised edition of the Deafblind Baby (1974)

9. Conclusion

It is not really correct to write a ‘conclusion’ to a program of this nature for it is essentially a ‘beginning.’ You will not stop working with your child or expect him to go ahead on his own once you have progressed together through the six stages. He will always need some help in becoming independent but he should now be ready to mix with other children and you should be sharing the task of taking him forward with qualified teaching staff.

The ideas for this program have been gathered together over the years from many sources. I hope each stage has been a preparation for the next and will result not only in improvement and refinement of skills, but increase in their breadth and depth. We must be careful not to encourage splinter skills - skills that are used in only one way and do not become integrated into new skills or used in a variety of ways. Encourage your child to do familiar things in different settings with different people and at different times.

Here are a few more ideas to try in the future.

Outdoors

When he is ready encourage him to notice things that are outdoors - the differences between grass and paving stones and other things in the garden. He should be given flowers to smell, sticks and stones (not small ones), dry leaves and all sorts of things that are around to feel and explore. If you can tape record some bird songs you can let him hear these when he is outside - volume up if necessary.

And when you have him out in the pram do not forget to run down slopes and ‘puff’ up slopes - these are experiences he will feel and later recognise when he is walking. When you meet people make sure they know to give him the ‘hello’ sign so that he knows they are there; encourage them to get close to talk to him and touch him.

When he is able to walk for short distances outside (one hand held or perhaps holding onto the pushchair), encourage him to feel the fences and gates, low walls - things at his level along the street. Let him walk in the autumn leaves and puddles and draw his attention to what is happening. With you holding him let him go onto the park swings etc.

Have a purpose in your daily walk and indicate this by signing or signals, for example: 

· Posting a letter: the child can carry this to the letter box (he can also learn to collect the letters brought by the postman and take them to an adult) 

· Shopping

· Visiting a neighbour 

· Going to the park

· Fetching older children from school

· Going swimming

· Going on a bus.

Make him aware of the kerb before crossing a road and having crossed to the other side. 

Take him out in the rain and the snow and make him aware of how they feel (wet, cold) and of the effect they have - rain makes puddles to splash in, snow is soft underfoot and can be held, unlike the rain. Take him out in the wind and discover what it does to a paper windmill, a balloon, the leaves off the tree, the clothes on the line. Make him aware of the warmth of the sunshine. Let him walk on low walls, on grass, pebbles; let him open and close gates and push the pushchair.  (Just be careful that in teaching your child to open gates you do not inadvertently expose him to danger.)

These things are all around us and so familiar to us that we do not always realise that unless we take the trouble to draw the deafblind child’s attention to them, he may never know about them. We do not overwhelm him by making him aware of all these things together - when we walk a certain way there may be a low wall to walk along, a slope to run down; another way we may find a gate to open and close, a gravel path to shuffle along - as these things become familiar they help to identify the walk itself and make recognising them a reward.

If a deafblind child is not helped to be aware of what is going on around him how will he learn about such things as feeling the grass long, and then short when cut, cleaning the car by feeling the water running over the car, then dry and shiny.

About the house
I am sure you have been giving him the feeling of movement associated with going up and down the stairs and have been saying “up, up, up and down, down, down.” Now sit with him on the stairs sometimes and encourage him to feel them and the way they go higher or lower. (A word of warning - do not use a phrase like “up to bed,” we go upstairs for lots of reasons and if the child associates going upstairs only with going to bed he may not want to go at other times.) It would be best to begin using the phrase “Up, up the stairs and down, down the stairs” so that when the time comes for the sign ‘stairs’ we have a link. 

In the kitchen decide on a strong but pleasant smell which he is always given the opportunity to experience whenever he goes into the kitchen with you. When you have him beside you as you are cooking the meals let him mix, smell, touch, and even taste some foods before they are cooked and after they are cooked - he will not make the connections yet but you are preparing him for the time when his experiences allow him to realise that food is cooked and how it changes in all these aspects. If you are using a blender or beater let him safely feel the vibrations. When you are washing up let him feel those ‘nice soft bubbles’ that are so good for your hands, or have a little bowl of his own. What sort of things in a kitchen would a seeing/hearing child want to hold and play with - a wooden spoon, canister lids, saucepan lids, scourers? Why not your baby? So long as these things happen only in this place, the kitchen, they are all clues that help him to recognise the difference between it and other rooms.

Let him have more experiences of kitchen things and what goes on there - potatoes with their peel, potatoes without their peel, let him help with the stirring, putting things in saucepans, having a chance to put his hands in flour, sugar, dried fruit, with the opportunity to taste and smell. You can show him how to pour some dry things out of one container into another - ‘kitchen time’ should be something he enjoys.

Take him with you when you go to make the beds. First take him to his own cot and let him hold his own pillow and show him how to punch it up. Then go to your own room, let him feel the pillows on which you have placed/pinned/fixed the tactile clues belonging to its occupants - whichever he uses to recognise you and let him feel these. Let him also feel you making the ‘sleep’ sign - do your best to let him make the connection, the use of your bed for you and his bed for him, that you go to sleep just as he does. 

In time, you can extend this to other bedrooms, using their occupants’ tactile clues to identify them. If it is possible, also have clues on the doors of other rooms. He should also begin to know that there are other rooms and different people use these. All these things a seeing baby would learn without help.  In the sitting room (or wherever he has his play periods), show him how to creep or crawl off his play rug, for example to the window (light is often the first thing these children move towards), or to a chair, eventually to each part of the room so that he begins to have an idea of what is ‘out there’ before he actually goes by himself (spatial awareness).

When he is walking, hand held or on his own, he can be involved in more of the daily routines that do not concern him so directly. Taking his plate from the table to the kitchen for washing up is an example; helping to put things away in their proper place afterwards is another. Break the tasks up into small steps to begin with and gradually build up to the whole task, eg carrying his plate only a few feet to begin with, putting just one clean spoon away in the drawer. Keeping the demands we make on the child quite small and letting him become familiar with each step before we ask more means that we must be clear in our own minds what is entailed in the task as a whole, that we plan the steps and, having begun, do our best to complete the program. It may seem tedious, but the better the foundations laid by these simple tasks, the better will be the child’s ability to participate in family life and, later, in life beyond the family. 

He can now learn to take the cereal boxes to the breakfast table and take them to where they are kept afterwards. It does not matter if these are in a high cupboard - you will lift him up to reach them, and once he has tumbled to the routine, here is a natural opportunity for him to use the sign ‘up.’ Within the framework of all these routine situations there are many opportunities for communicating - do not miss them. 

Once he can feed himself well he could sit to the table with the rest of the family. Let him know that this is promotion: you sit on big chairs, now he is big enough to do the same. Have a special identifying tag on his chair so he knows where to sit.

Technology

The future holds promise. Already there are other alternatives to some of the traditional ways of helping these children - for instance computer and other technologies. Additionally new methods for speaking and signing are gradually being developed, for example voice activated equipment. When your child begins to show response to your initial help, you should find out about these as they offer different ways he can exert control over his environment.

There are often local groups of retired people who love to put their engineering and computer skills to use in devising and adapting regular toys to meet the needs of your baby, either by operating switches or by adding light and sound cues.  Local schools and colleges may also be on the lookout for good projects for their students - do not be afraid to call on them for help.

Over the past decade, a number of commercially available devices developed as communication aids for physically disabled children have become available.  These offer opportunities for the deafblind baby with additional disabilities.  However, remember the conceptual understanding needed to effectively make use of these devices is considerable and must be developed carefully if your child is going to be able to use such aids.  

What is particularly important for the deafblind baby with severe movement disability at the early stages is to experiment with a range of switching options to find and develop the movements over which he has most control and through this help him develop the understanding that he can act on his environment independently.  However, for children without the additional physical disabilities, technology will also provide many opportunities.  For instance, in communicating with those not familiar with signing or finger spelling and in accessing a greater range of educational games and entertainment options.

There are specialist firms which develop and supply equipment specifically designed for young children so ask the professionals with whom you are dealing to put you in touch with these providers or supply you with catalogues as early as possible.  The range available grows all the time and the costs have been coming down.

Summary

My best wishes go with you and your child as you move into the future, may I remind you of some of the more important points I have tried to emphasise throughout the program. 

1. You can help your child more than anyone else, but only if you accept help from others and take time off to relax and refresh yourself. 

2. Your disabled child is one of the family, not its centre.

3. A child learns best by doing, as do we all, so ask the ‘experts’ to tell you what to do and observe you doing it as well as demonstrating it themselves.

4. The child must experience and understand an activity in detail before he can be expected to do it on his own. When your child can do something on his own, let him.

5. Remember sometimes to present the activity in a slightly different way so that there is a problem to solve - this way he learns to think and to apply his thinking when a similar problem occurs but in a different context. 

6. Knowing what to do next keeps you one step ahead of your child. It is better to anticipate problems and thereby prevent them, rather than waiting until they exist and then having to treat them.

7. The deafblind child has to learn the same things as the seeing/hearing child - only the method of learning is different. 

8. Observation of your child’s behaviour provides the clues to his needs and proof of his abilities. Remember to base your observation on what the child does - you must not suggest a reason for this, as it would be based on your own experiences, which are unlikely to be those of the child. 

9. If something outside the program works better for you and your child, use it. 

10. You are not alone in bringing up a disabled child - there are many other families with a child with the double disability.  Much mutual help and comfort is to be gained by getting in touch with them through Sense.

11. Like any other child, the deafblind one will have his off days - learning the way he does requires intensive concentration and this is tiring. 

12. On those dark days (rare I hope) when you feel you are getting absolutely nowhere, ask yourself the following questions. 

Am I quite sure I know exactly what it is I am trying to get over to my child? 

Have I made the task simple enough? 

Does what I do and the way I do it motivate the child? 

Is there a reward in it for my child? 

Have I given him enough information? 

Have I made the steps small enough? 

Have I made it fun? 

Somewhere in your answers there will be the ray of light you need. 
You may feel your child is unfortunate not to have the full use of his vision and hearing but, if you have been able to follow this program, by now he will be lucky and have two pairs of hands, his own and yours.
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The time given in column 1 represents an hourly check. So long as the check is at regular intervals, you make your own choice as to how often it is done.

The code for marking the square of each day is:

W = wet

D = dry

B = bowels open

Where necessary you would use combinations WB or DB.
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