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A FEW WORDS
ABOUT THE HANDBOOX.

- This small book was prepared for parents raising disa-
bled children. It is called a ,,handbook” because the persons en-
gaged in its formation, parents and professionals, aim to impart
their experience with the hope that it will help families with a
handicapped child to understand their situation and will facilita-
te control of their child’s development.

It consists of two parts. The first one entitled ,,Parents —
to parents”, includes the letters of Polish, Ukrainian, and Ameri-
can parents of disabled children, who share with the reader their
feelings and experiences and try to give concrete advice. In tho-
se letters you will find your very own anxieties and joys as if
reflected in a mirror. You will realize that you are all one single
family. In the second part, ,,Professionals — to parents” an effort
was undertaken to show the problems of families raising disa-
bled children from the point of view of scientific research and
achievements in the fields of psychology and pedagogy. You
will no doubt find that the same problems are discussed, but
while the first part has a more emotional approach, the second
part deals with the subject more rationally.

Let’s make an effort to look at your disabled child’s deve-
lopment from both of these perspectives.

The editors.




Part1
PARENTS TO PARENTS
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A LETTER TO A HANDICAPPED
CHILD'S PARENTS

The fact that mother has given birth to a handicapped child is for the parents
a very hard experience. The parents should, as early as possible, consult an
expert doctor. However, the first contact with an expert help, with an institu-
tion, very often produces stress with the people. So, an invitation to taking
advantage of the work of an early intervention centre or taking active part in
mutual aid society should be done in such a way so that the addressees of the
invitation could feel that they are awaited by caring and understanding peo-
ple. It is not always easy to express by means of words one's good will and
true involvement. That is why it seems to us that our readers should get acqu-
ainted with a letter to a handicapped child's parents edited by parents mutual
aid society in Freiburg in Germany.

Dear mother and father,

A few days, or weeks ago you learnt that your child is different. Perhaps your
child has a kind of physical handicap. Perhaps there were some complica- -

- tions during the delivery and now you are afraid that your child will not deve-
lop properly or you already know that your child is permanently handicap-
ped. It may also be that you are worried about their behaviour. However, in
any of these cases the child is not as you imagined it to be. It is certainly a
source of sorrow and sadness. We too are parents of children who are diffe-
rent. In the meantime they are from two to eight years old. We have been
learning how to live with our children. But we can also be happy with them
and of them. We would like to tell you how much our children have changed
our lives.

___ Where should we start?

We could not decide for a long time weather we should write this letter to you
at all. We do not know you nor do we know anything about your present life.
We realise that there is no prescription on how to live with a handicapped
child. However, we are writing to you in order to tell you how we were tou-
ched by this experience in many different ways. Of course our experiences
cannot be passed on to your lives. You must find your own way of being with
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your child and what is good for you. Some of the things we want to tell you
may seen familiar and obvious to you. Some others, however, will sound
quite strange. Maybe some of our ideas will help you see your situation in a
different light and will give you enough courage to go on. Apart from this we
would like to assure you that you are not alone - many parents feel the way
you feel now.

The breakdown of our life.

Giving birth to a handicapped child may cause disappointment, sadness and -
anger. We also remember how difficult it was for us to learn that our child is
handicapped. We lost our faith and hope. We experienced situations and saw
pictures which we will never forget. Many things we planned and hoped for
had to be given up. We were showered by uncountable problems and que-
stions. We could not imagine our future life; we could not believe that our
life can be normal again or we lasted in uncertainty. We wished everything
was fine but somehow we supposed that something was wrong. We were
overcome by an enormous fear. We did not want to accept the thought that
our child could be handicapped. We picked up many activities thus trying to
put the thought away. We did not wish such a child. We asked ourselves
many questions: will we be able to live with such a child, will we manage to
take proper care of the child, will it find its place in our family or will it
destroy our life, will we ever go with our child to see our friends. We tried to
hide away. At the same time our conscience accused us of rejecting our child.

What should we do to overcome the first shock?

Nearly none of us deserved to be told, in a special way, that our child ,,is
different”. Since each of us parents is different and our children have diffe-
rent kinds of handicap, we all wished for an individual first aid. Some of the
parents were not told exactly what this handicap of their child is neither did
they knew future perspectives. Some others wanted to get in touch with pa-
rents having the same problems and see the children with similar to their
child's handicap. Still others needed someone to talk to, someone who could
listen to them.

Adyvise of incompetent people may cause the pain.

It can be very difficult for us to go out with our child to see other people. It is
very painful when a friend sees us with our child in a street and turns his head
away or crosses the street.



Also the observant looks, shaking one's head or remarks on how to bring up a
child such as ,,he needs a few slaps” make us lose our nerves.

Very often we have a feeling that we should excuse ourselves and defend
against ,,good advice” of people who are not concerned with the problem,
who think us to be too severe or too tolerant with the child, sometimes loving
too much and sometimes too little. We are reproached that we neglect our
handicapped child's brother and sisters. This kind of critic causes in us a
feeling of grief. The child who needs most care is rejected right to it And we
did experience that a normal child is able to ask for love itself, that in a way
it develops itself. It can reach for things or take them from someone else's
hand. With a handicapped child we have to practise it. We have to teach it
life. Every next step of the development of the child is a consequence of
countless exercises and is for us a source of happiness. That is why we have
a more intensive approach to handicapped children.

It is so difficult to accept a natural approach.

The more we ourselves are uncertain and not firm in our attitude the more
unwanted interruptions by other people in our private matters touch us. When
we feel unwell the remarks and actions of other people hurt even more. When
we feel better we can recognise uncertainty in the behaviour of others and we -
remember that we had thought and behaved as they do. Only then can we
explain our situation and make the tense situation a little loose. Assuming
such natural attitude comes easier to our children than to us. When Michael,
who has only the thumb in his right hand, came for the first time to a kinder-
garten he was immediately surrounded by curious children who asked him
why he did not have fingers. Michael's reply was: ,,I was born like that”. This
was a good enough answer for the children and they started to play together.
Soon the children noticed that Michael wants and is able to play despite the
fact that he has not got all the fingers.

To be with us for the whole day is very often difficult. We not always know

——what-he wants-or if we mmade oursetves clear. Infact wedonot haveevenra
moment for rest; we have to be with our child for the whole time and take
care of him. The things that seemed obvious so far had to be relinquished;
Markus for example can neither bite nor chew but he should be given solid -
food. His mother must look to it, giving to this activity her strength and time.
She cannot give up - she must endure it. Sometimes she has a nervous break-
down and she would not mind shaking her child in anger although she knows
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