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involvement. A parent recently made the comment that the
worst part was that there was 2 compulsion to run away,
but circumstances were such that this need could not be
obeyed. That energy was frustrated and diverted. it resulted
in days of diarrhoea. The body was saying one thing, but
circumstances demanded another: the energy settled else-
where.

I have heard people talk of an acid or metallic taste of fear
or panic. Another person reported actually seeing red. We
say that we see red when we are angry, but this man ‘saw’
red in panic.

All these responses may seem bizarre. but they are
human.

Cheryl: The feeling of shock experienced when toid my
eight-month-old baby would be 2 vegetable cannot be
described. My head seemed to explode. All I heard was that
I could expect nothing. They advised me to put the child in
a home and forget about it. The bottom feil out of my
world. I thought I would either faint or be sick.

Sheilakh: Shock. You ask about shock. The child is six
vears oid and I'm still shocked but initially 1 wanted to run
away, just to run and run, It was devastating. | kept shaking
my head and saying it’s a bad dream, then a day or two later
[ kept saying ‘Why my baby?’

Kevin: Well it sounds chauvinistic, but the shock was
that my son was retarded. Of course that may have been a
shock reaction because we didn't care if we had a girl or
boy. Then [ got a picture in my head of how the families
would react and believe me, they were deeply shocked.
Each member acted differently with reactions from stunned
silence to tears.

Helena: As the doctor was telling me [ kept saving in my
head ‘that's a lie!” When the docter put a hand on my lap |
shouted, ‘Don’t vou dare touch me you wicked person.
Isn't that cruel of me . . . but I could not cope with the
scene.

2 Disbelief

‘Oh no! Not my baby.’

As one of the parents commented, how can anyone believe
their child is handicapped.- Absorbing that reality takes
time. Most people are immobilised with fear about their
capacity to survive under the changed conditions. They feel
stunmed and confused. | notice facial expressions change
when this stage is discussed. There is a look of bemusement
as chough they are trying to figure out how this awful thing
happened to them.

Disbelief is generally experienced in the early stages of
grief. Coincidentally. this is also the time when parents are
trying valiantly to cope with the stress of their changed
circumstznces. as well as seek out all the available information
sbout the services they require. The result is total dis-
orientation.

[t is therefore terribly important thar at this stage parents
receive practical advice on such topics as child management,
social security allowances, and the names and addresses of
suitable organisations that provide therapy for their child.

[f professional staff can appreciate these parents sirnply
do not have this information ar their finger tips, and can
smooth the way for them by organising appointments and
offering alternatives, then parents would not suffer the
agony of the confusion stage which follows.

Jayne: How can anvone believe their child is handicapped.
That onlv happens to other peopie never to you. Of course |
disbelieved it. denied, and disbelieved all at once. ! don't
know, but vou don't expect a brain damaged child do you?
All 1 did was to check that all the toes and {ingers were
there.

—
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Eric: Before this happens to vou, you think experts know
everything, then you find they disagree. They either are
liars, incompetent, or cowards, I don't know which, but
whatever it is. it is confusing. From being told the child isa
vegerable you get, ‘Don’t be silly, daddy, your baby’s okay.’
What do you believe? Who do you believe?

Margaret: What about that run around? Confused, yes I
was confused. Do the experts think vou've got nothing else
to do? Days sitting around in clinics: catching half-heard
phrases: never speaking directly to you, only to another
staff member.

Heather: When | did ask questions the inference was that
I shouid know the answer or that I had o right to ask 1. It
was obvious that semething was worrying them, but they
would look at me as though I was stupid.

Felicity: The worst moments of confusion were when [
was summoned for an assessment. [ didn't even know what
that meant, it sounds such a horrid word when you dom't
know its meaning. | thought it very strange that they took a
picture and then conducted all the other tests. No
explanarions: just go here. go there. sit and wait there.

Magda: 1 always feir so stupid. There were so many
questions | couldn 't answer. I must have scunded confused
because | was. | was new to it and | didn't know what they
wanted from me.

Cathy: We went to this place and there was no oneé to
soften the blow. There were no kind words, We were given
a coffee but even that seemed due to regulation rather than
thoughtfulness. [t was an awful experience.

Paul: No one is consistent. Perhaps [ felt frustration
rather than confusion, but the frustration came from the
confusion of medical opinion. Evervone said something
different, in prognosis. in medication. and they still do. No
one seems to know. It changes al! the time.

Angela: Istill haven't got an accurate diagnosis of my kid's
condition. From saving he is profoundly retarded, I've been
told. ‘Mummv. don't worry. He's only deaf.”

5 Despalr

T can't cope.’

By and large the overwhelming emotional response to the
confusion phase is a gut reaction of festering panic. Manv
parents expressed 2 sense of being trapped, and zll gave
vent to feelings of disappointment, shame, embarrassment,
and similar self-defeating emotions.

The parent who expressed this period as all ‘dead ends’
may have caught the feeling in two words. [t is a time when
Progress seems to stop and depression sets in.

Douglas: 1 keep saying, ‘Why my child?" That makes me
desperate. | wonder, Will I cope? What did 1 do? Did [
deserve to be punished? Does the child deserve to be
punished, to suffer like that? I guess this is when [ feel
despair or is it guilt! No, I won't buy that, I didn't do
anything wrong so I don’t need to feel guilty.

Lisa: When I get a trapped feeling, I feel desperate. How
long will the trapped feeling last— months, years, or forever!

Jayne: T've looked into the alternatives. but [ chose to put
them aside for now, because | am coping, but if I think of
the future I feel desperate.

Colin: Despair is a frequent experience for us. With two
mentally retarded children, we have to face that management
will possibly get more difficult as we get oider.

Magda: My worst moments of despair are not when [ am
home here with my child, they are when I see the dis-
appointing reactions of our families. In denying the child’s
handicap after all this time, it is like a rejection of measa
person and of their grandchild.
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anxiety, tears, aggression, irritation, frustration, sense of
failure, rejection, sadness, regret, fear, isolation, self-
destruction, and feelings of lowered self-worth are evident
in each testimony. These are all the elements of depression.
Also, parents say at times that they aré not depressed, they
are sad; this is an indictment of social attitude to depression.
Too often we feel ashamed at being depressed so we
rationalise it. Depression is real. It is also rife in our
complex society, why then do we feel ashamed at our
feeling?

T is essential that the depressed parent should feel able to
become an active participant in the treatment of his or her
child. He or she should also be encouraged to go out and
participate in sports and fun, and to make new friendships
and renew old ones. In short he or she should be encouraged
to take action. Activity energises and stimulates and,
ultimately, leads to optimism. There is a period when the
depressed person acts as if he or she were happy. This
tollows immediately after the decision to take action against
the depression. It is & kind of role play of being 2 happy,
confident person, but it works. It may take a few trials, but
after a short time the depression is dispelied. The individual
is strengthened by the power he or she displays and this
then leads to a more positive approach.

Assertiveness training is an excellent tool to activate the
immobilised, depressed person. It equips the parent with
the skills to confront the frustrations and barbs of various
encounters with an appropriate degree of confidence and to
assert personal rights. Assertiveness is not aggressiveness,
it is a confident encounter in which all parties feel more
aware of each other’s points of view. When parents feel
confident in the face of bureaucracy they have returned to 2
state of well-being. They are in control.

Ann- If someone said to me what difference has having a
handicapped child made to you and asked for it in one word.
I'd say ‘depression.” I think that for three-and-a-half years
out of four I have been depressed. I think I am not depressed
now because 1 have permission to talk through all the
painfu! emotions. This has relieved the stress so much that

- .

£ le ooy

'—

7 Depression

‘Nobody cares because I'm worthless.’

Depression seems (o be a state of lowered energy. It can be
recognised by body language. verbal expressions, and general
attitude. The depressed person frequently has drooping
shoulders, tentative eye contact, a hesitant approach, and is
usually slower in speech than normal. He or she also has an
expectation that things will go wrong, and is often need-
lessly worried and anxious. People in this state feel dejected
and worthless and often cannot understand why anyone can
be bothered with them. They can be difficult to make
meaningful communication with because of their retreat.

The ability to conquer depression seems almost impossible
to a person in such a state. Changing direction and getting
things under control require energy and confidence, both
of which the depressed person lacks. When coming out of a
depression, a person may appear to be, or be, hostile. When
this hostility surfaces there is little understanding on the
part of anyone else that it is usually a valiant attempt to
overcome depression. If this hostility is met with hostility,
then the person may retreat back into his or her shell.
However, if the hostility is met by someone with an aware-
ness that it is a passing phase, then recovery can be attained.

Sometimes pecple become depressed for so long that they
forget whart they were like before it happened. Perhaps they
will never be exactly that other personality again, but in
reality they are 2ll changing all of the time. Therefore,
when there is an anxiety about this, it is imporzant that the
parent feels optimistic about being zble to make positive
changes.

You will observe from the following statements that

1 =L
1 dll VIV ._.Lﬂ»._.r:.v,
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Magda: There were times when [ felt guilty about being
on this earth. When we were going over and over the whole
business, over and over again with all those clinics and
agencies, 1 got so I felr a great big problem to the whole
world. I'd apologise for being such a trouble to everyone.
One day I got fed up and asked what they wanted from me.
The poor guy just about fell off his chair. He blinked and
mumbled. The next thing we were dismissed. I'd had it!

Cheryl: 1looked for reasons to feel guilty. Was it my fault
because I had to take pain-killing drugs while [ was pregnant.
Was it an injury from an accident—anything that [ could
have avoided. I blamed myself over and over again.

Mark: Well, | have to say that [ blame the incompetence
of the doctor. Even as we taik now I can feel my fists stiffen
ready to smash him. My wife is 2 person who knows about
birth procedure and she said not to induce the child, but
she was overridden by the staff with some line . . . Well,
when you're toid it’ll be better for the baby, you acquiesce,
don't you? Later the truth came out. The doctor had left
instructions that the baby's birth had to be over by a
particular time because he had another engagement. That
child of ours suffered this damage so that a doctor could
keep a social engagement. Oh yes, | have a deep, righteous
rage when I know he is to blame! Apparently, the theatre
sister made a complaint to the hospital directors—that's
how disgusted she was.

Bill: 1didn’t do anvthing wrong. so of course I do not fee!
guitty. And what's the point of blaming anyone, what will
be will be.

Donaid: 1 get the feeling that professional staff expect
you to feel guilty, but we never have. However, we were
fortunate because the specialist explained that the birth
anomaly was ideopathic— that no one knows why it happens.
So that probably saved us from guilt. And blame, how
could we blame anyone. Everybody has been so tremendous
throughout the whole thing. Although, I feel guilty in
comparison with other people.

'—

8 Cuilt and/or m_mBm

Tt is my fault. It is their fault.

The most significant word in the guilty or blaming person’s
vocabulary is ‘should.” Either they, or someone else *should’
do, or ‘should have, done something.

Anger seems evident as you watch the body language.
Cienched fists and other hostile activity are comrmon.
Frequently there is an ambivalence between guilt and blame.
Perhaps in a desperate effort to understand the cause of the
brain damage, the parent searches for reasons and, perhaps,
if none can be given this uncomfortable feeling begins
causing an erosion of rationality.

Brain damage is an extremely complex condition. Medical
staff would prefer to give positive reasons and explanations,
but as this can seldom be done they can only report to the
parent what they know. Although this is frustrating there
is no other alternative until more information on the brain
is known.

It is a great relief for the guilty/blaming parent to know
that he or she has permission to talk about it. However, at
the same time. it must be pointed out that they have to
make the choice about whether they get stuck in this phase
or move on. This is essential for the parent who cannot
come to terms with not receiving precise diagnosis and
prognosis. If in reality they will never receive clear answers
to the questions, then it would be irrational for them to
block themselves on this issue. They will never learn to live
comfortably with themselves, the child and the condition,
unless they put the guilt and blame in the past and learn t0
live with the reality of the here and now.
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The whoie process of grief is growth. Growth and learning
from the experiences. It is a process of change and what we
do with it is up to us.

Summary
Living with grief is possible as is witnessed in this section.
This is not to infer that there will be no more pain, but
having come this far each parent has adapted to the crisis.
Tom’s final comment sums up this stage best: "The
whole process of grief is growth. Growth and Jearning from
:he experiences. It is a process of change and what we do
with it is up to us.’
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