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THE DIAGNOSIS,
TTs Sylvia webb, parent.

‘

At the u.mo of seven months, our daughter Jade was quite delayed in her motor
development. She had not learnt to roll over, let alone any of the other
delightful skilis babies of her age usually develop, like sitting up, crawling,
holding on to things ete. Socially, she was a delight{u}, bubbly child enjoying

being part of everyone's life. She just didn’t DO anylhing.

X-rays showed a spinal curvature and bilateral dislocated hips. Boy, what a
reliefl The next three months Jade spent in a plaster. This was followed by
one month in a splint all day, éxcept for an hour at bath times, and then
angther three months, just at night. All in all, the seven months of treatment
passed slowly. At the end of this time, I was about four months pregnant with
my second child and Jade had now learnt to roll over extremely well and
could sit up for about thirty seconds. We thought she was very clever, but fer

a fifteen month old, she was still very much behind.

We were referred to a neurologist. Blood and urine samples were taken and
tested, X-rays were taken of her entire body and a CAT scan performed. [
don’t recall us every receiving the results. It was decided to wait until after
my baby was born, to do any final testing which would hopefully present a

definite diagnosis.

At one of my prenatal checkups, during the following three months, I
“discovered that my GP had the results of seme of the tests Jade had had. The

result of her CAT scan showed patches of cerebral atrophy. The doctor

conlirmed my worst fears, my little girl was going to be mentzlly retarded.

Being abnormal, or subnormal, in my childhood, was really not very
acceptable. There was always a bit of fear or pity felt for people who were
like that, but never acceptance. We were certainly never aliowed ta play with
children who were "like that". So gver the next few months, my {eelings
tended to be [ull of shame and low sclf esteemn. I had produced a defective

child. Somehow, that made me {cel less than acceptable myself.

[ made enquirics and found out about a special Emwm.nocv for handicapped
children in Xatoomba. 1 slarted to take Jade and began stimulation therapy
excrcises with her at home. They weren't all that hard, but I was always so
tired. Being pregnant and being concerned about Jade, and just not knowing

anything, was very difficullt.

[ don’t remember feeling concerned about my second baby. Twenty-four
hours aflter she was born, I was home again. I had become very protective of

Jade and felt nobody could look afler her the way 1 could.

Protecting myself from being hurt again became the order of the day. I had
decided not to love Tegan just in case she had the same thing wrong with
her as Jade. Unfortunately for me, and fortunately for her, or perhaps the
other way around, she was a very colicky baby. After so much contact with
her,due to her being colicky, my heart melted and I fell in love with her

about the third or fourth day alter I got home {rom heospital with her.
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making being carried cut. My husband felt unable to do this because he

hadn’t had any practice in this area.

So, here we were, married barely two and a half years, two daughlers, both
suffering rare genetic disorders, with a life span of ten to [illeen years, maybe,
discovering that life was full of pain, and people who couldn’t or woulidnt
help, that's how we felt. A new learning process was beginning to emerge for
both of us, Prioritics were changing, life was taking on a whole new meaning.
The next few years would be full of more pain, joy and u whole range of other

emotions, options and choices.

Looking back now, I can see the bercavement process, each of us was
going through. And not just us either, but our extended families and friends
too. And the most difficult part about so many people grieving at the same
time, is that rarely Z._o people are at the same stage of grief at the same
time. In our case, this led to many conflicts, between ourselves and
between us and some of the members in our families. There has been
much pain experienced during this time too, of rejection, of resentment, of
anger felt by us and others. In some instances, we turned to each cther for

comfort and support, in other instances we turned to other people.

THE DECISION

There has been three occasions on which 1 have had to consider
terminating the pregnancy of a fetus, which may or may not have been
abnormal. But the guestion has never been; Will I terminate this

pregnancy? or, Will I keep the baby? My line of questioning went more

like; What will happen if I continue with this pregnancy? Are the resources
to meet my needs available to support me in ‘.i_En(,mn.annmm.m.om M."?_mxou
LEuch time, my PAST EXPERIENCES, my CIRCUMSTANCES, my SUPPORT
SYSTEMS, my FAITH and my ATTITUDES have voa.s Eﬁonn:‘r therefore
my decision cach time has been different also. ”>v.p: from Hw.n n,cﬁ:.o:m.
which were always very practical, because that's :ﬁ..,.wm.:a of vn_.mo,: 1 u:r there

were also the consideration of other peoplc to be made. What is their needs?

feclings? reactions? cle. The first time #ww. when I was .ﬂ,<an.o:m.. H was
sharing a flat with a girllriend from :o.Eo.. mc.o country m,m:mu :,&,n.w in the big
¢ity. Lile was, for the first time in a long time, free from nnmwho:m.p:a .Em:
expectations. I was able to live my own life, make my own decisions and

mistakes and come and go as | pleased,

Before moving to Sydaey, my marriage, of seven months, to an abusive
alcoholic husband had just ended. Ibegan a relationship with a married man.
It felt safe. Because he was married, there would be litlle chance of him

trying to tie me down. The relationship suited me.

The trauma of my recent separation was judged to be the cause of recurrent

bouts of persistent cystitis, Tests were ordered and carried out. Later, it was

discovered that I was pregnant and that these tests had been carried ‘out in the

first few days afler conception. This very likely meant that my baby would be

\

deformed.

The child I was pregnant with was the result of my affair. The father couldn’t

and/or wouldi’t sugport me. I felt I had no one to whom L could 2o for beip
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The next four weeks were the longest on record. Every scenario that could
possibly be thought about, went though my mind. What if this? What if thal?
_.,:.: then again, ete etc ete. I felt the babies moving and kicking every day
while we waited. It was hard not to think of them already as ours and Jiving

with us and all of us being one big happy family.

"Then one week before the results were due, I knew I couldn't go through with
it. It didn’t matter if both babies were affected, T couldn’t terminate. We
were coping with two, we could cope with four. I'tried to share my feelings
with my husband and it was then that I realised from his response, that he

didn't understand what a termination meant at that stage of pregnancy.

I remember feeling very lonely and alone at this time. It was as if [ was
being punished for being bud and rebellious and I felt that everyone was
against me for putting "them” through the puain "they" were feeling. It was
like T was the nc_?.:.” How dare 1. Nobody seemed to realise that all the
feelings of anger, hurt, {rustration, fear, pain they were [eeling, were the
same feelings [ had. And that all the arguments, both for and against
having more chiidren, were the same ones I had gone over and over, in my

mind time and time again.
God! Ican't cope with this on my own. [ feel so desperate and scared.

What a great relief when the results of the amniocentesis showed one

normal baby and a baby they were almost cerlain was also normal, but

couldn’t guarantee it. The pressure was off. We would have two "normal”.
babies, it was more of a hope than a certainly. Our hopes were dashed when..

the twins were born and one was in {act affected, .

The third time a decision was to be made, as to whether to terminate or not
was with my Jast three pregnancies (all of which were unplanned by us).
Beeause my husband and 1 had become Christians following the ,9.2: of
our lwins, we chose to put our faith and trust in God we had come o know
and trust. We believed that He, knowing what was in our best interests, and
wanting only the best for us, would provide for the needs i.o. had. The first
two pregnancies ended in miscarriage. The third pregnancy produced a
normal, healthy boy. The waiting was, at time, very difficult. Our faith

certainly got put 1o the test.

Throughout the decision making process, a lot of emotional energy was spent
in what scemed like a great battle to decide on the "right" cholce. More
pressure came, when more people were involved, cither consciously or

unconsciously, in that decision muking process.

The "pain” felt, was, [ think, often caused, not because of the emotions felt,

e.g. anger, fear, ete, but because of there not being any clear and definite

"right” decision to mauke, 100 many options and yet noﬁ.nsocw: information

about the available resources. That uncertainty or pain was also felt by those
i

associated with that decision making process or us making that decision. This

more often then not, would lead to reactions from us or other which caused

- - B !

“7 more pain. - C o S s T
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areas of my iile I want 10 take up and get on with. At the same time my

heart coils frem the thought of losing yet again,

My children are going to die, but then aren’t we all, but my thought is not to
give up and let them die but to stand up for them, while we have them, 5o that
they can have available to them the requirements that will enable them to
reach their maximum potential, whatever that may be. And in the mean time,
if they should die, nothing will have been in vain. Other children will benelit
from whatever we achieve and I know that I will have done my best. And

that’s all any of us can ever hope for.

The future is relative to where one is standing in one’s walk along life’s path.
At the moment, I'm in the {uture of my lile, five to ten years age. The way
one faces their future is, I believe, dependent upor the wisdom one has

acquired throughout the life experiences preceding that future.

Today, Istill face the prospect of losing three of my five children and while

they are alive, I face many experiences, both good and bad, that will oceur

as part of their iives.

My children have now cutlived their expected life span of five to six years. s
possible we may have our ten to fifteen years with them after all. This

ultimately means, that decisions which we thought we would not have to make

for them, we will.

Because the disability our children suffer is of a progressive nature and will

eventually lead to gradual deterioration, we are faced with both the physical
and emolional pressures that brings. Much lifling and carrying oceurs each
day, on and olf chairs, in and oul of wheelchaws, the bath, cars elc, nn.a on the
emotional side, each time we are faced with a "oss" or think of irﬁ..m. to come

we have 1o "work” through that 106.

Sometimes, life is very dilficult, E:&.S_munr mxwoln:nﬁ bring their own
kind of pain. Difficult or unpleasant relationships with ?:mc_. Rosam.
professionals or even the general public can lead to a person ép_.:m.:m to
just curl up and not be um part of life. On H.:n other hand, it n,m: have the
opposite ellect of making a fighter of a person, who, in the past, never seemed

to have any fight in them, in effect, making 2 lion cut of a lamb.

In my nature, I have probably become one of the "lions" mentioned. I have
beconme more vulspoken cn issues I previously had no interest in. The pain
and trauma experienced by other couples and famities with disabled chiidren
cause me to become concerned at the lack of resources available to assist in
the area of disability. Support, information, educational and vocational
services are just a few areas where resources are sadly lacking.

The thing is though, if parents and carers r.m.:._ children with disabilities are
not adequately supported, in one way or another, then the services, which are

_

deficient, are never going 10 be provided, because these people, who have a
vested interest in the provision of these services, aren’t womam to be nmcmvvna

to fight for the services they need.

This article is made available by the Institute forFamily Advocacy & Leadership Development

and cannot be used except for the sole purpose of research and study

Fils Number: 0278
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