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@ When the child leaves school and emerges from an often protective environment
into the real world with its problems of employment, sexuality and marriage.

© When, and if the parents feel they are no longer able to have their disabled child
living with them. . .

While acknowledging that these are certainly ttmes of great stress for families
with a disabled child, [ would like to suggest thac the continuity of some issues that
seem never 0 be resolved, poses just as great a stress as the four situations Fox
outlines.

My opinion could be considered biased if my experiences as a health care
receiver were considered atypical, or if my background as a health care giver was
considered to influence the treatment | received: but these opinions come from
speaking 10 many people on the receiving side of the heaith care svstem.

I use the term “health care worker"” giobally here, 10 embrace anvone who is in
contact with a disabled child or anv of his family members. on matters relating to
health, education, emplovment or social welfare. N

One Om. the wn«mwﬁbﬂ stresses for families with a disabled child is their need 0
express their grief. I feel strongly that this opportunity is often denied them.

Certainly, grief is considered normal at the time of diagnosis, and is almost
expected; but [ see it not as a finite process, but more as a continuum. Uniike the
family whose child has died, where reality cannot be denied for long, the familv
with a disabled child is continually confronted anew with the disparitv between
their child's actual capabilities, and those of the child they had anticipated.

. Although thedisability is unlikely 1o be able 1o be denied for long, hopes foran
improved situation seem often to be mised and then dashed, precipiiating grief
again.

Each [amilyv has a unique wav of expressing and coping wich grief, and it is
certainly not the prerogative of health care workers (o issue comments such as —
these: “Pull yourself together — It's not that bad™: or “ At least he didn’t die'"; ar
“He's beuer off than s and so's child™.

Grief maty be a private matter, vet health care workers are so often looking for
overt signs of grief in the belief that this means the parents are “‘accepting the
diagnosis’.

Privacy israrely offered in hospitais. and vet [ see it as almost a pre-requistte for
expression of grief in our British stiff-upper-lip society.

- Surely discussion of chromosone counts, family income and vour child’s
deciining health warrants privacy. ’

Another continual stress on families with 2 disabled child can be roie upheaval
and therefore role insecurity. Roles that family members had previously been
comfortable with, seem now to be inappropriate.

The role of the “'good parent’ is changed as parents are made 1o fee! ungrateful
and selfish if they don't wke advantage of all opportunities offered thetr child.
Parents are expected o leap from personal grief and concern to a show of
generalised concern for all disabled people.

Mother’s role is now to be seen as a “‘competent, coping mother”, and the
family as a “well-adjusted family”, vet role models are scarce 1o hel p mother and
family in this task.

Family members are expected 10 “relate normallv” 1o their disabled chiid as if.
in fact, there is nothing abnormal. |

Parents with strong professional or social roles may find these incompuatible

"with that of parenis of a disabled child. and so may have o radicailyv-modify or

abandon a former role. My professional role was certainly looked on suspiciousl
— "“She’s intellectualising his problems", and it was also trivialised *You used t
be an occupartional therapist, didn't you?" . o

Siblings’ roles may also be affected. Normally a child's role changes along wit.
his changing status within the family, but the limitations of the disabled child ma
affect this, and thus the complementary roles of his siblings. )

Normal sibling rivalry may not be able to be expressed because of protection ¢
the disabled child by his parents. . R . .

In attempting to find some stability among this role confusion, I believ
parents of disabled children need to have a clear concept of how they can help thei
child.

Motchers may doubt their own mothering skills as professionals tell them hox
to hold, how 0 feed and how to talk 10 their child.

What role is a parent left with when a health care worker states: “Ont:
professionals can give this child the kind of care and training he needs?”

One of the big advantages of early intervention programmes for youn;
disabled children is that they do give family members an opportunity to help thei
child. -
Besides previding the child with a stroetured learning programme. the:
provide parents with a sharing of the responsibility for their child's development
and an opportunity o meet other parents.

Professionally, I believe early tniervention programmes offer one of the bes
chances for the child. but I have some reservations about their effects on othe
family members. The prolific use of checklists, normative graphs, and skil,
acquisitzon charis, often clouds the simple sweetness of success. No sooner is one
skill mastered. than another skill from the developmental checklist is presented
leaving little time for basking in the glory of what was quite possibly a hard-fough
achievemnent.

The swrong reliance ot many early intervention programmes on parents as
teachers also concerns me. While not denving the normality of parents teaching
their children manv skills, [ chink that expecting mothers of disabled children o
assume a major teaching role for their child mayv be counterproductive. [t may
make piaying with the disabled child. for playing’s sake difficuit. By “mother”
becoming “teacher” I feel it inherently changes the mother-child relationship
which may be fragile anvway.

Another strong and constant issue for parents of disabled children is " Just how
different is my child”. Will nothing about him be normal? While recognising the
value of developmental checklists in answering this question on a concrete level,
parents real concern is often on a social. emotional and interaction type level. Will 7
be able to take him o McDonald’s? Will he be abie to play with other children?
Being told how to feed. hold and talk 1o your child seems to subily suggest that
everything about the child will be different, vet on the other hand yvou are glibly
told: *' Just treat him normally™.

No-one asks the normal questions when a disabled child is born — ahout hair
colour or body length. No-one would think of asking if the child looks like father
for fear of insulting the poor man. Friends and relations rarely offer the disabled
child the cuddling, gooing, and chin-chucking that normal children receive.
Another insidious and continual pressure for the family is whether to, and how
much to tell people they meet. Too much 00 soon, and they tend to think you are
obsessed by the problem. Too litle, 100 late, and they tend 1o think you don’t want
people 1o know.

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

and cannot be used except for the sole purpose of research and study
.2 .. - File Number:. {O3C1

B Page 2 oh _._.



- - File Number: 1030}

To improve the quality of life for these families, health care workers need to
ciosely examine and consciously implement strategies in four main areas.

The first is in the area of their own education. While recognising the number
of health care workers who do work with disabled children and their families, and
the diversity of their training, I believe that specific skills and awarenesses need to
be commeonly taught.

Primarily, health care workers need to improve their listening skills. They
need to listen to what family members are really saving. They should avoid
phrasing an answer till they have heard the question fully, and avoid the mentality
of "I tell them what they should know. no matter what they ask”.

If parents are concerned enough 1o form a question, it warrants an answer, no
matter how trivial, diversionary or unrelated the question may seem.

Health care workers also need a better understanding of the grieving processto
avoid making comments such as “Have vou gotover it, yet, dear>”". They need to be
prepared to see parental aggression asa healthy step forward in the grieving process
trom shock, disintegration or denial. Bearing in mind that families with disabled
children may continuaily grieve anew, anger may well be a chronic problem.

[ am suggesting that not only should health care workers be prepared (o see
parentai aggression as fairlv normal, but that they should also be prepared to accept
some of this aggression personally. There may be few socially acceptable outlets for
this aggression, but the current fashion of “‘doctor-bashing” may mean that parents
see displacing their anger onto health care workers as vaguelv acceprable.

On being accused of offloading her anger onto the medicai profession, I agree
with one mother's reply that it seemed healthier than offloading it onio her
defenceless disabled child.

It also seems healthier than repressing anger, for fear of being labelled
aggressive, unrealistic or maladaptive, and thus risking retardin g the grief process.

Heaith care workers need also to look at their communication skiils both
between themselves, and with parents.

They necd 1o explain what they have 0 offer, and how they relate to other
disciplines. They also have a responsibility 1o expiain the purpose and exient of
any examination or treatment.

Honest communication with parents is needed about long term disability and
life expectancy. Careful explanation will avoid misunderstandings such as saving
that a spina bifida child wili walk, meaning with long calipers and crutches,
whereas the parents perceive walking as unaided.

It should be unnecessary to say that flippancy is the parents prerogative, and
that flippancy from health care workers, such as this o the parent of a child witha
genetic defect: “Got an extra chromosome, have we?”. And this to the mother who
diagnosed her child's disability before the paediatrician: “So I suppose you think
you're pretty cocky”.

Sharing of information with parents encourages mutual respect, rather than
professional omnipotence. Mutual respect is important 0 avoid the
competitiveness which may spring up between parents. and those treating their
children. .

Improved interprofessional communication would also improve thesiteation
for parents. It seems trite to say a team effort is needed. but a soundly based
appreciation and respect for other health care workers needs 10 be communicated to

- parents. to whom role fights pose another obstacle.

Improved inzerprofessional cemmunication should also avoid the need for

parents to repeat their child's and their own: history, again and again, bearing
mind ihat it 1s painful enough to-experience once, let alone repeat.

The second area for forming new strategies is in health care service provisic
Each family is unique, and the 1vpe, duration and depth of service they need w
obviously vary. . , ) .

Health care workers have a responsibulity to explain all avenues of potent
financial assistance whether they perceive- a family as being financia
disadvaniaged or not. Besides the primary cost of supporting a disabled chiid, K
{1975) reporis an increased incidence of mothers leaving employment, because
the special needs of their child. RN . :

Famuilies need to understand their claim on the Federal Handicapped Chi
Allowance, and be prepared to present a case to claim the maximum amount. Th
need also 1o undersiand the intricacies of the council-extended Home Help Servi
where geographical differences mean variations from 30 cent/hour charge
Oakleigh to $2.00/hour charge in Camberwell.

Besides financial assistance, phvsical assistance is often a priority. The loc
council’s domestic home help, and their extended home help may be appropria

Friends may seem more likelv 10 offer to look after a normal sibling than
disabled child, and parents mav not independeniy pursue the possibilities
rostered-mother piay groups, or attendance at a normal creche or kinder for the
disabled child.

These ideas need 1o be explored by the health care worker with the parents,
both parental time alone, and the chance for the child 1o relate to other aduits ar
children 1s a positive step.

Health care workers need o be attuned to the day-to-day problems of i
famiiy and help them find soluidons. However, parents may prefer o ry
overcome problems themselves, rather than accept assistance just because it
offered. [ svmpathise with the mother. who. having successfutly house-trained tu
dogs and one cat. and toilet trained two children. was offended at being handed
pamphlet on “How to Toilet Train Your Retarded Child",

Health care workers should not pretend 10 know the reafity of having
disabled child. In fact. Turnbull (1978), a child psychologist in the field
developmenzal delavs. who subsequently became the mother of a retarded so:

-compared the difference hetween the professional and personal views. She felt th

the 24-hour reality test of living with and caring for a disabled child, had a
higher pass mark, than that required to earn a degree.

Providing for both fathers and grandparents of disabled children are two are:
where healith care warkers could profitability expand their services.

Fathers often have littie contact with each other, and seldom get o know eac
other well enough for muwual support. They usually have Jess contact with healt
care workers than mothers, and may well be threatened by their spouses possib
preoccupation with discussion. plans and achievemenis of their disabled child

 The gulf between the actual capabilities of disabled children and the role the;
grandparents had anticipated for them is just as large as for parents, yvet the rol
“mother of a disabled child” has more form, even if it is vague, than dos
“grandparent of a disabled child"”. Remember, 100, that grandparents have nc
only a disabled grandchild, but a grieving child. as well as their own grief to dez
with, '

Health care workers have a responsibility to be aware of community resource
from which disabled children and their families muy benefit. This include
presentation of factual inlormation about any possible resource, and a subjectiv
optnion of the value of that resource in relation to the family.
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