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Senator BOYCE (Queensland) (12.45 pm)—I would
like to speak today about an ongoing and serious is-
sue for parents of children with a disability. The issue
actually hinges on the very poignant question: what
happens when we are too old or are no longer able to
care for our children with a disability? This issue
came to the fore again recently in Brisbane, in a radio
interview given to the ABC by a very well-known
rugby league coach. The interview started out being
about his team’s ability and position on the ladder,
but what caused a fuss about this interview was that
this very controlled, very strong man became very
emotional—with his voice actually breaking—when
he was asked about the future for two of his children
who have a disability. The question that was asked
was: what about their long-term future? He answered
that it was something that he lived with each day and
it was not going to go away. He hoped that he and his
wife had prepared for their future as best they could
and that the family would be there to pick up the
pieces when he and his wife were no longer around.
His two children will no doubt have their physical
needs met in the future. But as to their happiness,
their sense of contentment with life, this planner and
motivator extraordinaire could simply say that he
would do his best and hope everything would be all
right.

This same question and this same hope, rather than
certainty, about the future confronts many thousands
of families around Australia—families that have an
adult child or a growing child with a disability. Many
of these families have a far lesser ability to plan and
to carry through their plans than the well-known Bris-
bane coach as they face this dilemma of getting older
and continuing to look after their adult children with a
disability. What happens to those we care for when
we are no longer around or no longer able to care for
them? The size of this problem within Australia is in
fact relatively new. Firstly, advances in medical treat-
ment mean that people with disabilities are, on aver-
age, living much longer lives—in many cases, with
life spans close to the average Australian life span. In
the 1960s, the life expectancy for a person with down
syndrome was about 32 years. I now know a number
of adults with down syndrome who are well into their
sixties and living active, productive lives. I know
young men with muscular dystrophy who are living

well past the life expectancy for people with this dis-
ability. So there are more older people who have a
disability than in previous generations, and we have
the right to have every expectation that, in many
cases, these people will outlive their parents. This is a
relatively new phenomenon.

Secondly, the great majority of people with a dis-
ability now live in the community, either with or near
their families. They do not spend their lives from
birth to death in institutions, as happened in previous
generations. But their ability to live functional lives
within the community is often very dependent on the
little things that their family do to assist them. I am
speaking here not of paid services that are often
provided by professional organisations but of the
smaller things that keep life ticking along. Without
that sort of planning and help from their families,
there is a very real risk that, at their parents’ death,
these adult children will lose not just their parents but
also their home as they struggle to cope without a
caring monitor of the quality of their lives. The med-
ical and social advances that I have mentioned that
have led to this increasing longevity and community
inclusion for people with disabilities are to be very
loudly applauded. But these advances have created,
on a larger scale than we have ever seen before, a
new and urgent need for long-term planning by par-
ents and by siblings of people with a disability.
Carers Australia has in fact described this need as a
policy crisis.

I would like to flesh out a little for senators this di-
lemma being faced by thousands and thousands of
Australian parents. In the majority of cases, these
people with a disability will have their physical needs
taken care of by others when their parents have gone.
They will most likely be adequately fed, clothed and
housed. But I ask any parent in this place to think
about whether that would be their idea of enough for
their child or for any vulnerable person they know. In
fact, in contemporary Australia, our idea of an ad-
equate or a good life includes a very high social com-
ponent. In terms of a hierarchy of needs, an adequate
or a good life includes living somewhere that is genu-
inely your home, not just a roof over your head con-
trolled by others where you can sleep. A good and ad-
equate life includes spending time with people you
like and/or love—people who care about you because
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of you, not because they are paid to do so. It includes
spending your time involved in activities that you ac-
tually enjoy, not just filling in the days going to func-
tions and on outings that someone else thought might
be a nice idea for you. Most crucially, a good or an
adequate life within contemporary Australia involves
having people who care about you and about the sort
of life you are leading.

In many cases, when parents die, the siblings will
take up this monitoring role for adults with a disabil-
ity. But I hope that we as a society have already re-
cognised that we ask far too much of many parent
carers, ignoring their needs until they are at crisis
point. To expect siblings—who probably have their
own families, life issues and problems—to replace
the parent completely in that role is, in my view, un-
realistic and unreasonable. Most parents of people
with a disability whom I know do not have an expect-
ation that a sibling would completely replace them.
They expect the siblings to be involved in the life of
their brother or sister but they do not expect them to
be the provider of all things in the way a parent might
happily be.

I would briefly like to mention those who will not
even get the basics of adequate minimum care that we
are talking about—basic food, shelter and clothing.
Many of the homeless people in our cities and those
living in boarding houses and hostels are people with
psychiatric and intellectual disabilities. They are very
vulnerable people who have fallen through the cracks.
None of us, least of all the state governments, can be
proud of our lack of support for homeless people.

For the past few years, I have been involved with a
Queensland organisation called Lifeways. I want to
speak briefly about the purpose of Lifeways, as it
relates to planning. The basic premise of the Lifeways
organisation is that good housing, good support ser-
vices and adequate financial resources are very im-
portant in the lives of adults with a disability but it is
even more important for vulnerable people to be
cared about—that is the critical need. What keeps
vulnerable people safe is not a good house, a good
car, a good bank account or a good service provider
but having someone—and preferably lots of
people—in their lives to ensure that they are not be-
ing exploited, abused or neglected.

The Lifeways solution to this problem would be to
have paid facilitators to help families, including the
person with a disability, to develop a long-term plan
and a personal support network that would gradually
replace the parents in caring about the individual at
the centre of the plan. There is some good Canadian
research on the establishment of networks. It would
certainly involve siblings, if there are siblings around,
but often people who are keen to be involved in the
life of a person with a disability are not recognised by
parents. Parents of children with a disability, particu-
larly a psychiatric disability, often experience a lot of

negativity from others and they are very reluctant to
ask for help. So the idea of having an independent fa-
cilitator who would locate people to be part of a net-
work, and maintain that network as it inevitably goes
through the waves and troughs that any organisation
established by people will do, is very important to
this plan.

It is also very important for helping people in more
remote areas where there simply may not be enough
people to establish a support network of known vo-
lunteers within the social networks of the family. It
would be thought that, in situations like that, you
would have people from community organisations
and church groups involved in assisting perhaps more
than one person with a disability so that, in the long
run, when parents are no longer there, there is a group
of people who care about the person with a disability
and care about continuing to ensure that there is a
group who will monitor the quality of the services
that are being offered to these people not just for their
adequacy but for their suitability for the particular in-
dividual.

I think it is important to note that succession plan-
ning services should not be provided by current ser-
vice providers. By that I mean that the organisation
that is currently providing accommodation or em-
ployment or assisting with personal hygiene and
health issues should not also be the organisation that
is doing the planning for those things. It seems to me
and Lifeways that there is an unacceptable conflict of
interest if organisations that are providing accom-
modation and other services are also assisting famil-
ies to plan for the provision of services and for monit-
oring the quality of those services.

Late last year the Department of Families, Com-
munity Services and Indigenous Affairs responded to
this planning crisis by producing two very useful
booklets on succession planning for families. This
followed quite wide consultation throughout Queens-
land. This parliament also passed legislation, initially
developed by Senator Patterson when she was the
Minister for Family and Community Services, to en-
able families to establish special disability trusts. I
think special disability trusts deserve wider publicity
and recognition than they are currently getting. There
was a catch 22 for parents who were trying to provide
for an adult child with a disability in that if they man-
aged to save any significant amounts of money to
help that person it affected their pension entitlements.
Special disability trusts allow families to have funds
of up to half a million dollars and a principal place of
residence for the use of the adult with a disability be-
fore pension entitlements and other government bene-
fits are affected. This gives people a very strong im-
petus to save to underpin that planning for the future.

It is also worth mentioning that in recent weeks
Minister Brough has announced a $1.8 billion disabil-
ity assistance package of supported accommodation
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and respite services. Information sessions on this will
be held throughout Australia in the coming weeks.

What are the state governments doing? In most
cases, it is very little. There is one good planning or-
ganisation in Queensland, called Pave the Way, but it
is only able to assist a very small proportion of those
families wanting help. Across the board, most state
governments are failing their disability communities.
Queensland, New South Wales, Victoria and Tas-
mania apparently cannot even manage to develop lists
of the known unmet needs in the disability area in
their states. They cannot meet even the most basic
governance requirements in relation to the Common-
wealth funding— (Time expired)
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