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Disability and family carers

For many people with a disability, families provide the primary and often the only level of
care. And for those with lifelong disability, the community has accepted that families will
make a lifelong commitment to provide that care.

Of course, why people become caregivers varies greatly with the nature of the disability and
the expected duration and complexity of the caring role. In addition, attitudes and needs of
caregivers will also differ throughout the time of caring. A lifelong carer, for example, may have
very different responses to the caring role when a child with a disability is very young com-
pared to their needs and expectations after providing that care for forty or more years. 

Caring can, therefore, differ greatly and requires a quite subjective analysis in order to
understand the complex and changing issues involved. There is unfortunately, a significant
gap in the data that might assist in obtaining a better understanding of the extent of differ-
ence. There is an urgent need to fill this gap in information if, as a community, we can
develop appropriate disability-and family-carer policy responses. 

This commentary, however, looks at the issues of care giving as they apply to those with a life-
long disability, usually acquired either at birth or as a result of some trauma event later in life.
In these circumstances, the impact of the disability is immediate and unforeseen.

How then does a family respond to such a situation?
After dealing with the shock that comes from being suddenly confronted with a child or young
family member with a disability, the family has to resolve, often quite quickly, who and how
the lifelong care for that person is to be provided. In making that decision, families frequently
have no knowledge or experience of disability and may not know how or where to go to access
information. A decision to provide family care is generally a response to the fundamental role
that parents and families have to provide for their children or other family members. However,
the reality is that there are few acceptable care alternatives to which a family might turn to
provide an appropriate level of care for a person with a disability.

Nevertheless, family care giving is usually generous and provided with love and compassion.
It also frequently brings to the caregiver a personal sense of satisfaction and achievement. The
pleasure of seeing a person with a disability responding to care, growing in capacity and devel-
oping their relationships and experiences is very powerful. While there are these personal
benefits flowing to a caregiver, it nevertheless comes at significant emotional, social and eco-
nomic cost to the family. The challenge for a community is to seek out ways in which the
impact of these costs can be reduced so that families have the opportunity to experience a pos-
itive outcome from the caring role both for themselves and for the person with the disability. 

But for most families of a person with a disability who require significant community sup-
port, that support is often too little, inappropriate or non-existent. 

Consequently, even though some families may wish to provide care to their child or relative
with a disability, they simply may not have either the emotional or financial ability to do so.
In these circumstances, crisis results and a “crisis solution” is found either through a char-
itable service, government or other support agency. Because such a solution is neither
anticipated nor planned, it often ends up not being the best solution for the person with the
disability, their family or the funding agency. The trauma often associated with such an
event demonstrates that there must be a better way.

There is little doubt that the advent of a disability in a family places stress on relationships
and anecdotally at least, can play a role in family breakdown. However, the most significant
issue is that overwhelmingly mothers or other female relatives, such as grandmothers, are
predominately the providers of care. 

The Summary of Findings in the ABS Disability, Ageing and Carers Survey in 2003 disclosed
that of the 200,483 people with disability who were accessing services funded under the
Commonwealth/State disability funding agreement, almost 79% were receiving care and sup-
port from their mother or other female relation (Gibson, Madden, & Stuer, 2003). 

Of course, for those people with a disability who have high support needs and lifelong dis-
ability, the pressure on mothers and the family can be great.

The demands can be so great that carers may be required to devote significant time to their car-
ing responsibilities. This can take away time that may be devoted to the needs of other
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members of the family who may feel neglected. This is espe-
cially traumatic for mothers who are torn between their role
as a carer and their desire to be a good parent to their other
children. Unless handled with great understanding and skill,
siblings of the person with the disability can often harbour
strong negative feelings, believing that the caring responsibil-
ity has taken their mother away from them. To this is added
the concern that when their mother dies or can no longer pro-
vide that care to the person with the disability, that the sibling
themselves may end up having to undertake that caring role. 

Of course, as mothers of people with lifelong disabilities get
older they also may end up becoming the carers of their
ageing parents/relatives, creating further stress within the
family. These intergenerational issues have not received
the community attention that they deserve and again there
is a lack of adequate data on the issue.

All of these factors mean that family carers are limited in
their ability to participate economically and socially in the
community. Caring and lifelong caring in particular, has
resulted in many having to abandon careers or limit their
ability to work and contribute to the family income. This,
together with the high incidence of single parent families pro-
viding lifelong care, strengthens the likelihood that families
with disability will be in a lower income group in the commu-
nity. This is a significant challenge for many especially when
the disability itself frequently brings with it additional costs.

The lack of social connection by a family carer is also widely
experienced. They may find it difficult to maintain their pre-
caring social activities as their responsibilities to the person
with a disability may not be flexible enough or allow them suf-
ficient time. Consequently, many family carers experience
isolation from their community. Where connection does take
place, however, it tends to be a social network narrowly cen-
tered on disability. Nevertheless, these personal contacts
while limited, are important as they do provide some support
for the family and are a vital source of information. If there is
one constant concern for family carers, it is the lack of access
to relevant information and support networks. 

Critical to expanding social and economic participation is
the opportunity for access to respite services for a family
member with disability. Respite can allow the family to
build those social connections or engage in employment or
recreation. At this stage respite facilities are limited in met-
ropolitan centers and are few and far between in regional
and rural Australia. 

Sadly, it is not unknown for respite services to be used as a
place where desperate parents have “abandoned” their
child/young adult with a disability who without adequate
support are unable to continue their caring role and see no
other alternative. Again, there is little information on the
extent of this tragic practice or its consequences.

Of course, each of these issues are not new and it is recog-
nised that both families and the disability community have
struggled over the years to find solutions. 

However, a new issue is now impacting on the ability of some
families to provide care to a person with disability. Because of
advances in medical and other services, people with disability
are now living longer – and living longer with their families or
other carers. The flow-on from this is that the family carers
themselves are also getting older and increasingly unable to
provide a level of care. In addition, people with certain dis-
abilities age at a faster rate than others and as people age they
may acquire additional disabilities. All these factors limit both
the ability of the carer to support the person with the disabil-
ity and change or extend the nature of the disability itself and
the type of care needed.

Unfortunately, there is no complete picture of the extent of
this problem or how many families might be affected. A
clearer picture will possibly not be known until the results
of the ABS Census 2006 are released and analysed. Some
estimates however, can be drawn from published data. For
example, the Australian Institute of Health and Welfare in
its publication Australia’s Welfare noted that in 2003
almost 113,200 people aged 65 years and over provided
primary care. If that is added to the ABS finding of the same
year that 37% of primary carers providing 40 or more hours
of care a week and 18% between 20 to 39 hours, the ability
of ageing carers to maintain that level of care must be
drawn into question. To obtain a complete picture, how-
ever, it would be necessary to look more specifically at
those ageing carers who are providing lifelong care and that
data appears not to be available.

The number of people with a disability who are ageing and
living with their parents or other family members is equally
difficult to quantify with trends only available over time.

Of concern to most families providing care is that there is lit-
tle planning or support being given to resolve the question of
what happens to the provision of care when the principal
carer is no longer able to provide it. Equally important is the
need to consider the type of aged care facility that might be
developed for people with a disability. At the moment there
are very few available and older people with disability would
be placed, where possible, in nursing homes regardless of
whether they are the most appropriate services.

If there is any one issue that concerns most family carers,
it is the ability to plan for families to be able to “retire” from
the caring role at an appropriate time but with the confi-
dence that the family member with the disability will
continue to receive the best care possible. Caring by fami-
lies should not be a lifelong (or even inter-generational)
commitment where death or inability are the only ways in
which it can be concluded. As was pointed out in evidence
to the Senate Committee on Community Affairs’ (2007)
investigation into the Funding and Operation of the Com-
monwealth State & Territory Disability Agreement, 2007: 

“This is not about families trying to renege on their
responsibilities. It is about quality of life, not just for
the person with the disability but for the whole family.
It is about choice for families” (p.120).

However, for people with disability and their families to
exercise any choice there must exist a range of alternative
care and support arrangements.

Such an outcome would then encourage families to do what
they can do well and that is to provide the best care for their
all those who make up their family. Most importantly, they
would do so in the knowledge that they will receive support
in that role and that when they can no longer provide that
care, those with a disability can continue to enjoy a healthy
and secure life.
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