4 Families and carers

4.1 Introduction

The trend away from institutional living towards in-home care has seen children with
disabilities living and being cared for in their own homes with their families. This has
generally been accompanied by the responsibility of care transferring to family members,
usually the mother, with varying degrees of access to more formal forms of support. This
chapter starts with a brief discussion of the literature relating to characteristics of families of
children with disabilities (Section 4.2), before outlining some of the reported family effects of
childhood disability (Section 4.3). Section 4.4 closes with an exploration of the characteristics
of carers of children with disabilities, based predominantly on population data.

Unlike other chapters in this report, with the exception of Section 4.4, this chapter relies on
the research literature to describe the experience of families and carers of children with
disabilities. While Australian researchers are beginning to investigate this area, most of the
available published work comes from studies conducted in the United States and United
Kingdom and hence forms the majority of the detail here.

4.2 Characteristics of families of children with
disabilities
This section focuses on the Australian family and the characteristics of families of children

with disabilities, specifically their socioeconomic profile and the perceived ‘costs’ of
disability.

Family structure

Family structure in Australia has undergone significant changes in the last 30 years,
including a decline in fertility rates, a preference for smaller families, and an increase in
divorce-rates, one-parent families, and de facto relationships (McDonald 2003). The majority
of Australian families in 2001 were couple families with dependent children (39%) or couple
families without children (36%)(AIHW 2004d). One-parent families made up 15% of all
families.

Between 1991 and 2001, age-specific first marriage rates decreased for both men and women
aged less than 30 years, and men aged 30-34 years(AIHW 2003d). Median age at first
marriage also rose by two years in the same period. Divorce rates remained relatively stable
between 1991 and 2002, from 11.6 to 12.0 per 1,000 for men and 11.5 to 12.0 per 1,000 for
women (AIHW 2003a:218). The total fertility rate, however, fell from 1.86 to 1.73.

Children aged 0-14 years made up 21% (3,912,500) of the total population in 2001

(ABS 2002a). Of these children, 160,900, or 4.1% of this population, were Indigenous children.
Boys continue to outnumber girls; the ratio of boys to girls was 1.05 in 2001, reflecting a trend
observed since 1921.
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In 1998, 99% of children with a disability aged 0-14 years lived in households. Of these
children, 211,900 (or 72%) lived in a couple-parent family, and 83,700 (28%) lived in a single-
parent family. Bradbury et al. (2001), using the same data, estimated the disability rate for
children aged 5-14 years in single-parent families to be almost double that found in couple
families (7.3% compared to 3.8% respectively). This result suggests that 30.6% of children
with a disability live in single-parent families, compared with an estimated 18.1% of children
without a disability. The link between childhood disability and single-parent families has
been replicated in studies from the United States (US) and United Kingdom (UK) (e.g.
Newacheck 1998), although one UK study found little difference between single- and couple-
parent families if maternal education and income were controlled for (Boyce et al. 1995). The
stresses sometimes associated with raising a child with a disability (see discussion below)
have fuelled the belief that parents of children with disabilities are more likely to divorce
than other parents, explaining the association between childhood disability and single-parent
families. The evidence, however, is far from conclusive (Cooke et al. 1986; Longo & Bond
1984). For example, if social class is held constant, divorce rates in US families are not
significantly different between couples with children with disabilities, and couples without
(Wickler et al. 1984, in Boyce et al. 1995).

Socioeconomic profile

The socioeconomic profile of families that have a family member with a disability indicates a
strong association between the prevalence of disability and low income. In 1998, 70% of
household-living Australians aged 15-64 years with a profound core activity restriction, and
56% of those with severe restrictions, were in the two lowest income quintiles, compared
with 31% of people without a disability (AIHW 1999).* A similar picture is reported
overseas. In the US, children in low income families experience a 40% increased risk of
having a disability (Newacheck & McManus 1988) while in the UK, it has been reported that
three-quarters of families with a disabled family member are located in the bottom half of
income distribution (Martin & White 1988, in Bradbury et al. 2001).

For some families, having a child with a disability is inexorably linked to poverty, either
cyclical or in a more sustained fashion. A recent study of poverty in Britain identified the
birth or diagnosis of a child with a disability as a recognised ‘trigger event’ for poverty in a
person’s life (Department of Work and Pensions 2002). Younger people with an intellectual
disability, compared with their non-disabled peers, are especially prone to living in poverty.
For example, US households in which a person with an intellectual disability lived were
more likely than other households to have lower aggregate household incomes, receive
means-tested income support and live below the poverty line (Fujiura 1998). Families in the
UK with a child with an intellectual disability were also significantly more disadvantaged
than other families (Emerson 2003). Single-parent (mother) families are particularly
vulnerable, as these families tend to live in poverty and socially deprived areas more so than
families where both parents were resident. However, Emerson and colleagues have reported
that although single-parent families with a disabled child are more likely to live in poverty
or experience financial hardship than other families, the association between having a child
with a disability and increased risk of entering or living in poverty was actually significantly

14 This group includes people’s main source of income as being (a) wages, salary, own or partner’s
business, (b) superannuation, dividends or other private income source and (c) any government
pension allowance.
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higher for couple families with a disabled child (Emerson et al. 2004). A large population-
based study of 8,000 families in the UK found that couples who have a child with a disability
were at an 80% increased risk of living in poverty, and at double the risk of living in
persistent poverty (Emerson et al. 2004).

A rise in the rate of childhood disability associated with poverty has also been observed in
the US. Fujiura and Yamaki’s (2000) analysis of population survey data from 1983 to 1996
found that the rate of childhood disability in families living below the poverty line rose from
7.8% to 11.1%; for families at or above the poverty line, the rise was only 5.6% to 5.8%.

The relationship between disability and low income/poverty is a complex but so far
hypothetical one. For some families, it has been supposed, poverty may contribute to the
occurrence and severity of a child’s disability, because of the child’s increased exposure to
environmental risks and inadequate nutrition, housing and health care, or because of
increased maternal risk factors and their association with low birth weight babies and related
complications (Meyers et al. 1998). In other families, the special needs of a child with a
disability, and their associated costs (see below for further discussion), may lead to
socioeconomic disadvantage and poverty, particularly for families already living on a
limited income. For many families, however, it is likely to be the interplay between these and
other factors which increases the chance of a child with a disability living in a poor
household.

The “costs’ of having a child with a disability can be direct (i.e. financial) and indirect (e.g.
time constraints) (Jacobs & McDermott 1989) and may exert a significant effect on the
financial stability and functioning of a family. Research from the UK and the US generally
shows that the direct costs of having a child with a disability impact more on families with
lower incomes, with children with more severe disabilities, or more than one child with a
disability or chronic health condition. Three-quarters of British families with a child with a
disability surveyed during 1985 and 1988 reported not having enough money to care for
their child (Martin et al. 1988, in Dowling & Dolan 2001). They face on average three times
the costs of parents who do not have children with a disability (Gordon et al. 2000). In the
US, families with children with disabilities often experience out-of-pocket expenses two to
three times higher than other families (Newacheck & McManus 1988). These extra financial
commitments are particularly felt by families on medium to low incomes, especially those
receiving welfare payments. For example, around half of the out-of-pocket expenses
reported by US families receiving AFDC payments in 1993 and 1995 were directly related to
a child’s special needs (Meyers et al. 1998) and around 43% of AFDC families spent more
than US$100 in the previous month on child-related expenses (Lukemeyer et al. 2000). In
another study, caregivers living on low incomes and applying for specialised medical care
for their child indicated that 12.5% of their income went on costs associated with bringing up
a child with a severe disability (Leonard et al. 1992).

For families already struggling on low incomes, these sorts of financial commitments can be
hard felt and may lead to long periods on government benefits. Single mothers are especially
susceptible to the cycle of benefits dependency as their care commitments may prevent them
from taking up or staying in employment, and the costs of looking after their children
necessitates the receipt of some sort of income supplement. A number of studies examining
family disability and government benefits use in the US found between 10-30% of such
families had a mother, a child or both with a disability (Lukemeyer et al. 2000; Meyers et al.
1998). Brandon et al. (forthcoming), in their analysis of families receiving TANF (Temporary
Assistance for Needy Families) payments, proposed that child disability is as important as
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maternal disability in predicting a family’s need to receive government benefits.
Furthermore, single mothers with a disability, or with a child with a disability, are much less
likely to exit dependency on government benefits than other families.

One of the most described indirect costs of having a child with a disability is a mother’s
reduced opportunity to enter the workforce. The care required for a child with a disability,
coupled with a limited availability of specialised and experienced formal child care services,
often means mothers who ordinarily would like to work are unable to do so. This feeds
further into reduced family income and, for single mothers, can mean considerable financial
hardship and the previously discussed potential for long-term government benefits
dependence. Brandon and Hogan (forthcoming) describe the trade-off families are inevitably
drawn to consider: sustaining a higher income against the considerable amounts of time and
money needed to provide quality medical, rehabilitative and other forms of care for their
child. For many families, they argue, it is the latter and its subsequent positive effect on their
child’s wellbeing that is of greater importance than improved financial security.

In Australia, limited research has focused on families with children with disability and their
socioeconomic profile. A Western Australian study investigating sociodemographic
correlates of intellectual disability of unknown cause established that mothers in more
disadvantaged groups were at an increased risk of having a child with an intellectual
disability (Leonard et al. forthcoming). For mothers in the most disadvantaged 10%, their
risk of having a child with a mild or moderate intellectual disability was five times higher
than mothers in the least disadvantaged 10%.

A report by Bradbury et al. (2001) on socioeconomic disadvantage and the prevalence of
disability in Australia also confirmed the overseas pattern of childhood disability’s
association with lower household income. This association, however, was strong for single-
parent families only, the association being negligible for couple families (but see Emerson et
al. 2004).

4.3 Family effects of childhood disability

The family is an interactive and reactive being, where “the physical, social and emotional
functioning of family members is profoundly interdependent, with changes in one part of
the system reverberating in other parts of the system” (McGoldrick & Gerson 1985:5, in
Marshak et al. 1999). Families are not static but undergo regular transformation, as
individual family members move through and experience different stages of theirs and
other’s life cycles.

Family effects of childhood disability have received extensive research attention. Earlier
studies tended to focus on the mother, primarily in her role as primary care giver, but more
recently the scope has expanded to include other family members, specifically fathers,
siblings and grandparents. Much of this research describes the negative impact of having a
child with a disability (e.g. stress, family disruption) which Llewellyn et al. (1996) consider to
be the consequence of a “prevailing societal response to childhood disability as an
unanticipated, negatively defined event’. Closer scrutiny of the literature indicates, however,
a broad spectrum of experiences, felt within and between families; a range of experiences
universal to all families.
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Effects on parents

The birth of a child is accompanied by a myriad of positive emotions and expectations which
can be tempered by the realisation that the child is not what was originally anticipated. For
some families, that realisation occurs soon after the birth of a child, sometimes before, but for
others the child’s disability only becomes obvious as the child develops.

Parents who have a child with a disability must undergo a different process of adaptation
than other parents (Kearney & Griffin 2001), firstly by understanding and accepting the
child’s disability, and then by assessing what the future holds in terms of current priorities,
life plans and lifestyle (Barr & Millar 2003). For many parents, and their families, this process
‘cannot help but reflect to some degree the larger context of social attitudes and historical
realities” surrounding the meaning of disability (Ferguson 2002). These attitudes and realities
are frequently interpreted to be negative, fuelled at times by the perspective of professionals
and relatives or friends, and can often be overwhelming for parents.

Stress is an oft-cited response to the demands associated with caring for a person with a
disability. A discussion of carer health and wellbeing in AIHW 2003d indicated that carers
experienced a self-reported decline in their physical, emotional or mental wellbeing, feelings
of overload and poorer life satisfaction, and a negative effect on their personal relationships.
Rearing a child with a disability can be very stressful, and, for some mothers, such stress is
experienced much more acutely than mothers without children with disabilities. For
example, some mothers of children with autism (Mahoney et al. 1992; McCubbin et al. 1996,
in Little 2002), with physical and learning disabilities (Lewis-Abney 1993), and with
Asperger’s syndrome and nonverbal learning disorders (Little 2002), reported experiencing
high levels of stress and depression, and in the latter case, a higher incidence of seeking
professional help and taking medication. In turn, these mothers have felt a disruption to
their family’s functioning, with cohesion and harmony the primary casualties.

Single mothers may be more vulnerable to stress due to their dual role of primary caregiver
and primary bread-winner. Role conflict and overload, especially for single mothers with
little or no support, unrelieved daily responsibility and living off a low income, inflict
additional strains on mothers (Gottlieb 1997). However, a review of eight studies concluded
that having a child with a disability was ‘no clear disadvantage for single mothers” (Boyce et
al. 1995). While not denying that single mothers experience elevated levels of stress, Boyce et
al. (1995) argue that the mixed results from these studies suggest that a mother’s education
and income, or lack of, are the primary influence on stress levels, and act to mediate or
exacerbate any stress associated with looking after a child with a disability. Research
conducted by Emerson et al. (2004) also demonstrates the importance of socioeconomic
status as a moderating effect on a mother’s wellbeing; interestingly, it is the more affluent
mothers who experience elevated levels of stress, maternal unhappiness and lowered self-
esteem.

For fathers, the picture is not so clear, since the small number of studies completed, in
combination with the limitations of these studies to date, make it difficult to draw firm
conclusions about the likely effects on fathers. For example, most studies have tended to
focus on fathers of children with intellectual disability and on the period immediately
following identification of the disability (Marshak et al. 1999:148). However, on the basis of
studies to date, it appears that some fathers experience adverse reactions to the birth of a
child with a disability. When fathers cope poorly themselves, they can find it difficult to
support other family members, especially the mother. This has a number of effects, creating
family tension as well as possibly setting the tone for the whole family’s response to the new

47



child with a disability. There is some evidence that fathers cope better with a daughter than a
son who has a disability (Farber 1959, in Marshak et al. 1999; Grossman 1972 in Marshak et
al. 1999) but this has not been supported by later studies (e.g. Houser & Seligman 1991 in
Marshak et al. 1999). It has been suggested that fathers are more concerned than mothers
about socially acceptable behaviour of their children, social status and occupational success.
This can make them more affected by the visibility of their child’s disability (Lamb & Meyer
1991 in Marshak et al. 1999).

Recent literature reviews, however, have established a more equivocal relationship between
paternal stress and having a child with a disability (e.g. Boyce et al. 1995; Llewellyn et al.
1996; Marshak et al. 1999; Woolfson 2004). Some of this inconsistency can be explained in
terms of methodological issues (e.g. small sample size, consideration of families with
children of different types and severity of disabling conditions), or by taking into account
other, just as pertinent stresses such as difficulties associated with low income or poor
marital quality (see review in Britner et al. 2003). It has also been suggested that it is the
presence of behavioural problems, rather than disability itself, which exerts the most
demands on parents (Floyd & Gallagher 1997). However, another explanation is the very
simple fact that families are unique and differ both in their reactions to disability as well as
in their methods of coping and adapting.

Social support, or the extent to which a person receives assistance and help from others, is
one of the most common resources used by families to counteract the demands of looking
after a child with a disability (Crnic et al. 1983). Support may be informally or formally
resourced, actual or perceived, and generally characterised as either emotional or
instrumental. The most resilient of families are thought to be those who are skilled users of
social support resources, in particular ‘close-tie’ (familial) social support (Trute 2003).

Emotional support is possibly the more influential coping factor, particularly for mothers.
Receipt of emotional support helps buffer the rejection and isolation parents might feel due
to their intense involvement in the care of their child, and the social stigma often attached to
disability (Marshak et al. 1999). ‘Instrumental support’ is also crucial as it provides the
information or physical means by which families deal with the often complex support needs
of a child with a disability. Access to formal services, such as early intervention, respite,
therapies, equipment services, and family support programs, explains some of the variability
in stress observed in parents of children with disabilities (Shonkoff et al. 1992), although
there needs to be an associated sense of optimism that formal support will be helpful (Floyd
& Gallagher 1997). Instrumental support closer to home is also beneficial to parental
wellbeing; marital satisfaction tends to be greater if fathers routinely help their female
partners in at least some of the daily care-giving tasks (Willoughby & Glidden 1995).

In some instances, it is the perception of receiving support which may be of greater relevance
to parents than actual receipt. Trute (2003), for example, found that parents’ perception of
their own mothers being involved in their child’s care giving is the most ‘salient predictor” of
parenting stress and wellbeing.

The capacity to cope is also affected by more personal factors, such as the health and morale
of parents, problem solving skills, and an accepted readjustment of life goals, including a
redefining of what constitutes fulfilment (Folkman et al. 1979, in Leyser et al. 1996; Tunali &
Power 1993). These, the receipt of personal support and more formal support services, and
the financial security of a family all interact to influence a family’s chances of coping with the
recognised demands of raising a child with a disability. If one or more of these factors drops
out, that ability to cope may be fractured.
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While the literature has considered some of the positive outcomes of having a child with a
disability (e.g. strengthening of relationships between couples), there has been an absence of
any reflection on beneficial experiences. This may be because of a narrowed focus on the
effect of the disability, rather than a broader examination of the relationship the parent holds
with their child. Mothers and fathers of children with disabilities do report experiencing
positive emotional relationships with their children (e.g. O’'Halloron 1993) and feelings of
happiness and optimism (Leyser et al. 1996) and it is the establishment of the emotional bond
between parent and child which is possibly the most significant experience for a parent. As
Ferguson and Asch (1989:108) have stated:

’...the most important thing that happens when a child with disabilities is born is that a
child is born. The most important thing that happens when a couple become parents of
a child with disabilities is that a couple become parents’.

Effects on siblings

The sibling relationship is a unique one, usually the longest and most enduring of all family
relationships. This means that siblings are in a position to exert considerable influence over
one another over long periods of time. They are also in a unique position to offer support
and provide a buffer to the effects from the outside world.

Having a sibling with a disability may alter a child’s family environment in fundamental
ways. Time ordinarily spent with a parent may be disrupted by the caregiving commitments
of their parents, and siblings may also be expected, or needed, to assist in household tasks
and caregiving responsibilities, potentially reducing opportunities to participate in out-of-
home activities. There has been a lot of research interest in the psychological adjustment of
siblings of children with disability and, as found for parental effects, this has produced
mixed results. A review of the literature by Seligman and Darling (1997) summarises the
findings to date and notes that:

‘From an empirical point of view, the question of whether siblings are not affected, are
helped, or are harmed by the presence of a brother or sister with a disability remains
open to speculation. Available data have not yet determined the prevalence of
emotional problems among siblings residing with a disabled brother or sister
compared with that in families where there is no disability. The factors that interact
and subsequently lead to adjustment or psychological difficulties are many and
combine in complex ways’ (p. 143).

Powell and Gallagher (1993) have argued that the influence a child with a disability has on a
sibling can be placed on a continuum, with positive outcomes at one end and negative
outcomes at the other end. Adaptation is not a unidimensional construct, and differences in
sibling responses described in the literature may be an artefact of children displaying quite
different reactions at different moments and in different domains of functioning (Verté et al.
2003). Some of the interacting factors and circumstances are:

e Sibling age, gender, birth order, and age spacing between children may interact in
complex ways (Simeonsson & Bailey 1986). For example, adolescents seeking
independence may experience increased anger and resentment about their caregiving
role in conjunction with increased sensitivity to their own appearance and public image.
Also, female siblings, particularly those older than the child with the disability, may not
adjust as well (Gath 1974, in Seligman & Darling 1997). This is possibly because they
tend to be involved more in caregiving responsibilities than other, especially male,
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siblings (McHale & Gamble 1989), although a review has found no significant
differences in home and caregiving responsibilities between male and female siblings
(Damiani 1999).

Family size: There is some evidence suggesting that siblings from two-child families
experience more stress in relation to their sibling with intellectual disability than
children from larger families. This may relate to the extra helping hands or could be
reduced pressure on each sibling to excel to compensate for the sibling with disability
(Grossman 1972, in Seligman & Darling 1997).

The extent to which appropriate information is made available to siblings about the
health conditions and disabilities experienced by their sibling: Siblings who are not well
informed about their brother or sister’s health condition and disability, and hence do not
develop an understanding of the condition, are more likely to experience somatic
complaints and excessive guilt and anger (Rolland 1994; Roeyers & Mycke 1995).

The extent to which anger and guilt are experienced by siblings of children with
disability: This in turn depends on factors like the extent to which the child assumes a
major caretaking role in the family, the extent to which the child with disability may
restrict their sibling’s social life and the extent to which the child with disability requires
excessive time and attention from parents. Children may feel guilty over feelings of
rivalry toward a sibling who obviously needs special care (Crocker 1981, in McHale &
Gamble 1989).

The caregiving responsibility of siblings of children with disabilities: Siblings may have
to assume extra caretaking responsibilities, particularly if extended support is not
provided. Excessive caregiving can result in anger, resentment, guilt and possibly
psychological problems, particularly if this responsibility co-exists with limited parental
attention to the sibling (Seligman & Darling 1997).

Socioeconomic status: It has been suggested that greater financial resources make it
possible for some families to reduce the amount of responsibility assumed by siblings
(Grossman 1972, in Seligman & Darling 1997), with children from lower income families
reporting higher levels of household and caregiver responsibility (Stoneman et al. 1988).
However, the choice of families to obtain formal help from outside the family relates to
family values and other factors in addition to financial wealth.

The type, severity and number of disabilities: These factors have all been found to
influence the effect on siblings. Generally, the larger the number of disabilities, the
greater caretaking required, greater stress levels experienced by family members and
extra responsibility for siblings.

Parental attitude: If parents are having difficulties accepting the child’s disability and
view the disability as a ‘burden’ on the family, this attitude may filter down to other
children in the family.

A range of other effects on siblings are also discussed in the literature.

There is some evidence suggesting that parents may have excessively high aspirations
for their child without a disability. One study observed that the pressure to achieve was
particularly high if the child with the disability was a boy (Grossman 1972, in Seligman
& Darling 1997) while another found that the pressure on the child without a disability
to achieve was higher when their sibling had a developmental disability rather than a
physical disability (Coleman 1990, in Seligman & Darling 1997).
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Siblings may have some difficulty developing their own identity. Feigon (1981, in
Seligman & Darling 1997) observed that siblings of a child with disability strongly
identified with their sibling to the point that they felt that they were or would become
disabled themselves. It is possible that the basic life goals of siblings of a child with
disability may be affected. For example, Farber (1959, in Marshak et al. 1999) and
Cleveland and Miller (1977) found that ‘non-disabled siblings internalised helping
norms and turned their career endeavours toward the improvement of mankind or at
least toward life goals that require dedication and sacrifice’. There is not enough
empirical evidence to support the theory that siblings of children with disabilities are
more likely to enter ‘helping’ professions.

Siblings of children with severe behavioural problems may become the victim of violent
and anti-social behaviour. Siblings of brothers with disruptive ADHD behaviours from
11 families in the United States reported feelings of victimisation, through their brothers’
overt acts of physical violence and verbal aggression (Kendall 1999).

Many siblings exhibit some discomfort or difficulty explaining to peers about their
sibling, particularly if their understanding about their sibling’s disability is limited
(Monique Nesa 2004, personal communication).

Due to the extra care that children with a disability require, many siblings may have
limited opportunity to engage in out-of-home activities, either due to their extra
responsibilities or because their parents have limited time to arrange such activities
(Monique Nesa 2004, personal communication).

On the positive end of the continuum, siblings of children with disabilities have reported
increased self-esteem, empathy, maturity, and a sense of responsibility (see review of
literature: Kendall 1999; McHale & Gamble 1989), with the potential to influence family
resilience and cohesion. Lobato (1990) even claims that some children are advantaged by
living with a special needs sibling. She concludes:

‘To many parents of young children, it may seem as though the child’s illness or
disability will do nothing but harm to the other children. However, this is actually

quite far from the truth. As young siblings mature, evidence is clear that they usually
do not have more problems than other children. In fact, many siblings show areas of
great social and psychological strength. Their relationships with and behaviour toward

one another also tend to be more nurturing and positive than between many other
sibling pairs” (p. 60).

One consistent theme to emerge from the literature in this area is that siblings share their
parents” worry about the future care of their sibling with a disability (Damiana 1999; Powell
& Gallagher 1993). It is possible that this worry, and not the additional responsibility that

may be assumed by or required of siblings, leads to increased risk of psychological problems

such as anxiety and depression. Seligman and Darling (1989) recommend that a child’s
feelings about responsibility for their sibling with a disability, and their expectations about
their future caring role, should be a major focus for professionals working with siblings.

Effects on grandparents

Grandparents can provide enormous support to their adult children and grandchildren. In
terms of family systems, grandparents both affect and are affected by what happens in the
nuclear family of their own offspring.
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When a child with a disability is born, ‘grandparents, just like parents, must face the
disappointment of a “less-than-perfect” baby and ponder the relationship between this child
and themselves” (Marshak et al. 1999:159). From the parents’ point of view, they may be
acutely aware of and concerned about the reactions of their own parents to the birth or later
identification of disability in their child. The grandparents are likely to experience a “dual
hurt’, not only for their grandchild, but for their own child, who they perceive as being
burdened for life (Marsh 1993, in Marshak et al. 1995: 160). Grandparents must come to
terms with and grieve the loss of the idealised grandchild they wished for.

Grandparents typically have an expectation that the birth of a grandchild will be associated
with many of the fun and joyful aspects of child rearing, in the absence of the full
responsibility of caring for a child, a role which they have already completed. They must first
deal with their own disappointment, as well as possibly going through the same stages as
parents of denial, grief, anger, detachment and eventually acceptance (Marshak et al. 1999).

Grandparents can and do provide considerable support to parents raising a child with a
disability. Maternal grandmothers are usually the primary source of support for parents
(Baranowski & Schilmoeller 1999; Findler 2000; Trute 2003), particularly for their daughters.
In one Israeli study mothers of children with cerebral palsy ranked their mother ahead of
their own husband as their most important source of support (Findler 2000). Fathers also
benefit from receiving parental support; stress levels in fathers are lower when their parents
are involved in caregiving (Sandler et al. 1995).

Research has found that a father’s relationship with his own parents is the most important of
all his support sources (Weisbren 1980, in Marshak et al. 1999). This research found that
fathers and mothers who perceive the father’s parents to be supportive, were more likely to
engage positively with the child and feel more positive about their child.

Grandparents who live near their children are likely to make contributions in varied ways.
They may assist with practical tasks such as shopping, errands and cleaning, provide
childcare and respite, and help parents to access information, community resources and
services. But it is their emotional support and ability to accept the child with a disability that
parents really value. Emotional support, both perceived and received, has been shown to
improve parental wellbeing and reduce stress (Findler 2000; Seligman 1991; Trute 2003).
Hands-on support also benefits the grandparents themselves. Caring for a child with a
disability allows grandparents to get to know their grandchild on a more intimate basis,
promoting feelings of pride and normalised attitudes towards the child (Green 2003).

The impact of grandparent involvement, however, is not always positive or benign.
Problems can arise between the mother and paternal grandparents, in particular the paternal
grandmother (Marshak et al. 1999). It is not uncommon for the paternal grandmother to
blame the mother for the child’s disability (see, for example, Pieper 1976, in Marshak et al.
1999) and for both sides of the family to spend a good deal of time examining their potential
role in the disability in their grandchild. Difficulties may also arise if grandparents do not
understand the problems parents face in raising a child with a disability or there is
disagreement over the best way to care for such a child. Mothers of children with Down
syndrome reported higher stress levels if there was any conflict with grandparents, although
fathers’ stress levels were not affected (Hastings et al. 2002). Other studies have indicated
that grandparent involvement is considered by some parents as an additional burden
(Hornby & Ashworth 1994; Seligman 1991).

Marshak et al. (1999) noted that grandparents are an important resource for families in which
a child has a disability. Research suggests that grandparents often want to be better informed
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about their grandchild’s disability, suitable therapies for and the likely long-term outcomes
for their grandchild (Vadasy et al. 1986). Grandparents also worry about whether they are
doing the right thing for their grandchild and own offspring and express anxiety about the
future (Marshak et al. 1999:166). Marshak et al. (1999) suggest that the inclusion of
grandparents in support groups, whether on their own or with their extended family, may
provide a valuable mechanism for improving the functioning of the entire family.

4.4 Characteristics of carers of children with
disabilities

Most of the care children with disabilities receive is informal, usually provided by the family.
Formal support is provided in some cases, and to varying levels (AIHW 2003d), with very
few children being cared for solely by a formal carer. While a family member’s role in caring
for a child with a disability is a natural expression of their relationship with that child, more
generalised studies of informal care reveal the situation may not always be the carer’s first

choice (CAA 2000; Schofield et al. 1997) and partly a consequence of the carer not having
access to additional forms of support.

In 1998, there were 62,600 self-reported primary carers, providing care to children with
disabilities aged 0-14 years and living in the same household.® A primary carer is a person
of any age who provides the most informal assistance, in terms of help or supervision, to a
person with one or more disabilities. The assistance has to be ongoing, or likely to be
ongoing, for at least six months and be provided for one or more of the core activities
(communication, mobility and self-care). The following provides a profile of these primary
carers; an absence of appropriate comparative data prevents any discussion of carer
characteristics against other members of the community.

Relationship of carer

Who, then, are the primary carers of children with disability living in households? The great
majority are mothers—in 1998, 53,400 primary carers of children with a disability aged

0-14 years, or 85% of all such carers, were mothers (Table 4.1). Another 6,300 carers were
fathers, with parents representing 95% of all primary carers looking after resident children
under the age of 15 years. The other 5% of carers were relatives or friends, most of whom
were female. Family, and other informal carers, thus provide the majority of care for children
with disabilities.

15 The following analysis is derived from ABS survey data collected for respondents identifying as
primary carers of children aged 0-14 years with a disability.
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Table 4.1: Primary carers of co-resident children aged 0-14 years with a
disability: relationship to recipient of care, 1998

Primary carer ’000 %
Mothers 53.4 85.3
Fathers *6.3 *10.1
Female friend or relative *2.7 *4.4
Male friend or relative **0.2 **0.3
Total 62.7 100.0

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates
marked with * have an associated RSE of between 25% and 50%. These estimates should be interpreted
accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Primary carers are also involved in the care of non-resident children. Around 19,100 primary
carers reported in 1998 that they provided care for children with disabilities aged 0-14 years
not living in the same household. The relationship between non-parental primary carers and
non-resident children cannot be derived using the data source but these numbers suggest a
sizeable proportion of primary carers of children with disabilities are other relatives or
friends.

Type of support received

As discussed earlier, caring for a child with a disability, and particularly one with high
support needs, can mean considerable investment of time (and money) in care
responsibilities. This is especially so if little or no formal support is available or obtained. The
balance of formal and informal support received by children with a severe or profound core
activity restriction varies depending on the type of assistance needed (Table 4.2). Whereas a
considerable proportion of assistance with communication is provided via a combination of
informal and formal support (75%), it is informal support that accounts for the majority of
reported assistance associated with self-care (84%), health care (66%) and transport (75%).

Table 4.2: Children aged 0-14 years with a profound or severe core activity restriction living in
households, by need for assistance with daily activities and type of assistance received, 1998

% type of assistance received % extent need for assistance met

Informal Formal Total
Type of activity only only Both None Fully met Partly met Not met (’000)
Self-care 83.5 **0.8 13.2 **2.5 90.4 *71 **2.5 85.2
Mobility 52.3 *3.5 413 **2.8 86.0 *11.2 **2.8 72.9
Communication 16.8 *4.9 75.3 *3.0 53.2 43.8 *3.0 90.9
Health care 65.8 **0.7 314 *2.1 86.9 *11.0 *2.1 72.7
Transport 75.4 0.0 *20.2 **4 .4 74.2 *21.4 **4 .4 324

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates marked with * have an associated
RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Over half (57%) of primary carers reported spending 40 or more hours a week actively caring
for or supervising a co-resident child with a disability (Table 4.3). Caring responsibilities
largely centred on self-care and communication tasks, with 88% of all primary carers usually
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assisting a child with a disability with their self-care and communication respectively (Table
4.4). Fewer primary carers (43%) reported assisting children with mobility-related tasks. This
distribution of care behaviours, however, must be treated with some caution as they do not
necessarily represent a needs ranking for children with disabilities, nor do they take in to
account other or additional forms of support received, for example, some children may
receive mobility assistance from an aid or a formal support service. Furthermore, younger
children, regardless of whether they have a disability or not, normally require some sort of
assistance with these activities, such as self-care and to some extent mobility.

Table 4.3: Primary carers of co-resident children aged 0-14 years with a
disability: hours of care provided per week by the primary carer, 1998

Hours of care per week ’000 %
<20 12.2 19.5
20-39 12.5 19.9
40+ 35.4 56.5
Not stated *2.5 *4.1
Total 62.7 100.0

Note: Estimates marked with * have an associated relative standard error (RSE) of between 25% and
50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Table 4.4: Primary carers of co-resident children aged 0-14 years with a
disability: assistance with core activity, 1998

Core activity ’000 % of all carers
Self-care 55.2 88.0
Mobility 27.0 43.0
Communication 37.4 59.7
Total® 62.7

a) Respondents could answer for more than one core activity restriction;, therefore total percentage does

not add up to 100%.
Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Support needs for carers

The majority of primary carers looking after children aged 0-14 years with disabilities
expressed a need for additional support in their caring role —33,000 primary carers or 53% of
all carers of children this age with a disability. Of these primary carers, financial assistance
(38%) and more respite care (27 %) were the greatest needs identified (Table 4.5). Another
12% of carers felt they needed more emotional support.
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Table 4.5: Primary carers of co-resident children aged 0-14 years with a
disability: greatest support needs, 1998

’000 %
Primary carer needs more support
Needs more support 33.0 52.6
Doesn’t need more support 26.7 42.7
Not stated *2.9 *4.7
Total 62.7 100.0
Greatest need®
More respite care 9.8 27.4
Financial assistance 13.5 37.5
More physical assistance **1.8 **4.9
More emotional support *41 *11.6
Improvement in own health 2.9 *8.2
Other **0.9 **2.4
Not stated *2.9 *8.1
Total 35.9 100.0

(a) Includes only primary carers who indicated needed improvements or more support in their caring role.

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates
marked with * have an associated RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Carer labour force status and income source

Such care commitments can impede a primary carer’s ability to enter and/or stay in the
workforce. Forty-nine per cent of primary carers who were mothers of care recipients
reported they were not currently in the labour force, compared with 40% of mothers with
children under the age of 15 years (Table 4.6). Of those carers who were employed, the
tendency was towards part-time (37%) rather than full-time employment (8%). A similar
pattern was observed for other mothers of children under the age of 15 years; however, a
considerably higher proportion (23%) was in full-time employment compared with mothers
of children with a disability (8%).

Table 4.6: Labour force participation of primary carers@ of co-resident children aged 0-14 years
with a disability and mothers of children aged 0-14 years, 1998

Primary carers All mothers
Labour force participation 000 % 000 %
Employed full-time *4.5 *8.2 468.6 22.6
Employed part-time 20.0 36.7 672.4 325
Unemployed **2.3 **4.3 99.8 4.8
Not in the labour force 26.6 49.0 830.7 40.1
Total 53.4 100.0 2,071.6" 100.0

(a) For comparison purposes, primary carers in this instance include mothers only.
(b) Includes mothers in couple and single-parent families.

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates marked with * have an associated
RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file; ABS 1998.
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Primary carers also relied greatly on government pensions or benefits as their main source of
income (62%) (Table 4.7). Around 26% of primary carers reported wages or salary as their
main source of income. Further, 41% of carers had extra expenses associated with caring for a
child with a disability, with another 28% seeing a decline in their overall income. Of this
group, 61% also experienced difficulties with their everyday living costs.

Table 4.7: Primary carers of co-resident children aged 0-14 years with a disability:
principal source of income and effect of caring role on financial situation, 1998

’000 %
Principal source of income
Wages or salary 16.4 26.2
Profits/dividends *5.5 *8.8
Government pension or benefit 39.1 62.3
Child support **0.7 *11
None **0.8 **1.2
Not known **2.1 **0.3
Effect of caring role on financial situation
Income not affected 14.5 231
Income has increased *2.9 *4.6
Income has decreased 17.4 277
Has extra expenses 25.4 40.5
Not stated *2.6 *4.1
Total 62.7 100.0
Difficulty with everyday living costs due to
caring role @
Has difficulty 274 60.5
Does not have difficulty 14.2 31.4
Not stated *3.7 *8.1
Total 45.3 100.0
(a) Includes only primary carers who indicated their income had decreased or incurred extra expenses as an effect

of their caring role.

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates marked
with * have an associated RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Carer health and wellbeing

The high demands of caring for a person with a disability, particularly if care is not
supplemented by additional forms of support, sometimes impact negatively on the health
and wellbeing of primary carers. Mediating factors identified as relieving the potential
stresses associated with constant caregiving are identical to those described in the previous
section on family effects, for example, quantity and quality of emotional and formal support,
and the socioeconomic status of the caregiver and care recipient. Since these factors play an
important role in how carers cope with their caregiving responsibilities, the range of
caregiver experiences described below are likely to have been influenced by the caregivers’
environment.
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In 1998, at least a third of all primary carers interviewed in the ABS survey indicated either a
change to their emotional or physical wellbeing or frequent bouts of fatigue, worry and
depression (AIHW 2003d). For primary carers of children with disabilities, the effects are
even more widespread since 46% of these carers felt their emotional or physical wellbeing
had changed as a result of their caring responsibilities (Table 4.8). Similarly, about half of
primary carers reported feeling weary or lacking energy, or feeling worried or depressed.
Around 19% indicated they had been diagnosed with a stress-related condition since taking
on the caring role.

Table 4.8: Primary carers of co-resident children aged 0-14 years with a disability, living
in households: reported changes in emotional and physical wellbeing, 1998

’000 %
Change in emotional or physical wellbeing
Changed 28.8 46.0
Not changed 31.3 49.9
Not stated *2.6 *4.1
Feelings of weariness or lacking energy
Frequently feels weary or lacks energy 31.0 49.5
Does not frequently feel weary or lack energy 29.1 46.4
Not stated *2.6 *4.1
Feelings of worry or depression
Frequently feels worried or depressed 30.7 49.1
Does not frequently feel worried or depressed 29.4 46.9
Not stated *2.6 *4.1
Stress-related condition
Has diagnosed stress-related condition 11.7 18.6
Does not have stress-related condition 48.5 77.3
Not stated *2.6 *4.1
Total 62.7 100.0

Note: Estimates marked with * have an associated relative standard error (RSE) of between 25% and 50%. These estimates should
be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

The emotional wellbeing of primary carers, and to some extent their health, is influenced by
the quality of relationships they have with family members and friends, and indeed the
recipient of care. If changes occur in these relationships, in either a positive or detrimental
sense, a primary carer’s wellbeing may be significantly affected. The status of a primary
carer’s relationship with other individuals since taking on the caring role varied somewhat
depending on who the relationship was held with (Table 4.9).

On the whole, primary carers did not experience any change to their relationship with the
recipient of care (37%) or feel that it had brought them closer together (40%). In contrast,
primary carers who had a spouse or partner reported a more mixed picture. While 25% felt
their relationship with their partner had been unaffected, and another 13% experienced a
greater closeness, around 26% described this relationship as strained and 20% felt they
lacked time alone together.
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Table 4.9: Primary carers of co-resident children aged 0-14 years and with a disability: changes to
relationships with child, family and friend

Recipient Spouse/partner Other family Friends

’000 % 000 % ’000 % ’000 %
Unaffected 22.9 36.6 12.7 25.4 11.7 18.6 25.7 40.9
Closer 24.7 39.4 *6.3 *12.7 *3.9 *6.2 *3.2 *5.1
Losing touch/ lack of — — 101 20.3 241 38.4 171 27.3
time alone
Other effect — — — — **1.5 **2.3 — —
Strained 11.9 19.0 12.7 25.5 12.5 20.0 14.1 22.5
Not stated *2.6 *5.0 *8.1 *16.2 *2.6 *4.1 *2.5 *4.1
Total 62.6 100.0 49.9? 100.0 56.3" 100.0 62.6 100.0

(@)  Excludes primary carers who do not have a spouse or partner.
(b) Excludes primary carers who do not have a co-resident family member.
— null cells

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates marked with * have an associated
RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Relationships with other members of the family appear to have suffered more than other
types of relationships. Almost two-fifths (38%) of primary carers reported lacking time alone
with family members and 20% felt a strain in their relationship with other family members.
Only 6% described their relationship with other family members as becoming closer. The
status of relationships with friends was more equivocal. While just over a quarter (27%) of
primary carers lost touch with friends after they took on the caring role, and another 23%
sensed a strain in these relationships, around 41% maintained that these relationships had
been unaffected.
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5 Services, assistance and
other care arrangements

5.1 Introduction

As noted in previous chapters, the vast majority of care for children with disabilities is
provided informally. A range of formal services and assistance is also available from
government and non-government sectors to assist families generally. Where families include
a child with a disability, some disability-specific forms of assistance are also available. The
first section of this chapter (Section 5.2) focuses on income support arrangements for families
in which a child has a disability. Section 5.3 then describes the main specialist disability
services available to these families, including the characteristics of the children using these
services and the types of service received. The final sections of the chapter (Sections 5.4 and
5.5) examine what is known about the use of generic services and alternative care
arrangements by children with disabilities.

5.2 Income support

The Australian Government is the main source of income support for families caring for a
child with a disability or severe medical condition. Centrelink, on behalf of the Australian
Government, provides two main payments to carers for children under the age of 16 years:

e Carer Payment (Child); and
e Carer Allowance (Child).

In addition, carers may be eligible for a Pensioner Concession Card or Health Care Card,
Pharmaceutical Allowance, Rent Assistance and the Pensioner Education Supplement (PES).
Families may also be eligible for the Family Tax Benefit and other benefits available to all
families, dependent on income and assets tests. Details of each of these payments and
allowances are provided below.

Carer Payment (Child)

Carer Payment (Child) is an income support payment for people whose caring
responsibilities prevent them from substantial workforce participation. The recipient must
provide constant care for a child under the age of 16 years with a profound disability or for
two or more children under the age of 16 years with disabilities and who require a level of
care that is at least equivalent to the care required by a child with profound disabilities. Care
must be provided in the child’s home. Eligibility for the Carer Payment (Child) is based on
whether the child meets the definition of a “profoundly disabled child” as given in Box 5.1.
The Carer Payment (Child) is subject to income and assets tests for both the carer and the
child.
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Box 5.1: Definition of ‘profoundly disabled child” (CP)

According to Centrelink eligibility requirements, a carer looking after a child under the age of 16 years
with a disability is eligible for the Carer Payment (Child) if the child is considered to be ‘profoundly
disabled’, as defined by the following:

‘the child has a severe multiple disability (i.e the child has a physical, intellectual or psychiatric
disability, that results in the child requiring permanently or for an extended period frequent care in
connection with the child’s bodily functions, or constant supervision to prevent injury to the child or
another person), OR

e the child has a severe medical condition, AND

e because of that disability or condition, needs continuous personal care for a minimum of 6 months
unless the child’s condition is terminal, AND

o the child’s disability or condition must include at least 3 of the following:
— the child receives all food by nasogastric or percutaneous enterogastric tube,
— the child has a tracheostomy,
— the child must use a ventilator for at least 8 hours a day,

— the child has faecal incontinence day and night, and if the child is under 3 years old, is expected to
have faecal incontinence day and night at the age of 3,

— the child cannot stand without support, and if the child is under 2 years old, is expected to be unable
to stand without support at the age of 2,

— a medical practitioner has certified in writing that the child has a terminal condition for which
palliative care has replaced active treatment, or

— the child requires personal care on two or more occasions between 10pm and 6am each day, and if
the child is under 6 months old, is expected to need personal care between 10pm and 6am each day at
the age of 6 months, OR

e amedical practitioner has certified in writing that:
— the child has a terminal condition and is in the advanced phase of that condition, and

— the child has a life expectancy measured in weeks or months or it is possible that the child will live
for more than 12 months but unlikely that he or she will live for a period substantially greater than
12 months, AND

— because of the terminal condition the child will need continuous personal care for the remainder of
his or her life’.

Source: FaCS 2003a.

In terms of the ICF framework (Chapter 2), the above definition includes references to health conditions
and impairments and only minor reference to need for assistance with some activities.

Carer Allowance (Child)

Carer Allowance (Child) is an allowance available to people providing daily care to a child
with a disability or severe medical condition at home. Eligibility is determined using the
Lists of Recognised Disabilities or the Child Disability Assessment Tool (CDAT) (see

Box 5.2). Carer Allowance (Child) is not subject to an income or assets test and may be paid
in addition to Carer Payment or other payments such as the Age Pension (Centrelink 2003a).

There are two levels of Carer Allowance (Child):
e Health Care Card only

e Health Care Card and fortnightly Carer Allowance (Child) payment.
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Box 5.2: Child Disability Assessment Tool (CDAT)

The Child Disability Assessment Tool (CDAT) is used to assess eligibility for the Carer Allowance (Child).
This detailed assessment includes information provided by the carer as well as a medical the child being
cared for, family income and accommodation arrangements, and personal details such as whether or not the
carer currently has a partner.

The Treating Doctor’s Report includes a section on diagnosis. A range of health conditions and disabilities

(e.g. Down syndrome, autism, bilateral blindness, childhood schizophrenia and intellectual disability) are

included as ‘recognised disabilities’, 1 which means that the parent/quardian will receive the Carer

Allowance (Child) without further medical evidence. If a child does not have a recognised disability, the
treating doctor also completes a functional assessment, in which they are asked to describe the ‘best ability
that the child has’ in ten areas:

1. receptive language skills (e.g. Child looks momentarily at speaker’s face)

2. expressive language skills (e.g. Child smiles and babbles or makes purposeful sounds (e.g. to attract
attention))

feeding and mealtime skills (e.g. Child uses spoon well)

hygiene and grooming skills (e.g. Child requires full assistance with toileting)

dressing skills (e.g. Child tries to help with dressing)

social and community skills (e.g. Child smiles; Child settles when picked up and cuddled)
mobility — fine motor skills (e.g. Child grasps and releases objects such as a rattle or feeding bottle)
mobility — gross motor skills (e.g. Child can lift head when in prone position)

© 2 NS ok W

behaviour (e.g. Child is consistently uncooperative and disruptive during treatment or assessment
episodes)

10. special care needs (e.g. ‘Child receives all food and fluid by nasogastric, gastrostomy tube or
percutaneous entero gastric tube).

The doctor must describe functional ability when the child is using aids, appliances or special equipment.
Where a condition is episodic, the doctor is asked to describe the functional ability “when the child is not
experiencing an episode or flare-up of the disability/condition’.

Source: Centrelink 2000, 2004b,c.

In terms of the ICF framework (see Chapter 2), the CDAT focuses primarily on health conditions and

activity limitations, in the context of the current array of environmental factors available to the child (e.g.
currently available aids and equipment).

Children who receive the Health Care Card only are deemed to have a disability or medical
condition but, with the extra care and attention provided, function more or less normally
compared with a child of the same age without a disability (Centrelink 2000). People who
receive the Health Care Card and fortnightly Carer Allowance (Child) payment have been
assessed as being eligible for Carer Allowance (Child) using the Lists of Recognised
Disabilities or the CDAT and are therefore automatically eligible for a Health Care Card (for
the use of their child only).

16 The Lists of Recognised Disabilities were extended by an additional six ‘disabilities” in September
2003. These were Down syndrome (under 16 years — previously under 6), haemophilia (moderate
and severe — previously severe only), cystic fibrosis, epilepsy (uncontrolled), phenylketonuria, and
Fragile X Syndrome (under 16 years - previously under 6 years for boys only) (FaCS 2003b).
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Other allowances and assistance

People in receipt of Carer Payment or Carer Allowance (Child) may also be eligible for a
range of other more generic income support allowances and assistance. These benefits
include concession cards, Pharmaceutical Allowance, Pensioner Education Supplement, Rent
Assistance, Remote Area Allowance and Family Tax Benefit, outlined briefly below in

Boxes 5.3 and 5.4. Once a child turns 16 years of age they become eligible themselves for a
range of payments such as the Disability Support Pension, Mobility Allowance etc.

Box 5.3: Concession cards

The Australian Government provides a number of concession cards for eligible people with a disability and
their carers. These cards entitle holders to a range of concessions on specific Commonwealth, state and
territory, and local government services, as well as some private sector concessions (AIHW 2003d:20). The
coverage of the cards varies somewhat across the country as concessions are granted according to
state/territory discretion. Coverage areas include ambulance travel for isolated patients, glasses, dental
care, taxi subsidies etc. (AIHW 2003d:20). Core areas agreed by all jurisdictions are energy consumption,
water and sewerage, municipal rates and transport (including public transport, motor vehicle registration
and licence fees) (AIHW 2003d:20).

Two main types of concession card are relevant for carers of children with a disability:
e Pensioner Concession Card; and
e Health Care Card.

A Pensioner Concession Card is automatically issued to people receiving a number of income support
payments, including Carer Payment. The card entitles holders to Commonwealth health concessions, such
as low-cost medicines under the Pharmaceutical Benefits Scheme, as well as additional health, household,
educational and recreational concessions from state and local government authorities (FaCS unpublished
data as cited in AIHW 2003d:20).

A Health Care Card is automatically issued to people receiving most types of income support payments
from Centrelink, including the Carer Allowance (Child). The Health Care Card assists with reducing the
cost of some medicines under the Pharmaceutical Benefits Scheme, doctor’s fees (where bulk billing is
offered) and other benefits that vary across states and territories (Centrelink 2003a). A more limited range
of concessions at the state/territory and local government level are available using the Health Care Card,
compared with the Pensioner Concession Card (FaCS unpublished data as cited in AIHW 2003d:354).

What level of assistance do carers of children generally receive?

As at September 2004, Carer Allowance (Child) was a non-taxable payment of $90.10 per
fortnight (Centrelink 2004a). *” The maximum rate of Carer Payment, at this time (subject to
income and assets tests) was $470.70 per fortnight for a single recipient, and $393.00 each for
couples. The 2004-05 Federal Budget has also stipulated a one-off payment in June of $1,000
for carers receiving the Carer Payment and $600 for carers receiving the Carer Allowance, in
respect of each eligible care recipient.

The Pensioner Education Supplement is $31.20 a fortnight for an approved student with a
study load of at least 25% but less than 50% (Centrelink 2004a). Rent Assistance varies

17 All payment information was obtained from the Centrelink web site in June 2004. The information
is provided on the web site as a guide only. Final payment rates are determined following detailed
assessment through Centrelink.
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according to the family situation and rent paid. These payments were effective as of
March 2004.

Box 5.4: Other allowances and assistance for carers of children with disabilities

Pharmaceutical Allowance

In addition to concession cards, Carer Payment recipients may also be eligible for a Pharmaceutical
Allowance to help pay for the cost of prescription medicines. Pharmaceutical Allowance is paid
automatically with the Carer Payment (Centrelink 2003a).

Pensioner Education Supplement

People who are eligible for the Carer Payment may also be eligible for a Pensioner Education Supplement if
the carer is undertaking approved study. The supplement is non-taxable and does not have an income or
assets test (Centrelink 2003a).

Rent Assistance

People paying rent who are receiving a payment from Centrelink or the Family Assistance Office may be
eligible for Rent Assistance. The rate of Rent Assistance depends on the type and amount of rent paid and
the family situation (e.g. whether the recipient is single or has a partner)(Centrelink 2003a). For people
with dependent children, Rent Assistance is usually paid with the Family Tax Benefit Part A (Centrelink
2003a).

Remote Area Allowance

Carers of children with disabilities may qualify for Remote Area Allowance if, for example, the child has a
proven special health-related need that cannot be catered for locally.

Family Tax Benefit

Family Tax Benefit (Parts A and B) were introduced in 2000 as part of broader reforms to the Australian
tax structure. Family Tax Benefit Part A is paid to low- and middle-income families with respect to each
dependent child under 21 and/or dependent full-time student aged 21 to 24 years. The benefit is subject to
an income and assets test. There are three rates of Family Tax Benefit Part A: maximum rate, part (or
broken) rate and the base rate, depending on the family income. Maximum and part rates vary with the age
of the child, with payments increasing for teenagers and young people.

Family Tax Benefit Part B provides additional assistance to single-income families, including single
parents, with a child under 16 or a child aged 16-18 years studying full-time. Higher rates are payable
where families have a child less than 5 years. For single parents the benefit is not means-tested and for
couple families the payment is means-tested on the income of the partner with the lower income (AIHW
2003d:222)

How many carers of children are on these benefits?

In June 2003 there were well over 133,000 carers in receipt of Carer Allowance in relation to a
child with disability (Table 5.1). This figure includes 119,003 people who received Carer
Allowance (Child), 2,744 people who received Carer Allowance (Adult) as well as Carer
Allowance (Child) and a further 11,749 people who received Carer Allowance Child Health
Care Card only. People on Carer Allowance (Child) provided care to 153,553 children under
16 years (including 15,192 children eligible for the Health Care Card only)(FaCS 2003c).

As at June 2003 there were 75,937 people receiving Carer Payment (FaCS 2003c). Three-
quarters (75%) of Carer Payment recipients also received Carer Allowance. People on the
Carer Payment provided care for 80,926 care receivers.
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Table 5.1: Recipients of disability-related carer payments, June 2003

Payment or allowance Carers
Carer Allowance (Child) 119,003
Carer Allowance (Child) and Carer Allowance (Adult) 2,744
Carer Allowance (Child) Health Care Card only 11,749
Total Carer Allowance recipients (Child) 133,496
Carer Payment (DSP/AP/other) 75,937

Source: FaCS 2003c.

5.3 Disability support services

CSTDA-funded disability support services

A wide range of specialist disability support services are funded under the Commonwealth
State/ Territory Disability Agreement (CSTDA1®). CSTDA services are designed for people
who need ongoing support with everyday life activities. Under this agreement — the third
such agreement —the Australian Government (Commonwealth) is responsible for the
planning, policy setting and management of employment services, while the states and
territories are responsible for all other disability support services (including accommodation
support, community access, community support and respite services). The Australian
Government (Commonwealth) shares responsibility with the states and territories with
regards to advocacy, information and print disability services. Box 5.5 details the complete
list of services offered under the CSTDA.

From 1995, information about disability support services was collected according to the
Commonwealth/State Disability Agreement Minimum Data Set (CSDA MDS) (see Chapter 6
for full details). Each year service providers supplied data to the relevant state/territory or
Commonwealth funding department, who then forwarded data to the AIHW for national
collation. The original CSDA MDS was a snapshot collection, meaning that service providers
supplied details of consumers and service providers on one ‘snapshot” day. Between 2000
and 2003, the CSDA MDS was redeveloped into the new full-year Commonwealth
State/Territory Disability Agreement National Minimum Data Set (CSTDA NMDS).

Between 1 January and 30 June 2003, a total of 29,563 children aged 0-14 years received
CSTDA-funded support services, accounting for 19% of all service users in that time period.
Community support (80%) was by far the most common service type received by these
children (Table 5.2), compared not just with other forms of support but also with service
users over the age of 15 years. Community support services of particular importance within
this group were therapy support, early childhood intervention and case management. The
next most common service types received were respite (21%), followed by community access
services (13%) (including learning and life skills development and recreation programs) and
accommodation support (4%).

18 The first Commonwealth/State Disability Agreement was signed in 1993 and the second in 1998. In
2003, a third agreement was signed, now called the Commonwealth State/Territory Disability
Agreement.
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Services received by child service users for each disability group followed the same general
pattern, that is, the majority of children received community support services, followed by
respite or community access services (Table 5.3). The exception was children with psychiatric
disabilities, for whom community access (34%) and accommodation support (26%) were the
most common service types received.

Box 5.5: Service types offered under the CSTDA

Accommodation support services provide accommodation to people with a disability and services that
provide support needed to enable a person with a disability to remain in their existing accommodation or to
move to more suitable or appropriate accommodation. Accommodation support includes large or small
residential/institutions, hostels, group homes as well as attendant or personal care, in-home
accommodation support and alternative family placement.

Community support services provide the support needed for a person with a disability to live in a non-
institutional setting. Community support services include therapy, early childhood intervention,
behaviour/specialist intervention, counselling (individual, family or group), support provided by regional
resource and support teams and case management, local coordination and development.

Community access services are designed to provide opportunities for people with a disability to gain and
use their abilities to enjoy their full potential for social independence. People who do not attend school, or
who are not employed full-time mainly use these services. These services range from educational to leisure
and recreational pursuits and may be offered in the home or in other facilities or locations. Community
access services can be classified generally as learning and life skills development (often called Day
Programs) or recreation/holiday programs.

Respite services provide a short-term and time-limited break for families and other voluntary caregivers of
people with disabilities, to assist in supporting and maintaining the primary caregiving relationship, while
providing a positive experience for the person with a disability. Respite options include respite offered in
the person’s own home, or it may be centre-based or provided by a host family.

Employment services are designed to assist people with disabilities to enter the labour force. These
services include open employment services (that provide employment assistance to people with a disability
in obtaining and/or retaining paid employment in another organisation) and supported employment
services (that support or employ people with a disability within the same organisation, often known as
Business Services).

Advocacy, information and print disability is a broad category, including a range of specific service
types. Advocacy services are designed to enable people with a disability to increase the control they have
over their lives through the representation of their interests and views in the community. Examples include
individual advocacy and system/systematic advocacy.

Information/referral services provide accessible information to people with disabilities, their carers, families
and related professionals. This service type provides specific information about disability-specific and
generic services, and equipment, and promotes the development of community awareness.

Mutual support/self-help groups promote self-advocacy through the provision of information, support and
assistance.

Print disability/alternative formats of communication include alternative formats of communication for
people who by reason of their disabilities are unable to access information provided in a print medium.
Alternative formats include radio, TTY and braille.

Other support services include research and evaluation (e.g. the measurement of outcomes for people with
disabilities using services), training and development (e.g. to train disability-funded agencies to deliver
higher quality or more appropriate services to people with disabilities), and peak bodies.

Source: AIHW 2004c.
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Table 5.2: Service users of CSTDA-funded support services, service type by age group,
1 January-30 June 2003

Age group (years)

Service type 0-14 15+ Total®
Accommodation support
Large residential/institution 122 4,468 4,600
Small residential/institution 5 1,049 1,054
Hostels 13 286 299
Group homes 228 9,518 9,756
Attendant care/personal care 91 1,308 1,407
In-home accommodation support 669 11,454 12,131
Alternative placement 171 184 356
Other accommodation support 28 720 750
Total accommodation 1,304 28,317 29,660
Total per cent 4.4 22.6 19.0
Community support
Therapy support for individuals 8,004 5,929 13,973
Early childhood intervention 7,271 97 7,379
Behaviour/specialist intervention 1,095 2,171 3,266
Counselling (individual/family/group) 1,031 1,154 2,188
Regional resource and support teams 3,959 3,785 7,745
Case management, local coordination and development 7,931 19,425 27,532
Other community support 1,278 2,279 3,559
Total community support 23,493 29,863 53,588
Total per cent 79.5 23.8 34.4
Community access
Learning and life skills development 291 19,122 19,439
Recreation/holiday programs 3,369 10,554 14,678
Other community access 71 9,429 9,504
Total community access 3,691 37,449 41,925
Total per cent 12.5 29.9 26.9
Respite
Own-home respite 563 810 1,373
Centre-based respite/respite homes 3,045 5,325 8,371
Host family respite/peer support respite 379 568 949
Flexible/combination respite 2,455 4,407 6,871
Other respite 323 469 793
Total respite 6,124 10,569 16,706
Total per cent 20.7 8.4 0.5
Service type not stated 76 167 246
Total number of service users 29,563  125,261" 155,884

(a) Includes 1,060 service users for whom age was not stated.

(b) Includes employment services received.

Note: Service user data are estimates after use of a statistical linkage key to account for individuals who received more than one service during
the six months. Totals for service types may not be the sum of the components since individuals may have accessed services from more than one
service type during the six-month period.

Source: AIHW analysis of 2003 CSTDA NMDS (unpublished).
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Table 5.3: Service users aged 0-14 years of CSTDA-funded services, disability group by service
type, 1 January-30 June 2003

Service type

Accommodation Community Community

support support access Respite Total®®
Disability group No. % No. % No. % No. % No.
Intellectual/learning 796 42 15,268 80.1 2,156 11.3 4,335 227 19,072
Psychiatric 29 257 25 221 38 33.6 25 221 113
Sensory/speech 29 21 1,213 89.3 144 10.6 97 7.1 1,359
Physical/diverse 386 7.6 4,382 86.8 501 9.9 1,081 214 5,050
ABI 23 9.5 189 77.8 18 7.4 78 32.1 243
Total® 1,304 23,493 3,691 6,124 29,563
(a) Includes Not stated for service type.

(b) Row totals for each disability group may not be the sum of components since individuals may have accessed more than one service group
during the six-month period.

(c) Includes Not stated for disability group.

Note: Service user data are estimates after use of a statistical linkage key to account for individuals who received more than one service during
the six months. Totals for service types may not be the sum of the components since individuals may have accessed services from more than one
service type during the six-month period.

Source: AIHW analysis of 2003 CSTDA NMDS.

Other disability support services

Carer Respite and Carer Resource Centres

Carer Respite and Carer Resource Centres are funded under the National Respite for Carers
Program and provide respite, information and support services for carers. In the period
2002-03, there were 63 regional Carer Respite Centres, 450 regional respite services, and a
Carer Resource Centre located in each state and territory. Carer Respite Centres help carers
organise, purchase and/or manage respite care packages for in-home or residential care, or
provide support workers when the carer is absent from home. Carer Resource Centres
provide information and advice to carers, for example, on services and assistance available to
them.

Residential aged care

A number of people with a disability aged under 65 years, including children, receive
accommodation and other support services within the aged care sector. On 30 June 2003,
there were 6,208 people aged under 65 years living permanently in aged care homes (4.3% of
all permanent residents). Only nine residents were reported as being under the age of

21 years, although it is probable that they were there on a temporary basis (AIHW
unpublished analysis of the DoHA ACCMIS database).

A coalition of peak disability organisations has formed to advocate moving “younger people
in nursing homes” out of aged care facilities and into community-based living arrangements
with appropriate support (Young People in Nursing Homes Consortium 2003). According to
the Consortium, young people in nursing homes are generally people with multiple
sclerosis/neurological conditions, acquired brain injury, and physical and/or sensory
disabilities.
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Under the CSTDA, the issue of younger people in residential aged care is included as an area
for cooperative action between governments in bilateral agreements. At the July 2003
meeting of the Community and Disability Services Ministerial Council, disability ministers
from the Australian, state and territory governments agreed that younger people in
residential aged care will be a priority area for action under the CSTDA.

Home and Community Care (HACC)

The HACC program provides community care services to frail and older people with
disabilities, to younger people with disabilities, and to their carers. HACC services aim to
enhance the independence of people in these groups and avoid their premature or
inappropriate admission to long-term residential care. The program is jointly funded by the
Commonwealth and the state and territory governments (AIHW 2003d:300).

The bulk of home- and community-based services for older people are provided under the
auspices of this program. However, the target population is people of all ages with a
moderate, severe or profound level of disability (and their carers), and many young people,
including children with disabilities, access HACC services. Services available under the
HACC program include home nursing services, delivered meals, home help and home
maintenance services, transport and shopping assistance, allied health services, home- and
centre-based respite care, and advice and assistance of various kinds. HACC also provides
brokered or coordinated care for some clients, through community options or linkages
projects (AIHW 2003d:300).

In the 2002-03 financial year, a total of 12,679 children under the age of 15 years received
HACC services, accounting for 2.1% of all persons receiving such services (2002-03 HACC
MDS, unpublished data). Of this group, 9,822, or 1.9% of all HACC clients, received services
as a result of their own frailty or disability. Around 47% (4,601) of these clients were boys
and 53% (5,162) were girls.

Hearing services

The Office of Hearing Services purchases hearing services from a national network of private
sector service providers and Australian Hearing, which is the sole government-funded
provider of hearing services.

Eligible people can obtain help by applying to the Office of Hearing Services for a hearing
services voucher. Hearing assessment, hearing rehabilitation and the selection and fitting of
hearing aids if required are the services available under this program. In addition eligible
people may obtain maintenance of their hearing aids and devices and a regular supply of
batteries on payment of an annual service charge (Centrelink 2003b).

Australian Hearing delivers services to children and young adults up to the age of 21 years
and age pensioners. For the financial year 2002-03, a total of 47,152 hearing services were
provided to 28,015 clients under the age of 21 years (Australian Hearing 2003). Australian
Hearing aims to fit children with hearing aids as early as possible and 33 babies less than six
months of age were fitted with hearing aids during the same time period. As part of
Australian Hearing's services to Indigenous Australians, 356 visits were made to 129
communities by flying, driving or sailing to often remote and difficult-to-access locations
(Australian Hearing 2003).
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Aids and equipment and related services

Aids and equipment are environmental factors with the potential to improve the life of
people with disabilities by assisting them to achieve greater independence and less reliance
on personal assistance (AIHW: Bricknell 2003). A large range of aids and equipment is
available in Australia, to assist with mobility, self-care and communication and to treat
medical conditions, as well as orthoses and prostheses and modifications made to the home.

A range of government and non-government equipment services provide cost-free or low-
cost aids to people with disabilities. Some of these services target specific disability or
population groups (e.g. people with hearing impairments) and some are more generically
targeted towards the provision of aids and equipment to assist people with self-care,
mobility, communication and other needs (AIHW: Bricknell 2003).

National equipment schemes funded by the Australian Government include Australian
Hearing Services, Commonwealth Rehabilitation Service (CRS) and the Continence Aids
Assistance Scheme (CAAS) but children are only eligible for assistance from the first.
Children are also eligible for aids and equipment under equipment schemes funded by state
and territory governments, for example, the Program of Appliances for Disabled People
(PADP) in New South Wales and the Victorian Aids and Equipment Program in Victoria.
Non-government organisations such as The Spastic Centre in New South Wales and the
Cerebral Palsy League of Queensland also provide access to aids and equipment. Such
schemes are generally self-funded and distribute equipment on a long-term or temporary
loan basis. Aids and equipment can of course be purchased privately. However, individuals
have more limited purchasing power than governments and one-off high-tech items such as
wheelchairs and high-tech communication aids are extremely costly.

‘Despite recent reviews to improve the quality and delivery of aids, it still appears that these
schemes do not provide complete coverage in terms of scope, size and the types of aids and
equipment provided” (AIHW: Bricknell 2003). The ‘system’ is administratively complex and
cumbersome for families to negotiate. Long waiting times are a particular concern, especially
as such waiting times appear to be systemic. As Dowling (2002) noted in her study of
equipment use by children with disabilities.

‘Long waiting times create difficulties for all people with disabilities who need
equipment. The developmental, maturation, sudden and rapid growth patterns of
children, however, combine with changing, often critical, medical conditions to create a
particular urgency about children’s need for equipment’.

There are currently no national administrative data available about the types of aids and
equipment provided under government- or non-government-funded schemes. However, the
ABS Survey of Disability, Ageing and Carers provides some insight into the types of
equipment used by children with disabilities in Australia.

According to the survey, 118,200 children aged 0-14 years with a disability (or 40% of
children in this age group with a disability) used aids. This figure included 66,700 children
aged 0-14 years with a severe or profound core activity restriction (46% of children in this
category) who used aids (AIHW: Bricknell 2003). Nearly half of all children with a disability
(49%) used medical aids, 16% used self-care or communication aids and 12% used mobility
aids. Children using aids used an average of 1.5 aids (Table 5.4).
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Table 5.4: Aids used by children aged 0-14 years with a

disability, 1998

Type of aid 000 %
Self-care 28.4 15.9
Mobility 21.2 11.8
Communication 28.5 15.9
Hearing 101 5.6
Meal preparation *3.0 *1.7
Medical 88.1 49.1
Total aids used 179.3 100.0
Total users 118.2

Average no. of aids used 1.5

Note: Estimates marked * have an associated relative standard error of between 25%
and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers
confidentialised unit record file.

5.4 Relevant generic services

Education and training

There has been a strong movement in the last 20 years in Australia towards educating
students with disabilities in mainstream schools and in mainstream classes. Research has
shown that children with disabilities benefit from participating in mainstream educational
settings and do not necessarily learn any better, either socially or academically, in special
schools (see Foreman 2001 for a review). Special education policies incorporate the
philosophy of enabling children with disabilities to receive education in a mainstream
classroom, noting that children should be educated in the ‘least restrictive environment’
(Foreman 2001).

In 2002, the majority of children with disabilities attended mainstream rather than special
schools; 81% of children with disabilities attending government schools and 91% of children
with disabilities attending non-government schools were in mainstream settings (Table 5.5).
The proportion of students with disabilities attending mainstream schools in the government
sector varied between jurisdictions, from 66 % in Victoria to 95% in Tasmania and the
Northern Territory. Similarly, in the non-government sector, the proportion attending
mainstream schools varied from 88% in New South Wales to 100% in the Northern Territory.
These data, however, may reflect jurisdictional variation in the availability of special schools,
and in enrolment integration policies based partly on definition of disability, which impedes
any comprehensive discussion or comparison of what is happening across Australia.
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Table 5.5: Students with disabilities attending government and non-government schools, 2002 (FTE)®

NSW Vic Qld WA ® SA Tas ACT NT Total
Government schools
Mainstream 16,755 12,211.0 10,121.9 7,930 10,924 2,805.5 1,160 3,695 65,595.9
Special 3,915 6,170.5 2,534.5 883 939 148.1 299 193 15,093.0
Total 20,670 18,381.5 12,656.4 8,813 11,863 2,953.6 1,459 3,888 80,688.9
Percentage attending
mainstream schools 81.1 66.4 80 90 92.1 95 79.5 95 81.3
Percentage of all
government school
students 2.8 3.4 2.9 3.5 6.8 4.7 3.9 11.9 3.5

Non-government schools®®

Mainstream 7,954.9 4,718.8 2,296.3 1,282.6 2,360.6 2954 259.7 193.6 19,361.9
Special 1,105.0 491.1 91.6 28.8 148.0 13.2 1.2 0 1,878.9
Total 9,059.9 5,209.9 2,387.9 1,311.4 2,508.6 308.6 260.9 193.6 21,240.8

Percentage attending

mainstream schools 87.8 90.6 96.2 97.8 941 95.7 99.5 100 91.2

Percentage of all
non-government

school students 2.6 1.9 1.3 1.3 3.2 1.5 1.2 2.3 2
Total students with

disabilities 29,729.9 23,5914 15,044.3 10,1244 14,371.6 3,262.2 1,719.9 4,081.6 101,929.7
Total all students

('000) 1,099.8 817.9 629.4 3555 252.4 83.9 60.7 41.2 3,340.9
Percentage of all

school students 2.7 2.9 2.4 29 5.7 3.9 2.9 9.9 4.9

(a) Full-time equivalent (FTE) students are not the actual number attending. For example, a student attending for half the normal school hours
will be half an FTE student. The number of enrolled students will normally be greater than the number of FTE.

(b) Data for government special schools in WA include education support schools and education support centres.

(c) Data for non-government schools include students at kindergarten level. Data for government schools in NSW include students at
kindergarten level; in Vic, exclude kindergarten level and early special education facilities; in Qld, exclude kindergarten level and may
include early special education facilities depending on where they are based; in WA, include kindergarten or pre-primary level; in SA,
exclude preschools; in Tas, include kindergarten level but exclude early special education facilities; in NT, include preschools; and in the
ACT include kindergarten or pre-primary level.

Source: AIHW 2003d; compiled from data supplied by state/territory and Australian Government education departments.

Population data from 1998 also indicate greater involvement of children with disabilities in
mainstream education. More children with disabilities attended ordinary (or mainstream)
classes than special classes or schools, regardless of severity of core activity restriction. Over
70% of children with a severe, moderate or mild core activity restriction and 49% of children
with a profound core activity restriction attended an ordinary class (Table 5.6). About 60% of
children with a schooling restriction only'? also attended ordinary classes.

The proportion of children attending special classes was much lower (Table 5.6). The
majority of special school attendants were children with profound core activity restrictions
(26%). The highest level of special class attendance (39%) was found for children with a

19 A person is considered to have a schooling restriction if they are unable to attend school, or they
attend a special school, special classes at an ordinary school, need at least one day a week off
school on average or have difficulty at school (ABS 1999).
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schooling restriction only. This relates in part to the survey definition of schooling restriction
(see footnote).

Table 5.6: Children aged 5-14 years with a specific restriction, by type of school/class attended and
severity of restriction, 1998

Schooling
restriction
Profound Severe Moderate Mild only

Type of class/school 000 % ’000 % 000 % 000 % ’000 %
Ordinary class 29.1 49.1 36.9 71.0 11.5 73.0 321 77.2 27.9 60.1
Special class 14.9 252 13.2 25.3 *40  *249 9.0 21.7 17.9 38.6
Special school 15.2 25.7 **1.9 *3.7 **0.3 **2.1 **0.5 **1.2 **0.6 **1.3
Total attending 59.2 95.9 52.1 95.8 15.7 96.1 42.0 99.0 46.5 100.0
Not attending **2.5 **4.1 **2.3 **4.2 **0.6 **3.9 **0.4 **1.0 0 0.0

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates marked with * have an associated
RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file

For some children, successful participation at school relies on support arrangements that
enable or improve their ability to learn, write, communicate and get to and around school.
Children attending special schools, and to a lesser extent special classes, were more likely to
be provided with support arrangements as listed in Table 5.7, compared with children
attending ordinary classes. The relatively higher level of support arrangements in special
education settings may be a reflection of the higher support needs of these children and/or
of the better range of facilities available in special compared with conventional education
settings (AIHW: Bricknell 2003).

The most common type of support arrangement provided was special tuition, which was
provided to 64 % of students in special schools and special classes and 17% of students in
ordinary classes (Table 5.7). Another relatively common form of support was the provision
of a signing interpreter, counsellor or disability support person. About 42% of students in
special schools were provided with this support, compared with 17% of children in special
classes and 12% in ordinary classes. A large minority of children (47%) attending special
schools were provided with special access or transport arrangements, compared with only
5% and 2% of children in special and ordinary classes respectively.

Most children (84%) attending ordinary classes were not provided with any education
support arrangements, compared with 31% of children in special classes and 18% in special
schools. It is important to note that these data reflect the supports provided to students, not
necessarily the supports needed. The data do not allow separation of children who did not
need support arrangements from those who needed support arrangements but did not
receive them.
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Table 5.7: Children aged 5-14 years with a specific restriction by type of support provided and type

of school/class, 1998

Ordinary class

Special class

Special school

Support arrangements provided 000 % 000 % ’000 %
Signing interpreter, counsellor or disability 15.8 11.5 10.2 17.3 *7.9 *42.3
support person

Special computer or equipment **1.3 **0.9 *41 *6.9 *4.9 *26.5
Special tuition 23.1 16.8 375 63.6 11.8 63.6
Special assessment procedures *5.1 *3.7 11.3 19.2 *5.4 *29.0
Special access or transport arrangements *3.2 *2.3 *2.9 *4.9 *8.8 *47.4
Other support conditions 14.6 10.6 **1.6 **2.9 2.7 *14.3
No support conditions received or needed 114.8 83.5 18.1 30.6 *3.3 *17.9
Total attending school® 137.5 59.0 18.6

(a) Total may not equal to the sum of the components as more than one answer could be given to the question on support arrangements
provided. Percentages therefore do not add up to 100%.

Note: Estimates marked with ** have an associated relative standard error (RSE) of 50% or more. Estimates marked with * have an associated
RSE of between 25% and 50%. These estimates should be interpreted accordingly.

Source: AIHW analysis of ABS 1998 Survey of Disability, Ageing and Carers confidentialised unit record file.

Housing assistance

Housing assistance is an important part of Australia’s social policy and programs. A range of
government funded housing assistance is provided to people with disabilities in Australia.
These are primarily funded under the Commonwealth State Housing Agreement (CSHA)
and through Commonwealth Rent Assistance (CRA) which is provided as part of income
support payments to Centrelink clients.

The CSHA aims to provide appropriate, affordable and secure housing assistance for those
who most need it, for the duration of their need. The six major program areas of the CSHA
are public housing, community housing, crisis accommodation, state owned and managed
Indigenous housing, private rental assistance and home purchase assistance (see Box 5.6).

The CSHA assists renters and some purchasers: cash benefits are provided to assist with
rents and bonds for people renting privately and with mortgage repayments and deposits for
people purchasing homes; in-kind assistance is provided in the form of subsidised public
rental housing, community housing, state owned and managed Indigenous housing; and
low-deposit loans for home purchase (AIHW 2001). The public rental and community
housing programs have implemented an increased targeting of housing for people with
special needs, including disability, or living on low incomes (AIHW 2003d).

CRA is a non-taxable income supplement paid through Centrelink to individuals and
families who receive a Centrelink pension or allowance and rent in the private rental market.
The CRA rate payable depends on the conjugal status of the applicant, sharing arrangements
and number of children, and amount of rent paid. It aims to address basic living costs by
reducing the proportion of an income unit’s budget that has to be spent on housing.

While there are national data on people with a disability accessing these forms of housing
assistance, it is not currently possible to uniformly identify households in which a child has a
disability.
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Box 5.6: Housing assistance programs under the Commonwealth State Housing
Agreement (CSHA)

Public housing

Public housing is administered through the states and territories, which provide publicly owned
dwellings that are funded through the CSHA and used to provide appropriate, affordable and accessible
shelter for low to moderate income earners who are unable to enter the private market. Eligibility for public
housing is determined by multi-faceted criteria designed to identify those most in need.

State owned and managed Indigenous housing

State-owned and managed Indigenous housing involves the government provision and administration
of publicly owned dwellings funded through the CSHA. This program provides appropriate, affordable and
accessible shelter for low to moderate income Indigenous families or those otherwise in housing need for the
duration of their need. The dwellings are CSHA-funded stock that are put aside for allocation to
Indigenous households only.

Community housing

Community housing is managed by non-profit community-based organisations such as local
governments, churches and charity groups. Community housing is available to low income households and
individuals who are eligible for public housing and who may have special needs best catered for by a
community-managed organisation. It takes several forms: from emergency or crisis accommodation
through medium-term or transitional accommodation to long-term housing. Some community housing
providers assist specific groups, including people with support or care needs.

Crisis accommodation

The Crisis Accommodation Program provides emergency accommodation and funds are used for the
purchase, lease and maintenance of dwellings that provide accommodation assistance to people who are
homeless or in crisis.

Private rental housing

Private rental assistance is provided to low income households experiencing difficulty in securing or
maintaining private rental accommodation. Assistance is provided in the form of bond loans, advance rent
payments, cash assistance additional to Commonwealth Rent Assistance, rental grants and subsidies,
relocation expenses and other one-off assistance grants.

Home purchase

Home purchase assistance is provided to people who wish to purchase a house but need assistance with
financing. This program also provides an avenue for purchase of public housing by tenants. Home
purchase assistance includes direct lending, deposit assistance, interest rate assistance, mortgage relief, and
home purchase advisory and counselling services.

Source: AIHW 2001a, 2004e.

SAAP accommodation assistance

SAAP clients identified as having a disability must have reported at least one of the
following:

receiving the Disability Support Pension or DVA disability pension;

having been referred from a psychiatric unit to SAAP services;

reported having a psychiatric illness as a reason for seeking assistance;

coming from a hospital or psychiatric institution before or after receiving support;

requesting and/ or receiving support from psychological, psychiatric, intellectual
disability or physical disability specialist services.
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In 2002-03, 150 or 8% of SAAP clients under the age of 15 years were identified as having a
disability. Within the “disability” client group, clients aged under 15 years represented 0.7 %
of all clients (Table 5.8). Amongst all SAAP clients, the proportion of clients under 15 years
was slightly higher at 1.9%.

Table 5.8: SAAP clients aged 0-14 years identified as having a disability, as a
proportion of all clients, 2002-03

Male Female Total
% % % No.
‘Disability’ client group 0.3 0.3 0.7 150
All SAAP clients 0.8 1.1 1.9 1,800

Source: SAAP Client Collection (unpublished data).

Data on characteristics of children accompanying presenting clients are also collected in the
SAAP collection. However, the level of information collected does not allow identification of
whether these children have a disability or not.

Health services

Children with disabilities also access generic health services. Research from the United States
indicates the comprehensive health service needs of children with disability, particularly
those children with multiple conditions or more severe activity limitations, who are much
more likely to use physician and hospital services, and to use prescription drugs (Aday et al.
1993; Weller et al. 2003). However, this and other studies also suggest that health service
utilisation is affected by other factors, such as insurance status and sociodemographic
characteristics such as age, ethnicity and parental education.

In Australia, there are little or no administrative or survey data on access to and use of health
services by children with disabilities although the few published studies indicate this group
of children do use health services more frequently. A recent study of hospitalisations of
Western Australian children found that 79% of those with an intellectual disability were
admitted to hospital within their first five years, compared with 48% of children without an
intellectual disability (Williams et al. forthcoming). These children also spent, on average, a
longer period of time in hospital (5.3 days compared to 2.2 days) and were admitted more
often. Another Australian study found that, for Western Australian birth cohorts 1980-1987,
children under 5 years with cerebral palsy were hospitalised ten times more frequently than
other children of this age (Stanley et al. 1994, in Blair & Shean 1996).

Recent studies of health care utilisation by adults with intellectual disabilities found less
access to health care services and fewer chances of undergoing a health screening compared
with the rest of the adult population (Lennox et al. 2002 and see review in AIHW 2003d).
Barriers to the provision of appropriate health care included an absence of comprehensive
medical histories, a general lack of knowledge about specific disability conditions, and
problems with communication between the patient and the health professional, particularly
if the patient had difficulties expressing or communicating what or where the health
problem was (Burbidge 2003; Buzio 2001; Parmenter et al. 1999). Children with disabilities
are as likely to encounter similar difficulties when receiving, or attempting to obtain,
appropriate health care. The difficulties in this case may be especially apparent in
communicating the nature of the illness (between the child and attending adult, and with the
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health professional) and an understanding on the health professional’s part of the child’s
disability and its association with other health conditions.

Child care services

Child care funding is provided by the Australian Government through the Child Care
Broadband. This funding process is currently being reviewed with response
recommendations from the Commonwealth Child Care Advisory Council to improve access
to child care services by families with ‘additional needs’, including families with children
with disabilities. Mainstream child care services already providing child care to children
with disabilities are able to access support via the Supplementary Services program, and, if
caring for children with ongoing high support needs, also apply for additional funding
through the Special Needs Subsidy Scheme (AIHW 2003d). This scheme provides child care
services with ongoing, appropriately trained staff, resources or equipment to assist in the
care of these children.

Child care services data are collected nationally in the Census of Child Care Services by the
Commonwealth for Australian Government funded child care services, and by each state
and territory. A Children’s Services National Minimum Data Set is currently being
developed to replace these collections, with a proposal to include a disability identifier for all
children attending child care and preschool in Australia (see Chapter 6 for more detail).

Of the 732,100 children attending the 7,395 Australian Government funded child care
services surveyed in the 2002 Census of Child Care Services, 14,490 or 2% had a disability
(Table 5.9). Children with disabilities made up 1-4% of children in each of the child care
service settings, with the exception of in-home care where 14% of children cared for in this
setting had a disability.

Table 5.9: Children with disabilities: attendance at child care

services, May 2002
% with
disabilities in this
Type of child care service No. service type
Long Day Care 2,796 1.4
Community based long day care 2,235 21
Family Day Care 3,445 3.7
In-home care 190 13.8
Outside school hours care 2,785 21
Vacation care 2,762 3.4
Occasional care 152 1.9
Multifunctional services 11 1.1
Multifunctional Aboriginal services 36 2.3
Mobile and toy library 78 3.2
Total children with a disability 14,490 n.a
Total children 732,100 n.a
% children with a disability 2.0 n.a

n.a Not applicable

Note: Some totals (e.g. vacation care or outside school hours care) may include children
over the age of 14 years.

Source: FaCS 2003d.
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5.5 Alternative care arrangements for children with
disabilities

Alternative care arrangements for children with disabilities in Australia include child
protection and out-of-home care (for children at risk or experiencing neglect or harm),
adoption services and the juvenile justice system. Currently, in Australia, responsibility for
the provision of disability services and these alternative care arrangements for children with
disabilities and their families lies within different government-funded community service
programs in each state and territory. This partition means that similarly themed programes,
such as early intervention support services, do not necessarily cross-check with regard to
strategies and processes appropriate for providing care. There are now initial proposals to
improve the interface between disability support and child protection services, with
discussion on the potential for developing a national framework for the safeguarding of
children with a disability in or at risk of entering the child protection system. Areas of
interest include identifying current interface programs and potential areas for collective
approach; training of child protection and disability support workers in each other’s field of
expertise; and the reasons why children with disability are at risk of needing child
protection.

At issue is the deficiency of national data on alternative care arrangements for children with
disabilities, which precludes any comprehensive assemblage of the level of contact children
with disabilities have with alternative care arrangements. While there are national data
collections which detail adoptions and child protection, they do not currently include data
items which enable us to determine whether children have a disability. However, there are
procedures in place to develop the child protection data collection into a unit record file in
the next few years, thus introducing the potential for additional variables to be included in
the collection. A national minimum data set and associated collection has also recently been
established for juvenile justice but this data collection will also not include a disability
identifier. If both the new juvenile justice and child protection collections include a statistical
linkage key, it may be possible to provide statistical information concerning the proportion
of children receiving services in one sector (e.g. disability services) who are also receiving
services in another (e.g. child protection).

What do other information sources tell us about the likelihood that children with disability
will be adopted, or come into contact with the child protection or juvenile justice system?

Adoption

In Australia, opportunities for adopting children with disabilities are few, primarily because
the number of local placement adoptions tend to be relatively small compared with inter-
country and known? adoptions. In 2002-03, 16% (78) of all adoptions were local placement
adoptions, most of which occurred in New South Wales, Victoria and Queensland (AIHW
2003f). Some of the larger Australian jurisdictions have specific programs for adoptive
parents choosing to adopt a ‘special needs’ child, for example, the Special Placements
Program in New South Wales and the Special Needs Children’s Adoption Program in
Queensland. Children considered to have special needs include those with disabilities or

20 “Known’ child adoptions are adoptions of children who have a pre-existing relationship with the
adoptive parents and who are generally not available for adoption by anyone other than the
adoptive parent(s) (AIHW 2003f).
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serious medical conditions, but the program also covers older children, siblings that need to
be placed together, and children from specific cultural backgrounds. Victoria has also
implemented the Disability Services Initiative in Adoption and Permanent Care (DSIAPC) to
find placements for children with intellectual disability or developmental delay. This scheme
also provides discretionary funding of a maximum $5,000 per annum per child to assist
families with costs associated with the child’s disability (Lunken & Grant 2002).

Data on adoption numbers of special needs children are not currently published, and in
some cases may not be collected, partly due to problems in defining disability. The most
recent available data come from New South Wales where four of the 17 (23.5%) local
placement adoptions in 2002-03 involved special needs children (NSW DoCS 2003). In
Victoria, the DSPIAC scheme has aided the placement of 170 children with intellectual
disability or development delay with permanent families since the early 1990s (Lunken &
Grant 2002).

Child protection and out-of-home care

Determining whether children with disabilities are more at risk of neglect or maltreatment
from their family or other responsible adults is generally fraught by a lack of data and, when
it is available, by the absence of a consistently applied definition of disability and collection
methodology (Chenoweth 2002). The scant data available in Australia do not indicate
children with disabilities are significantly at more risk of abuse or neglect. For example, of
293 child maltreatment cases in Victoria reviewed by Tomison (1994, in Tomison 1996), 32 or
11% involved a child with a “form of learning difficulty’. An earlier study by the New South
Wales Department of Community Services reported 33 of 449 or 7% of registered child
protection cases were identified as involving a child with a disability (Tomison 1996). In the
United States, a somewhat different picture emerges. Analysis of the 1990 US National
Incidence Study of Child Maltreatment found the incidence of maltreatment of children with
disabilities to be 1.7 times higher than for children who did not have a disability (Crosse et
al. 1993, in Kairys et al. 2001). Another US study, this one using merged school, social service
and law enforcement databases in Omaha, Nebraska, determined that children with
‘educationally relevant disability” were 3.4 times more likely to have suffered abuse (Sullivan
& Knutson 2000).

The vulnerability of children with a disability to maltreatment is affected by a range of
factors based at the personal, family and service level (NSPCC 2003). A child’s impairment
may prevent their being able to physically resist or avoid abuse, and those with
communication difficulties are not necessarily able to tell or express what is going on. Family
stresses associated with raising a child with high support needs also potentially expose a
child to the risk of maltreatment if a caregiver starts to feel unable to cope. He or she may
respond by neglecting the child’s support needs, or in extreme cases, by taking their stress
out on the child through physical or emotional abuse. Access to community resources, and
reliable coordination between support services, influence ability to cope, and the absence or
lack of either potentially affects caregivers; coping strategies and how they deal with stress.

If abuse or neglect is occurring, skill gaps between disability and child protection
professionals amplify the chances of child maltreatment not being reported or acted upon.
For example, a lack of awareness regarding childhood disability can result in failures to
recognise the impact of abuse or neglect and/or prompt assumptions that a child’s
behaviour or physical symptoms stem from the impairment rather than abuse. Budiselik
(1999) has explored this problem for children with severe and multiple disabilities, arguing
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that caregiver neglect, particularly in the area of therapy, is not always obvious, nor is its
impact on the child easy to detect, and hence experienced case workers are needed to
recognise when neglect is occurring. Attitudes and assumptions about disability can also
influence child welfare workers to question the credibility of children with disabilities as
witnesses and hence may stop proceedings on these grounds (NSPCC 2003).

Child protection services in Australia are the responsibility of state and territory community
services departments. Any concern regarding a child’s welfare can be brought to the
attention of the relevant department by a family member or individual who knows the
family, professionals in contact with the family, or the child himself or herself. This concern
may relate to suspicion of harm, abuse or neglect of the child, or if the parents are unable to
provide adequate care or protection. If an investigation of the child’s circumstances indicates
he or she is at risk, the notification is substantiated with some children being put on a care
and protection order and out-of-home care. The absence of a disability identifier in data
collections prevents any comment on rates for children with disabilities compared with other
children.

Juvenile justice

There has been a long-held assumption that criminal behaviour, or delinquency, is associated
with intellectual and learning disability but a re-evaluation of the literature suggests that this
assumption is somewhat misplaced (Hayes 1997). Methodological issues, particularly the
lack of standardised definitions and processes of assessment, make any comparison between
studies difficult to achieve and probably explain the range in prevalence rates of delinquency
amongst youth. While children with lower IQs are reported to be at a somewhat elevated
risk of engaging in criminal behaviour in their adolescent years (see Hayes 1997 for a
review), this association often disappears once socioeconomic status is considered (Eric
Emerson 2004, personal communication).

Nevertheless, there is some indication from overseas and Australian data that there is an
over-representation of people with intellectual and learning disabilities in corrective services
(Hayes & Mcllwain 1988; Wagner 1992, in Garfinkel 1998 and see reviews in Hayes 1997 and
Wall 1995). This may be because some offenders with an intellectual disability are being
imprisoned by default, because of the absence of appropriate support services and
alternative sentencing options (NSW Law Reform Commission 1998). However, obtaining a
clear picture is impeded, in Australia at least, by a general lack of empirical evidence. For
example, data on disability are not collected by police, courts, prisons or crime statistics
agencies, the disability status is generally not determined for offenders and, if disability is
recorded, different definitions of disability are used. Also inter-jurisdictional variation in
statistics exists, due to a variation in sentencing, custodial /non-custodial options, parole
practices and community service availability between jurisdictions (NSW Law Reform
Commission 1998).

The juvenile justice system in Australia includes, at the broadest level, the police, children’s
and youth court, detention centres, and government agencies supervising court orders for
custodial and community sentences, and is administered at the state and territory level
(ATHW 1998). Children aged 10-17 years who have been charged with committing a criminal
offence enter the juvenile justice system, although this age range is different for Tasmania
(7-16 years), the Northern Territory (11-17 years) and the ACT (8-17 years) (AIHW 1998). In
some jurisdictions, it is mandated that any child under 14 years is considered not to have
known they were doing wrong when committing the crime. Those who have been found
guilty of their crime receive either a custodial sentence, to be served at a youth detention
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centre, or a non-detention order, involving community service, regular attendance at a
centre, or some other deemed participatory obligation. Regardless of sentence type, juveniles
are provided with a range of services, including those providing appropriate skills for re-
entering the community. Generic services relevant to children with disabilities comprise
access to mental health services and professionals, alcohol and drug specialist services,
education programs, and living skills programs. Some states and territories have also
administered more specific services such as a cognitive skills program in Queensland,
therapeutic units in Western Australia and assessments of special needs in the Australian
Capital Territory (AIHW 1998).

To improve the situation for people with an intellectual disability who may enter the
criminal justice system, the New South Wales Law Reform Commission recommended
changes at various levels of the justice system (NSW Law Reform Commission 1996). While
these recommendations were determined regarding adult offenders, many of these are likely
to be just as relevant for juvenile offenders with disabilities. These recommendations include
appropriate procedures for questioning, cautioning and interviewing, such as ensuring there
is comprehension on the part of the arrested individual and the presence of a support person
at the interview stage; training of involved personnel for better identification of people with
disabilities and those fit to be tried, instigation of special court arrangements surrounding
the giving of evidence (e.g. assistance of support person, closed circuit television), the
implementation of special units and specialist services in prisons and detention centres, and
specialist supervision and support services for those serving non-custodial sentences.
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6 Data sources, data gaps
and future directions

6.1 Introduction

Australia is in the relatively privileged position of having a wealth of existing data sources
that capture, in various formats and levels of detail, parts of the picture about the
experiences of children with disabilities and their families. It is important to consider
whether, with minor variations, data sources can be harnessed to provide a more complete
picture of the needs and circumstances of this important group. This avoids major
investment in new data collection infrastructure and maximises the benefits of the enormous
efforts currently expended across various portfolios and sectors.

This chapter provides a brief overview of the main data collections used in preparing this
report, before describing in less detail a number of collections that were considered for
analysis but not used, along with the reasons these sources were not used. This chapter
therefore provides a valuable resource for others interested in statistics about children in
general, or in statistics about children with disabilities. The chapter closes with a brief
discussion of identified data gaps in relation to describing the needs and circumstances of
children with disabilities and their families, some proposed changes that could increase the
power of existing data sources, and future developments that may lead to improved data
availability in the near future.

6.2 Data sources

The main data source for this publication was the:

(a) Australian Bureau of Statistics (ABS) Surveys of Disability, Ageing and Carers (SDAC)
(1981, 1988, 1993, 1998).

Other useful data sources were the:

(b) National Survey of Mental Health and Wellbeing;
(c) Australian Birth Anomalies System;

(d) Pharmaceutical Benefits Scheme (PBS) data;

(

e) Commonwealth State/Territory Disability Agreement National Minimum Data Set
(CSTDA NMDS);

f) Home and Community Care Program National Minimum Data Set (HACC NMDS);
g) Supported Accommodation Assistance Program National Data Collection (SAAP NDC);
h) Commonwealth Child Care Census;

i) Centelink data.

(
(
(
(

~—"

Data sources considered for analysis but not used in this report were the:
(G) ABS National Health Survey;
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k) National injury surveillance data;
1) National Hospital Morbidity Database;

m) National Housing Data Repository;

n) Longitudinal Data Set (LDS);

0) General Customer Survey (GCS);

p) Growing Up in Australia: The Longitudinal Survey of Australian Children (LSAC);
q) Footprints in Time: The Longitudinal Survey of Indigenous Children (LSIC);

r) Household Income and Labour Dynamics in Australia (HILDA);

s) Children’s Services National Minimum Data Set (CS NMDS);

t) ABS Child Care Survey;

u) Juvenile Justice National Minimum Data Set (J] NMDS);
v) National Child Protection Collection; and

(
(
(
(
(
(
(
(
(
(
(
(

(w) National Adoptions Collection.

Details about each of these sources are provided below, along with the purpose for which
they were used in the report or, in cases where they were not used, reasons they were not
used for this report.

Main data source

(a) ABS Survey of Disability, Ageing and Carers (SDAC)

The ABS disability surveys are an important source of national population data on disability,
covering both rural and urban areas in all states and territories. Data are gathered from both
households and cared accommodation (hospitals, nursing homes and hostels etc.) (ABS
1999). The ABS conducted surveys in 1981, 1988, 1993, 1998 and 2003, although data from the
2003 survey were not available for detailed analysis at the time of preparing this report.
Survey definitions and main data items are discussed in Section 3.2.

This section further describes the types of questions asked in relation to children’s disability
in the 1998 ABS SDAC. It should be noted that the 1998 SDAC was the first time the ABS
asked questions about the level of restriction (difficulty experienced by and need for help or
supervision with activity areas) of children under 5 years.

The 1998 SDAC commenced by asking a series of 17 screening questions of a responsible
adult in a selected household to establish whether the household included a person with one
or more disabilities (see Box 3.1). Proxy interviews were conducted in relation to all children
under 15 years of age who were identified as having a disability and for children aged

15-17 years who were identified as having a disability and whose parents did not permit
them to be personally interviewed (ABS 1999:53). Box 6.1 provides examples of the types of
questions that were asked of proxy respondents in respect of children.
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Box 6.1: Examples of the types of questions asked about children aged 0-14 years in
the 1998 ABS Survey of Disability, Ageing and Carers

1. What is the main health condition that causes the problems identified in each of the 17 screening
questions? (e.g. what is the main condition that causes the loss of sight?). The health conditions must have
lasted, or are likely to last, for six months or more. What are the other health conditions that the child has?

2. Does a household member help or supervise the child in the areas of mobility (e.g. moving about the
house), self-care (e.g. showering or bathing) or communication (e.g. to communicate with family or
friends). [These questions establish whether the child has a carer.]

3. What are the effects of the identified health conditions on the core activity areas (mobility, self-care and
communication)? In relation to mobility, a proxy respondent was asked, for example:

e Ifthe child was aged 5 years or more — Does the child ever need help or supervision when going to, or
getting around, a place away from home? To move about the house? To get in or out of a bed or chair?

e Ifthe child was aged less than 5 years — Does the child ever need more care or help than other children
his/her own age when going to, or getting around, a place away from home? To move about the house?
To get in or out of a bed or chair?

In relation to communication, a proxy respondent was asked, for example:

e For children aged 5-17 years with a disability (who have responded positively to a relevant
communication screening question such as slow at learning/understanding, hearing loss, loss of
speech) — Does the child have any difficulty understanding someone he/she does not know? Does
he/she have any difficulty understanding family or friends? Does the child have any difficulty being
understood by someone he/she does not know?

e For children aged less than 5 years with a disability (who have responded positively to a relevant
communication screening question such as slow at learning/understanding, hearing loss, loss of
speech) — Does the child have more difficulty than other children his/her own age understanding
someone he/she does not know? Does he/she have more difficulty than other children his/her own age
understanding family or friends? Does the child have more difficulty than other children his/her own
age being understood by someone he/she does not know?

In relation to self-care, a proxy respondent was asked, for example:

e For children aged 5 years or more with a disability (excluding those with a hearing loss only or speech
difficulty only) Does the child ever need help or supervision to: shower or bathe? To dress
himself/hersel? When eating a meal, for example cutting up food? Using the toilet?

e  For children aged less than 5 years with a disability (excluding those with a hearing loss only or
speech difficulty only) — Does the child ever need more care or help than other children his/her own age
to: shower or bathe? To dress himself/herself, for example doing up shoe laces, buttons or zips? When
eating a meal, for example cutting up food? Using the toilet?

In relation to self-care, mobility and communication: How often is assistance with these tasks needed
(daily, weekly, monthly, less than once a month)?

e On average, how many times per day/week/month?

e Which formal sources provide this assistance (e.g. nurse, home care worker, voluntary worker) and
which organisations provide the formal care (e.g. government, private non-profit or private
commercial organisation)?

e Which informal sources provide this assistance and what is their relationship to the child (e.g. mother,
father, other female relative, other male relative)?

e Does the child need more help from family or friends?

e  Does the child need more help from formal services?
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Box 6.1 (continued): Examples of the types of questions asked about children aged
0-14 years in the 1998 ABS Survey of Disability, Ageing and Carers (continued)

4. What aids and equipment are used by the child because of their identified health conditions?

5. For children aged 5 years or more, proxies are asked about what assistance is needed and received in the
areas of health care, transport and social and community participation (e.g. does the child usually go out of
his/her house as often as he/she would like and what are the main reasons for this?) (i.e. the questions are
worded in the same way as for the adult respondents).

6. Proxies are asked some questions relating to the ABS concept of guidance, which relates to making
friendships, interacting with others and maintaining relationships as well as coping with emotions, making
decisions and thinking through problems. A specially worded question is provided for children under

15 years (e.g. does the identified health condition affect his/her ability to interact or play with others?).

7. Have the child’s health conditions ever meant the family has needed to move house, or a carer has needed
to move in or changes have been required to the dwelling?

In relation to all children aged 5 to 20 years, proxies (or children over 15 or 17 years, depending on
parental consent) are asked whether the child attends school, whether the child attends a special school or a
special class because of their health condition, and, if not attending school, what is the reason? This
information was used to establish whether children had a school restriction.

Source: ABS 1998, Survey of Disability, Ageing and Carers, Questionnaire.

As noted in Section 3.6, substantial changes in the 1998 ABS survey appear to have resulted
in greater identification of the number of people with a disability, especially with a severe or
profound core activity restriction, compared with the 1993 survey (ABS: Davis et al. 2001;
AIHW 2001a). While it is not possible to control for these factors post hoc, summary data
from the 2003 SDAC tend to confirm that the increase in disability prevalence rates between
1993 and 1998 was the result of these methodological changes. The 2003 SDAC, which
largely retained the 1998 questions, found that there was no significant increase in the rate of
disability among children aged 0-14 years between 1998 and 2003, or in the rate of severe or
profound core activity restriction among children of this age (ABS 2004).

Other useful data sources used

(b) National Survey of Mental Health and Wellbeing

The National Survey of Mental Health and Wellbeing consisted of three components: a
household survey of adult Australians aged 18 years and over (conducted by the Australian
Bureau of Statistics in 1997), a household survey of children and adolescents aged 4-17 years
(conducted by the University of Adelaide in 1998), and a study of low-prevalence (psychotic)
disorders covering the age range 15-65 years (conducted by the University of Western
Australia in 1997-98).

Of most relevance to this project was the Child and Adolescent Component of the National
Survey of Mental Health and Wellbeing. This component of the survey collected information
on the prevalence of mental health problems, the level of disability associated with each and
the use of health services as a result of a mental health problem for Australian children and
adolescents (aged 4 to 17 years) (Sawyer et al. 2000).

The survey was designed to provide information on the number of children and adolescents
in Australia who have mental health problems and the nature of these problems;
examine/determine the degree of disability associated with the reported mental health
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problems; and provide information on the health services used by children and adolescents
with mental health problems.

Information was collected for the survey using the following methods:
e behaviour checklists to identify mental health problems;

e diagnostic interview schedule for children (parent version for children 6 to 17 years) to
identify mental disorders;

e information obtained from parents (interview and questionnaire); and
e information obtained from adolescents.

Information was obtained from the parents of all participants and also from adolescents aged
13-17 years (Sawyer et al. 2000).

The prevalence of mental health problems was based on scores obtained from the Child
Behaviour Checklist, which was completed by parents. The Checklist scales identify mental
health problems in three general areas (internalising problems such as anxiety or depression,
externalising problems such as delinquency or aggression, total problems) and eight general
areas (somatic complaints scale, delinquent behaviour scale, attention problems scale,
aggressive behaviours scale, social problems scale, withdrawn behaviour scale,
anxious/depressed scale and thought problems scale). Children or adolescents are
considered to have a mental health problem if their score on the relevant scale was in the
clinical range (that is, above a recommended threshold score) (Sawyer et al. 2000).

The methodologies of this survey and the SDAC are quite varied, thus generating
substantially different prevalence estimates (the former for “psychiatric disability” and the
latter for ‘mental health problems’). A small amount of data from the Survey of Mental
Health and Wellbeing (Child and Adolescent Component) was presented in Chapter 3.

(c) Australian Birth Anomalies system

The National Perinatal Statistics Unit, established in 1979, was responsible for collating and
publishing data from the National Congenital Malformations and Birth Defects Data
Collection between 1981 and 1997. This data collection was a compilation of notifications of
major birth defects from state and territory birth defects registers and perinatal data systems.
The data collection included information about mothers and babies, including demographic
details, diagnosis, method of prenatal diagnosis, source of notification, birth outcome,
plurality and birth order, birth weight, and previous pregnancies and outcomes (AIHW
NPSU: Birch et al. 2004). The National Congenital Malformations and Birth Defects Data
Collection was reviewed in 2004 to assess its utility and scope and make recommendations
for its future. The review found that there was a lack of national consistency in birth defects
data and that this affected the quality and utility of the national collection. A new Australian
Birth Anomalies System was recommended and is currently under development.

Data were presented in Section 3.4, which provided estimates of prevalence rates (birth and
total) for selected birth defects in 2001. These data were prepared by the National Perinatal
Statistics Unit, based on information provided by all jurisdictions except the Northern
Territory.

(d) Pharmaceutical Benefits Scheme (PBS) data

The Health Insurance Commission collects information on most prescriptions funded
through the PBS and provides these data to the Australian Government Department of
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Health and Ageing. Data are collected about the medication prescribed (e.g. type and cost of
medication), the prescribing practitioner (e.g. speciality) and the supplying pharmacy (e.g.
location). This report presents a small amount of PBS data in Section 3.6, which examines
trends over time and state/territory for dexamphetamine prescriptions under the PBS.
Dexamphetamine is the most commonly prescribed drug to treat ADHD.

(e) Commonwealth State/Territory Disability Agreement National Minimum
Data Set (CSTDA NMDS)

The CSTDA NMDS facilitates the annual collation of nationally comparable data about
CSDTA-funded services (see Section 5.3 for further detail about the CSTDA). The original
Commonwealth/State Disability Agreement Minimum Data Set (CSDA MDS), collected
from 1994 to 2002, provided information about clients and service providers on one
‘snapshot” day. Data items included administrative information about the service provider
(e.g. service type, staff hours) and a range of service user characteristics (e.g. date of birth,
Indigenous status, living arrangements, disability group and support needs). The CSDA
MDS was redeveloped between 2000 and 2003. The redeveloped collection, now known as
the Commonwealth State/Territory Disability Agreement National Minimum Data Set
(CSTDA NMDS) has been collected from 1 January 2003. The CSTDA NMDS now provides
information about all clients seen over the full year and includes a range of additional data
items (e.g. information about carer arrangements via data items such as carer relationship to
service user and carer age group) as well as information about the type and quantity of all
services received by each client over the year. As in the CSDA MDS (since 1997), a statistical
linkage key is used to estimate client numbers and account for individuals who received
more than one service during the reporting period.

For this report, data from the CSTDA NMDS for the period 1 January 2003 to 30 June 2003
were used in Section 5.3 to look at the numbers of children aged 0-14 years according to the
service type(s) received and the child’s primary disability group. Section 3.6 drew on CSDA
MDS “snapshot” day data to examine the relative numbers of children aged 0-14 years
receiving CSTDA-funded services between 1999 and 2002.

(f) Home and Community Care Program National Minimum Data
Set (HACC NMDS)

The Home and Community Care (HACC) program provides community care services to frail
aged and younger people with disabilities, and their carers. The HACC program aims to
provide a range of basic maintenance and support services for frail aged people, people with
a disability and their carers, and support these people to be more independent at home and
in the community, thereby enhancing their quality of life and/or preventing their
inappropriate admission to long-term residential care (DoHA 2004a). The type of services
funded through the HACC Program include nursing care; allied health care; meals and other
food services; domestic assistance; personal care; home modification and maintenance;
transport; respite care; counselling, support, information and advocacy; and assessment.
HACC is a joint Australian, state and territory cost-shared program.

The Home and Community Care Program National Minimum Data Set (HACC MDS) is
reported three-monthly by HACC-funded agencies, who are required to report details for
each known client who has received any HACC-funded assistance in the reporting period
(DoHA 2004b).
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Data items about each client include date of birth, sex, accommodation setting, living
arrangements, postcode, carer relationship, as well as a number of data items relating to the
type and quantity of service received by the client. HACC MDS data were used in this report
in Section 5.3 to examine the number of children aged 0-14 years who accessed HACC
program services.

(g9) Supported Accommodation Assistance Program National Data Collection
(SAAP NDC)

The SAAP NDC collects a range of information from all agencies funded under the
Supported Accommodation Assistance Program (SAAP). SAAP is Australia’s major program
response to the needs of people who are homeless or at risk of being homeless. The overall
aim of the program is to provide transitional supported accommodation and related support
services to help homeless people achieve the maximum possible degree of self-reliance and
independence.

The SAAP NDC comprises a number of different collections:

e aclient collection, which includes information on all clients receiving ongoing or
substantial support under SAAP;

e an unmet demand collection, which operates over a one-week period, twice a year, and
which collects information about the number of people who request support or
accommodation at SAAP agencies but, for whatever reason, are not provided with the
desired service;

e acasual client collection, which is collected for a two-week period each year and which
collects information about one-off types of assistance provided to casual clients (those
who receive only one-off assistance requiring less than one hour of a SAAP worker’s time
and do not establish an ongoing relationship with the agency);

e an administrative data collection, which contains descriptive information (such as the
number, size, structure and service mode) about the 1,200 or so non-government and
community organisations providing accommodation and support services to people who
are homeless or in crisis; and

e aspecial issues collection, which includes provision to conduct a limited number of
special issues collections (past special issues included casual clients, support provided to
accompanying children and resources available to agencies assisting children) (AIHW
2004f).

SAAP NDC data were used in Section 5.4 to estimate the number of children aged 0-14 years
with a “disability” who accessed SAAP services in 2002-03. In the SAAP collection, the
concept of “disability” is estimated using a series of proxy measures, described in Section 5.4.

(h) Commonwealth Child Care Census

The Commonwealth Child Care Census is a census of Commonwealth-funded child care
providers, conducted by the Australian Government Department of Family and Community
Services (FaCS). The census collects information from Commonwealth Child Care Support
service providers on their staff, the children and parents using the service and various other
aspects of service provision. Types of child care covered include long day care centres,
family day care, occasional/other care, before/after school care and vacation care. The latest
census was conducted in 2002 (AIHW 2003d).
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Data items of interest to this report were the:

e number and characteristics of children in the last 12 months supported by the
Commonwealth Government’s Special Needs Subsidy Scheme —a program which
provides support for children with ongoing high support needs to participate to their full
potential in mainstream child care through the provision of staffing and access to
equipment, resources etc.; and

e number and characteristics of children in the last 12 months needing assistance from the
Supplementary Services Program —a program which aims to assist children with
additional needs (e.g. culturally diverse background, children with a disability,
Aboriginal or Torres Strait Islander children) to participate equally in child care services.
Forms of assistance may include helping children settle in, cultural activities, talking to
parents/ professionals, support in implementing appropriate programs, training,
equipment and resources.

The Commonwealth Child Care Census has been conducted since 1986 and is expected to be
replaced by the new Children’s Services National Minimum Data Set (see below), which
extends the scope to include state-funded childcare as well as preschool services.

FaCS estimates of the number of children attending child care services who have a disability
were presented in Section 5.4 of this report.

(i) Centrelink data

Data collected by Centrelink and held by the Australian Government Department of Family
and Community Services about numbers of people on various carer payments were
presented in Chapters 3 and 5.

As part of the process of establishing eligibility for income support benefits and assistance, a
range of information is collected by Centrelink about its customers. For example, to
determine a parent/guardian’s qualification for Carer Allowance (in relation to child under
16 years of age with a disability) the parent/guardian completes a functional assessment
form and the child’s doctor is asked to complete a Treating Doctor’s Report. See Box 5.2 for
further detail of the types of questions asked of parents/guardians and doctors.

The vast majority of this information is held electronically by Centrelink and specific tables
can be requested from Centrelink by emailing bi.frontdoor@centrelink.gov.au. Analysis of
information from this data source presents an interesting possibility for future analysis.

Data sources considered for analysis but not used in this report

(j) ABS National Health Survey

The ABS National Health Surveys collect information about the health status of Australians,
their use of health services and facilities, and health-related aspects of their lifestyle such as
smoking, alcohol consumption and exercise (ABS 1997, 2002b).

Information most relevant to disability in the national health surveys is derived from the
data items about long-term conditions, which are defined as medical conditions (illness,
injury or disability) that have lasted or are expected to last six months or more. The health
survey data are used to extract prevalence estimates of long-term conditions for comparison
with those derived from the disability surveys and other data sources.
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National health surveys cover only people in households and exclude people in hospitals,
nursing homes and other institutions. This may contribute to an underestimation of the
prevalence of long-term conditions in the Australian population based on these data.

Questions asked in relation to children include their demographic information and for older
children their socioeconomic characteristics (information is collected from all children aged
0-6 years and one child aged 7-17 years). For example, there are questions on the child’s sex;
age; date of birth; Indigenous status; country of birth; year of arrival; household type;
language; proxy education; proxy current labour force; child labour force; child income; child
immunisation; breastfeeding; assessment of child health; height/weight; exercise; sun
protection; nutrition; asthma; cancer; heart and circulatory conditions; diabetes; eyesight;
hearing; arthritis; long-term conditions; all conditions; injuries; time off work/school; use of
health services; private health insurance; proxy income; proxy partner/spouse income.

As would be expected, this survey focuses on health conditions and does not include
information that relates to the concept of disability more broadly. Thus, it would be possible
to use the National Health Survey to explore characteristics of children who identify certain
health conditions as a long-term health condition, and compare these characteristics to
children with other long-term health conditions or no long term health conditions. This type
of analysis warrants further exploration, particularly in terms of whether the sample size is
sufficient to generalise conclusions, but was considered outside the scope of this report.

Related analysis has been undertaken by the AIHW in Disability and its Relationship to Health
Conditions and Other Factors (AIHW 2004g). This report compares prevalence estimates of
long-term health conditions from both the SDAC and the National Health Survey.
Prevalence rates from the National Health Survey tend to be higher than those from the
SDAC which is perhaps not surprising given that the disability survey records only health
conditions associated with disability. The AIHW report also notes that the national health
survey data file for 2001 did not include information on a number of selected health
conditions that were highly related to disability (e.g. ADHD, cerebral palsy). This may
present a limitation to the usefulness of the National Health Survey in possible future
analysis of childhood disability.

(k) National injury surveillance data

The AIHW National Injury Surveillance Unit (NISU), a collaborating unit of the AIHW, aims
to inform community discussion and support policy making on the prevention and control
of injury in Australia by developing, coordinating, interpreting and disseminating relevant
information, research and analysis. National injury surveillance is currently limited to three
main sources: analysis of annual hospital separations data compiled by the AIHW (see
National Hospital Morbidity Database below); analysis of deaths data compiled by the ABS;
and analysis of intermittent population surveys conducted by the ABS such as the National
Health Survey (AIHW: Bradley & Harrison 2003). Data from these sources enable analysis of
injury incidence and demographics associated with the injured, but are limited to the more
severe injuries. Furthermore, these sources do not include information about impairments,
activity limitations or participation restrictions.

In 1997, the NISU summarised progress and current issues in relation to child injury
prevention. As part of this work, NISU collated information about deaths and
hospitalisations of children (aged 0-4, 5-9 and 10-14 years). For example, in the case of
deaths, trends over time were estimated for boys and girls of the above ages according to
major cause groups such as ‘motor vehicle occupant deaths’, ‘child pedal cycle deaths’, ‘child
pedestrian deaths’, ‘child drowning deaths” and “child fire and flame related deaths” (AIHW
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NISU 1997). Hospitalisation data were also used to estimate child hospitalisation rates by
children of the above age groups according to major cause groups.

While these data are interesting in terms of monitoring childhood injury, particularly in
relation to injury prevention measures, they do not provide information about whether non-
fatal injuries are subsequently associated with disability. The injury surveillance data were
therefore of limited value to this report.

(I) National Hospital Morbidity Database

The National Hospital Morbidity Database is a compilation of electronic summary records
for patients admitted to Australian hospitals. It includes data from public acute and
psychiatric hospitals, private acute and psychiatric hospitals, and private free-standing day
hospital facilities (AIHW 2002b).

The information in the database includes demographic and diagnosis data for patients, data
on procedures undertaken, length of stay, and external cause of injury and poisoning.
Diagnoses and procedures are classified and coded using the ICD-10-AM.

The latest available data from this database are for 2001-2002, which details hospital
‘separations’ (i.e. discharges, transfers, deaths or changes in care type) between 1 July 2001
and 30 June 2002. Data on patients who were admitted during this period are included,
provided that they also separated in this period. A record is included for each separation, so
patients who separated more than once in the year have more than one record in the
database.

(m) National Housing Database

The National Housing Data Repository holds the following data:

1) CSHA funded data collections;

2) Commonwealth Housing Dataset (including Commonwealth Rent Assistance data)

The CSHA consists of a multilateral agreement and bilateral agreements between the
Commonwealth, and each state and territory. The National Housing Data Agreement
(NHDA), a subsidiary agreement to the CSHA, specifies the agreed data that will be
provided for national collation by all signatories to the CSHA. The AIHW collates data
provided by the jurisdictions and manages the data as part of the National Housing Data
Repository. The data repository contains information from the six data collections funded
under the CSHA:

e  Public Rental Housing;

e State owned and managed Indigenous Housing;
e Community Housing;

e  Home Purchase Assistance;

e  (risis Accommodation;

e Private Rent Assistance.

A special needs item was trialled in the Public Rental Housing National Minimum Dataset
2001-02. Households with a person with a disability were identified. It is therefore possible
to calculate the number of people with a disability accessing public rental housing assistance,
although not the number of households in which a child with a disability lives.
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The Commonwealth Housing Data set, which includes Commonwealth Rent Assistance
(CRA) data, is collected by Centrelink. The data set contains information about income units
in receipt of income support including rent assistance. CRA recipients are individuals in
receipt of a Centrelink pension or allowance, or an amount of Family Tax Benefit over the
base rate of Family Tax Benefit Part A (FIB A), who pay private rent above minimum
thresholds. The data set has a disability item for the client and his/her partner where the
item describes the medical condition e.g. asthma, cystic fibrosis. If an individual has multiple
medical conditions only the first record is extracted.

(n) Longitudinal Data Set (LDS)

Since January 1995, the Australian Government Department of Family and Community
Services (FaCS), via Centrelink, has been accumulating full extracts of its operational
databases. These fortnightly extracts are stored in the FaCS Longitudinal Warehouse, which
describes customers’ characteristics and payment details. A more manageable 1% sample
named the Longitudinal Data Set (LDS), has been created from the Longitudinal Warehouse,
which enables policy analysts and researchers, both within and outside FaCS, to monitor the
outcomes of a large sample of FaCS customers.

The LDS population covers the whole of Australia and includes FaCS customers
administered under the Social Security Act 1991 and the Family Assistance Act 1999, their
partners and their eligible children. Everyone in the LDS is either:

e a Centrelink customer who is currently in receipt of an income support payment;
e a Centrelink customer who is currently in receipt of a non income support payment; or
e apartner or child of the above.

The LDS 1% sample currently contains data items spanning the period January 1995 to
March 2003. Examples include: customers” and their partners” demographics such as date of
birth, gender and postcode, a customer’s child details where the child is eligible for a family-
related benefit, benefits a customer is receiving and the time spent on a benefit, private
income and assets.

During the year 2002 the LDS 1% sample was redesigned to:

e expand the customer population to include all FaCS customers administered under the
Social Security Act 1991 and the Family Assistance Act 1999, their partners and their eligible
children;

e provide researchers with a richer source of data by adding new data; and
e improve accessibility to data in the LDS 1%.

A major change resulting from the redesign was that information became available for a
customer’s child or children, where they were eligible for at least one child-related payment
such as Carers Allowance (formerly Child Disability Allowance).

No attempt was made to analyse the LDS 1% sample for this report as the dataset does not
include disability information about the children of Centrelink customers. Future research
may consider exploring whether it is possible to generate a population of families which are
likely to include a child with a disability (based on payment type) and examining trends over
time from June 2001 (when data about multiple payments and children were introduced to
the LDS) (FaCS 2003e, 2003f; FaCS personal communication).
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Information about the numbers of people in receipt of various disability-related carer
payments, collected by Centrelink and provided by FaCS, are presented in Sections 3.6
and 5.2.

(o) General Customer Survey (GCS)

The General Customer Survey (GCS) is a panel survey of a representative sample of FaCS
customers, developed and conducted by the Australian Government Department of Family
and Community Services to meet its needs for quantitative customer research. All
respondents are interviewed once in each year of the three years of the survey. Those
respondents who enter the survey in receipt of an employment-related payment, such as
Newstart, have an additional three interviews in the first year (i.e. one each quarter).

The GCS complements the Longitudinal (Administrative) Data Set (LDS) as survey answers
from the GCS can be linked to an individual’s income support history as far back as 1995.
This aspect enables the examination of people’s pathways into and out of the income support
system, providing detailed information on the circumstances of individuals when they are
not on payment including longer-term outcomes experienced after ceasing to receive a
benefit.

The GCS has three cohorts, one each from the 2000, 2001 and 2002 customer populations,
with around 3,000 respondents in each cohort.

Information collected by the GCS includes:
e  personal details;

e household details: including housing tenure; information about other household
members; and perceptions of the local community;

e education: including details of educational qualifications; current or planned study; and
barriers to undertaking further education;

e employment: including current and past employment; and barriers to participation;
e retirement: including plans for and experience of;

e children and childcare: including childcare arrangements for children up to 12 years and
characteristics of children living away from home;

e youth: including parental support provided;
e disability and caring: including type of condition; limitations faced and care provided;
e community and emergency services: including use of supported accommodation;

e other services and entitlements: including awareness of Centrelink services and use of
concession cards;

e awareness of entitlements and incentives: including awareness of the income and assets
test, taper rates and cut-out amounts;

e income, assets and expenditure: including perceptions of financial position; and
e activities and participation: including details of volunteering and club membership.

The GCS asks respondents whether they have a child or children and (in the 2002 wave of
the GCS) what their special needs are. In all waves of the GCS, adult respondents in receipt
of carer payments are asked a series of questions about disability and caring. These include
questions about the person they are receiving the payment for, type of condition, number of
people outside household cared for, age of person cared for and relationship of person cared
for, use of and satisfaction with respite services (FaCS 2004, personal communication).
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The GCS is currently available to researchers outside FaCS only for projects approved by
FaCS, where the organisation can meet the department’s confidentiality and security
requirements. It is possible that future research could explore the potential of the GCS to
inform questions about children with disability being cared for by income support recipients.
For example, in conjunction with the LDS, it is possible that the GCS could be used to
generate answers to important research questions about, for example, whether or not parents
of children with disabilities are at increased risk of remaining on income support payments.
Such questions have been addressed in studies using income support data in the United
States (e.g. Brandon et al. (forthcoming)).

(p) Growing Up in Australia: The Longitudinal Survey of Australian Children
(LSAC)

Growing Up in Australia: The Longitudinal Survey of Australian Children (LSAC) has been
funded as part of the Department of Family and Community Services Stronger Families and
Communities Strategy. It is planned that the results will be used by FaCS, a range of other
Australian Government and state and territory departments, and the research community.

It is hoped that the data will add to the understanding of early childhood development,
inform social policy debate and be used to identify opportunities for early intervention and
prevention strategies, in policy areas concerning children —specifically parenting, family
relationships and functioning, early childhood education and schooling, childcare and
health.

The LSAC is designed to identify factors that influence children’s pathways to good and
poor outcomes. As part of this national study data are to be collected over seven years from
two cohorts every two years. The first cohort of 5,000 children aged less than 12 months in
2003-04 will be followed until they reach 6 to 7 years of age, and the second cohort will
comprise 5,000 children aged 4 years in 2003-04. Study respondents will include the child
(when of an appropriate age) and their parents, carers and teachers. Wave 1 of data
collection commenced in March 2004 and will track respondents until 2010.

The first data from the LSAC are due to be released to researchers and policy makers in April
2005 and were therefore not available at the time of preparing this report. However, the
survey does not include a disability indicator or particular questions that could be used to
estimate whether a child is likely to have a disability and therefore would have been of
limited value to this report even if available. It is possible that a disability question may be
included in future waves of the LSAC.

(q) Footprints in Time: The Longitudinal Survey of Indigenous Children (LSIC)

Footprints in Time: The Longitudinal Survey of Indigenous Children (LSIC) was announced
by the Australian Government in the 2003-04 budget. The study, to be managed by the
Department of Family and Community Services, is currently in its development phase,
involving extensive consultations with Indigenous people, communities and organisations to
ensure that its design reflects their interests and is done in a way that benefits Aboriginal and
Torres Strait Islander children and their families.

The survey includes a broad plan to track two age groups over time: 2,000 babies aged under
12 months and 2,000 four to five year olds. The study aims to improve the understanding of,
and policy response to, the diverse circumstances faced by Aboriginal and Torres Strait
Islander children, their families, and communities. It will provide a data resource that can be
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drawn on by Australian governments, researchers, service providers, parents and
communities.

At this stage, it is hoped that the LSIC will address four main research questions:
1. What do Indigenous children need to have the best start in life to grow up strong?

2. What helps Indigenous children to stay on track or get them back to become healthy,
positive and strong?

3. The importance of family, extended family and community in the early years of life and
when growing up.

4. The difference between how Indigenous children are raised compared to non-
Indigenous children.

Relating to these four new research questions, it is expected that data will be collected in the
following areas:

e  Culture: language, Elders, child rearing, the effects of the Stolen Generation,
participation in activities, law, dance, story telling, art, and spirituality.

e Health: Pregnancy, birth, age of birth mother and father, illness, medical services,
doctors, immunisation, transport, stress, mental health, medical conditions, diabetes,
kidney disease, substance use, diets, hearing, eyesight, sleep patterns, accidents.

e  Childcare: availability, culturally appropriate, used, or not used, how often, Indigenous
carers and non-Indigenous carers.

e Education: access to and experience in playgroups, preschool, primary, secondary and
tertiary, early learning skills, access to books, television and other media, computers,
bullying, racism, access to before and after school care, educational levels.

e Families: extended family, fathers, grandparents, siblings, uncles” and aunts’
community, parents” work, income, health and how they were raised as a child, out of
home care, violence, discipline, death, grief, child abuse, family movements and contact.

e  Community: Housing, infrastructure, services—how many are available, type, access
and responsiveness to needs, history, access to food, seasonal changes,
communication —access to technology and telephone (FaCS 2004).

It is possible that the LSIC data, once available, will provide valuable information about
aspects of childhood disability among Aboriginal and Torres Strait Islander children. For
example, the survey aims to include information about mental health, medical conditions,
and hearing and eyesight problems among Indigenous children.

The LSIC will collect information similar to the Western Australian Aboriginal Child Health
Survey (referred to in Section 3.5).

(r) Household Income and Labour Dynamics in Australia (HILDA)

The Household, Income and Labour Dynamics in Australia (HILDA) survey is a longitudinal
or panel survey of Australian households. HILDA was the first longitudinal household
survey in Australia and, prior to its funding, Australia was one of the few OECD countries
not to have such a study of households and their members.

The Department of Family and Community Services (FaCS) manages the HILDA survey on
behalf of the Australian Government. FaCS contracted the design, development and
implementation of HILDA to a consortium comprising the Melbourne Institute of Applied
Economic and Social Research, the Australian Institute of Family Studies and the Australian
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Council for Educational Research. AC Nielsen has been sub-contracted to undertake the
HILDA fieldwork.

HILDA is an Australia-wide, voluntary study of 7,680 households (around 14,000 people
aged 15 years and over). Data are collected annually, using face-to-face interviews and self-

completion questionnaires with all individuals aged 15 years or more within selected
households.

HILDA has been designed to support research around understanding the interaction of
income, labour market and family dynamics. Information is also collected on
neighbourhoods/locations, health, social participation and long-run effects.

Wave 1 of the survey involved administration of four questionnaires. Two of these — the
Household Form and the Household Questionnaire — were administered by personal
interview to at least one adult member of the household. A Person Questionnaire (PQ) was
then administered, again via personal interview, to all household members aged 15 years
and over. Finally, a Self-Completion Questionnaire was provided to all persons completing
the Person Questionnaire and collected by the interviewer at a later date. For Waves 2 to 8
this basic format has been retained, with the possibility that in subsequent waves, the main
mode of delivery could become computer-assisted telephone interviewing. Data from Waves
1 and 2 are currently available for research purposes (in the form of moderately
confidentialised unit record files) and three waves of interviewing have been conducted,
with Wave 4 in the field at the time of preparing this report.

Wave 4 of HILDA includes the following data items, collected via four instruments, the:

i. Household Form (HF): This collects administrative information on address, dwelling
characteristics, reasons for refusal etc. as well as household composition (name, date of
birth, age and sex of all household members), information about people joining and
leaving the household since the previous interview and other selected personal
characteristics of household members aged over 15 years (e.g. health/disability status,
marital status, employment status) and relationship between household members.

ii. Household Questionnaire (HQ): This collects information about all household members
including whether they have a long-term health condition, disability or impairment, use
of child care (e.g. which type(s) for school-aged children and children not yet at school),
whether anyone in the household currently receives the Child Care Benefit; and
information about housing (e.g. whether the person or any other household member
owns the home, rents it, or lives there rent free), information about household spending
and income).

iii. Person Questionnaire (PQ) (either new or continuing): Administered to every household
member aged 15 years and over. It has 20 sections on: country of birth and visa;
education; current employment; persons not in paid employment; annual activity
calendar (of work and study activities); income; family formation;
partnering/relationships; private health insurance; living in Australia (e.g.
health/disability); youth issues (e.g. importance of having lots of friends now and at age
35 years); tracking information.

iv. Self-Completion Questionnaire (SCQ): Completed by all people who completed the
Person Questionnaire (i.e. 15 years and over), this comprises six main sections: general
health and wellbeing (SF-36 Health Survey); lifestyle and living situation; personal and
household finances; your job and the workplace; parenting; sex, age and comments
(Melbourne Institute 2004).
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The HILDA survey enables all household members who have a long-term health condition,
disability or impairment to be identified (HF16). In Wave 4, only those aged over 15 were
asked questions about the impact of that condition. It is therefore possible that the survey
has some potential for future data analysis.

(s) Children’s Services National Minimum Data Set (CS NMDS)

In 1998, in response to the need to improve national children’s services data, the National
Community Services Information Management Group (NCSIMG) set up a Children’s
Services Data Working Group. At its first meeting the Children’s Services Data Working
Group agreed that the best way to obtain a national picture of children’s services would be to
implement a National Minimum Data Set (NMDS) that would be applied to all child care
and preschools around Australia.

The initial pilot test (or trial) of the CS NMDS was completed in 2002 and a second pilot test
in September 2004. Following completion and analysis of the second pilot test, the AIHW
will be able to provide final recommendations to the Children’s Services Data Working
Group about the content and structure of the CS NMDS.

The scope of the CS NMDS will be all children’s services that are defined as child care and
preschool services and that receive Australian or state/territory government funding (in the
form of capital grants, operational funding, per capita funding and/or funding to reduce
charges to parents (e.g. approved for Child Care Benefit). Playgroups, toy libraries and other
activities that require the attendance of both the parent and the child will be excluded from
the scope of the CS NMDS. Hence the CS NMDS will cover a major portion of children’s
services but not all children’s services. It will not cover “full-time primary education services’
for children or services which are funded solely by local governments.

It has been agreed that the CS NMDS should describe:
e the children who use child care and preschool services;

e the organisations (services) providing child care and preschool activities and the nature
of the activities provided; and

e the workers delivering child care and preschool activities to children.

Data items relating to the service will include weeks of operation per year and information
about the main service activity type. Data items relating to the workers will include date of
birth, sex, whether they are paid or unpaid and qualification level. Data items relating to
children will include date of birth, sex, Indigenous status, disability status and working
arrangements of parents. The disability status question for the CS NMDS has been based on
the International Classification of Functioning, Disability and Health and designed to be
comparable with the ABS Survey of Disability, Ageing and Carers. If this question is
included in the final CS NMDS, this will therefore represent a major development in the
usefulness of administrative data collections in terms of describing access to services by
children with disabilities.

It is expected that the development stages for the CS NMDS will be finalised by June 2005,
when a final report will be published by the AIHW. Once these developmental stages are
completed, it is anticipated that the CS NMDS will be able to replace current Australian
government and state and territory data collections on children’s services. However,
implementation proposals are still under development.
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(t) ABS Child Care Survey

The Australian Bureau of Statistics conduct a Child Care Survey every three years, with the
most recent survey conducted in 2002. This survey collects information from parents on the
use of ‘child care” by children aged 0-11 years, with “child care” including all formal child
care services and preschools, as well as informal care. The survey and the Commonwealth
Child Care Census (see above) are not directly comparable as, for example, the census
collects information only about formal child care (specifically Commonwealth-funded child
care providers) and generally covers children aged 0-12 years (AIHW 2003d).

The Child Care Survey collects information about the use of, and demand for, child care for
children under 12 years of age by state or territory of usual residence. For example,
information is collected about the characteristics of families (e.g. number of children),
characteristics of parents (e.g. sex, age, labour force status), characteristics of children (i.e.
sex, age, country of birth, main language spoken at home, school attendance), child care
arrangements for children (e.g. type of care, days of week, weekly cost of care, use of the
Child Care Benefit, and unmet need for formal care for children).

The Child Care Survey does not include information about childhood disability and was
therefore not used in this report.

(u) Juvenile Justice National Minimum Data Set (JJ NMDS)

The AIHW has been developing a Juvenile Justice National Minimum Data Set (J] NMDS)
since early 2000, on behalf of the Australasian Juvenile Justice Administrators and the
National Community Services Information Management Group (see, for background, AIHW:
Broadbent 2001). Field and pilot testing (Stage 2 of development) were conducted during
2001-03.The implementation of an ongoing J] NMDS was endorsed by the Australasian
Juvenile Justice Administrators in November 2003 and commenced during 2004. Data will be
available annually, with the first report, relating to the period 2001-02 to 2003-04, to be
available in late 2005.

The J] NMDS will aim to provide a national picture of the juvenile justice system and its
clients in Australia. The collection will be a compilation of administrative by-product data
collected by relevant juvenile justice departments in each jurisdiction and then forwarded to
the AIHW. The data collection will include information relating to juvenile justice clients,
juvenile justice episodes and juvenile justice supervision periods, provided as unit record
data. Information about juvenile justice remand/detention centres will be aggregated data
collected annually.

Client-related data items in the JJ] NMDS will include date of birth, sex, statistical linkage key
(derived from letters of name, sex and date of birth), Indigenous status, and cultural and
linguistic background but it is not planned for the collection to include information about the
disability status of JJ clients. Thus, even when data become available from this collection,
they will not inform questions about the prevalence of disability among children and young
people accessing the juvenile justice system.

(v) National Child Protection Collection

The AIHW is data custodian for three separate national data collections relating to child
protection:

e child protection notifications, investigations and substantiations;

e children on care and protection orders; and
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e children in out of home care.

Data for each of these collections are forwarded to the AIHW each year by the relevant state
and territory community services departments according to specified definitions, data items,
classifications and counting rules (see, for example, AIHW 2003g).

Data are supplied in aggregate form for each collection. For example, in the case of data
relating to child protection notifications, investigations and substantiations, jurisdictions
provide specified tables using agreed data definitions. Data items include age of child, family
of residence (e.g. two-parent families where both parents are either the biological or adoptive
parents of the child, male single-parent), Indigenous status, investigation outcome, person
believed responsible, relationship to child of the person believed responsible, source of
notification, type of abuse or neglect and type of action.

The current child protection collections do not include a data item that would enable the
disability status of children involved to be established or estimated. However, these
collections are currently being redeveloped and will be replaced by a new Child Protection
National Minimum Data Set. The redevelopment methodology includes field testing a
disability question for inclusion in the final NMDS. The question proposed for field testing
will be the same as that currently being field tested for the Children’s Services National
Minimum Data Set.

It is anticipated that data will be available from the new Child Protection NMDS by 2006-07.

(w) National Adoptions Collection

Each year the AIHW publishes a collation of adoptions statistics provided by state and
territory community services departments (see, for example, AIHW 2003f). These reports
cover all finalised adoptions reported to state and territory community services departments
during the financial year. For example, the report on 2002-03 data provided information on
adopted children, adoptive families and birth mothers as well as data on the number of
requests for information and the number of contact and information vetoes lodged by parties
to the adoption. Information collected about adopted children includes their country of birth,
country of origin, age, whether the adoption was a placement adoption (local placement
adoption or intercountry adoption) or ‘known’ child adoption (e.g. by step-parents or other
relatives). Information is not available at a national level about whether children who are
adopted have a disability.

6.3 Data gaps and future directions

Areas for data improvement

As we have demonstrated in this report, even when data sources do not directly align,
available information can be synthesised to shed light on many of the questions we seek
answers for. Nevertheless, this review has also highlighted areas for improvement or further
development in nationally significant data collections.

In the process of preparing this report it became clear that available data sources would not
enable us to thoroughly explore, for example, information about government expenditure on
childhood disability or information about factors contributing to childhood disability. It also
became clear that information about trends over time in the prevalence of childhood
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disability was essentially limited to national population disability surveys, which (prior to
1998) provide little detail about the health conditions associated with disability due to
collection methodology issues (e.g. self-report, sample size).

There appear to be three main limitations to the way in which information is currently
collected about children with disabilities in Australia:

e some of the reviewed data sources do not collect information about childhood disability;

e information about childhood disability is collected in other data sources but not in a
consistent way; and

e information exists across a range of data sources that could enable childhood disability to
be explored but these sources are not designed or used to their maximum potential.

Encouraging the inclusion of ‘disability’ questions in relevant data sources

The first area in which future data development could be focused is therefore the inclusion of
information about disability status in more of the data sources which relate to children. It is
an opportune time for policy makers and people involved in data development to consider
appropriate questions for inclusion in data sources as a number of important developments
are underway. For example:

e The Australian Bureau of Statistics is including questions on “disability, need for
assistance’ in its next population census in 2006 (Box 6.1). These questions, due to their
brevity and the fact that they will be applied across the entire Australian population, may
be suitable for adoption in a range of other data sources.

e A number of national minimum data sets (e.g. Children’s Services National Minimum
Data Set and the Child Protection National Minimum Data Set) are trialling a short
disability question in administrative data sources (Box 6.2). These questions are designed
to have some compatibility with the ABS Survey of Disability, Ageing and Carers and the
International Classification of Functioning, Disability and Health. This type of question
may suit some settings better than others but also presents an option for people
considering data collection in the future.

Improving the consistency of ‘disability’ questions across data sources

The second area in which data development could be focused is on increasing the
consistency with which disability is defined and measured (in collections already containing
such information). Possible reasons for the current variation in definition include the varied
purposes for which information is collected, variation in the way in which disability is
conceptualised (e.g. in terms of health condition, impairment, activity limitation and
participation restriction) and the need to minimise the impact of data collection on data
providers (i.e. responder burden).

Historically, there was little guidance at a national level about how a data collection could
include one or two brief questions to enable an adequate description of the multi-
dimensional concept of disability. This situation was improved with the inclusion of
disability data elements in the National Community Services Data Dictionary Version 2 (AIHW
2000c). The disability data elements in the current National Community Services Data
Dictionary Version 3 (AIHW 2004a) are based on the International Classification of
Functioning, Disability and Health (ICF) (WHO 2001). An Australian user guide has also
been published by the AIHW to assist people designing data collections to incorporate the
concepts of the ICF (AIHW 2003a). The inclusion of brief questions on disability (in the
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population census and national minimum data sets) will add to these developments by
providing data collectors with options for collecting disability information in a way that
corresponds with existing data. The Australian Bureau of Statistics has also based its
disability data collections on the ICF and its predecessor, the International Classification of

Impairments, Disabilities and Handicaps (ICIDH).

Box 6.2: Australian Bureau of Statistics 2006 Population Census: proposed ‘disability, need
for assistance’ questions

As at September 2004, the ABS was proposing to include the following or similar questions in the 2006
Population Census of all Australians.

* For example: understanding, or being understood by, others.

17 Does the person ever need someone to help with, 26} EIER Yes, ahays
or ba with them for, self care activities? LS ElALLE L2 ERILATEE
= For example: doing everyay activities such as eating, ho o
shovering, dressing or taiketing.
18 Doss the person ever need someone to help with, s, ahways es, ahays
or be with them for, body movement activities? s, sometimes Yes, sametimes
» For example: getting out of bed, moving around at hame Mo Mo
or at places away from home.
19 Does the person ever need someone to help with, 26 EUENE Yes, always
or be with them for, communication activities? es, sometimes Yes, sometimes
Mo Mo

20

What are the reasons for the need for assistance
or supervision shown in questions 17, 18 and 197

* MARK ALL APPLICAELE REASOMS.
» Remember to mark boxes like this: —

No reed for help or
suparvision

Short-term heath condition
{lasting less than s months)
Long-term heath condition
{Bsting st months or more)
Disability (lasting six
months ar more)

Old aryoung age

Difficulty with English
language

COther cause

No reed for help ar
supervision

Short-term heath condition
(lasting less than sk months)

Long-term heath condition
(Bsting st months or more)
Disability (lasting six
months or more)

Old aryoung age

Difficulty with English
language

COther cause

Source: ABS personal communication.
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Box 6.3: Children’s Services NMDS Pilot Test 2004: child disability question

Does this child have a difficulty or delay in any of the following areas compared to children of a similar age, that
is related to an underlying long-term health condition or disability?

(Please tick as many as apply. 'Long-term’ means experienced for 6 months or more. See page 8 of Guidelines)
1 = Communication

2 = Mobility

3 = Self-care

4 = Interpersonal interactions and relationships

5 = Learning and applying knowledge, education

6 = Other (including general tasks and demands, domestic life, and community, social and civic life)

7 = Not applicable — no assistance needed in the areas listed

8 = Don’t know

Source: AIHW Caregiver’s Collection Form.

Maximising the analytical potential of existing data sources

In relation to the third issue listed above —harnessing the power of existing data sources —a
major area for further exploration appears to be data linkage. The benefits of this type of
work have been actively promoted by the AIHW in its national data development work for
some years and, more recently, by the Australian Research Alliance for Children and Youth
(ARACY). A great deal of work has been undertaken and continues at both national and
state levels. For example, the AIHW recently established a data linkage unit which will
develop protocols for and promote the benefits of data linkage using community services
data collections. This builds on a long work program of linking data across health-related
data collections such as mortality and morbidity databases. Work conducted in Western
Australia, in particular by the Telethon Institute for Child Health Research, provides
examples of the benefits of linking existing data sources to address questions relating to
causal pathways to specific outcomes (Box 6.4). For example, the Institute’s Maternal and
Child Health Research Database (MCHRDB) has been used for the surveillance of cerebral
palsy in low birthweight infants (Stanley & Watson 1992), the impact of changing obstetric
and neonatal care practices on mortality and cerebral palsy (Stanley & Blair 1991), and the
prevalence of birth defects in the offspring of Aboriginal and non-Aboriginal women (Bower
et al. 1989).
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Box 6.4 Western Australian examples of data linkage

Maternal and Child Health Research Database (MCHRDB) of Western Australia

The Western Australian Telethon Institute for Child Health Research Maternal and Child Health Research
Database (MCHRDB) is a linked total population database, established in Western Australia in 1980 for
the purposes of monitoring and evaluating maternal and child health and conducting epidemiological
studies. The database includes data linked from sources such as the Midwives” Notification of Case
Attended Form, birth registration forms (Registrar General of WA), death certificates, hospital inpatient
morbidity data from the WA Health Department, information on birth defects as notified to the WA Birth
Defects Registry and the WA Cerebral Palsy Register. This means that information is available about the
physical and sociodemographic characteristics of mothers, about pregnancy complications, perinatal details
including infant birthweight and gestational age, all causes of deaths (from 20 weeks gestation to 1 year of
age), and details on hospital in-patient morbidity for all children up to 6 years of age who attend WA
hospitals. The data may also be linked to various longitudinal studies of WA children (e.g. the Raine
Study, WATCH, WA Child Health Survey). From 2004 onwards, under new collaborative arrangements,
data linkage will be undertaken by the Western Australian Health Department and will include linkage to,
for example, the Pharmaceutical Benefits Scheme (PBS), the Medicare Benefits Scheme (MBS), the
Australian Childhood Immunisation Register and the AIHW’s National Death Index and National Cancer
Register. The whole infrastructure is now known as the Western Australia Data Linkage System.

Data linkage involves bringing together records from a variety of sources relating to the same individual.
The advantages of using linked population data are many, including close to complete ascertainment of
cases, avoidance of selection and recall bias and cost effectiveness. The data can also be used over time to
address a variety of hypotheses or public health questions, and are not intrusive. Data from the MCHRDB
have been used for descriptive epidemiology relating to perinatal and paediatric outcomes, as a sampling
frame for case control studies and cohort studies and for studies to evaluate care.

Developmental pathways to health, education and delinquent outcomes in Western
Australian children

Another example of utilising existing data sources to address important public health and social policy
issues is a project called ‘Developmental pathways to health, education and delinquent outcomes in
Western Australian children: A holistic approach to inform early intervention strategies’. A collaborative
team in WA, including the University of Western Australia (Centre for Child Health Research at the
Telethon Institute for Child Health Research and the Crime Research Centre) and six government
jurisdictions in Western Australia (the Departments of Health, Education and Training, Community
Development and Justice, Disability Services Commission and Office of Youth Affairs), was recently
awarded an Australian Research Council grant to conduct this project. The primary aims of the project are
to:

o pioneer an extensive population-level data linkage across multiple disciplines and government sectors;

e use this unique longitudinal data source to provide an overview of temporal, regional, socioeconomic
and racial differences in developmental outcomes and to describe key risk and protective factors;

o identify pathways to health and wellbeing, education and juvenile delinquency outcomes among
Western Australian children and youth including those who have had contact with the child protection
system;

o identify risk and protective factors for persistent juvenile offending;
o explore and define risk and resilience factors for Aboriginal juvenile delinquency; and

o identify risk and protective factors for those who enter the child protection system and determinants of
adverse outcomes after leaving the system, with a separate component for Aboriginal children.

Sources: Stanley et al. 1994; AIHW presentation by Fiona Stanley, 5 October 2004.
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6.4 Future directions

A vast array of information is collected about children in Australia in the form of population
surveys and, where children access government-funded services and benefits, administrative
data. A subset of these data sources includes information which enables the disability status
of children to be estimated.

With the current data available it has been possible to answer many of the questions we set
out to address in this report. However, with the relatively minor additions and
improvements to existing data sources identified in this report, and with more collaborative
use or linkage of existing data sources, substantial gains could be made in terms of our
ability to readily identify and describe children with disability in Australia, describe their
needs and circumstances along with those of their families, and provide a coordinated
picture of the services they access and the outcomes of these interventions.

A number of recent initiatives and policy developments suggest that there is considerable
interest in improving the usefulness of information about children, particularly those with
complex needs. These include, for example:

e the recent establishment of the Australian Research Alliance for Children and Youth
(ARACY);

e various government initiatives such as the Commonwealth Taskforce on Child
Development, Health and Wellbeing and the National Agenda for Early Childhood;

e policy and research effort to improve the whole-of-government approach to working
with children with disabilities, such as the July 2004 National Disability Administrators
forum on support for children and young people with a disability and their families,
which focused on contact by children with disabilities with the child protection system;
and

e efforts to draw on multiple existing data sources to address policy questions, such as
work under way by the National Child Protection and Support Services (NCPASS) Data
Group to examine educational outcomes of children on care and protection orders.

This interest and momentum, combined with Australia’s rich data sources, suggest that there
is great potential for improvement in relation to information about children with disabilities.
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