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Why real change is needed

Do not delete this return as it gives space between the box and what precedes it.
	Key points

	· People with disabilities and their carers are among the most disadvantaged groups in Australian society. This can be seen through measures of social isolation, financial status, as well as personal wellbeing. This disadvantage is linked to a lack of sufficient supports.
· While provision of support is generally lacking, it is also inequitable. The support people receive is influenced by where they live and the cause of their disability.

· There is significant unmet need for disability services in Australia, and this has been the case for decades. It has led to rationing and the growth of waiting lists, which leads to greater unmet demand. It affects a wide range of everyday activities including self care, mobility, communication, cognition, and transport.

· Two-thirds of people requiring assistance with core activities only receive informal support. People who only receive informal support make up the vast majority of those indicating that their core needs are fully met. If informal care can not be sustained, there will be increased demands on an already rationed formal system.

· Funding is insufficient across all jurisdictions, and improvements could be made in terms of both service coverage and the spending per service user. Underfunding is worse in some regions than others. Current funding efforts are unlikely to reach a reasonable and necessary level of support, as doing so would have major fiscal implications for states and territories. 

· Underfunding is only part of the problem. Systemic failures include:

· the fragmented structure of the disability system, and a lack of coordination, have made it extremely difficult for service users and their families to access services. 

· a lack of portability of disability supports between states.

· outdated service models which distort allocation decisions.

· a lack of person-centred planning and a general lack of consumer choice.

· a lack of certainty around waiting times and the availability of supports mean that families can not plan for the future.

· more timely and forward looking service delivery could save the system money.

· the lack of essential frameworks that would allow the system to identify and solve its problems. These include a strong governance structure and data systems.
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 SEQ Heading2 1
Introduction

Throughout the consultation process of this inquiry, there has been no question among stakeholders (including government) as to whether support for people with disability needs to be improved. This presumption is also reflected in the terms of reference for this inquiry:

The Government is committed to finding the best solutions to improve care and support services for people with disability.

One of the roles of this inquiry is to consider what scope of change is required. For example, changes can come from small, well targeted reforms or larger scale structural change.

This chapter considers the evidence surrounding the view, held by many, that the disability support system requires large-scale systemic changes. The analysis is based on a wide range of evidence which includes population-wide statistics, information from the disability support sector, as well as the experiences of individuals and families. 

The first sections of this chapter look at the poor outcomes of the disability support sector as a whole. This involves evidence of disadvantage among people with disability and their families (section 2.2). It also involves evidence of poor outcomes of the disability support system, including the lack of service provision and unmet need (section 2.3).

The subsequent sections consider the potential reasons behind these poor outcomes. Section 2.4 outlines the evidence regarding the underfunding of disability supports. Section 2.5 looks beyond funding at various structural elements of the system and sources of inefficiency.

This chapter is only a brief summary of the major issues motivating reform. The chapters that follow focus more on providing solutions to the comprehensive problems facing the disability sector.
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Disadvantage and disability

People with disability and their families face many social and financial challenges and, as a group, are among the most disadvantaged in Australia. This makes support services all the more important for their wellbeing. While this disadvantage may not be entirely attributed to unmet need for services and supports, there appears to be a strong link between observed disadvantage and a lack of support services. The evidence suggests that large scale support is warranted over and above what is currently provided.

Social isolation

Social isolation affects people with disability and their families at a disproportionally high rate — this was one of the major findings of the Shut Out report (Australian Government 2009a). More than half of the submissions to the Shut Out report cited ‘exclusion and negative social attitudes’ as critical issues (p. 3). The point has also been made strongly by participants to this current inquiry (subs. DR791, DR771, DR830, DR999).

At the extreme end, some people with disability do not participate in any activities outside of home — people with profound core activity limitation were nine times more likely to be in this group than the general population (figure 
2.1). While most people with disability do participate in at least some activity outside of the house, this does not imply that only a minority of people with disability experience isolation.

Figure 2.

 SEQ Figure \* ARABIC 1
Proportion of people aged under 65 years not participating in activities outside of home, 2009a
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a(Activities include: visiting a museum or art gallery; visiting a library; attended theatre or concert; attended cinema; visited animal or marine parks or botanic gardens; took part in sport or physical recreation; attended sporting event as a spectator; visited relatives or friends; went to restaurant or club; church activities; voluntary activities; performing arts group activity; art or craft group activity; other special interest group activities; other activity not elsewhere specified

Data source: ABS (unpublished).

Further evidence suggests that isolation affects a much wider group. For instance, people with profound limitations were also likely to miss out on social activities at home:

· only 16 per cent had been visited by friends or family in 3 months, and around 59 per cent had not had a telephone call in 3 months

· around 18 per cent had not had any social contact in the last 3 months

· around 44 per cent had not used the Internet in the last 12 months (ABS 2010d).

Social isolation can be particularly pronounced for people who require support to access the community.

One common factor is that people who are deafblind are becoming more isolated due to insufficient support to assist them getting out and about. They have to rely heavily on human support options (eg; interpreters, communication support people, guides and carers), communication devices and social networking online services to interact with the ‘outside’ world. Many deafblind people do not have access to these devices nor are trained to use social networking options. (Able Australia, sub. DR791, p. 5).

The social isolation experienced by people with disability is evident in various other indicators discussed more fully in chapter 4.

Many participants also highlighted the isolation felt by carers (subs. 177, 249, 259, DR634). These accounts accord with findings from the Families Caring for a Person with Disability Study. The study shows that around 18 per cent of carers only had face-to-face social contact either once every three months or less often (Edwards et al. 2008).

Lower levels of education, employment and income

There are significant differences in the levels of education and training among people with disabilities, particularly those with higher support requirements. Around 80 per cent of all Australians over the age of 25 years progress past year 10, compared to two thirds of people with disability and half of people with severe or profound core activity limitations (ABS 2010d). 

People with disability and their carers are also less likely to participate in the labour force. Around 31 per cent of people with severe or profound core activity limitations were in the labour force, compared to 54 per cent of people with disability, and around 83 per cent of people without disability (figure 
2.2). 

The relatively lower rates of education and employment among people with disability may be attributed to several factors besides disability itself (chapter 6 and appendix K). High quality educational and employment outcomes require an appropriate mix of supports, community and business receptiveness to the involvement of people with disabilities, good economic incentives to work, and expectations of social and economic participation. The current system has not sufficiently promoted these features. 

Further, the aggregate rates of employment is affected by demographic differences. The population of people with disability is older than the general population, given that disability prevalence is higher at older ages. Generally, participation rates fall with age for any group. 

Figure 2.

 SEQ Figure \* ARABIC 2
Disability employment for people aged 15–64 years, 2009
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Data source: ABS (unpublished).

Informal carers tend to have less capacity for paid work than non-carers — in 2009, around 42 per cent of primary carers spent on average 40 hours or more per week providing care (ABS 2010d).
 The labour force participation rate for primary carers is only 54 per cent compared to 77 per cent for non-primary carers and 80 percent for non‑carers. In addition, carers were more likely to work part time. This inevitably leads to carers receiving lower incomes on average than the rest of the population — over 60 per cent of carers were in the lowest 40 per cent of income earners (ABS 2008a).

As a result of poor employment outcomes, people with disabilities are also among the most disadvantaged groups financially. The distribution of income for people with disability differs greatly from that of the wider population (figure 
2.3). Still, this is likely to understate the differences, as people with disability generally have additional costs of living associated with their condition.

Employment in paid work not only has implications for income levels, skill development and participation — it also affects people’s ability to save for retirement. As such, both people with disability and their carers are less likely to have superannuation or other retirement savings.

Figure 2.

 SEQ Figure \* ARABIC 3
Distribution of weekly cash income for people aged 15–64 years, 2009a
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a Data on weekly cash incomes are personal incomes rather than households, and exclude people on zero incomes. The 2009 SDAC is not ideally suited to examination of income distribution, and estimates for the Australian population may not align with those of the ABS Household Income Survey. 

Data source: ABS (unpublished).

Difficulties with housing

Housing has implications for people’s access to services, natural support networks and transport. People with disability are much more likely to live in public housing than the wider community (figure 
2.4). However, many are also part of the private rental market or own homes with mortgages. In these private housing markets, people with disability are also likely to face constrained accommodation prospects due to lower than average income levels (Beer and Faulkner 2008). 

Figure 2.

 SEQ Figure \* ARABIC 4
Housing situation ages 15–64 years, 2009a
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a People classified in ‘other’ accommodation include those not residing in private dwellings, as well as those whose answers did not fit other classifications.

Data source: ABS (unpublished).

Underlying this current state of housing for people with disability are severe constraints, particularly the shortages of supported accommodation and support for community living (VAGO 2008b, AIHW 2007a). As a result of these constraints, many people with disability live in inappropriate forms of housing.

· Shortages in supported accommodation mean that there is little choice in terms of where the accommodation might be, or whom it might be with. The latter becomes an important issue when vulnerable people with disability are housed with co-tenants who have violent behavioural issues (subs. 11, 225). 

· One of the most common results of a lack of supported accommodation options is the continued stay in the family home (Beer and Faulkner 2008). Such arrangements are often preferred by families, and it would not be appropriate for people to be forced out of family homes (sub. DR648). However, people with disability often remain living with their parents in spite of their preference for some form of independent living (subs. 89, 299, 584). 

· Where it is not possible for a person with disability to stay in the family home, people under the age of 65 years are often housed in residential aged care facilities (AIHW 2009a). At June 2010, almost 6500 people with disability under the age of 65 years were living in aged care facilities, including 133 people in their 20’s and 30’s (table 
2.1).

· Private boarding homes or caravan parks are often used to house people with disability if they have particularly challenging behaviour, or if other options are simply not available (subs. 149, DR651, DR880, DR981). These arrangements are generally not designed for people with disability, and often leave people with insufficient support and at risk.

· Homelessness also affects people with disability, and is a highly inappropriate situation for a person who requires assistance with everyday activities. People with disability made up roughly one-quarter of clients for the Supported Accommodation Assistance Program (SAAP), which is Australia’s primary support response to homelessness (AIHW 2005). The support needs of these people can be severe; participants referred to the case of a person with both severe vision and hearing loss who was homeless (sub. DR791). Psychosocial disability is also heavily associated with homelessness (subs. DR1042, DR1057, AIHW 2007b).

Table 2.

 SEQ Table \* ARABIC 1
People with disability aged under 65 years living in aged care homes by age, June 2010

	
	20-29 years
	30-39 years
	40-49 years
	50-59 years
	60-64 years
	Under 65 years

	
	No.
	No.
	No.
	No.
	No.
	No.

	NSW
	16
	49
	239
	959
	1 100
	2 363

	Victoria
	12
	21
	112
	634
	749
	1 528

	Queensland
	<5
	26
	102
	509
	648
	1 285

	South Australia
	<5
	9
	42
	201
	221
	473

	Western Australia
	<5
	<5
	47
	201
	283
	531

	Tasmania
	0
	<5
	13
	54
	94
	161

	Northern Territory
	0
	<5
	6
	15
	29
	50

	ACT
	0
	<5
	<5
	28
	37
	65

	Australia
	28
	105
	561
	2 601
	3 161
	6 456


a Where there are between one and five people in a category, the number has been suppressed in order to protect confidentiality. The category is marked <5, and does not form part of the sum totals.

Source: YPINH (2011)

Poorer personal wellbeing of carers and families

Disadvantage is also observed in the wellbeing of carers. Both survey data and other research by the Australian Institute of Family Studies (Edwards et al. 2008) found significant differences in physical and mental health between carers and non-carers. For instance, carers were almost twice as likely to be in poor physical health than the general population. Around half of female carers and almost a third of male carers had also suffered from a depressive episode of at least six months since they had begun caring.

Many families caring for people with disability experience relationship breakdown. While this also occurs in the wider community, its prevalence among carers illustrates the fact that primary carers can often be the sole provider of informal care. For example, around 30 per cent of all female carers between the ages of 30 and 50 years had either separated or divorced since they had started their role as carers (Edwards et al. 2008). For carers, the probability of separating is higher in the first ten years of caring, (3 per cent each year on average), which is consistent with data showing the frequency of arguments and the likelihood of depression are also higher in the first years of caring. 

These results are consistent with the findings of Cummins et al. (2007b), who found that carers had the lowest level of wellbeing of any group that they had studied, including people who were unemployed, or people earning low wages and living alone.
 Other groups showing low levels of wellbeing in this study included unemployed people who lived alone, and people earning very low incomes. 

2.
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Insufficient support provision

The disadvantage outlined in the previous section is compounded by a lack of supports. Support levels are generally insufficient and the provision of support is often inequitable — this places greater costs on people with disability and their families.

The disability support system and no-fault insurance schemes

The lack of supports relates most directly to those under the NDA (formerly CSTDA) and HACC services, rather than people who are supported by no-fault accident insurance schemes. In most cases, the level of care and support received through no-fault accident insurance systems is significantly better than the more general ‘safety net’ system. 

· In no-fault motor accident schemes, such as those run by the Tasmanian Motor Accident Insurance Board, the NSW Lifetime Care and Support Scheme (LTCS scheme), or the Victorian Transport Accident Commission, people receive supports on a needs basis that is not arbitrarily constrained.

· Workers’ compensation schemes provide supports (including some income replacement) for a wide range of injuries, although the accident must have occurred at the workplace. 

These accident schemes are able to provide a greater level of supports, partly due to their relatively narrow target group. However they also receive a greater and more stable source of funding through income from insurance. Differences between the various accident schemes are discussed more fully in chapter 17.

This current system sees many people with the same level of disability receiving varied levels of support, depending on whether they were injured in a road accident, at work, or elsewhere. The absurdity of the situation is summed up by the Hon. Bill Shorten when he said:

It has been said to me that the best thing to do for someone who has fallen off the roof of their home and suffered a spinal injury, is to bundle them into the car and drive it into the nearest lamppost. That grim piece of gallows humour reflects the sad truth that getting adequate compensation for a person with a serious injury is still a lottery. State borders, the whim of the courts, and the cause of the injury play a far greater role than need, fairness or justice. Yet people injured in accidents at least have the chance for some kind of compensation, and treatment that is whole-of-life and centred on the individual. They are the comparatively lucky ones. (Shorten 2009)

In the current system, people who are not covered by a fully funded accident scheme must fall back on a much more heavily rationed system, or rely entirely on unpaid support. They include the vast majority of people with disability, including (but not limited to) people with disabilities linked to a medical condition, genetic cause, or acquired in the pre-natal period. They would also include people whose injuries are not covered by insurance schemes, such as those incurring serious injuries at home.

Unmet need

Unmet need for disability supports can be defined in several ways. It generally refers to situations where people:

· receive some support but require more than they currently receive

· receive some support but require some other types of support that are not available

· do not receive any of the support they require.

Supports can be formal and informal, and unmet needs can relate to either or both. However, in most instances, the main policy concern is where the provision of formal publicly-funded supports fails to meet people’s reasonable needs, placing unreasonable reliance on informal care. 

It is also important to note that unmet need does not simply refer to any instance where support is provided by an informal carer. Informal carers would have an important role in any functional disability system, and the Commission does not imply that informal care is an inherently poor outcome in each situation. Rather, unmet need refers to situations where informal care is relied on to an unreasonable extent.

Shortfalls in disability supports are widely recognised (Ohlin 1999, AIHW 2007a). The National Disability Agreement raises the significance of unmet need, and gives a high priority to improving how need is measured (Australian Government 2009b). These improvements are expected to be incorporated in the ABS Survey of Disability, Ageing and Carers (SDAC), and the Disability Services National Minimum Data Set. However, the issue has been identified in previous surveys and recognised by previous governments:

It was a matter of concern for Commonwealth, State and Territory governments for some time, but was probably crystallised into public consciousness following the 1993 National Survey of Disability and a subsequent Australian Institute of Health and Welfare study. (Ohlin 1999, p. 1) 

Although there have been many significant policy changes in recent decades, the extent of unmet need continues to be a major concern. There was a strong consensus among all participants to this inquiry that the level of unmet need is unacceptably high.

Estimates of unmet need

The ABS SDAC (2010d) provides an overall picture of unmet need for core and non-core activities of daily living, but one which needs to be interpreted carefully. The use of survey data is vital to gaining population-wide estimates of various aspects of unmet need. Although the data are not perfect, the caveats associated with the survey data are reasonable.


Most people who require assistance with core activities, (comprised of self care, mobility and communication), indicated that their needs were fully met (figure 
2.5). The vast majority of this group had their needs met by informal support alone, without receiving any formal supports. The presence of informal supports will often conceal an underlying unmet need for formal supports since, absent appropriate formal supports, informal support will often ‘fill the gap’. Many families in this situation face desperate unmet need for respite, supported accommodation, and other supports.

Many people indicated that their needs were partly met, and this can mean many different things. For instance, they may be receiving some support for one core activity, while not receiving support for another core activity. In consultations and hearings, the Commission heard many instances where assessed need was not matched by supports because of rationing. These included people whose needs for assistance with self care were ‘partially met’, including insufficient assistance with toileting and bathing (trans., p. 553). Similarly, where a person’s mobility needs are partially met, it can mean spending days or weeks at a time in bed. As such, some of the most urgent shortfalls of support are for people whose needs are ‘partially met’.

A much smaller proportion of people requiring assistance with core activities indicated that these needs were not met at all, by either formal or informal supports. 

Figure 2.

 SEQ Figure \* ARABIC 5
Unmet need for assistance with core activities, 2009

Core activities include self care, mobility and communication. 
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Data source: ABS (2010d).

It is important also to consider people’s unmet needs for non-core activities (which include cognition or emotion; health care; paperwork; transport; housework; property maintenance; and meal preparation). Of the group with core activity limitations, around 42 per cent had their non-core activity needs only partly met or not all. For those whose needs were fully met, informal supports were the principal source of support (which again may hide insufficient provision of formal supports in this area of need).

Figure 2.

 SEQ Figure \* ARABIC 6
Unmet need for assistance with non-core activities, for people with severe or profound limitations, 2009

Non-core activities include Cognition or Emotion; Health Care; Paperwork; Transport; Housework; Property Maintenance; Meal Preparation 
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Data source: ABS (2010d).

The Commission also examined areas of unmet need for specific activities of daily living (table 
2.2). The numbers of people who require more assistance with self-care are particularly high compared to other areas of support.

Table 2.

 SEQ Table \* ARABIC 2
Many basic needs are not met

	Type of support
	Profound core-activity limitation
	Severe core-activity limitation
	Moderate core-activity limitation
	Mild core-activity limitation

	Numbers of people not receiving assistance when needed

	
	000’s
	000’s
	000’s
	000’s

	Self-care
	41.7
	45.2
	—
	—

	Mobility
	31.2
	50.9
	—
	—

	Communication
	14.6
	6.3
	—
	—

	Cognitive or emotional tasks
	19.3
	17.3
	18.5
	15.0

	Reading or writing tasks
	15.2
	7.9
	4.3
	4.2

	Transport
	19.7
	27.0
	25.8
	22.5

	Meal preparation
	7.9
	7.5
	2.0
	1.1

	Share of people with support needs who do not receive assistance

	
	%
	%
	%
	%

	Self-care
	14.5
	23.4
	—
	—

	Mobility
	7.6
	13.0
	—
	—

	Communication
	11.2
	8.6
	—
	—

	Cognitive or emotional tasks
	8.9
	9.1
	18.9
	13.8

	Reading or writing tasks
	10.6
	9.8
	19.4
	13.8

	Transport
	6.9
	11.0
	31.5
	23.7

	Meal preparation
	4.4
	9.8
	10.9
	9.1


Source: ABS (2010d)

Since informal support is often the major contributor to meeting people’s daily living needs, there is an important question as to the extent of unmet need experienced by primary carers. Questions regarding unmet need were asked directly to primary carers in the SDAC 2009. Among primary carers where the main care recipient was under 65 years of age and had severe or profound assistance needs, around 52 per cent of carers indicated that they needed more supports, ranging from emotional and financial support to respite (figure 
2.7).

Figure 2.

 SEQ Figure \* ARABIC 7
Unmet needs for carers’ supports, 2009

Primary carers for people under the age of 65 years with severe or profound activity limitations
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Data source: ABS (2010d)

Waiting lists and other evidence for unmet need

The AIHW (2007a) used both survey and waiting list data to compile estimates for unmet need for different disability supports (table 
2.3). These estimates are not based on current data, although they are useful in highlighting accommodation and respite as a particular area where unmet need is high. As an overall picture of unmet need, the estimates in table 
2.3 are likely to be an underestimate. For instance, ABS (2010d) estimates almost 42 000 primary carers who had indicated a need for more assistance with respite alone.

More recent waiting lists show that unmet need continues to grow, particularly for respite and supported accommodation, as the number of applicants consistently outweighs the number who are granted support.

· In Victoria, the number of people waiting for supported accommodation in 2008 was around 1370 people. To meet this level of unmet demand, the supply of supported accommodation would have to increase by 30 per cent. The unmet demand for supported accommodation was growing by 4-5 per cent per year. (VAGO 2008b)

· In NSW, there were 1596 people waiting for supported accommodation in 2008, of which 85 received support that year (Constance 2008, p 6829). There were also 1592 people who sought respite. At the latest count, there were 1729 people requesting supported accommodation in 2010 (Standing Committee on Social Issues, NSW 2010).

Although these waiting lists show evidence of growth in unmet need, they are still likely to offer an underestimate of overall unmet need. This is because many people do not apply for supports due to the excessive and uncertain waiting times, or because the appropriate service is simply not available. Moreover, waiting list data is simply not well collected in many service areas, as many support programs do not maintain or report such lists.

Table 2.

 SEQ Table \* ARABIC 3
Waiting list data and AIHW estimates of unmet need, 2005a
Number of people

	
	Accommodation and Respite
	Community Support
	Community Access
	Employment
	Total

	Waiting List Data
	
	
	
	
	

	Victoria
	4 254
	—
	507
	—
	4 761

	Queensland
	—
	—
	—
	—
	3 578

	Western Australia
	409
	—
	77
	—
	486

	South Australia
	2 147
	589
	533
	—
	2 619

	Tasmania
	284
	122
	70
	—
	476

	
	
	
	
	
	

	AIHW Estimate
	
	
	
	
	

	Australia
	27 800
	—
	5 900
	2 200
	—


a Data where available.
Source: AIHW (2007a, table 4.2).

Waiting lists may also fail to capture people who receive disability supports from other, less appropriate service systems such as Health and Aged Care. A good example of this is the number of younger people with disability in aged care homes. For instance, in NSW, there were 2363 younger people with disability living in aged care facilities in 2010 (YPINH 2011). It would be reasonable to assume that all such people should be on waiting lists for more appropriate accommodation. However, the evidence suggests that most would not be reflected in existing waiting list data. First, the actual waiting list for supported accommodation is less than the number of people accommodated in inappropriate settings. And many on the waiting list would not be in aged care accommodation. 

Further evidence of unmet need for disability supports can be found in the number of long stay hospital patients. A lack of appropriate disability supports, (such as supported accommodation, home modifications, or even appropriate transport), can result in longer stays in hospital than would otherwise be necessary. 

· In Western Australia, for example, there were 14 patients with disability in 2010 who were ‘medically stable’ and ready to be discharged. Some were awaiting funding from the Disability Services Commission while others had applied or had been assessed (by DSC or ACAT). Between them, the 14 patients had stayed a total of 1503 bed-days (Western Australian Government correspondence). 

· In South Australia, data shows that at any time there is a cohort of 32 to 48 patients with a disability who are ready for discharge to a more appropriate setting (South Australian Government correspondence). The average length of hospital stay for these patients in acute care was 207 bed-days in June 2010, with one patient currently at 1298 bed-days (three and a half years).

In the absence of time series data on bed blocking, information on the total number of hospital separations and bed days for all long-stay patients,
 may provide an indication of whether the incidence of excessive hospital stays is falling (figure 
2.8). The numbers of long stay patient separations and bed days appear to vary from year to year, showing no long term downward trend. Hence, the issue of bed blocking in hospitals is likely to continue unless further action is taken.

Figure 2.
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Hospital separations and bed days for long stay patients under the age of 65

Separations and bed days per year
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a Long stay patients are defined as admission with a principal diagnosis of either Z74 (problems related to care-provider dependency) or Z75 (problems related to medical facilities & other health care).
Data source: Department of Health, unpublished statistics.

Unmet demand, excessive waiting times and uncertainty

An important aspect in describing the extent of unmet need is the excessively long periods of time people spend waiting, and the uncertainty involved. Evidence observed through waiting lists and prolonged hospital stays show that unmet need is not short term and does not simply reflect lead times for supports. People often wait for services indefinitely, since there is no certainty about when their support needs will be adequately met: 

· In severely rationed systems, families in crisis are given priority over others in waiting lists. This means that people are often bumped down the list over time, which makes their progression very uncertain.

· When particular parts of the system are budget constrained, or lack certainty over future budgets, the scope for meeting unmet need in the future is unknown. For some supports, there is uncertainty as to whether they will be available in future periods at all.

If a person’s circumstances improve, or if they move between regions, they may find themselves starting again at the bottom of the waiting list. Conversely, moving up a waiting list may require people to describe their situations in the most pessimistic terms, as if bidding competitively for supports through the ‘misery Olympics’.

The waiting times encountered by participants for basic supports are often several years (subs. 94, 425, 462, DR1006, DR1009). Longer waiting times tend to apply for supported accommodation, with examples including people waiting eight years (sub. 26), or over ten years (sub. DR1009). Waiting times for therapies are often 12 to 18 months, which is sufficiently long to affect therapeutic outcomes (sub. 405). 

The lack of certainty means that people are unable to plan for the future. This is particularly important as people’s needs change over time, and there is no guarantee that the appropriate supports will be available at a later date. A stark example is the uncertainty carers face regarding the care arrangements that will eventually be needed when they will no longer be able to provide care (subs. 22, 96, 595, DR726).

Indirect estimates of unmet need

An alternative way of measuring the dollar value of unmet need is to examine the detailed characteristics and needs of people in the SDAC, and estimate the total costs of support to meet those needs (net of support reasonably provided by people’s families). The level of unmet need can then be estimated as the difference between existing funding and the measured value of total support needs. Based on the Commission’s cost estimates for the NDIS, it is likely that only around half of people’s needs are currently being met. 

The roles of informal and formal care

Informal care is vital to the care needs of people with disability — this will continue to be the case in the future, regardless of improvements in the provision of formal supports. One of the aims of reform would be to ensure that the balance between formal and informal supports is reasonable and sustainable.

The vast majority of people with disability under the age of 65 years only receive informal care. Around 66 per cent of people who live in households and need assistance with core activities receive only informal support (figure 
2.9). A further 20 per cent receive both formal and informal care. Given the magnitude of informal care, any withdrawal of informal care would place further demand on the already overburdened formal support.

Figure 2.
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How core needs are met for people under 65 years, 2009

Formal and informal care for people needing assistance with core activities
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a Around 11 per cent indicated that they received neither formal nor informal support for their core activity needs. This includes 7 per cent who received no support and indicated their needs were fully met; 1 per cent who received no support and indicated their needs as partly met; and 3 per cent who received no support and indicated their needs as unmet. Questions regarding the receipt of care and unmet need were answered by the same population. 

Data source: ABS (2010d)

Currently, the formal supports provided to informal carers is insufficient. This is perhaps most visible in the unmet need for supported accommodation and respite. The need for more supports for carers has been made strongly by many participants (subs. DR718, DR981, DR1045).

The potential for withdrawal of informal care through crisis

There is expected to be a downward trend in the availability of informal care in Australia (see PWC 2010a, Access Economics 2009, NATSEM 2004, and Jenkins et al 2003). This is attributed to situations where carers reach a point where they stop providing care — associated either with carers’ ageing profile, or the inability to provide care due to a lack of supports. Given that the majority of disability care is provided informally, any ongoing reductions of informal care would exacerbate demand for formal supports, particularly for supported accommodation and attendant care. 

Inadequate formal support for people with disabilities places greater demand for supports on informal carers, and can precipitate a crisis for the carer and the person with a disability. Many participants to this inquiry have made this point strongly. Survey evidence also shows a link between the support received by carers and their health outcomes:
There is a clear and consistent pattern, with carers who indicated that the support they received was “about right” having significantly better mental health and vitality than carers who needed a lot or a little more support… 

Carers who needed a little more support had an incidence rate [of depression] 1.58 times that of carers who said the support they received was about right (54.6 per cent versus 34.5 per cent). Moreover, carers who needed a lot more support had an incidence rate 1.88 times that of carers who indicated the support they received was about right (65.0 per cent versus 34.5 per cent) (Edwards et al. 2008 pp. 79–80).

It should be noted that a person’s ability to provide care, and the effect it has on their health, is also determined by the carer’s own physical abilities and psychological resilience, the family context, income, and the complexity of needs and extent of any behavioural problems of the person with a disability. However, better support provision is likely to have a positive effect on a carer’s capacity for ongoing informal support, and could reduce the likelihood of crisis.

The potential for withdrawal of informal care through ageing

As carers age, their ability to provide care tends to reduce, particularly as they may require care themselves. Aged carers have varying views about the kind of support they need. Some aged carers have expressed a need for supports to help them continue to provide care. Others expressed a need for a viable alternative to their care. In fact, the number of aged carers is partly a reflection of a lack of alternative care.

Many have been in circumstances where they had no choice but to assume the sole responsibility of care for children with disabilities without a real prospect of those circumstances ever ending. … [The] realization that their ability to care for their children is diminishing with age and that in the not too distant future their ability to care will have disappeared… adds enormous anxiety to the already significant anxiety and stresses of their situation. (National Seniors Australia, sub. 595, p. 9)

As the support system improves, some older carers will continue in their role as primary carer, in accordance with their preferences. However, the main effect of a better support system would likely be a shift towards formal care as carers age.

There are varying estimates of the number of aged and ageing carers: SCRGSP (2011) shows around 8100 primary carers over the age of 65 who are caring for a recipient of CSTDA/NDA services; Centrelink data for 2010 shows that among recipients of Carer Allowance, around 11 200 were over the age of 65 years and caring for a child.

Increased life expectancy and increasing reliance on ageing carers

The evidence suggests that the reliance on ageing carers is growing. Centrelink data shows that the number of Carer Allowance recipients over the age of 65 caring for a child has increased over the last five years by 10 per cent per year on average. In addition, PWC (2010) estimated that between 2006 and 2036, the proportion of carers over 65 years would rise from 16 to 24 per cent. This ageing profile is due in part to the general ageing of the population, but also to changes in life expectancy. Over the last 50 years, the life expectancy of people with intellectual disabilities has increased by many decades. 

In the 1950s, for instance, someone born with Down syndrome could expect to live to around 15 years of age (Thase 1982). In the current decade life expectancy is approaching 60 years and continues to rise (Torr et al. 2010). (Tracy 2010, p. 83)

Hence, the factors contributing to the increased reliance on ageing carers are likely to continue.

Evidence on relinquishment

The Commission received considerable testimony of parents struggling with care, and reporting that their last resort was to place their adult child into state care (box 
2.1). This anecdotal evidence suggests that the relinquishment of care is a very difficult and reluctant decision, and is generally made after years of attempting to cope as primary carers in the context of a lack of formal supports.

Do not delete this return as it gives space between the box and what precedes it.
	Box 2.

 SEQ Box \* ARABIC 1
Withdrawal of informal care is a last resort 

	These families simply couldn’t cope any longer — both lived some distance from the city — but would have, and wanted to continue their role, if only the necessary services, respite, transport, emotional and physical support had been available. They were not ‘unwilling’ to care — they were ‘physically, financially and emotionally unable to care’. (Mary Walsh, sub. 118, p. 6)

The only way to get help, we were told, was to relinquish our little girl to DoCS (community services). Eventually we could not cope and found ourselves in a world where authorities find it hard to distinguish loving parents from those who abuse their child. It was wrong. (Mad as Hell, sub. 153, p. 7)

We are now back to lobbying for a package, and have been told we will only access one if we go into crisis or relinquish care. I used to wonder how parents could do that, but I see it's the only option. (Mad as Hell, sub. 153, p. 8)

34 per cent [of] sole carers in a 2005 study considered relinquishing care, and a small number of carers do relinquish the care of their son or daughter because the care load is beyond family resources. They are generally offered inadequate family and assistance. The irony is that substitute care families are generally offered a higher level of formal support. (Carers Australia, sub. DR981, p. 20)

The process of relinquishment places great stress on parents, and further demands on formal supports:

Legal responsibility then transfers from one Department to the other, but requires a full legal process of the parents being “served with papers” and seeking a ‘protection order’ before the Court system The child is now, legally ‘abandoned’, and in ‘need of protection’ because of that family abandonment. This is an emotionally destroying process, with the parents having to deal with their appearance before the magistrate, the court-room processes and overwhelming sense of guilt. (Mary Walsh, sub. 118, p. 6)

In Qld the pressure on families often results in families making the heartbreaking decision to relinquish their disabled child or young adult to the Dept of Child Safety or DSQ. This puts further pressure on these agencies to provide support that they are not really equipped to provide. (Redland District Special School Parents and Citizens Association, sub. 463, p. 4)



	

	

	


No jurisdiction other than the ACT have estimates of relinquishment available, although the Commission was advised informally that respite is increasingly comprised of permanent residents. For instance, around 30 people in NSW were using respite as long-term accommodation in 2008 (NSW Auditor General 2010). In 2010, around 40 children were in state care in Victoria, having had their informal care relinquished (Nader, 2010). These numbers in NSW and Victoria represent snapshots at particular points in time, but moreover, the numbers are not complete snapshots. It is entirely likely that many more people with disability have had their informal care withdrawn due to inadequate supports. 

A much higher rate was estimated by Disability ACT, comprising around 22 situations each year where informal care is withdrawn in the ACT alone (Disability ACT 2010). This leads to around 11 to 16 extra places required in supported accommodation (Kenney 2011 p. 752). These instances may result from either the natural ageing of the carer or from crises.

Extrapolating this incomplete evidence into a national estimate is difficult for several reasons. PWC (2011) indicate that the tendency towards crisis is affected not only by the level of support in a jurisdiction, but also the service mix. The level of supports and the mix of services differs in each jurisdiction.

The role of formal care and insurance

There are limits to the amount of informal care that can reasonably be provided, and many participants attested to this (sub. 210). These limits depend on the appropriateness of care relationships, the carers’ own abilities, and the need for expertise or equipment. The costs of formal supports, such as attendant care, therapy, and aids and appliances, are more than many people could generally afford by themselves. 

Moreover, having a disability or becoming a carer often has serious implications for the cost of living and the ability to work, which further reduces people’s ability to pay for further costs of support. Given the importance of disability supports, and people’s inability to afford reasonable levels of support, there is a direct role for governments to provide formal disability care (a matter further raised in chapter 14). 

The value of a functional system of formal care is also in its ability to pool risks. As in other areas of life, there is a benefit to society from pooling financial risks to reduce their impacts on individuals — this is the value of insurance. Even for people who never have to make a claim, there is a benefit from knowing that there will be sufficient funds available to ensure that people receive necessary care and support, if required.

Spreading the risks of these costs is usually the role of insurance companies, however for a number of reasons discussed in chapter 14, commercial insurance markets will not operate well in the area of long-term care and support for people with disabilities. Therefore, people with disabilities are left to rely on the government system to spread risk. As a result, the government must determine the ideal level of insurance, which is difficult. Among other things, it will be affected by:

· the level of risk aversion people possess

· the cost of raising funds through taxes.

While it is hard to determine the optimal level of insurance, the current arrangements do not provide enough risk pooling, with significant portion of disability-related costs borne by the people with disabilities and their carers (section 2.2). Redistributing these costs more evenly across the community is not just a transfer of wealth, it spreads risks more efficiently. As discussed in chapter 20, insurance is a highly valued economic service.

2.

 SEQ Heading2 4
Underfunding in the current system

A functional disability services system requires both adequate funding and the efficient use of that funding. While there is great potential for improvements to efficiency (see section 2.4), it is generally also agreed that much more funding would be required to meet the current demand for services. For instance, according to some State Government submissions:

Such a scheme would have significant cost implications — given the funding required to meet unmet demand. It is only likely to be feasible with Commonwealth involvement due to the scale of the funding required, and the states’ limited revenue sources. (Victorian Government, sub. 537, p.3)

Given current funding levels fall well short of the type of care expected to be paid for by a social insurance scheme, the level of overall funding, and its growth over time, will need to be significantly greater than what is currently contributed by state and federal governments. This is especially the case if a national insurance scheme extended entitlement to the population currently not in receipt of formal disability services. (South Australian Government, sub. 496, p. 17)

Alternative revenue sources need to be considered to address disability budget pressures and effectively meet the needs of people with a disability in NSW. (NSW Government, sub. 536, p. 39)

The extent of underfunding in the disability support system is in itself a major argument in favour of change. However, it is not straightforward to quantify underfunding accurately, particularly given the lack of data on the current need and usage of supports. That said, all sources of data currently available reinforce the view that systemic underfunding has contributed to the shortfall in supports and continues to do so. 

Disability funding within the current framework

Funding for NDA and HACC services comprised almost $6 billion nationally in 2010. The states and territories provide the vast majority of funding, although the proportions of federal and jurisdictional funding differ across Australia (table 
2.2). Much of this diversity is likely to reflect variations in the adequacy of funded service provision across jurisdictions (a view supported by many participants), rather than other factors:

· differences in disability spending per capita among jurisdictions do not, to any great degree, reflect differences in disability rates 

· cost variations across jurisdictions do not credibly explain the substantial divergence in resourcing for disability. Many costs such as attendant care (which is also included in the cost of supported accommodation), are likely to carry a similar per unit cost. Attendant care is generally a major contributor to costs of support (80 per cent of costs in NSW LTCS). 

· in theory, variations in spending may also partly reflect the relative efficiency of different jurisdictions in providing supports, but there is no evidence that higher spending jurisdictions are less efficient (and indeed the contrary may be true).

Table 2.
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Government spending on disability services by jurisdiction, 2009‑10

NDA supports and employment services

	Government/ Jurisdiction
	Total expenditurea
	Share of expenditure financed by jurisdiction’s own fundsb
	Total direct service delivery (excluding administration, payroll tax)
	Total direct service delivery per potential recipientc

	
	$000
	%
	$000
	$

	NSW
	1 687 006
	82
	1 521 724
	6 813

	Victoria
	1 374 150
	85
	1 247 346
	7 737

	Queensland
	876 748
	80
	801 271
	5 582

	Western Australia
	491 631
	84
	463 102
	7 497

	South Australia
	373 013
	74
	335 780
	6 737

	Tasmania
	131 403
	79
	125 225
	5 666

	ACT
	75 040
	82
	66 722
	7 386

	Northern Territory
	53 159
	82
	50 619
	8 320

	Australian Governmentd
	774 572
	—
	723 107
	1 068

	Total
	5 836 721
	71
	5 334 896
	7 881


a Significant amounts are spent by way of capital grants to non-government organisations. They occur irregularly and at differing levels. b Calculation excludes payroll tax expenditure. c Potential population includes people with severe or profound core activity limitations, and is adjusted for Indigenous underrepresentation. d Australian Government expenditure includes direct service provision, largely comprised of employment services. It does not include transfers to jurisdictions.

Source: SCRGSP (2011). 

Variation is also observed in the amount of funding per service user and service coverage (table 
2.5). Coverage is calculated as the number of people using each type of support as a proportion of the potential population.
 In jurisdictions where coverage is lower, the amount of expenditure per service user is generally higher. This reflects different approaches taken to manage trade-offs given a fixed budget — by providing more supports to fewer people, or less support to more people. No single jurisdiction has an absolute advantage in both coverage and funding per service user, suggesting that each jurisdiction sacrifices one or the other due to insufficient funding.

The combined coverage for all state and territory provided disability supports also varies significantly between jurisdictions (table 
2.5). It shows that a considerable majority of the potential population do not receive any such services.

Table 2.
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Funding per service user and service coverage, 2007-08

CSTDA/ NDA services

	
	NSW
	Vic
	Qld
	WA 
	SA
	Tas
	ACT
	NT

	Accommodation
	
	
	
	
	
	
	
	

	$ per user
	114809
	80340
	62786
	65523
	40425
	68598
	105562
	79546

	% coverage
	3.1
	4.6
	3.7
	4.6
	8.5
	6.3
	2.9
	2.4

	Community Support
	
	
	
	
	
	
	
	

	$ per user
	6878
	5730
	6844
	5579
	3342
	4329
	4199
	6601

	% coverage
	9.3
	20.9
	8.3
	15.4
	26.2
	13.7
	27.9
	14.0

	Community Access
	
	
	
	
	
	
	
	

	$ per user
	15899
	14533
	14815
	8606
	4545
	11705
	14769
	9657

	% coverage
	5.0
	8.0
	5.2
	5.0
	10.6
	8.6
	3.8
	2.9

	Respite
	
	
	
	
	
	
	
	

	$ per user
	16505
	5276
	12140
	8734
	6581
	26539
	18689
	11190

	% coverage
	2.7
	7.5
	3.1
	3.8
	3.1
	1.7
	2.7
	2.0

	All services
	
	
	
	
	
	
	
	

	$ per user
	34440
	19404
	26640
	21261
	13244
	24294
	16296
	15384

	% coverage
	14.6
	29.0
	13.2
	20.4
	30.1
	22.9
	30.6
	20.5


Source: SCRGSP (2011) Tables 14A.5, 14A.12, 14A.15.

Regional disparities within jurisdictions

Further to the variation observed at state level, a more direct proof of underfunding within jurisdictions is the varied level of funding provided to different regions. An example is HACC services in Victoria, where funding per potential population varied between regions by as much as 35 per cent (Victorian Auditor General 2009). For historical reasons, one region was 15 per cent below the mean, while another was 20 per cent above. People in remote areas were also less likely to use NDA funded services. In outer regional or remote areas, there were about 32 service users per thousand of the potential population, compared to 43 users per thousand in major cities and inner regional areas.

In a similar audit of NSW respite, it was found that people’s access to respite is influenced heavily by regional location.

There is no consistent needs-based approach for determining who gets respite and how much they get. For historical reasons, respite centres are distributed unevenly across the state and the chances of getting centre-based respite depend, in part, on where you live. For example, only 2.3 per cent of the potential users in the southern part of the state get centre-based respite. (NSW Auditor General 2010, p. 3)

Several participants have indicated that rural and remote areas face poorer provisions of support than would be available to cities and metropolitan areas. 

Often barriers to services delivery are created by inflexible and “accountable” city centric models of service delivery. In an attempt to ration services or to target the most needy recipients, funding bodies risk not providing any services to people with disabilities in country areas. (Wattle Range Council, sub. 572)

The Commission also heard in public hearings and consultations that often people in non-metropolitan areas either have to go without supports, or travel long distances at considerable expense to receive supports. Given the issues with cost efficiency and population density, it may not be feasible to have the same bricks-and-mortar infrastructure in each area. Even so, the fact that disability supports are likely to be lacking in the same areas where other human services and infrastructure are also lacking means that alternative sources of support would be unavailable.

Rectifying this inequity would require a redistribution of funds (which would see services decline in many areas), or a substantial increase in funding. 

By DHS [Victoria]’s own reckoning it will take up to 25 years to achieve funding equity between regions using the current approach. In 2006 DHS calculated that an additional injection of $11.6 million would be needed to achieve equitable [per capita funding]. (VAGO 2009, p. 2)

This example also shows that moves towards interregional equity are constrained by the overall funding level.

Increases to disability funding 

All levels of government are aware of the need for better service funding (subs DR922, DR996, DR1031, DR861, DR683, DR1032). There have been several recent funding initiatives aimed at trying to meet the current levels of unmet need (box 
2.1). Many initiatives, such as the Better Start early intervention program, deliver a considerable injection of funds on a focused area. While positive, they tend (by their nature and design) not to address system-wide needs. Moreover, some smaller initiatives may only have funding guaranteed for a short period.

An example of a broader and longer-term initiative is Stronger Together in NSW, which involved planning over ten years and guaranteed funding in five-year blocks. Stronger Together focuses on building capacity in disability supports in various areas such as early childhood services, respite, case management, and accommodation. It also involves some systemic changes, such as more person-centred approaches, greater transparency and efficiency. However, on the sustainability of such increased funding, the NSW Government has said:

As the investment under Stronger Together shows, it is not sustainable for specialist disability services to continue to be funded solely from existing budgets. (NSW Government 2010a, p. 13)

The National Disability Agreement involves significant increases in general funding from the Commonwealth. However, under these arrangements, the majority of funding will still come from state and territory budgets. This means that jurisdictions would need to provide the majority of ongoing funding increases that are required to cover current unmet need as well as future demand for support.
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Examples of recent funding initiatives

	The new National Disability Agreement replaces the existing Commonwealth State and Territory Disability Agreement. Under the new Agreement, the Commonwealth will provide more than $5 billion in funding over five years to the States for specialist disability services. The Agreement means that in 2013 the Australian Government’s contribution will exceed $1.2 billion, compared to $620 million in 2007.

Stronger Together is an initiative by the NSW Government to boost their expenditure on disability supports over ten years, from 2006 to 2016. Funding was guaranteed in five-year blocks, involving an additional $1.5 billion in the first phase, and a further increase of $2.02 billion in the second phase. Its focus is on building capacity in various areas of support, as well improving operational efficiency.

The Australian Government implemented the Better Start program (to begin in July 2011), which committed an extra $122 million funding for early intervention over four years. The program, which begins from July 2011, will involve subsidies for allied health services up to the value of $6000 per year, to a maximum of $12 000 total.

The Younger People with Disability in Residential Aged Care (YPIRAC) program is a five year agreement between the Australian Government and State and Territory governments. The Program was established by the Council of Australian Governments (COAG) in February 2006. Funding of up to $122 million from the Australian Government matched by up to $122 million from States and Territories is available. This program aims to reduce the number of younger people with disability living in residential aged care, and to provide additional support to those who remain in residential aged care.

	Sources: NSW Government (2010a) and FaHCSIA website.

	

	


Maintaining present funding efforts will not close the funding gap

A key point made by a number of jurisdictions is that expenditure on disability services is growing at a faster rate than state revenue and other items of expenditure aside from health. Disability support is comprising an increasing share of the non-health budgets of many jurisdictions, and this increase is not seen as sustainable.

A useful conceptual approach would involve assuming the economy is in a steady state, removing variables such as population and GDP trend growth (figure 
2.11). In this system, it is possible to consider average disability spending as remaining constant in real terms, albeit with cyclical fluctuations. This level of spending can then be compared to the Commission’s hypothesised level of reasonable and necessary disability spending.

To reach the level of reasonable and necessary spending alone, jurisdictions would need to significantly increase disability spending as a proportion of their budgets. In total, it would require around 6 per cent of the collective state and territory budget spending as opposed to the current 3 per cent.
 Given that states and territories currently differ in terms of their disability spending, the increases required in different jurisdictions would vary. Due to the quantum of this increase in expenditure, the Commonwealth is likely to be better placed to fund this reform than State and Territory Governments.

Figure 2.
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Conceptual illustration of disability funding in a steady state economy

Based on expenditure levels for NDA services
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a(Cyclical fluctuations shown in this diagram are illustrative only, and are not macroeconomic projections. Does not allow changes in costs from technological changes.

Data source: PC Calculations

Cycles of underfunding in the current system

Underfunding of disability supports can lead directly to greater costs in other areas of state and territory spending. This is because rationing in one service area can lead to the use of less appropriate, less efficient services. This results in greater strain on state and territory budgets, and hence on future disability spending.

Rationing is effectively a limit on the services provided at any one time. Yet, many people who miss out during one budget period would still require support in the next budget period. For example:

Chronic underfunding in recurrent budgets causes a shortfall in programs which operate a subsidy, or funding to run out before the end of the financial year, for example.

In the Western Sydney region of NSW, all funding for Level 2 Home Modifications for 2010 was allocated by mid 2009. Extensive waiting periods have resulted, leaving people isolated, at risk, and unable to complete daily activities or leave their house, in addition to those who have endured unnecessary periods of hospitalisation. (Occupational Therapy Australia, sub. 510, p. 7)

Where rationing persists over successive periods, greater unmet need can build up over time. Insufficient funds also mean there is less scope for forward planning or investment to meet future demand.

Underfunding (such as in home modifications) often leads to even greater costs in other service areas. These costs are often exacerbated by the fact that the most appropriate and efficient supports are not being used. For example:

I spent over 12 months as an inpatient in the Hampstead Rehab Centre because government funding would not help with a bathroom so I could go home to my mum. The one bathroom that we did have was probably as big as that table and it just wasn't going to be wheelchair‑friendly, so we had to get one added on the back. 

One area of government then spent over $300 000 keeping me in the Hampstead Centre and would not give us $15 000 tops to help renovate a bathroom so I could go home. (trans., p. 318)

Several other participants have noted the greater use of hospital and health expenditure due to a lack of disability supports. Considerable costs are  hospital beds are used in lieu of more appropriate disability supports, this often results in a larger cost (box 
2.2). 
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Approximate costs of blocked hospital beds

	· In South Australia, hospital and sub-acute settings range from $451 per day for basic care and $3859 for ventilated patients within an Intensive Care Unit. The average stay for prolonged use of hospital beds (212 days) would cost around $96 000. The single current longest stay (1298 days) would have cost $585 000.

· In Western Australia, the hospital bed-day cost of caring for medical stable younger patients is about $1000 per day, not including additional costs of consumables for tracheotomy care and enteral feeding. In 2010 there were 14 such patients with a collective 1503 bed days — this is likely to have cost around $1.5 million.

· Applying these unit costs to the national estimates of long stay patients, the estimated annual cost to hospitals of long stay patients is between $38 million and $84 million.

	Source: Western Australian Government correspondence, South Australian Government correspondence, Department of Health unpublished data.

	

	


Bed blocking also leads to further service shortages. Data available on the NSW respite system shows that in 2008, around 30 people with disability were using respite as longer term accommodation (in the absence of better arrangements), simply because there was no other option (NSW Auditor General 2010). When the number of people was reduced from 30 to 12 in 2009, this allowed 130 more people to use respite services (i.e. 18 beds blocked meant 130 people missed out on respite services). 

If we can assume that the cost of accommodating 18 long term users of respite roughly equates to cost of supporting 130 regular respite users, then the annual cost of prolonged respite use is around $119 000 per person. This is 3.8 per cent more than the average supported accommodation place in NSW.

The potential future costs of the withdrawal of informal care

As noted earlier, the withdrawal of informal care has great potential to increase support costs in the future. Incomplete data (particularly on the rate of withdrawal of informal care) makes estimates in this area difficult. However, it is possible to use scenarios to illustrate the magnitude of the problem. The potential for carer withdrawal to increase future costs may depend on:

· the rate at which informal care is withdrawn

· Assuming care is relinquished at a yearly rate of 0.2 per cent of the potential population (as estimated by Disability ACT), this extrapolates to around 1300 people nationally in 2011, growing to around 1830 in 2050. 

· Alternatively, if the rate were 0.3 per cent of the potential population, this would extrapolate to around 1950 people nationally in 2011, and 2750 in 2050. If the rate were 0.5 per cent of the potential population, this would equate to 3250 people in 2011, and around 4580 people in 2050. 

· how people’s needs are dealt with after care is withdrawn.

· the cost of extra places in supported accommodation

· the cost of using less appropriate systems such as prolonged stays in hospital or respite beds

The cost differences between supported accommodation and less appropriate settings are significant. Where care is relinquished at the rate estimated by Disability ACT, the current annual cost of carer withdrawal would be $107 million if supported accommodation is used; $153 million if respite is used; and $211 million if long stay hospital beds are used. In all, likelihood, a mixture of the three accommodation settings would apply and, either way, the long-term costs of carer withdrawal would amount to hundreds of millions of dollars.

In the alternative scenarios where the rate of relinquishment is 0.3 (or 0.5) per cent of the potential population, the annual cost of carer withdrawal is around $160 million (or $267 million) if supported accommodation is used, $230 million (or $383 million) if respite is used, and $317 million (or $528 million) if long stay hospital is used. Hence, the rate of carer withdrawal will also determine the costs associated with carer withdrawal.

Carer withdrawal is often associated with inadequate provision of supports in people’s homes. Depending on the ability of systems to avoid crises and implement appropriate supports, the withdrawal of informal care is likely to be a significant factor in determining future costs. These costs represent a growth in needs above those already unmet.

The high costs involved with crises can impede funding for other support services. This is because when faced with budget constraints, systems have little choice but to give priority to families in crisis. The lack of funding for supports (such as early intervention and respite programs) further increases the number of families falling into crisis, hence leading to an ongoing causal relationship between respite shortages and crises. In effect, the carer withdrawal rate estimated above (0.2 per cent of the potential population) would rise over time. A stark representation of this problem was modelled for the NSW Government by PWC (2011): it assumes that all crises are met with supported accommodation, but the disability system does not receive any funding increases (box 
2.3). Disability funding was subsequently increased in NSW through the reforms of Stronger Together 2, which would have changed the trajectory significantly from that modelled in box 
2.3.
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Hypothetical projections of underfunding, rationing, and crisis based support

	One of the main responses to underfunding is to prioritise between areas of support. This involves some people missing out on supports (rationing), while resources are focused on those most in need (i.e. families in crisis). This is not a sustainable approach to the provision and management of supports.

The figure below shows what could happen if real funding were kept constant (as a proportion of real GDP in that jurisdiction), and demand for supported accommodation were to increase at a rate modelled by PricewaterhouseCoopers (unpublished analysis). Due to the increasing number of families in crisis, more resources would be diverted towards more costly crisis supports and away from other less costly areas of support. As a result, fewer and fewer people would receive supports over time.
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	Source: Figure adapted from PWC unpublished analysis.
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The need for structural change

The disability support system is inefficient. Structural elements, legacy practices and unresponsiveness constrain an already underfunded system, contributing directly or indirectly to unmet need. The evidence suggests that often, funding increases alone would not be sufficient reform. Rather, widespread structural change would be required.

This section attempts to outline the major inefficiencies affecting the sector, which stem from structural and historical elements and are not criticisms of individual agencies or governments. The term ‘inefficiencies’ in the context of this section refers to a wide range of flaws in the current disability support system. 

Jurisdictional borders

With the exception of employment services, the majority of disability support services are governed by states and territories. This means that regulation, budget management and delivery management occurs at the state/ territory level. This has potential advantages for governance such as:

· closer contact with families and the sector. This should facilitate coordination and feedback when making policy changes or running pilot programs

· greater potential for coordination of policy in other areas of social services such as public transport or education

· the ability to innovate without a one size fits all approach.

A reality of the current system is that each jurisdiction has its own budget limitations, and accordingly must set its own:

· eligibility criteria

· assessment tools and procedures

· conditions of service provision

· the suite of services, aids and appliances on offer

The duplication of these factors across jurisdictions means that the portability of services, funding, aids and appliances is not guaranteed. Effectively, transaction costs are heightened by the uncertainty at jurisdictional borders. People can spend considerable amounts of effort to secure supports, only to find that they could lose these supports by crossing state and territory borders. This leads to barriers to economic and social participation for people with disability, as described by several participants (box 
2.4).
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The lack of portability is a real barrier in people’s lives

	Several participants noted their personal experience of barriers to interstate portability of supports.

Currently, if you are receiving services in one state and have to move interstate for any reason, you automatically go to the back of the queue. When you have waited for many years to gain access to services, you are basically trapped, especially if your son/daughter is part of a block-funded service. If, as a parent, you have the misfortune to fall ill and need to move or simply wish to retire interstate, you are in the invidious position of losing everything you have achieved over many years. The states must be able to reach some agreement over portability. We are one nation after all. (M. Dewar, sub. 317, p. 2)

I have previously sought employment interstate to maximise my career development and opportunities. However, this was prevented by incompatible state-based disability support arrangements and an inability to transfer my current state-based disability equipment (wheelchairs, etc) and support hours to other Australian states. As a person with high support needs, I would have been unable to cover the costs of this support and equipment from my own income. This situation prevents me from moving interstate to take up career opportunities as financially I would be worse off than being on the DSP. (B. Lawson, sub. 103, pp. 2–3) 

A lack of portability is not just an issue for people moving between jurisdictions. People are also concerned about losing their supports when moving between support programs.

A significant issue facing people with blindness or vision impairment is the barrier preventing the transfer of equipment when they are undergoing periods of transition, such as primary school to high school, and school to work or post-school activities. When moving between different programs and/or funding environments, it is inefficient, unproductive and inequitable to demand that a person return customized and familiar equipment, and then go on a waiting list for new equipment (or simply have to manage without it). (Australian Blindness Forum, sub. 438, p. 11).

	

	

	


Furthermore, since case management systems do not span jurisdictional lines, there is little direct management of people moving interstate. There are currently efforts to improve the management of portability within the context of diverse systems, mainly in the form of greater information provision (box 
2.5). 

This is not to say that some instances of national coordination have not been possible within the current governance model. Some good examples include the Australian Disability Parking Scheme and the National Companion Card Scheme, which both include nationally uniform minimum arrangements, while still being administered by the relevant state and territory authorities. However, these represent coordinated efforts on particular issues, which are relatively simple when compared with the more extensive full suite of services. The harmonisation of parking permits alone took several years before a national model was agreed.
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Current initiatives on portability of aids and appliances

	More consistent access to aids and equipment is one of the national reform priorities agreed to by Community and Disability Services Ministers under the National Disability Agreement. As part of this initiative, the Commonwealth is working with state and territory governments to release an information sheet in 2011 for people with disability. The information sheet will help ensure consistent application of existing portability arrangements between states and territories and ensure individuals have continuity of access to equipment they need when moving interstate.

It is proposed that when people with disability move interstate, the guidelines of the equipment scheme of the receiving state or territory will apply, including equipment available and any co-payments, eligibility, prioritisation, environmental need and waiting list conditions. The key principle will be that people should contact their current equipment scheme prior to moving to confirm what equipment can be taken.

	Source: Correspondence with FaHCSIA.

	

	


Navigating the maze

Fragmentation is also evident within jurisdictions, as services are delivered by a multitude of programs that are funded and managed separately. This has implications for how efficiently the service delivery system can operate, and how complex it may be for users to navigate. Issues of governance structure are discussed more fully in chapter 9, while service delivery is discussed in chapter 10.

Due to the lack of structural coordination, improvements that are attempted within the current system often take the form of isolated programs and pilots. This not only adds to the complexity of the system, but it also lacks certainty over which programs will continue to receive funding in the future. Moreover, there is a lack of a coordinated effort to ensure programs do not have excessive overlap, or have gaps between them.

People often deal with a number of programs and agencies to receive a full suite of services. For instance, an audit of NSW respite services found:

The absence of a coherent system across the sector and barriers to the exchange of information between and within disability providers can cause delay. It also results in carers making multiple applications with, and undergoing multiple assessments from, a range of providers. (NSW Auditor General 2010, p. 4)

Figure 
2.13 below shows how complicated the arrangements can be for respite care alone, which comprises one small section of disability support. The experience is similar for other types of support (sub. 301). 

Figure 2.
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Respite arrangements in NSW
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Data source: Interchange Respite Care NSW

Not surprisingly, the system as a whole is often referred to as a maze. Often, there is no one to help navigate the system and as a result it is often difficult for people to determine what services exist, let alone whether they are appropriate or of high quality. Case management services can help in this navigation, however they are not always available (see chapter 10). This creates large transaction costs, borne by the people who access the system. Worse still, they are borne not only by people receiving support, but also people still seeking support.

Gaining access to services is often a process of trial and error with large amounts of time spent researching and filling applications only to find out that a service is either not appropriate or not available due to limited funding. 

Whilst living in rural Victoria my daughter and younger son were assessed for services and support, by DHS, three times in six months. Each assessment consisted of twenty five pages to fill in (twice) and each time there was a change of coordinator thus requiring the next assessment, form filling in (twice) and still no services or support. (sub. 380, p. 1)

I had a wedding and I needed someone to look after my son so I could attend. I firstly rang [the local council]. They came out to the house… and interviewed me for two hours. Result was that yes I was eligible but they could only offer 2.5 hours. They advised me to ring Villa Maria or Yooralla. Both agencies requested an interview in the home. Two workers from each agency came to the house with car and interviewed me for two hours plus. After six hours of interviewing, I was placed on several waiting lists but got no respite time. For the cost of that process I could have hired someone myself to look after my son for at least a week. Two years later I am still on waiting lists for two of the aforementioned agencies (sub. 90, p. 4).

Thus, the duplication of assessment combined with general under-provision of services can mean that people receive more assessment than service. 

People with rare conditions may also find further hardship in accessing information or supports. Eligibility for programs and trials is often highly rationed and, at times, medical conditions are used as eligibility criteria. An example would be the Better Start program:

… eligible children diagnosed with a sight or hearing impairment, Down syndrome, cerebral palsy or Fragile X syndrome will have access to funding and Medicare rebates under the initiative (FaHCSIA 2010a).

On these grounds, people with less common conditions have noted difficulty in receiving information and support (see subs. 9, 319, 414, 455, DR699 for example). In many cases, the level of care received will depend on whether or not a person qualifies for a particular program.

The importance of choice

Choice is important in many aspects of life: choice about jobs, where to live, how to spend one’s time and what services to buy. In the latter area, ‘consumer’ choice is a way for people to signal what they value. However, choice is generally not a common aspect of the disability support system — many decisions are made by support workers, service providers and by governments. Choice in the disability system is discussed more fully in chapter 8.

Allowing people control over the decisions that affect their lives is important in its own right. Consumer choice also generally leads to more efficient outcomes, as people are usually better placed to know what would meet their needs than service providers — as one participant noted, a support provided at the wrong time is like ‘sending a bald man to a barber’. Consumer choice can also give service providers the incentive to innovate and provide higher quality services. In these ways, the lack of choice adds to inefficiency in the current disability support system.

The personal importance of choice

The concept of choice is central to the lives of many people with disability. It relates to the control they have over aspects of everyday life, such as when to go to bed and what to eat. The importance of these decisions are particularly apparent in the context of personal care.

Having a disability is less about physical limitations, and more to do with a lack of choice. Everything in my life is very clinical, get up at this time, eat this time, have a shower at this time, go to bed at this time. Whilst I acknowledge this is and will always be the reality for my entire life a minimal [amount] of funding would allow me a great deal more freedom than I have access to now. The autonomy that a few more hours a week would give me should not be underestimated. (sub. 346, p. 1)

Even small degrees of decision-making power can lead to large improvements to a person’s quality of life. Increasing the degree of choice available to people may not even require more funding — in some cases, it can lead to more efficient choices which can reduce costs. 

Block funding and consumer sovereignty

In the current system, the capacity for choice relates closely to the method of government funding of support services. Block funding is the process by which governments directly fund service providers with lump sum payments. These payments are then used by the providers to deliver support services. The alternative is ‘individualised’ or ‘self directed’ funding, where government funds can be given directly to service users to then purchase services. This would mean service providers receive funding only after being approached (chosen) by the service user. Various models are possible under these two broad descriptions, and it is possible for funding schemes to have elements of both approaches (chapter 8). 

Block funding is currently the dominant form of funding model, although some jurisdictions have provided more individualised approaches (particularly Western Australia and Victoria). The potential advantages of a block funding arrangement include:

· service providers are known to government, and potentially more easily regulated

· certainty of funding for service providers, and more scope for large asset grants.

Participants have raised major concerns about several aspects of block funding. It is not consistent with consumer choice and can lead to weaker market competition (chapters 8 and 10 respectively).

Where governments purchase services from providers (through block finding), it creates incentives for providers to ‘please’ governments, and weaker incentives to please service users, since the government agency will decide whether to renew funding. 

Block funding arrangements offer less scope for service users to take their ‘portion’ of funding and go to a new provider. This means that in the event of poor quality service provision, there may be no scope for service users to replace their provider.

HACC funding is provided to the care service, out of which my funding is provided, in my case it goes to RCHCS. I have been supported by many years by such service. There have been times where I have had to suffer whatever this service provided or otherwise, quality care or otherwise, the ups and downs. There was no option, whatever this service provided, good and bad, and all in between, I had to wear it; I was in effect held hostage because I dare not depart for fear of losing funding support.

There were times I became despondent. I do not intend to illustrate specific instances of bad care or good care. The fact is, I was held virtual hostage to one service because of HACC being the nature it is, not supporting portability. (sub. 120, p. 1)

Furthermore, an improvement in consumer choice may benefit service outcomes due to the natural asymmetry of information — service users generally know their preferences. 

Opportunities for efficiency gains

Some of the most significant inefficiencies in the disability support system are clear opportunities to improve service outcomes, affordability, and the quality of life for service users. While not exhaustive, the issues covered in this section are indicative of the kind of efficiency gains that could be achieved with a coordinated reform agenda.

Timely support that is forward looking

The current disability system does not generally account for people’s future needs. This is not surprising given that it is difficult for the system to provide enough support to even meet current needs. However, there are potentially large efficiency gains if assessments were forward looking (discussed in chapter 5) and the delivery of services were timely. 

The timeliness of support can, for example, have a direct influence on the effectiveness of the support. In some cases, it can reduce or prevent further injury or ill health. 

Long delays in service provision often result in avoidable ill health which results in unnecessary presentations with trauma and other illness to tertiary hospital emergency departments (with or without an associated admission). Furthermore, long delays result in reduced independence and participation in the community and associated feelings of depression and helplessness. (Friedreich Ataxia Clinic, sub. 423, p. 3)

People with disability and their families are sometimes able to contribute to the costs of supports, either in part or in full, in order to reduce waiting times. However, this is often discouraged by poor incentives or uncertainty regarding their eligibility for subsequent reimbursements.

In some cases public patients travel interstate and or visit a private provider and pay for the cost of the [prosthetic] limb up to $20 000 out of their own funds to avoid waiting times even though they are eligible for government funded prosthetics. In cases such as this individuals forego any opportunity for funding support. (Limbs 4 Life, sub. 301, p. 12)

In cases such as this, there are strong grounds for a greater capacity for people to augment existing (reasonable) funding with their own money to buy a more preferred aid or other support. 

In some instances, timely supports may potentially save money from the disability services budget over the longer term. A good example of this relates to pressure ulcers:

While not all pressure ulcers can be prevented, many are caused by inadequate equipment, notably seating and mattresses. Providing the correct pressure relieving equipment is not optional for the individual, however the waiting times and limits on types of products make it so.

It is common for people with MS with pressure ulcers unable to get the right equipment to spend up to 6 months in hospital recovering. Such a stay costs in the vicinity of $80‑100 000, and can result in increased community care costs and carer burden upon discharge. The purchase of an $8000 mattress and good seating in addition to self management support can prevent such episodes. Saving just one hospital admission per lifetime for a person at risk of pressure ulcers justifies the investment. (National Aids and Equipment Reform Alliance, sub. 530, p. 7)

Often these kinds of potential savings are not realised due to the separation between the service area that bears the cost and the service area that would benefit from the saving. At other times, aids and appliances are not available to take advantage of these benefits.

Supporting carers’ employment

There is considerable potential to encourage carers’ employment. Any improvements in care and respite support would clearly improve the ability of carers to participate in the workforce. However, a more direct approach may also help to ensure that incentives are not misaligned. For instance, high effective marginal tax rates, as well as inflexibilities regarding current transfer payments, may reduce the incentive to participate in paid work:

There is no capacity for dividing Carer Payment as an incentive to sharing the care between more than one person; income and assets tests are based on couple rather than individual income. 

For Carer Payment recipients, the 25 hour maximum work, care or study and travel rule may result in a reluctance to loose income security and health card benefits. (Carers Victoria, sub. 475, p. 23)

Similar issues regarding other transfer payments, such as the Disability Support Pension (which supports around 793 000 people), may deliver large and widespread efficiency gains (chapters 6, appendix K). The benefits of supporting carers’ employment are also discussed more fully in chapter 20.

Improving data systems

Several areas of governance, regulation and research could benefit from greater collection and availability of data. Currently, the availability of data in the disability sector is not sufficient, especially given its importance to efficient management and policy development. As characterised by the Insurance Council of Australia:

… there is a lack of robust actuarial data in regards to the cost of care. There is also a lack of data concerning the prevalence of the various disabilities potentially covered by the scheme. (Insurance Council of Australia, sub. 553, p. 15)

Data in all areas of disability could be improved, particularly data on the experiences and outcomes of service users, on unmet need, and on the costs and efficiency of providers (subs. 270, 237, 371, 571). The current deficiencies in data collection are discussed fully in chapter 10.

The scope for data collection has sometimes been reduced by concerns about people’s privacy. Under the Home and Community Care (HACC) scheme, the emphasis on needs based supports involves a decision not to collect information regarding the cause of disability. This protects from the potential for support allocation to become condition based, but at the same time limits the potential for management, research and policy development.

Often, the absence of data collection is not a deliberate decision. Rather, it is a continuation of historical practice. For instance, with regard to NSW respite:

AHDC does not maintain information on how NGOs prioritise clients and allocate respite. Under the funding agreements established before 2006, NGO’s determined who they give respite to and how much they give. (NSW Auditor General 2010, p. 13)

Clearly, the lack of data systems has important implications for transparency and efficient management. As a result, NSW ADHC is to implement an online booking system for respite in 2011, which will ‘consider client mix and staffing requirements to maximise occupancy and ensure quality of care’ (NSW Auditor General 2010, p. 13).

Moreover, the current system structure does not lend itself to the collection of data across different support programs, different regions or different jurisdictions. A more coordinated delivery system, or perhaps better coordination between current administrative systems, could lead to more comparable and valuable data. The possible role of the NDIS in data collection is also discussed in chapter 10.
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Conclusions


People with disability and their families often experience severe social, financial and personal disadvantage over their whole lives. While some of this is due to disability in the first place, much is also due to the dysfunctional nature of the ‘system’ providing them with support. The problems in the system appear to be so widespread and severe, that effective large scale reform is justified.

One partial solution would be additional funding to address the high level of unmet need, but it is clear that underfunding is not the only contributor to the poor outcomes of the system. Several systemic inefficiencies are also responsible for the lack of support, as well as constraining people’s decisions on where (and how) to live. The inefficiencies often stem from structural elements of the system. Broad structural change is as important as adequate funding in improving outcomes for people with a disability and their families.



































































�	One of the main data sources used by the Commission is the ABS Survey of Disability, Ageing and Carers, 2009. Given the timing of the release of this dataset, the Commission has used unpublished data as well as the publicly released confidential unit record file (ABS 2010d) and the published summaries (ABS 2010c, 2011).


�	The Edwards et al. (2008) estimates were based on the Families Caring for a Person with Disability Study (FCPDS). The sample size was 1002 carers, all of whom were selected from Centrelink lists of recipients of either Carer Payment or Carer Allowance.


�	Calculation includes primary carers and main recipients of care who live together.


�	Cummins et al (2007b) used a survey of subjective wellbeing. The sample of carers included those caring for people whose condition fit the following classifications: ‘disability’; ‘chronic condition’; ‘aged and frail’; ‘mental illness’. The final sample contained 3766 carers. The Personal Wellbeing Index for carers was compared to scores reported in Report 16.1 of the Australian Unity Wellbeing Index (Cummins et al 2007a), which included a sample of the general population of around 30 000 people.


�	Given the surveys are based on self-assessment, some people will underestimate their needs, while others will overestimate their needs. Low formal service levels may also set a norm that provides a low benchmark that affects people’s judgments about the adequacy of formal supports and that inappropriately accentuates informal care, even if that support is not sustainable over the longer run. Furthermore, it is possible that a person’s responses may differ at different points in time — particularly if the availability of support varies.


�	Close to the time of publication for this report, the Commission was notified by the ABS of some corrections to the SDAC 2009 CURF. While it is unclear what effect (if any) this would have on the estimates presented in this report, the Commission has not been advised of specific problems with any variable used for its analysis.


� 	Data on long stay patients will include people whose stay duration is appropriate, and others whose stay could be reduced by improving disability supports.


�	PC (2011) reports that there are around 8100 people over the age of 65 years acting as a primary carer for someone receiving CSTDA services, based on the National Minimum Data Set from the AIHW. Centrelink data on carer allowance recipients shows around 11 500 carers over the age of 65, with around 10 500 caring for people younger than 65 years. However, not all people with disability receive CSTDA/NDA services, and not all carers receive carer allowance. So while this estimate is internally accurate, it may be lower than the true number of aged carers. Alternatively, ABS SDAC (2003) indicated around 10 000 primary carers over the age of 65 years, however standard errors are much higher for survey data.


�	Overall coverage of disability supports calculated from SCRGSP (2011) may not accord closely with population estimates of the coverage of formal supports made using SDAC 2009. The estimates were made using two different datasets in different years. The SCRGSP (2011) calculations include numbers of actual users rather than estimates of the population, and they exclude formal supports provided by the Commonwealth Government.


�	Based on expenditure on care and support as covered currently by the NDA.


�	Using numbers of service users and expenditure from 2007-08, and potential population from 2008.
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