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1 Executive Summary
In 2008 the Commonwealth Department of Families, Housing, Community Services and Indigenous Affairs (FaHCSIA) provided funding for AFDO to undertake research to inform policy around the costs of living of disability. This report is the result of that research.  
Closely related to the costs of living with disability is the need for a Disability Inclusion Allowance to assist people with these costs, so this is a second key focus of this report.  Indeed, during the research the project was often referred to as the ‘Disability Allowance project’.  Both terms, however, require clarification of precisely what they mean.

The term ‘costs of disability’ has two distinct meanings.  The first is the extra costs incurred by people with disability as a direct consequence of their disability, which is the focus of this report.  The second meaning is the costs of disability to society – the costs to the public purse or, as we hear far too often, the economic burden on society of people with disability.  This latter meaning is not the focus of this report.  On the contrary, it is seen as discriminatory language that portrays people with disability in a negative light and is therefore language to be discouraged.  To make this distinction clear in the report, a deliberate decision was made to refer to the ‘costs of living with a disability’ rather than the costs of disability.

The term ‘Disability Allowance’ is also problematic.  Although it has appeared in research, policy papers and government submissions for more than a decade in Australia, the research here indicates that it is perhaps too simple a concept that can be misleading in terms of what people with disability really need to assist them with their costs of living with a disability.  Not many other countries around the world talk of a Disability Allowance.  Instead we find ideas such as direct payments, personal or individualised budgets, self-directed or self-managed funding and so on.  The report outlines how the countries thinking in these terms are further down the path of providing financial support for the costs of living with a disability than we are here in Australia.  In reading the report, it is therefore useful to avoid thinking of a Disability Inclusion Allowance as a single allowance, and in particular that it is not just another ‘top-up’ allowance for people on the Disability Support Pension.
There is overwhelming evidence that people with disability are at much greater risk of poverty and disadvantage than almost any other group of people in Australia. For many people it is frequently the costs of living with a disability that greatly increase this risk.  Furthermore, the few meagre allowances that currently do exist are demonstrably inadequate for meeting the real costs of living with a disability for many people.  No-one seriously disputes these realities of living with a disability in Australia today.
But this is not the whole picture.  Australia also has a large and complex system of disability services and supports that need to be taken into account when analysing the assistance currently available to people who experience significant costs of living due to disability.  The sheer complexity of this system makes it difficult to tease out any accurate measure of the extent of this financial assistance.  Not only is funding for these services divided among all three tiers of government but people with disability also access services from programs that are not disability specific, such as the Home and Community Care program.  This is further complicated by another complex system of disability service providers who are the intermediaries between the funding and the delivery of services.
Inadequate funding is not the only serious problem with this complex set of systems.  Navigating such a complex system in order to access essential services or supports can be a nightmare.  This includes locating what services are available and who can provide them, the constant assessment and eligibility requirements, being locked into particular service providers or geographical area, a lack of choice and flexibility, frequent delays and then, all too often, insufficient funds because of capped budgets.

Despite many attempts by researchers, governments, service providers and others to itemise and catalogue the costs of living with a disability, there remains no general agreement – far less any established standard – on what these expenses are.  The costs of living with a disability are many and varied.  For some, there may be many small, frequent expenses, while for others they might be occasional, large ones.  Often it will be a mixture of both.  And while for some people the total cost of living with a disability may be small or negligible, for others it will often be significant and for a few it can be very expensive.  The costs of living with a disability do not fall into neat, simple categories or formulae.  This is just one of the reasons why a single ‘one size fits all’ Disability Inclusion Allowance will not work, even if it is a tiered one of low, medium and high levels of allowance as recommended in some proposals.
Historically, financial assistance for people with disability in Australia has been driven by the primary goal of Australia’s social security system, which is poverty prevention.  More recently, the limitations of poverty measures have led to other ways of thinking about disadvantage such as deprivation, or lacking the essentials of life.  These are based more on the notion of an acceptable standard of living rather than mere survival or subsistence living above or below some notional poverty line.  They still, however, fail to adequately take into account the costs of living with a disability.
More importantly, though, current thinking around financial support for people with disability is still largely locked into the predominantly economic model of what this report calls the “social security, welfare state” approach.  This model is now obsolete, being replaced by a “social inclusion, rights based” approach that asserts the right of people with disability to enjoy full participation in society on an equal basis with others.  Financial support for people with disability is no longer just an economic issue, it is a human rights issue.

Australia’s ratification of the UN Convention on the Rights of Persons with Disabilities coincides with the introduction of the Rudd government’s Social Inclusion Agenda.  The Disability Convention has been hailed as the beginning of a new era for people with disability that includes a paradigm shift away from pity, charity and dependency towards autonomy, self-determination and independence.  Australia’s new Social Inclusion Agenda sits comfortably with this shift in how we must all now think about disability.
This shift must also include how we think about financial assistance for people with disability.  In Australia we have universal and free education for our children.  We have universal and (almost) free health care for everyone.  It is now time for universal and free assistance for people with disability to finally assume their rightful place in Australian society as full and equal members of the community.  Anything less will perpetuate the discrimination and second class citizenship that people with disability have endured for too long.  And this can only occur if people with disability are assisted with their basic costs of living with a disability.
This report does not attempt to measure the costs of living with a disability, nor calculate some nominal value for a Disability Inclusion Allowance.  Rather, it seeks to identify and clarify the many complexities around these issues.  It then articulates some guiding principles – following a social inclusion, rights based approach – in order to address the costs of living with a disability.
Recommendations

1. The Federal Government should introduce a Disability Inclusion Allowance for people with disability by 2010.

2. A dollar amount to be allocated after assessment and given to the individual in the form of an allowance or to a second party if the individual does not wish to have responsibility for it. The individual or their chosen representative then buys the supports that are needed from relevant service providers.

3. The Disability Inclusion Allowance should be funded by way of a levy through the taxation system.
4. The Disability Inclusion Allowance should have the following guiding principles:

(4.1) Universality

In the new era of social inclusion and disability rights, no person with a disability should be at risk of poverty – or of social exclusion – because of their costs of living with a disability. In particular, the discriminatory costs of exclusion imposed by a society that fails to accommodate people with disability should not be borne by people with disability themselves. All people who need assistance with their costs of living with a disability should be entitled to an appropriate Disability Inclusion Allowance.

(4.2)

Needs Based

Calculating a Disability Inclusion Allowance for any particular individual should be based on their needs, not the ‘severity’ of their disability or any particular type of disability. The underlying principle for identifying – and calculating – the assistance required should be that people with disability are entitled to support that enables them to be truly included in all aspects of Australian life. 

(4.3) Individualised

The calculation of any individual’s Disability Inclusion Allowance should be customised according to their particular needs. The wide and often complex variation of needs, with similarly wide and complex associated costs, means that there is no “one size fits all” amount for a Disability Inclusion Allowance.

(4.4) Whole of Life Approach

Calculating an individual’s Disability Inclusion Allowance must adopt a whole of life approach, taking into consideration all of an individual’s costs of living with a disability in all aspects of their life. This also means that it must be sensitive to people’s changing circumstances and needs – and costs – over time.

The cost of living with a disability can fluctuate over time. For some, they will increase, perhaps due to the deterioration of their health or perhaps due to changes in their living circumstances, such as finding themselves living alone after having previously lived with family or friends.

A Disability Inclusion Allowance needs to be flexible enough – individualised enough – to be sensitive to a person’s changing needs and circumstances across all areas of life.  A Disability Inclusion Allowance will therefore require regular reviews to adjust the allowance.

(4.5) Single Point of Assessment for Eligibility

A Disability Inclusion Allowance should have a single point of assessment for eligibility, a ‘one stop’ process that calculates an allowance based on the person’s needs. Once this has been established, no further eligibility tests should be required.

(4.6) Portability

A Disability Inclusion Allowance should not tie a person to a particular geographical location. Once established, it should be portable across all jurisdictions.

(4.7) Participation

The people who best know the needs of living with a disability are people with disability themselves. Calculating an individualised Disability Inclusion Allowance requires the active participation of the person concerned, to identify their particular needs in order to ensure an acceptable standard of living, according to their particular circumstances at the time.

(4.8) For Recurrent not Lump Sum Expenses

A Disability Inclusion Allowance is primarily for the everyday costs of living with a disability rather than the occasional lump sum expenses that arise, such as aids, equipment or home modifications.  

Another, separate mechanism is required to assist with the larger, one off expenses that arise for some people with disability. Whatever mechanism is put into place it must be designed in conjunction with a Disability Inclusion Allowance in an integrated way. For instance, the assessment and eligibility requirements can and should be combined.

(4.9) Not Means Tested

Along with the principle that a Disability Inclusion Allowance should be universally available to all people with disability and not just those on pensions, a Disability Inclusion Allowance should also not be means tested. Even if a person does have an adequate income, their costs of living with a disability can still compromise their standard of living in substantial ways.

(4.10) Concession Card

A Disability Inclusion Allowance should automatically include a concession card equivalent to the Pensioner Concession Card. Following the principle of universality, such a card should be available to anyone eligible for a Disability Inclusion Allowance.  And following the principle that a Disability Inclusion Allowance should not be means tested, the card also should not be means tested.

Concession cards can significantly reduce the costs of living with a disability, sometimes dramatically. Indeed for some people with a disability, a concession card may be the most important component of a Disability Inclusion Allowance for them, perhaps even the only component that they require.

(4.11) Episodic Disability and Emergencies

Eligibility for a Disability Inclusion Allowance should include those who experience ‘episodic’ disability, such as psychiatric/psychosocial disability or chronic illness. Following the principles of a needs based, individualised and whole of life approach, the assessment of eligibility for a Disability Inclusion Allowance needs to be sensitive to disability that is experienced intermittently. It needs to also factor in a provision for emergencies.

2 Introduction and Background
This report examines two closely related issues that have been a priority for people with disability for many years – the costs of living with a disability and a Disability Inclusion Allowance.  We begin with some definitions to clarify the terminology used in this report, which in turn defines the scope of the report.
The costs of living for people with disability and a Disability Inclusion Allowance are typically viewed as economic issues but they arise within the larger context of disability policy in Australia.  Historically, Australian disability policy can be described as a social security, ‘welfare state’ approach where the emphasis has been on income support and the provision of services for people with disability.  In recent times, there has been a marked shift in disability policy towards a social inclusion, human rights approach.

This shift, sometimes called a ‘paradigm shift’, has now been emphatically reinforced by the UN Convention on the Rights of Persons with Disabilities (the ‘UNCRPD’), which Australia ratified in July 2008.  It is this approach that guides and informs this report.
2.1 Terminology
2.1.1 Costs of living with a disability
The phrase ‘costs of living with a disability’ refers to the essential, non-discretionary costs that people with disability have due to their disability.  This phrase is used throughout this report in preference to the phrase ‘costs of disability’ that is typically used to refer to these costs.  This may seem a pedantic distinction but it is an important one.

For people with disability, the costs examined in this report are part of their everyday costs of living if they are to enjoy a standard of living that is acceptable by Australian standards of the 21st century.  These costs need to be seen in the same light as all the other basic costs of living that everyone experiences – i.e. the essential costs of adequate food, shelter, transport, communications and recreation in order for a reasonable standard of living.

Talking about the costs of living with a disability is preferred to the ‘costs of disability’ terminology because the latter is also used to refer to the costs to society of people with disability.  This second meaning has a subtle but powerful influence on the thinking around disability that reinforces the idea that people with disability are an economic burden on society, which in turn contributes to the disempowerment and discrimination against people with disability.
Another problem with the ‘costs of disability’ thinking is that it fails to recognise that many of the costs of disability – both to the individual and to society – are due to society’s failure to accommodate the needs of people with disability.  This too is part of the intrinsic and structural discrimination against people with disability in Australia, which this report refers to as the ‘costs of exclusion’ and discusses in more detail below.

The extra costs of living for people with disability may be quite small for some, but they are often significant and can sometimes be very high.  The impact of these costs is most pronounced for the many people with disability on low incomes including, but not only, those on the Disability Support Pension.  For many people with disability, their extra costs of living due to disability lead to a standard of living that is below what should be acceptable in Australia in the 21st century.
The costs of living with a disability examined in this report do not include the basic income support that some people with disability receive, such as the Disability Support Pension, Aged Care Pension and Disability Inclusion Allowance.  These pensions and allowances have been designed primarily for the purpose of preventing poverty in Australia by providing a minimum basic income but do not take into account the extra costs of living that people with disability have due to their disability.
Because of the wide variation in the extra costs of living with a disability, they require a separate analysis and a separate response from governments in how to assist people with disability with these costs.  These are the costs that are the focus of this report.
2.1.2 Disability Inclusion Allowance
The term ‘Disability Allowance’ is often used to refer to some mechanism for providing financial assistance to people with disability, especially those on low incomes, for the costs associated with their disability.  This is also problematic terminology as it suggests that what is required is a single allowance, similar to a Centrelink utilities or mobility allowance, to meet all the costs of living with a disability.

The complexities of the costs of living with a disability do not lend themselves to a simple, single allowance as the most effective mechanism for providing financial assistance.  Elsewhere in the world, there is not much mention of a Disability Inclusion Allowance.  Instead we hear of direct payments, personal or individualized budgets, self-directed or self-managed funding and so on, which are discussed more fully later in this report.  
For this report, and also when reading elsewhere about a Disability Inclusion Allowance, it is useful to think of it as a mechanism or process for providing financial assistance, rather than a specific, single allowance.  There is, however, one advantage of thinking in terms of a Disability Inclusion Allowance in that it highlights the need to bring financial assistance ‘under one roof’ where it can be integrated with other services and supports in a comprehensive and consistent way across the country.  Apart from this, caution is urged with this terminology.
2.1.3 Income support – the Disability Support Pension

It is necessary to distinguish between the costs of disability and a Disability Inclusion Allowance (as defined above) and the basic income supports of Australia’s social security system.  For people with disability, this is primarily the Disability Support Pension (DSP), though for some people it may be the Aged Pension or some other income support such as the Newstart Allowance etc.  Furthermore, some people with disability do not receive any government income support but their standard of living is still unacceptably low or at risk due to a combination of low income and high costs of disability.

The level of basic income support provided by the DSP (and other pensions etc) is outside the scope of this report.  Indeed, at the time of writing (January 2009) a major review of Australia’s pension system is underway with the Harmer Pension Review.  Although it may change as a result of the Harmer Review, this report assumes that the DSP will continue to provide just the basic income support with the extra costs of living with a disability and a Disability Inclusion Allowance remaining as distinct and separate issues.
Some allowances for the costs of disability are already built into the DSP, such as the Utilities and Pharmaceutical Allowances.  There are others, such as the Mobility Allowance, that are available under certain eligibility criteria.   Another form of assistance, though not a direct cash allowance, is concession cards, most notably the Pension Card for people on the DSP and the Health Care Card.  These allowances and concession cards are also on the agenda of the Harmer Review, though the background paper for the review (Harmer 2008) makes no specific mention of a Disability Inclusion Allowance.
It must be stressed, though, that basic income support such as the DSP and a Disability Inclusion Allowance are two distinct and separate issues.  In particular, a Disability Inclusion Allowance should not be tied to the DSP but should be available to all people who need it.

2.2 Historical Context – the Social Security, Welfare State Approach
Historically, the driving force for government economic policies for people with disability has been to provide a financial, social security safety net.  In particular, the emphasis has been on poverty prevention with similar goals to other social security measures for people unable to work, such as aged care, sickness and unemployment benefits.  
Related to this have been various programs to assist people with disability into the workforce, including assistance with education opportunities.  These programs include incentives to work and also some minimal assistance with the extra costs that people with disability incur in order to participate in the workplace.  One motivation for this assistance with employment and education is to help promote the full inclusion of people with disability in Australian society.  In human rights terms, they are the social, economic and cultural rights that entitle people with disability to have access to education and employment on an equal basis with others.  Another motivation for assistance with education and employment, which sometimes seems a stronger motivation for governments than the rights based motivation, is that education and employment will reduce the economic burden on society of people with disability.
2.2.1 Poverty prevention
In 2004, a report on poverty and financial hardship by the Community Affairs References Committee of the Australian Senate observed that “poverty is disability’s close companion” (CARC, 2004, p 363).  Despite this, one of Australia’s leading experts on the economics of poverty, Professor Peter Saunders at the University of NSW, notes that:

Although both disability and poverty have been subjected to extensive research, relatively few Australian studies have examined the relationship between these two important social issues (Saunders 2006, p 1)

Poverty is currently measured in a variety of ways in Australia.  There are income based ‘poverty lines’ such as the 50% of the median wage used in the OECD and Australia (60% in the UK and European Union), or more complex formulas such as the Henderson Poverty Line.  Another approach is to use ‘budget standards’ in an attempt to measure a minimum household budget for an acceptable standard of living (see ACOSS 2008, Indecon 2004, Smith et al 2004, Tibble 2005).  Yet another yardstick, one currently favoured by the Australian Council of Social Service (ACOSS 2008), is to measure deprivation, which is defined as lacking the essentials of life – or more precisely, as “an enforced lack of socially perceived necessities (or essentials)” (Mack and Lansley, 1985, p 39, quoted in Saunders et al, 2007, p 10).”
Each of these different measures of poverty has its strengths and weaknesses, though for people with disability income based poverty lines are particularly weak as they fail to take into account the extra costs of living with a disability.  But regardless of what measure you use, people with disability are disproportionately represented amongst the poorest of the poor in Australia.  And when the costs of disability are factored in, as in Saunders’ thorough economic analysis, the conclusions can be quite stark and alarming:
Within all household types, the risk of poverty increases when there is a disability present by between four and sixteen times, the only exception being mixed family households, where the relative risk is below two. (Saunders, 2006, p 20, his emphasis)
The Disability Support Pension (DSP) is the main form of financial assistance for people with disability.  Like the Aged Care Pension to which it is closely tied, the primary aim of the DSP is to prevent or minimize poverty among people with disability.  The DSP, however, fails to take into account the extra costs of living with a disability so that, by itself, it fails to achieve the goal of poverty prevention for many people with disability.  Saunders concludes from his studies that:

This suggests that the age pension (the main source of income for the majority of older people) may be adequate to meet basic costs of living, but not the additional costs associated with a disability. (Saunders, 2006, p 20)
Saunders concludes by saying that his analysis:
… began by noting that debate on the setting of income support payment rates for people with a disability has failed to take account of the extra costs associated with disability. Previous research has also failed to produce robust and stable estimates of the additional costs, showing instead that costs vary greatly with the type of disability and how they are derived. If the estimates presented here are anywhere near close to accurate, they imply that there is an urgent need to review the adequacy of income support arrangements for those with a disability across all household types … The estimated impact of disability on the risk of poverty and actual hardship is shown to be very high. This suggests that urgent action is required to ensure that people with a disability no longer have to confront a greatly increased risk of poverty in addition to many other challenges.” (Saunders, 2006, p 22)
2.2.2 Welfare to work - education and employment
Although there is a strong human rights argument for assistance with employment and education opportunities for people with disability, the prevailing arguments for this have mostly been economic ones.  Education and employment help people with disability to become financially independent so that they can avoid the poverty trap of disability and at the same time reduce their demand on financial assistance from governments.
Employment, and to a lesser extent education, for people with disability has been a priority in government disability policies for some time, and rightly so, though more still needs to be done.  In the past, the motivation for this can be questioned as being more about reducing the financial burden on society of people with disability than about advancing the full participation in society of people with disability.  Fortunately the National Mental Health and Disability Employment Strategy that is currently being developed by the Rudd government makes it clear that employment for people with disability is more than just an economic issue:
The low rate of participation of people with disability in the workforce imposes a cost on individuals, communities and Australia’s economy.  By working together, we will bring about important changes needed to promote the social and economic inclusion of people with disability through increasing opportunities to work. (DEEWR 2008)

In this report, however, employment and education are viewed as just two of many components of the whole-of-life approach that is needed for disability policies.  Although important, assistance with education and employment should not be at the expense of the many other elements for achieving the full participation in community life for people with disability.
2.3 Contemporary Context – the Social Inclusion, Rights-Based Approach

Historically, poverty reduction has been the driving force for government financial assistance for people with disability, sitting alongside other social security measures with similar aims for people either unable to work or unable to find work (e.g. sickness and unemployment benefits).  
For a decade or more, in response to concerted efforts by people with disability, there has been a distinct shift in disability policy away from just poverty prevention towards greater recognition of the rights of people with disability to live in and participate fully in the community.  Peter Saunders, the leading economist and expert on poverty cited in the previous section, notes in his own work that:
It needs to be acknowledged that the approach focuses on the economic costs of disability and how these affect estimates of economic poverty, but there is no suggestion that this is the most important aspect of disability, nor that other aspects of disability do not warrant separate examination. (Saunders, 2006, p 21)

In December 2006 the movement towards a new approach to disability policy culminated in the United Nations Convention on the Rights of Persons with Disabilities.  In July 2008, the new Rudd government ratified the Convention, accepting the obligations it imposes on Australia under international law.  The government has also initiated major reviews of several key policy areas that impact on people with disability.  And it has given high priority to its Social Inclusion Agenda, which is particularly relevant for people with disability.

We now live in a new era for disability policy that is in stark contrast to the historical emphasis on simply the poverty reduction goals of the welfare state.  No aspect of disability policy – including the economics of the cost of living with a disability and a Disability Inclusion Allowance – can be discussed without giving due consideration to the social inclusion and human rights of people with disability.

2.3.1 Convention on the Rights of Persons with Disabilities
The UN Convention on the Rights of Persons with Disabilities (the UNCRPD) represents a landmark for people with disability in their struggle for the recognition of their rights on an equal basis with everyone else in the community.  It does not create any new rights for people with disability but as a thematic human rights instrument like similar treaties on the rights of women, the rights of children and other specific populations, it acknowledges that other human rights instruments have failed to deliver for people with disability.

When it was adopted by the UN General Assembly in 2006, the Secretary General of the UN at the time, Kofi Annan, hailed it as a “new era” for people with disability.  Others have described it as a ‘paradigm shift’ in how we must now think about disability.  At the heart of this shift is a move away from a medical model to a social model of disability, where disability is seen not just in terms of any ‘impairments’ that a person might have but where social discrimination is seen to be central to the experience of disability.
With the Australian government’s ratification of the Convention in July 2008, the challenge now is to ensure its full implementation in Australia.  Public debate on how to achieve this is already well underway, including encouraging signs from the Rudd government that it appears to have embraced the Convention in its current initiatives on disability policy.  A more detailed discussion of the Convention can be found elsewhere, but some of its key features are worth highlighting for this report on the cost of living for people with disability and a Disability Inclusion Allowance.

An eloquent summary of the key features of the Convention can be found in a recent speech by Professor Gerard Quinn, Director of the Centre on Disability Law and Policy and professor of law at the National University of Ireland (Quinn 2008).  Professor Quinn is the father of a young woman with a disability and has been intimately involved with the development of the Convention from its very beginning.  
Quinn begins by pointing out that a convention on disability was needed because although existing human rights instruments were supposed to apply equally to all people, people with disability were largely invisible in these instruments.  But this “textual invisibility”, as he calls it, “is only a manifestation of a much, much deeper invisibility”, which is “an invisibility in the political process itself”.  His final assessment of the political realities of disability may seem harsh but rings true for many people with disability around the world, including in Australia:

The reality is that the default setting in most political arenas is that disability costs, the costs need to be contained and welfare and charity will do it for us. So, people with disabilities were placed on a pedestal, but in reality were placed in a gilded cage through the misuse, I would suggest, of social supports down through the decades. 

In looking for what he calls “the golden thread in this Convention” amidst all its technical detail, he finds the “idea that people with disabilities are subjects not objects”:
If you stand back from this [technical detail], there is one very simple powerful message in the Convention, which is that people with disabilities are subjects capable of controlling their own personal destinies, not objects to be managed by others. It is as simple as that. (Quinn 2008, p 3)

For the Convention to now move from noble words on the page to actually being implemented on the ground, Quinn the lawyer acknowledges that it can be used “like a musket to fire off rounds challenging particular laws”.  He cautions us against this, though, preferring to emphasise that the Convention is “an opportunity to embed a new practice of disability politics”, and in particular to “embed a new reflective practice in your national governments”.  To support this, he points to Article 4 in the Convention, which requires active consultation with people with disability, and Article 33, which requires governments to have a focal point on disability and a national monitoring mechanism that is independent of government.
Of particular relevance to this report, Quinn sees Article 19 on independent living as particularly important for people with disability if they are to escape from the ‘gilded cage’ of prevailing welfare and charity services.  The obligations of Article 19 will require “the necessity of reengineering of services”, of the need to “reengineer these social supports and make a life of choice and freedom a reality for everybody.”

As part of this reengineering, at the conclusion of his speech, Quinn calls for more participation with disability researchers, “particularly those who can debug the cost-benefit analysis that sometimes passes as cost-benefit analysis coming from Governments.”  We are fortunate to have in Australia researchers like Peter Saunders and others who are debugging the traditional economics of disability.
The costs of living with a disability and the need for a Disability Inclusion Allowance are no longer just economic issues.  They are pivotal to achieving the rights of people with disability for their full inclusion and participation in society.  This has been known for quite some time.  To give Quinn the final word:

In my experience, Governments know full well what is wrong. You actually now have to go to the next level to come forward with ever more practicable blueprints for change.

2.3.2 The Australian Social Inclusion Board

Following the election of the Rudd government, the Australian Social Inclusion Board was created in May 2008 to “act as the main advisory body to the Australian Government on ways to achieve better outcomes for the most disadvantaged in our community” (Social Inclusion Board, 2008a).  The importance the government gives to this initiative is seen in the appointment of the Deputy Prime Minister, Julia Gillard, as the Minister for Social Inclusion and that the Prime Minister himself chairs the Social Inclusion Committee of Cabinet.

The joint media release by the Prime Minister and Deputy Prime Minister at the launch of the Social Inclusion Board begins with the statement:

Every Australian should have an opportunity to be a full participant in the life of the nation. Unfortunately, too many Australians remain locked out of the benefits of work, education, community engagement and access to basic services.

The social inclusion approach goes beyond poverty or deprivation as the only measures of disadvantage.  The Social Inclusion Board’s definition of social inclusion is that to be socially included, people must be given the opportunity to:

· secure a job;

· access services;

· connect with family, friends, work, personal interests and local community;

· deal with personal crisis; and

· have their voices heard.
The Board then identifies eleven ‘Social Inclusion Principles’ (Social Inclusion Board, 2008b), all of which are relevant to disability policy, though especially the following five:
· Increasing social, civil and economic participation

· A greater voice, combined with greater responsibility

· Building on individual and community strengths

· Developing tailored services

· Building joined-up services and whole of government(s) solutions

The key ideas behind social inclusion are further elaborated in the paper by Hayes, Gray and Edwards (2008), where the Left Out and Missing Out project is described as “The most significant recent Australian work examining the connection between poverty, deprivation and social exclusion”.  Conducted by the Social Policy Research Centre at the University of NSW in partnership with the Brotherhood of St Laurence, Mission Australia and Sydney Anglicare, the aim of this project was “to generate a new body of evidence that will broaden our understanding of two of the main components of social disadvantage: deprivation (‘missing out’); and social exclusion (being ‘left out’)” (Saunders et al, 2007, p 8).  Poverty, deprivation, social inclusion, and the relationship between them, are defined in this research as (p viii):
· Poverty is a situation in which someone’s income is so inadequate as to preclude them from having an acceptable standard of living. It exists when people’s actual income is below a poverty line.

· Deprivation exists when a lack of resources prevents people from accessing the goods and activities that are essential. Following international convention, it is defined as an enforced lack of socially perceived essentials.

· Social exclusion exists when people do not participate in key activities in society. Whereas deprivation focuses on what people cannot afford, what matters for exclusion is what people do not do.

· Poverty, deprivation and social exclusion are distinct but overlapping concepts. They cover what most people understand by the term ‘social disadvantage’, which involves restricted access to resources, lack of participation and blocked opportunities.

The basic underlying premise of the Left Out and Missing Out project was that “social disadvantage takes many different forms, and the identification and measurement of poverty and other forms of disadvantage must be grounded in the actual living standards and experiences of people in poverty” (p 2, their emphasis).  They sought to identify the different forms of disadvantage to develop “indicators based on the factors that restrict people’s ability to acquire the items and participate in the activities that are widely regarded as essential for full membership of society.” (p 2, emphasis added).  After identifying 27 indicators to measure social inclusion, a major outcome of the project was:
Looking first across all 27 indicators, the three with the highest incidence in the community sample all relate to a lack of service provision: no child care for working parents (52.7 per cent), no access to disability support services when needed (50.2 per cent) and no access to aged care services (47.8 per cent). (Saunders et al, 2007, p 72)
The principles of social inclusion sit comfortably alongside the human rights principles in the UNCRPD.  In particular for this report, they highlight again that the costs of living with a disability and a Disability Inclusion Allowance are not just economic issues but are fundamental to people with disability achieving their basic rights.
The catchphrase that perhaps best sums up the impact of social inclusion on social policy is borrowed from the UK, where it has been a major influence on social policy for a decade or more. As this report shows, there is an urgent need in the disability sector for “joined-up policies and services for joined-up problems”.  

The minutes of the Social Inclusion Board (May 21, 2008) include an observation by the Prime Minister that is another catchphrase for social inclusion, which is also particularly relevant for people with disability, and for this report – “no more one size fits all”.
2.3.3 Other intersecting social policy issues

Among the joined-up problems requiring joined-up solutions for people with disability are the following:

· Health care, including mental health

· Accommodation and homelessness

· Employment and education

· Access issues:

· to transport and public spaces, especially workspaces

· to appropriate and adequate communications

· to justice

· Relationship to aged care services, including the transition to aged care for people with disability
· Integration of federal, state and local government policies

· Rationalisation, simplification and integration of service provision
This list is far from exhaustive but sufficient to give an indication of the context in which the costs of living with a disability arise and the need for financial assistance with these costs.  They also illustrate the need for the Social Inclusion Board to attend to disability as a priority.  And once again, the UNCRPD provides a guiding framework for identifying the needs and priorities for disability policy in the 21st century.
2.3.4 Federal disability initiatives

Since winning government in November 2007, the Rudd government has initiated numerous enquiries and reviews that are relevant to disability policy, including: 
· a new National Disability Strategy
· the next Commonwealth Disability Agreement
· a National Disability and Mental Health Employment Strategy
· the Harmer Pension Review
· the Henry Taxation Review 

At the time of writing (January 2009), only the Commonwealth Disability Agreement has been completed, which is the next scheduled revision of what used to be called the Commonwealth, State and Territory Disability Agreement.

It is assumed that the costs of living with a disability, and hopefully also a Disability Inclusion Allowance, are on the agendas of all these enquiries and reviews.  It is therefore possible that this report, or some parts of it, might be overtaken by events and maybe even made obsolete if major changes come out of all this activity by the government.  
2.4 Summary and scope of this report
The costs of living with a disability and the need for assistance with these costs cannot be considered in isolation as simply an economic issue.  They are part of a very much larger agenda for disability policy in the contemporary context, the “new era” for people with disability that is based on a social inclusion, rights based approach.

This report does not attempt its own economic analysis of the costs of living with a disability in order to calculate any specific dollar amounts for either the costs of living with a disability or a Disability Inclusion Allowance (far less a dollar value for the Disability Support Pension).  Australia has plenty of economists who can calculate these numbers, in partnership with the economic modeling resources of governments.

Rather, the scope and aim of this report is first of all to draw attention to the disadvantage that many people with disability face because of their costs of living with a disability, and then to the need for financial assistance with these costs.  This requires looking at not just the costs of living with a disability but also the current arrangements that already exist to help people with these costs.  This in turn shows that insufficient funding is not the only problem but has to be seen in the wider context of the many other obstacles faced by people with disability.  Which in turn brings us back to the social inclusion, rights based approach that must now be applied to disability policy.

So instead of an economic analysis, this report looks at the costs of living with a disability from this perspective.  That is, the guiding principles for this report can be found in the UNCRPD and the principles of the Australian Social Inclusion Board.

3 The Costs of Living with a Disability
For people with disability, their extra costs of living due to their disability are part of their everyday costs of living.  More precisely, they are the costs of essential needs if they are to enjoy an acceptable standard of living or, as Jack Frisch describes them, they are the “non-discretionary additional cost of living for people with a disability” (Frisch 2001, p 4).
3.1 What are the costs of living with a disability?
3.1.1 Itemising and categorising the costs of living with a disability

Appendix A presents a quite detailed list of some of the everyday costs of blindness from a report by Blind Citizens Australia (BCA 2003).  It illustrates that it is as difficult to itemise the costs of living with a disability as it is to itemise the costs of living (regardless of disability).  
Another list of the costs of living with a disability can be found in AFDO’s submission to the Harmer Pension Review (AFDO 2008):
· Adaptations to home

· Aids and equipment

· Continence aids
· Fees for doctors and specialists not covered by Medicare

· Fees for services funded by government

· Hearing aids and batteries

· Higher utilities costs / air conditioners

· Interpreters

· Non prescription drugs

· Personal support and home based services

· Prescription drugs

· Rent for telephone and internet

· Special foods, dietary supplements 

· Taxis and transport

· Therapies not covered by Medicare

· Workplace modifications and support

This list indicates some of the broad categories of the extra costs of living for people with disability.  Similar attempts to categorise these costs can be seen throughout the disability sector, some of which appear later in this report. Governments, both state and federal, have their categories of the services they fund.  Service providers have their categories of the services they offer.  Government enquiries and academic studies devise further categories to try and get a handle on the scope and size of the costs of disability.
3.1.2 Some characteristics of the costs of living with a disability
There are some characteristics of the costs of living with a disability – and the need for a separate, individualized Disability Inclusion Allowance – that make them distinct from the need for basic income support for low income people.  These include:
· the costs of living with a disability can vary greatly from none at all for some people to very significant costs for others
· the costs of living with disability can vary significantly over time because of improvements or deterioration in a person’s disability, changing environmental circumstances or the episodic nature of some disabilities
· some costs of living with a disability are recurrent costs, such as personal assistants, transport, communications, some health care costs and so on
· other costs are occasional lump-sum (or ‘capital’) costs that can be quite large, such as the purchase of a wheelchair, home modifications, hearing aids etc

· although there is often some correlation between the costs of living with a disability and the ‘severity’ of the disability – i.e. as measured by a clinical assessment of a person’s functional capacity in predefined core activities – this is not always the case

· the costs of disability for two individuals with a similar disability can vary greatly depending on things like their living circumstances or the informal supports they might receive from family and friends
It must also be stressed that the costs of disability are often not entirely due to a person’s disability but rather they occur because of society’s failure to accommodate the needs of people with disability.  This important issue of the ‘costs of exclusion’ is discussed further below.

3.1.3 Affordable Housing

Homelessness, or the lack of affordable housing, has emerged in recent years as one of Australia’s most urgent social problems.  It is perhaps the clearest example of the need for ‘joined-up policies and services for join-up problems’ under the Rudd government’s social inclusion initiative.  Affordable housing cuts deeply across a wide range of pressing social issues – income support (pensions etc), unemployment, especially the long-term unemployed, single mothers seeking refuge from domestic violence, young people fleeing unsafe homes, people with mental health issues or drug and alcohol problems and so on.  And people with disability.
For people with disability, affordable and accessible housing is not just an economic issue.  Independent living in the community is one of the highest priorities on the disability agenda.  The cornerstone of the disability movement has been the process of deinstitutionalization, which cannot be said to be complete while so many people with disability are unable to find geographically suitable housing that is safe, clean, affordable and accessible.  Like the other costs of living for people with disability, a social inclusion, rights based approach is needed to ensure affordable and accessible housing is available for people with disability.
Affordable housing is not, however, analysed further in this report.  Instead, it is viewed as one of the three ‘big ticket’ items of social security alongside the basic income support of the pension system and the health care system of Medicare.  Like Medicare and pensions, affordable housing is not a disability specific issue other than the need for it to be accessible.  And like Medicare and pensions, affordable housing requires its own separate national policies and programs – though keeping in mind the need for these to be ‘joined-up’ with related issues for particular populations.
The need for accessible, affordable housing does, however, need to be stressed.  The lack of affordable housing for low income people is exacerbated for people with disability when much of the affordable housing that does exist is inaccessible for many people with disability.  The social inclusion, rights based approach to disability regards this, quite rightly, as discrimination against people with disability.  So a social inclusion, rights based approach to housing policies and program needs to take this into account.  Furthermore, this requires that the costs of making affordable housing accessible should not be borne by people with disability themselves.  Rather, these costs need to be seen as a component of the costs of exclusion, part of society’s discrimination against people with disability, which should be borne by the society as a whole.  People with disability should not have to bear the costs of the discrimination against them.

With the exception of the need to highlight the issue of accessibility, the three ‘big ticket’ items of pensions, health care and housing are not included in the analysis here of the costs of living for people with disability.  Rather, the focus here is on the numerous other costs of living with a disability that are disability specific, which are often overlooked but contribute significantly to an unacceptably low standard of living for many people with disability.
3.1.4 Employment
Employment can add extra expenses to the cost of living for many people with disability, such as transport, communications and personal care.  These costs can be significant, making it impossible for some people with disability, and a major disincentive for others, to pursue employment opportunities.  As with inaccessible housing, these costs now need to be viewed through the social inclusion, rights based lens as barriers to the full participation in society of people with disability – i.e. as components of the costs of exclusion and discrimination that should not be carried solely by people with disability themselves.
To some extent, the extra costs associated with employment for people with disability have been recognized by governments.  For instance, a (rather meagre) Mobility Allowance is available for people doing “approved activities”, such as employment or study, and a Workplace Modifications Scheme to assist employers with expenses they might incur when employing a person with a disability.  And as noted above, the Rudd government has commenced work on a National Disability and Mental Health Employment Strategy.  
At the time of writing (January 2008), the outcomes of the Employment Strategy are not yet known.  Numerous submissions have been made to the strategy from people with disability and their organizations pointing out the inadequacies and disincentives in current policies and programs designed to assist with the employment of people with disability.  It is hoped, therefore, that improvements in this regard are in the pipeline already.
For this report, employment needs to be seen as just one component (albeit a major one) within a broader social inclusion agenda for people with disability, rather than as a distinct and separate issue.  The government’s enthusiasm for the employment of people with disability is sometimes seen, perhaps rather cynically, as motivated more by the desire to reduce welfare costs than to promote the social inclusion of people with disability.
Regardless of the motivation, encouraging and supporting employment and education for people with disability requires encouraging and supporting their full participation in the community.  For many people with disability, there are many steps that need to be taken towards participating in community life before they might, if ever, be ready and able to contemplate seeking employment.
3.1.5 Distinguishing between services and equipment costs

The Blind Citizens Australia report on the everyday costs of blindness (BCA 2003, Appendix A) shows that many of the costs of living for people with disability are the numerous day-to-day costs.  It is necessary to distinguish between these frequent daily (sometimes weekly) costs and the large but less frequent costs that some people with disability have.  

The purchase of a customized electric wheelchair, for instance, can be compared with the purchase of a car in that it represents a major expense that occurs only every few years.  Another similar one-off, lump-sum or ‘capital’ expense is the need for some home modifications to accommodate a person with a disability.  Hearing aids are another example of an occasional large expense.
Saving money is typically difficult for low income people.  The reality for many people on low incomes is that all their income is spent on the essentials of their everyday living expenses.  The little ‘leftover’ they might have each fortnight easily disappears, either on unexpected expenses that arise from time to time or on small improvements to their day to day standard of living.  This is as true for people with disability as it is for everyone else.

Many of these large, lump-sum expenses, such as wheelchairs, home modifications or hearing aids, are non-discretionary costs of living for people with disability.  They are essential if people with disability are to live independently and participate fully in the community – including, but not only, in education and employment opportunities.  Once again the social inclusion, rights based approach to disability requires that people with disability get assistance with these essential costs of living.
The Disability Inclusion Allowance discussed later in this report is suitable for the recurrent daily or weekly costs of living with a disability.  It is not so useful, however, for some of their larger, occasional expenses such as a wheelchair or home modifications.  So along with a Disability Inclusion Allowance for recurrent costs, some mechanism is also needed to assist with the ‘capital’ costs of disability.  For those who need them, these expenses are a fourth ‘big ticket’ item, alongside basic income support, healthcare and housing.

Like basic income support, healthcare and housing, major lump-sum costs of living with a disability require their own solution and therefore fall mostly outside the scope of this report with its emphasis on the recurrent costs.  The funding (as distinct from the delivery) of these costs do however need to be included in the overall funding scheme for the costs of living with a disability, such as a national disability insurance scheme discussed later.
3.2 Measuring the costs of living with a disability

Devising an allowance(s) to assist with the costs of living with a disability requires some way of measuring these costs.  The preceding discussion indicates that this is far from straightforward, which Professor Harmer remarks upon in his background paper for the Pension Review:

A recent report undertaken for the United Kingdom’s Department for Work and Pensions (Tibble 2005) reports that while research generally agrees on there being extra costs of disability that there is much variance in the findings of different studies of the cost to individuals with little agreement on the size of costs, the costs for specific groups and items, nor the factors that influence the size of costs.” (Harmer 2008, p 30).
Various methods are used to try and measure the costs of living with a disability:

· income (poverty) measures
· deprivation measures

· standard of living measures

· budget standards 

Income based measures attempt to factor in the costs of living with a disability as a percentage of an “equivalised” household income, for instance:
In income terms, the costs of disability are estimated to average around 29 per cent of (equivalised) household income, rising to between 40 per cent and 49 per cent of income for those with a severe or profound restriction (Saunders 2006, p 22)
Income based measures are convenient in that they can be correlated fairly easily with poverty measures, such as the various ‘poverty lines’ that are also largely based on income.  Such measures are now generally regarded as inadequate for measuring the disadvantage the people with disability experience due to their costs of disability:
The implication is that if disability reduces the standard of living of households for a given level of income, poverty measures based on income will underestimate the problem.  (Cullinan et al, p 18)
One response to this has been the move to measure disadvantage in terms of deprivation, defined as lacking the essentials of life or, more precisely, as “an enforced lack of socially perceived necessities (or essentials)” (Mack and Lansley, 1985, p 39, quoted in Saunders et al, 2007, p 10).”  Deprivation is measured using a set of key indicators or “essential items”.  For instance, the Australian Council of Social Service (ACOSS, 2008) identifies twelve essential items:

· A decent and secure home

· Home contents insurance

· $500 in emergency savings

· Could not pay utility bill (at least once in the last 12 months)6

· Unable to buy prescribed medicines

· Access to dental treatment when needed

· Regular social contact (e.g. because they cannot afford to go out)

· Presents for family and friends on special occasions at least once a year

· A week's holiday away from home

· A separate bedroom for each child over 10 years

· Up to date schoolbooks and clothes

· A hobby or leisure activity for children
Deprivation measures reveal another dimension of disadvantage, though as ACOSS reports, people with disability are again identified as among the most disadvantaged:

recipients of Parenting Payment (mainly sole parents), Newstart Allowance (unemployed people), and Disability Support Pension stood out as being well over twice as likely as the general community to go without most of these items
Measures of deprivation are inevitably sensitive to the list of essential items used.  Although probably a more sensitive measure of the disadvantage for people with disability than income based measures, they do not really measure the costs of living with a disability.
Standard of living measures are another approach where a range of variables are measured, of which income is just one, to identify the additional costs in order to “bring the standard of living of a household containing a person with a disability up to the same level as a comparable household where no members have a disability” (Cullinan et al).  Although this can give a more precise measure of the total costs of disability, it is not able to itemize the individual costs that contribute to that total.
Another measure is known as the “budget standards” approach, which Saunders describes as “developing detailed budgets for households with and without a disabled person and using the difference to indicate the extra costs associated with the disability”.  Developing accurate, detailed budgets is obviously a critical – and complex – task with this method.  One innovative approach to this task is some research out of the University of Loughborough in the UK, sponsored by the Joseph Rowntree Foundation, where people with disability themselves were called upon to identify the budget items (Smith et al, 2004).
Despite these efforts to measure the costs of living with a disability, as Professor Harmer observed there remains “little agreement on the size of costs, the costs for specific groups and items, nor the factors that influence the size of costs”.
3.3 Tiered or banded measures

Some proposals for a Disability Inclusion Allowance (e.g. Frisch, 2001), and also some of the research into the ‘costs of disability’ (e.g. Indecon 2004, Smith et al, 2004), attempt to cluster the range of costs into various levels – sometimes referred to as tiered or banded measures.  Typically these are based on approximate measures – or sometimes assumptions – of the severity of disability.  The number of levels identified is typically three, such as low, medium and high levels of disability, though some such as the Indecon report identify up to ten levels. 
Although this approach can be helpful for some research purposes, and perhaps also for analyzing options for a Disability Inclusion Allowance, it is not an appropriate approach for the implementation of a Disability Inclusion Allowance.
A Disability Inclusion Allowance needs to be based on a person’s needs and the costs of meeting those needs rather than on the assumption that costs are proportional to severity.  Although there is often some correlation between severity and costs, this is not always the case.  A tiered allowance would also perpetuate the current unacceptable situation where people with disability will need to present themselves in the worst possible light in order to get their needs met.  An even greater concern is that a tiered allowance will inevitably lead to winners and losers, with some people still missing out and finding themselves in the disability ghetto.
3.4 The Costs of Exclusion

In contrast to the research and other studies into the costs of disability – both at an individual and societal level – there is remarkably little research into the costs of exclusion.  This must become a research priority for Australia’s new Social Inclusion Agenda.

The costs of exclusion can be understood from various perspectives.  By way of illustration, one obvious example is the costs of inaccessible public transport.  For some people, this forces them on to a government benefit because it makes employment either impossible or only possible at great expense.  The social inclusion and rights based approach asks the question who should be responsible for these costs?  Should it be the person who cannot access employment because of inaccessible public transport?  Or should it be a cost borne by the society that fails to accommodate the needs of such a person?  A strong argument can be made that accessible taxis should be made available for the price of a train or bus ticket until this form of social exclusion is remedied.
Similar arguments apply for many other components of the social infrastructure that exclude people with disability – accessible affordable housing, accessible communications, accessible employment and education, and so on.
Other social exclusion costs could be measure in economic terms.  These include extra health care costs that arise due to social isolation and inadequate health services for people with disability.  This needs to include the health costs of mental health and drug or alcohol problems that are often a direct consequence of social isolation.

But it is also necessary to factor in the human costs of exclusion.  This can be more difficult to put a dollar value on but is often in fact the most serious consequence of isolation and exclusion and cannot be ignored.  There are now workable measures of wellbeing, quality of life and other key indicators for these human costs.  Perhaps the most damaging human cost of exclusion is the feelings of inadequacy and shame that many people with disability internalize as consequence of the discrimination they experience.  All these and more need to be factored into the costs of exclusion.

There is an urgent need for society to learn about the costs of exclusion, making it an urgent research priority for Australia’s new Social Inclusion Agenda.
It is even more urgent that people with disability no longer suffer the double discrimination against them by having to bear the costs of exclusion.  Indeed, until the social inclusion, rights based approach becomes properly established, a portion of a Disability Inclusion Allowance could even be seen as compensation for the deeply entrenched systemic discrimination against people with disability.
3.5 Summary

There is currently no agreed standard for either itemizing or measuring the costs of living with a disability.  Further research may eventually resolve this, though it seems unlikely given that the complexities of these costs have thwarted researchers thus far.  The costs of living with a disability examined in this report do not include the basic income support of the Disability Support Pension, nor health care costs covered by Medicare.  A third ‘big ticket’ item that needs to be treated separately and therefore also not emphasized in this report is affordable (and accessible) accommodation.    

Employment, and to a lesser extent education, are already recognized as areas where people with disability need financial and other assistance.  Employment and education need to be seen as just two elements of a broader, whole of life approach to supporting people with disability to achieve full participation in community life.  

Attempts to measure the cost of living with a disability need to distinguish between recurrent daily/weekly expenses and occasional larger lump-sum expenses – another instance where the ‘one size fits all’ approach will not work.  Caution is also required with the limitations of the different measures of the costs of living with a disability.  

Poverty prevention measures, for instance, fail to take sufficient account of the costs of living with a disability.  The measures are required that are based on an acceptable standard of living in Australia in the 21st century and now alsoguided by social inclusion, rights based principles.  In particular, banded or tiered measures of the costs of living with a disability should not be used to calculate a Disability Inclusion Allowance.
Finally, any discussion of the ‘costs of disability’ should now always include consideration of the costs of exclusion.  Many of the costs of living with a disability arise because of society’s failure to make reasonable accommodations for people with disability.  People with disability should no longer pay the costs of their exclusion from community life by Australian society.

4 Current Assistance for the Cost of Living for People with Disability
The federal government is sometimes criticized for providing only a few meagre allowances to assist people with disability with their costs of living.  These criticisms are perhaps unfair as they usually refer only to the allowances available through Centrelink to people receiving the Disability Support Pension, such as the utilities, phone, pharmaceutical and mobility allowances.  
While it is true that the allowances available through Centrelink by themselves would be totally inadequate for meeting the costs of living with a disability, they are not the only government assistance available for people with disability.  A wide range of services and supports exist in Australia to assist people with disability.  These need to be factored into any calculation on whether the current assistance for people with disability is adequate.
Apart from the Centrelink pensions and allowances, most of the other forms of assistance are subsidized services for people with disability rather than direct financial assistance.  This section gives a brief overview of these other services and supports.

It must be noted at the outset, though, that for people with disability there are major issues around subsidized services other than just the dollar amount values given to these services.  These include access and eligibility issues, the manner in which they are delivered, and other issues that are raised in the next section of this report.

4.1 Centrelink

Centrelink is the primary mechanism of the federal government for delivering basic income support to people with disability on low incomes.  This includes not only the Disability Support Pension since many people with disability, it must be remembered, receive the Aged Care Pension, while others receive a Single Parent Pension, Newstart Allowance or some other form of basic income support through Centrelink.

It must also be remembered that historically the primary function of Centrelink pensions has been poverty prevention, which in turn has been measured mostly in terms of income.  It became apparent, however, that basic income support was not always adequate so that over time various allowances and supplementary payments have been introduced, including:

· Rent, utilities, pharmaceutical and phone allowances
· Carer payments and allowances

· Mobility Allowance 
· Pensioner education supplement

· Youth disability supplement

· Remote area allowance

· Crisis payment

· Advance payment

· Continence Aids Assistance Scheme

Eligibility for these supplementary allowances varies.  First of all, some  of them are available to people on pensions (disability, aged care, single parent) but not to people on the Newstart Allowance – e.g. the utilities and pharmaceuticals allowances.  Of these, some have little or no extra eligibility tests – e.g. the rent, utilities, pharmaceutical and phone allowances.  Others have ‘strings attached’, such as the Mobility Allowance which requires that the person is undertaking an “approved activity”, such as employment or education.  And others are provided in response to a demonstrated need – e.g. the Continence Aids Scheme.
While each of these supplementary allowances may seem to make sense on their own, when you look at them all together some questions arise.  First, why have a supplementary allowance that applies to all recipients?  Why not just increase the base rate of the pension?  Perhaps one reason for this is that, unlike the pension, these supplementary allowances are not means tested – i.e. they are not reduced by a person’s income and assets.
But what stands out most strongly when you look at these supplementary allowances together is what’s missing.  Centrelink offers very little direct financial assistance for the many other extra costs of living with a disability.  For assistance with these needs, people with disability must look elsewhere.
4.2 National Disability Agreement (formerly the CSTDA)
For people with disability on low incomes, Centrelink provides basic income support, including a small number of quite low value supplementary allowances.  This direct financial assistance, however, is not sufficient to meet the essential costs of living for many people with disability.  For assistance with these needs, people with disability have to turn to disability service providers, which are largely funded through the Commonwealth States and Territories Disability Agreement (CSTDA).
As with much else around disability policy at the moment, major changes are taking place with the CSTDA.  At a Council of Australian Governments (COAG) meeting on 29 November 2008, a new agreement was announced under a new name, the National Disability Agreement (NDA), which came into effect on January 1, 2009.  Press releases at the time of this announcement make encouraging statements about reforms to disability policy and disability services, but it is still too soon to know exactly what these will be.
The government website for the CSTDA describes it as “the national framework for the delivery, funding and development of specialist disability services for people with disability”, with responsibilities divided between governments so that:

· the Australian Government has responsibility for the planning, policy setting and management of specialised employment assistance

· state and territory governments have similar responsibilities for accommodation support, community support, community access and respite, and 

· support for advocacy and print disability is a shared responsibility between the Australian Government and state and territory governments.

The specialist disability services funded under the agreement include:

· accommodation support

· community support

· community access

· respite

· employment services.
Both federal and state governments contribute to the funding for the CSTDA through bilateral agreements. The third round of these agreements was due to expire on June 30, 2007, but federal, state and territory governments agreed to an extension to December 31, 2008, to enable negotiations for the new National Disability Agreement mentioned above.  
4.3 Home and Community Care (HACC)
Another program that people with disability turn to for assistance with their essential costs of living is the Home and Community Care (HACC) program which, like the National Disability Agreement, is another joint program of federal, state and territory governments.  The federal government website describes HACC as a program that:


provides services such as domestic assistance, personal care as well as professional allied health care and nursing services, in order to support older Australians, younger people with a disability and their carers to be more independent at home and in the community and to reduce the potential or inappropriate need for admission to residential care (HACC 2008)
The website also provides a comprehensive list of the variety of services needed by people with disability.  These are categorized by HACC under the following list of service types:

· Domestic assistance 

· Social support 

· Nursing care 

· Allied health care 

· Centre-based day care 

· Meals 

· Other food services 

· Respite care 

· Assessment 

· Client care coordination 

· Case management 

· Home maintenance 

· Home modification 

· Provision of goods and equipment 

· Formal linen service 

· Transport 

· Counselling/support, information and advocacy
At the federal level, HACC is funded and administered by the Department of Health and Ageing, which contributes approximately 60% of the funding.  The state and territory governments provide the rest of the funding and are the primary point of contact for HACC service providers and consumers with responsibilities for program management, including the approval and funding of individual HACC services in their jurisdictions.  Some local governments also contribute funding to HACC services in their area, though this can be problematic as explained in the section below on local government assistance.

Approximately 3,500 organisations are currently funded through HACC, providing services to around 800,000 people each year.  HACC funded organisations include – 

· state government services (e.g. Homecare in NSW); 

· local government services 

· church organisations (e.g. St Vincent de Paul); 

· community organisations (e.g. community aid centres); 

· charitable bodies (e.g. St John Ambulance).

The demand for HACC services exceeds supply so that not all those eligible are able to receive an immediate service. This excess demand is managed by HACC providers using ‘priority of access guidelines’ which, as noted above, emphasise the program’s aim of supporting people whose capacity for independent living is at risk, or who are at risk of premature or inappropriate admission to long-term residential care. 
Eligibility for HACC services does not depend on age or income, though the bulk of services go to people on the Age Pension, which Professor Harmer highlights in his background paper for the Pension Review:
The majority (92.2 per cent) of HACC clients in 2006–07 received some form of government pension or benefit, most commonly the Age Pension (65.2 per cent), Department of Veterans’ Affairs pension (13.5 per cent) and the Disability Support Pension (8.8 per cent). (Harmer 2008, p 31)

The HACC program is not only on the agenda of the Harmer Pension Review.  The government’s announcement on the new National Disability Agreement to replace the CSTDA specifically mentions HACC as among the reforms being considered, though at the time of writing no details are available on this.
4.4 State Government Disability Services
It is beyond the scope of this report to survey all the various ways that state governments deliver disability services.  By way of illustration though, a short outline is given of the services available through the Department of Human Services (DHS) in Victoria.  Caution is needed here, however, as some states do disability services better than others and Victoria’s efforts in this regard should not be taken as typical.

The “Activity Specifications” in the disability services policy and funding plan of the Victorian DHS (DHS Victoria, 2006) give us yet another list of disability services.  These were originally grouped under five categories (or ‘outputs’ as the DHS calls them), which were reduced to the following four categories in the 2007-2008 annual plan update:
	Information, Planning and Capacity Building
· Advocacy Services
· Case Management

· Information Services
· Recreation

· Access

· Building Inclusive Communities

· Sector Development & Innovation

· Training & Development


	Individual Support

· Outreach Support

· Respite

· Day Services

· Flexible Support Packages

· Individualised Support Packages

· Community Options

· HomeFirst

· Futures for Young Adults



	Targeted Services

· Criminal Justice Services

· Independent Living Training

· Aids & Equipment

· Behaviour Intervention Services

· Therapy 
	Residential Accommodation Support

· Shared Supported Accommodation

· Residential Institutions


Within each of these “activity” areas, more specific services and supports are itemized.  For instance, the Aids and Equipment activity includes over a dozen specific items and also includes the Vehicle Modification Subsidy Scheme, which in turn list six specific modifications that can receive subsidies.

Some services are delivered directly by the DHS but most are provided through local councils and shires and through specialist disability support agencies.  Applications for support are registered on the Disability Support Register as there is often a waiting list for services, which on June 30, 2008, had a total of nearly 3,000 applications pending.  
Victoria strives to deliver disability services that are individually customized for the person with a major priority of assisting them to live independently in the community.  Most services are provided on a program basis, where funding goes to the providers of the program rather than directly to the person with a disability.  An option exists for funding through a financial intermediary and a third option is currently being piloted for direct payments to the person with a disability.  This latter option is discussed in more detail later in this report.
The most recent annual update to the DHS’ disability services policy and funding plan states that the 2007–08 budget for Disability Services is $1,070.2 million.
4.5 Local Government and Other Sources of Assistance
Local (council and shire) governments deliver many of the disability services with funding from either state or federal sources, such as the CSTDA, the HACC program, or state disability allocations.  They might also provide some services that are funded directly from their own revenue, including some HACC services.  It is again beyond the scope of this report to attempt to survey the extent to which this occurs around the country, but some observations can be made.
When resources are scarce and demand exceeds supply, a critical issue with local governments is how they administer their disability funding, whether it comes from federal, state or their own budgets.  Local, grassroots management of services is important but the decisions local governments make can lead to geographical disparities in the services that are available around the country.  This in turn can lead to people with disability being unable to move freely around the country if the services they require and receive in their local area are not available in other localities.  

Even in metropolitan Melbourne there are cases where a person with a disability cannot move to another suburb without losing access to an essential service.  From the social inclusion, rights based perspective that must now underpin disability policy, this represents a serious limitation of the rights of people with disability.
Most non-government welfare agencies also receive the bulk of their funding from some combination of federal, state and/or local governments.  Some also have their own sources of funding – e.g. through fundraising activities, donations, bequests etc – which makes a valuable contribution to the resources available to people with disability, though it can also lead to geographical disparities.  In the context of this report, however, these are relatively minor compared to government funded services. 
4.6 Concession Cards

Concession cards are an important part of Australia’s social security safety net.  They are designed to help protect a person’s standard of living not by a cash value benefit or allowance, such as a pension, but rather by reducing the costs of living for low income people.

The main concession cards in Australia are the Pensioner Concession Card, the Seniors Card and the Health Care Card, all of which give cheaper access to health care (pharmaceuticals and Medicare).  The Pensioner Concession Card also allows cardholders to receive discounts on vehicle registration, public transport, council rates and some utilities.
In his background paper for the Pension Review, Professor Harmer discusses this kind of assistance under the heading of “Social Assistance in Kind” (Harmer 2008, p 27).  He points out that although eligibility for these cards is via means tested pensions, “which taper away with increasing incomes, concession cards are usually retained until the person extinguishes all entitlements” – i.e. a person maintains the full benefits of a card while even on a part-pension, but they lose the card altogether if they lose their eligibility for the pension.
The value of a concession card, in particular for health care expenses, can be substantial for some people, such as those living with chronic illness.  Losing the benefits of a card can therefore lead to a sharp increase in a person’s day to day costs of living.  Indeed for some people the value of a concession can be very much more significant than the basic income support provided by a pension.
In such cases the financial incentive to hang on to a concession card becomes a major disincentive to seeking employment for many people with disability.  The critical factor here is not so much the income level test that will reduce (taper) the income received through the pension.  Rather it is the work hours test of the Disability Support Pension, currently 15 hours per week after being reduced from 30 hours in 2005, that acts as a disincentive when the concession card has high value for a person.  In such circumstances, a person will happily lose all their cash payment from the DSP as long as they can still use their concession card.
4.7 Summary

A large and complex, indeed sometimes bewildering, array of services and supports exist to assist people with disability.  Despite national policies designed to provide consistency throughout the country in the availability and quality of these services, significant variation exists in the kinds of services available, the accessibility of them and their eligibility requirements.

The services and supports offered through this complex system can give a guide – but only a guide – to the costs of living with a disability.  Caution is required, however, to not make the assumption that existing services and supports represent all the costs of living with a disability.  Caution is also required to distinguish between an individual’s real costs of living with a disability and the costs of delivering disability services and supports – i.e. the ‘cost of disability’ to the public purse.

For people with disability trying to access essential services the complexity, inconsistency and inflexibility of the current structures represent some of the major obstacles they have to overcome.  Other obstacles in such a complex environment are the need for separate applications for each individual need, each with their own eligibility criteria, and the lack of choice and control, which leads to a disempowering dependency rather than independence.  Once again, this needs to be seen through a social inclusion, rights based lens as unacceptable.

5 What People with Disability Say
The experience of people with disability is critical to any understanding of the costs of disability and for any assessment of the current policies and services that are designed to assist them with these costs.  Too often, the evidence of people with disability themselves is dismissed or marginalised as subjective or anecdotal.  Achieving a more meaningful participation of people with disability in policy development is another rights issued identified by the UNCRPD and a critical research issue, but one that is beyond the scope of this report. 
Although the problems and criticisms made in this section are based largely on the anecdotal evidence of people with disability themselves, they cannot legitimately be dismissed as easily as often happens.  For many years, including in numerous submissions to governments and other enquiries and reports, people with disability have been drawing attention to the need for assistance with their costs of living (Appendix B).  This has included criticisms of the current options, such as they are, that are currently available for this assistance.  When the anecdotal evidence is as overwhelming and consistent over a long period of time, it cannot be ignored.
5.1 Not Just Insufficient Funding

Insufficient funding – of pensions, of allowances, of services – is invariably the complaint that gets the most attention.  People dependent on government handouts always ask for more.  And governments always give less than what is asked for.  There is a permanent, apparently irreconcilable tension between the individual and the social costs of disability – between the costs for an individual person with a disability trying to maintain a reasonable standard of living and the costs to society to adequately fund assistance for all who need it.
Insufficient funding is an important issue for people with disability in Australia but it is not the most important issue.  The history of disability shows that the top priority for people with disability has been the struggle to be recognized as full citizens, with the same rights and entitlements as all other citizens.  It has been about deinstitutionalization and living in the community, about their full inclusion and participation in society, which in turn requires access to public spaces and to justice, to employment, education and leisure opportunities.  It has been about cultural change to challenge the pervasive negative attitudes towards disability.  In short, the most important priority for people with disability is not money but to claim their rights that are now so clearly articulated in the UNCRPD. 
Insufficient funding, however, is still a serious problem for people with disability.  With the UNCRPD, we now have a blueprint of what is required to realise the rights of people with disability.  And although in some ways Australia has already come a long way down this path, it still has a long way to go.  This will require commitment from all governments, including financial commitment.
It is outside the scope of this report to identify the shortfall in funding across all the areas where it is needed in order to end the discrimination, exclusion and disadvantage of people with disability in Australia.  For basic income support, the Harmer Pension Review is underway and AFDO has made its submission to this review.  Other reviews with major funding implications for people with disability are also underway, such as the National Mental Health and Disability Employment Strategy, all of which will hopefully be overseen by a coherent National Disability Strategy, also in progress.

For this report, the insufficient funding that needs to be highlighted is the lack of financial assistance for the costs of living with a disability.  Although there is uncertainty about how to precisely measure these costs, no-one disputes that they are real and significant.  Furthermore, no-one disputes that these costs can mean the difference between poverty and an acceptable standard of living for many people.  And very few would dispute that the current funding to assist people with these costs is seriously inadequate.
For many years, people with disability have been calling for a Disability Inclusion Allowance to assist with their costs of living.  This call was heard in the McClure Report of 2000 (McClure 2000) and the Senate poverty enquiry of 2004 (CARC 2004).  These calls were not, however, heard by the government of the day.  The call for a Disability Inclusion Allowance is being made again by people with disability in numerous submissions to the National Disability Strategy that is currently underway.  Will it be heard this time?

The failure to fund a Disability Inclusion Allowance can no longer be excused because of a lack of evidence for its need.  Nor can it be excused because of the difficulties in measuring the costs of living with a disability precisely.  And nor can it be excused because of what it would cost society to fund such an allowance.  Whether it’s for the purpose of poverty reduction or to reduce the costs of exclusion, or whether it’s to realize the rights of people with disability, a Disability Inclusion Allowance is necessary if the Australian government is to honour its commitments to people with disability.
5.2 Navigating disability supports and services

One of the most frequent complaints heard from people with disability is the nightmare of navigating the current system in order to get their essential needs met.  As outlined above, there is a complex network of services designed to assist people with disability but simply learning what’s available and where and how to access them poses a major challenge.  Even if you can locate a service that might be able to assist, you then still have the challenge of the inevitable assessments for eligibility, which is discussed below.
Some of these problems arise from the current division of responsibilities between federal, state and local governments.  A person must negotiate with Centrelink for the pension and some allowances, and then perhaps some other federal agencies for other services.  Other supports are only available through state government agencies, and perhaps several of them.  And yet others require you to negotiate with your local government.  Quite often these are just the hurdles that must be overcome before you are able to access the service that your are seeking.
Other problems arise when trying to access non-government service providers.  Again there is the problem of first locating a service that might be able to assist and, again, their eligibility requirements.  Some of these problems arise because of the obligations imposed on service providers by their various funding sources.  Other problems arise, it must be said, because of the negative attitudes encountered when seeking assistance.  It is regrettable that many people with disability still report that they feel they have to ‘beg for charity’ from service providers – and , indeed, from governments.
5.3 Assessment and Eligibility

Each of these hurdles that must be overcome in order to access a needed service seems to have its own assessment and eligibility requirements.  For people with disability these often seem to be more about trying to find a reason to not provide the service.  As one speaker at a National Disability Strategy public forum put it, what he most wanted to hear when searching for assistance for his autistic son was to be greeted with the simple question, “How can I help?” – but this never happened.
One of the problems here for people with disability is just the frequency with which you have to establish your eligibility for assistance.  This reinforces feelings of dependence but, even worse, that you often have to depend on – and again beg for – the charity of others in order to have your most basic needs met.

Another problem here is the variation in eligibility criteria for the different services, which may be quite stark but can also be quite subtle.  As with navigating the system, people with disability learn that they must master these intricacies if they are to get access to the services they need.

On top of the demand to master all the different eligibility criteria, another problem with constant assessments and eligibility tests is that it can become like you have to constantly prove your disability.  You also become aware that you are seeking assistance in a competitive environment where you feel obliged to present yourself – and your disability – in the worst possible light if you want to be successful in your efforts to access a service.  The need for such persistent ‘role playing’ – another kind of begging – can easily contribute to internalizing feelings of inadequacy and dependency, which is the very opposite of the empowerment, autonomy and self-determination that needs to be promoted.  A further consequence of the competition for services that is particularly unpleasant is the knowledge that for you to get what you need someone else must miss out, and possibly someone who needs it more than you but whose ‘performance’ of their disability is not as accomplished as yours.
5.4 Service Provider Driven

In order for people with disability to access the essential services they need at little or no cost, they must turn to the officially recognized and subsidized disability services sector.  It is here that they encounter the obstacles of navigating the system and the constant assessment and eligibility demands described above.  Often there are few options or alternatives for these services so that people with disability can feel dependent on – or even trapped by – the service providers that they have to turn to for their essential needs.

It is not at all uncommon to hear from people with disability that the system seems to be designed around, or driven by, the administrative needs of service providers rather than meeting the needs of people with disability.  Once again, this adds to the disempowerment of people with disability who, yet again, find themselves dependent on and begging for charity from others.
5.5 Lack of Choice, Flexibility and Control

The problems accessing essential services outlined above contribute significantly to the discrimination, disempowerment and disadvantage that many people with disability experience.  To some extent this occurs because of insufficient funding, but it is misleading to blame it entirely on this.  A major concern expressed by many people with disability is that they feel they have little control over their lives.

People with disability often feel they are dependent and powerless pawns within a complex system that is supposed to provide for their essential needs but which instead seems full of obstacles that they can do little about.  The lack of control over their own lives that people with disability frequently feel and speak of indicates that we still have a long way to go before a truly rights based approach to disability is achieved in Australia.
Along with the lack of control, people with disability speak frequently of the lack of flexibility in the systems that they depend on for their basic needs.  The rigid assessment and eligibility requirements, the dependency on service providers, the need to fit into the system rather than the system fit the needs of the person, all contribute to the feeling of being powerlessly trapped in a system with few, if any, options or alternatives.  This compounds the feeling of little or no control over your own life, and further compounds the discrimination, disempowerment and disadvantage that many people with disability experience.  And once again it highlight the need for more progress with a rights based approach to disability in Australia.
5.6 Lack of Trust

Perhaps the most disturbing complaint that is frequently heard from people with disability is the lack of trust they encounter – from governments, from service providers, and from the community at large.  So many times we hear that people with disability feel like they are being treated like children and/or that they are assumed to be incompetent because of their disability.  At times, but still far too often, people with disability report that they are treated with suspicion and the expectation that they might be rorting the system.  With all the obstacles and gatekeepers to the essential services they need, it is hardly surprising that people with disability feel that they are at the bottom of the pecking order of the system that is supposed to assist them with their essential needs.

Few things are more disempowering for anyone, not just people with disability, than to feel unworthy of trust by those around you.  This becomes particularly acute when you are dependent on these people for your most basic living essentials.

5.7 Entitlement Not Handouts
A key element of the transition from the social security, welfare approach towards the social inclusion, rights based approach is a shift away from people with disability as passive recipients of charity handouts to one of them being active participants in their inclusion in society.  With this comes the idea of entitlement for the ‘reasonable accommodation’ of their needs in order to participate in community life.

As with many other issues raised in this report, this is not just an economic issue.  Nor is participation in community life limited to just employment or education – indeed, meaningful non-work participation in community life is a necessary prerequisite before a person might feel prepared to consider employment.  But more than this, it is about entitlement, the right to full membership in society as a valued member of the community.
This entitlement to a minimum standard of living is nothing more than what most people in Australia take for granted.  The UNCRPD and Australia’s new social inclusion agenda now demands that it’s time for people with disability to also be able to take it for granted.

5.8 Summary 
The costs of living with a disability are more than just an economic issue.  This is made clear in the UNCRPD with its rights based approach.   While insufficient funding is a major problem that must be addressed, the Convention makes clear that simply more money will achieve little if it is delivered in the same-old, same-as framework of the past.  It is important to recall that many of the ‘costs of disability’ are in fact the costs of exclusion where people with disability find themselves obliged to pick up the tab on society’s discrimination against them.
A new approach, a new framework, is required to respond to these problems and the UNCRPD provides just such a framework.  Disability policies and services must be rights based and first and foremost must address the discrimination against people with disability that exists throughout Australia, including in the disability sector.  Structural change is necessary but even more important is the need for cultural change, for a change in attitudes from people with disability as an untrustworthy, incompetent drain on society to one where they are respected, included and have rights that are on an equal basis with everyone else in the community.  The real challenge is for society to embrace people with disability as valued participants and contributors to community life.

For the costs of living incurred by people with disability, especially those on low incomes, this means that their essential needs must be met in ways that do not disempower and disadvantage them even further.  This requires access to the services they need when and where they need them.  It requires options and alternatives so that they can have choice, control and flexibility over meeting their needs for a reasonable standard of living.  And most of all, it requires that people with disability enjoy the same respect, dignity and rights that are the entitlement of everyone in the community.
6 A Disability Inclusion Allowance
There was strong support from disability peak organisations for a structure that would provide a supplement to cover the costs of disability. Such a supplement could be payable on top of basic income support to people either receiving income support or in the workforce who have high non-discretionary costs such as transport, aids and appliances, pharmaceuticals and care as a consequence of their disability. (McClure 2000, p 20)
These days, you will likely hear the 2000 McClure Report on welfare reform described as a “missed opportunity” for people with disability when its call for a Disability Inclusion Allowance was not heard by the government of the day.  Four years later, an enquiry into poverty and financial hardship by the Senate Community Affairs References Committee again called for a Disability Inclusion Allowance in Recommendation 81 of its report: 
That the Commonwealth introduce a Disability Inclusion Allowance to meet the additional costs associated with disability.(CARC, 2004, p xxxvii)
Once again, the call was not heard by the government of the day.  While some allowances (“supplements”) have emerged, these have been mostly inadequate, piecemeal, ad hoc and a bureaucratic nightmare – not only to administer but especially for people with disability to navigate and access.

6.1 Rationale for a Disability Inclusion Allowance
In making its recommendation for a Disability Inclusion Allowance, the 2004 CARC enquiry summarised the rationale for one with the following points:
· The DSP is paid at the same rate as other pensions, even though people with a disability generally have more non-discretionary expenditures than other pensioners. The DSP does not take into account these additional costs. Furthermore, the DSP provides the same level of basic income support to people with little non-discretionary additional support costs as it does to people with high non-discretionary support costs.

· The Commonwealth provides only limited assistance to offset the additional costs of people with disability, notably transport and continence costs.
· State and Local Governments supplement Commonwealth programs with a range of programs and services but they vary across States with regard to eligibility requirements, supports and services provided, and co-payment provisions. Employment participation is often discouraged because means tests are generally such that a person becomes ineligible for these programs if they earn income above certain thresholds, and the income earned is unlikely to be sufficient to offset the loss of supports and services.
· People with disability face substantial additional costs despite the supports available. Co-payments are built into most supports, and although single co-payments may not appear to be significant, in total they can involve significant outlays for people already on low incomes.
· Some programs such as HACC services, while requiring relatively small consumer contributions, are difficult to access because of stringent eligibility criteria (as the overall funding is generally inadequate to meet demand). As a result, most people cannot access these services and are forced to buy these services on the open market.
· There is limited recognition of the additional costs of workforce participation. while some Commonwealth assistance is available, such as the Mobility Allowance, many of the costs are borne by the person with the disability

Little has changed since 2004.  The only qualification that needs to be added to the CARC’s rationale above is that not all low income people with disability are on the Disability Support Pension.  A Disability Inclusion Allowance is required for all people with disability, not just those on the DSP.
6.2 Guiding Principles for a Disability Inclusion Allowance
It is not the aim or purpose of this report to calculate a dollar amount (or amounts) for a Disability Inclusion Allowance.  Indeed the discussion that follows shows that it would be inappropriate to attempt to do so.  Rather, the aim here is to identify the key guiding principles that need to be taken into account when determining both the eligibility and the value of a Disability Inclusion Allowance for any particular individual.
6.2.1 Universality

All people who need a Disability Inclusion Allowance to help with their basic costs of living with a disability in order to ensure an acceptable standard of living should be entitled to one.  It should not be restricted to just those on the Disability Support Pension because not all people with disability on low income or with high support needs are on the DSP.  

Older people with disability, whether on the Aged Pension or not, should be entitled to a Disability Inclusion Allowance if their costs of living with a disability require it.  Similarly, it should also be available to younger people with disability, including children, regardless of whether they are on any basic income support benefit.  And likewise for people of working age – if a Disability Inclusion Allowance is needed then a person should be entitled to one.

In the new era of social inclusion and disability rights, no person with a disability should be at risk of poverty – or of social exclusion – because of their costs of living with a disability.  In particular, the discriminatory costs of exclusion imposed by a society that fails to accommodate people with disability should not be borne by people with disability themselves.  All people who need assistance with their costs of living with a disability should be entitled to an appropriate Disability Inclusion Allowance.
6.2.2 Needs Based

Calculating a Disability Inclusion Allowance for any particular individual should be based on their needs, not the ‘severity’ of their disability and certainly not on any particular type of disability.  
The underlying principle for identifying – and calculating – the assistance required should be that people with disability are entitled to an acceptable minimum standard of living.  This is nothing more than the current standard applied by the Australian welfare net for people without disability – the same standard should apply to people with disability.

In Australia in the 21st century, the costs of living with a disability should not jeopardize a person’s standard of living any more than health care costs do for other Australians.  Medicare provides universal, needs based insurance for health care costs but Australia’s current welfare net provides no such protection for the costs of living with a disability.
6.2.3 Individualised

The calculation of any individual’s Disability Inclusion Allowance should be customized according to their particular needs.  The wide and often complex variation of needs, with similarly wide and complex associated costs, means that there is no “one size fits all” amount for a Disability Inclusion Allowance.

In the same way that “one size fits all” does not work, neither would a tiered or banded allowance work.  Regardless of whether a two, three or ten level allowance is used, such an approach would inevitably lead to winners and losers where some people would receive less than they need.  An individualized Disability Inclusion Allowance must be fully individualized according the specific needs and costs of each individual person.

A fully individualized Disability Inclusion Allowance is not a novel idea for the disability sector.  Already individualized service programs are increasingly becoming the status quo in the provision of disability services, such as the “individualized planning and support (IP&S)” approach of Victoria’s State Disability Plan 2002-2012.  This and other similar approaches to service delivery around the country indicate a commitment to the social inclusion, rights based approach to promote independent living in the community.
Note that an individualized Disability Inclusion Allowance does not necessarily assume that the allowance is paid directly to the person with a disability.  It is quite possible, as with the current situation for the payment of disability services, that the allowance is paid to a third party, such as a service provider or some intermediary, who would manage the allowance on behalf of the person.  The option of a Disability Inclusion Allowance being paid directly to the individual is discussed later in this report.
6.2.4 A whole of life approach (not just employment)
Calculating an individual’s Disability Inclusion Allowance must adopt a whole of life approach, taking into consideration all their costs of living with a disability in all aspects of their life.  This also means that it must be sensitive to people’s changing circumstances and needs – and costs – over time.

Employment programs for people with disability seem to receive particularly high priority from governments.  This is also the case for the Rudd government with its current National Mental Health and Disability Employment Strategy, although it is notable that this Strategy is being developed under the government’s Social Inclusion Agenda.  This is encouraging, but if people are to believe that the Employment Strategy is truly motivated by social inclusion goals, rather than the goal of reducing welfare spending on disability, then similar efforts are required to promote social inclusion in all other aspects of life.

Education gets some attention from governments, but too often focuses on improving the employability of people with disability.  Education is important for people with disability for their full participation in society, not just for employment – i.e. the same as it is for everyone else.  Other aspects of life do not yet quite seem on the radar.  The costs of leisure and social activities for people with disability get very little attention and seem to be classed more as a luxury than a necessity.  Similarly, the costs of raising children for parents with a disability barely get mentioned.  And other everyday costs, such as transport and communication costs, can effectively exclude people from their communities.
Employment might be a particularly valuable and worthwhile form of social inclusion, but it should not be supported at the expense of the many other ways that people participate in community life.  Indeed, the many little things we do to participate in our local communities – doing the shopping, going to the library or a local sporting event or fair, attending church etc – are often necessary, preliminary steps before a person might consider looking for a job.
Although assistance with the extra costs of employment or education for people with disability is appropriate, it is not appropriate that a Disability Inclusion Allowance comes with strings attached.  For example, the current Mobility Allowance requires a person to be undertaking an “approved activity” whereas what is needed is a Disability Inclusion Allowance calculation that takes into account a person’s transport costs, which may indeed be higher if they are working or studying.

Another problem with a flat rate, one size fits all, Disability Inclusion Allowance is that it fails to allow for changing needs and costs over time.  The cost of living with a disability can fluctuate over time.  For some, they will increase, perhaps due to the deterioration of their health or perhaps due to changes in their living circumstances, such as finding themselves living alone after having previously lived with family or friends.
A Disability Inclusion Allowance needs to be flexible enough – individualized enough – to be sensitive to a person’s changing needs and circumstances across all areas of life.  A Disability Inclusion Allowance will therefore require regular reviews to adjust the allowance, if necessary, but this is little more than what already occurs today with individualized service delivery.

6.2.5 Single point of assessment for eligibility

One of the major problems for people with disability today is the frequent assessment and eligibility hurdles that need to be overcome in order to access disability services.  If a person needs to access numerous different services for the numerous different needs they have, then each occasion typically requires an assessment of their eligibility for the service they seek.  This is not only time-consuming, frustrating and inefficient.  It is also disempowering, contributing significantly to the disabling effects of the current service system.
A Disability Inclusion Allowance should eliminate, or at least reduce, this problem by having a single point of assessment for eligibility, a ‘one stop shop’ process that calculates an allowance based on the person’s needs as outlined above.  Once this has been established, no further eligibility tests should be necessary.
6.2.6 Portability

A Disability Inclusion Allowance should not tie a person to a particular geographical location.  Once established, it should be portable across all jurisdictions and all registered disability service providers throughout the country.  
Once again, this is not solely for efficiency but to support the social inclusion, rights based approach that says people with disability are entitled to the same freedom of movement around the country that everyone else takes for granted.  And again, the comparison can be made with Medicare which is available equally to all people in Australia regardless of where they live or where they might choose to relocate to.
6.2.7 Consumer driven

The people who best know the needs of living with a disability are people with disability themselves.  Calculating an individualized Disability Inclusion Allowance requires the active participation of the person concerned, to identify their particular needs in order to ensure an acceptable standard of living, according to their particular circumstances at the time.

This seems too obvious to warrant mentioning but the history of people with disability is full of other people deciding what is best for them, often with harmful and disabling consequences.  Once more the social inclusion, rights based approach makes clear that this is not just about efficiency but about living independently and the right to autonomy and self-determination for people with disability.

6.2.8 For recurrent not lump-sum expenses
It was noted earlier in this report that it is necessary to distinguish between the everyday recurrent costs of living with a disability and the less frequent but often quite expensive lump-sum costs that some people with disability have.  Both types of expense are essential, non-discretionary costs of living for a person with a disability if they are to enjoy an acceptable standard of living.  But it is the nature of the cost, rather than of the need, that distinguishes them.
A Disability Inclusion Allowance is primarily for the everyday costs of living with a disability rather than the occasional lump-sum expenses that arise, such as aids, equipment or home modifications.  As was also noted earlier in this report, low income people often find it difficult to save for the future – regardless of whether they have a disability or not.  Since most people who might receive a Disability Inclusion Allowance would be in the low income bracket, this makes the Disability Inclusion Allowance an inappropriate mechanism for assisting with the larger, one-off expenses they might have.

Another, separate mechanism is required to assist with the larger, one-off expenses that arise for some people with disability.  This issue is beyond the scope of this report, other than to emphasise that whatever mechanism is put into place it must be designed in conjunction with a Disability Inclusion Allowance in an integrated way.  For instance, the assessment and eligibility requirements can and should be combined.
6.2.9 Not means tested

Along with the principle that a Disability Inclusion Allowance should be universally available to all people with disability and not just those on pensions, a Disability Inclusion Allowance should also not be means tested.  Even if a person does have an adequate income, their costs of living with a disability can still compromise their standard of living in substantial ways.  Again the comparison can be made with health care costs where affluence does not exclude you from access to Medicare.
A further reason to not means test a Disability Inclusion Allowance is that to do so would act as a disincentive to seeking employment.  There is already ample evidence that this would occur with some of the allowances that currently exist, in particular the Health Care Card, which are tied to a means tested pension.  Some people with disability already choose to not look for work, not because they would lose their pension but because they would lose the allowances tied to their pension.  It simply doesn’t make financial sense to seek work only to find yourself poorer because of lost allowances.
The Australian Council of Social Service, in its submission to the 2004 CARC enquiry, recommended that a “supplement [i.e. Disability Inclusion Allowance] should either be paid without an income test, or an income test that only excludes the top 20 per cent of income earners” (CARC 2004, p 373).  While in principle this idea may have some merit, it is unlikely that many people with disability would fall into this top 20% of income earners so such a means test could cost more to administer than it saves.
6.2.10 Concession cards
A Disability Inclusion Allowance should automatically include a concession card equivalent to the Pensioner Concession Card.  Following the principle of universality, such a card should be available to anyone eligible for a Disability Inclusion Allowance.  And following the principle that a Disability Inclusion Allowance should not be means tested, the card also should not be means tested.
As discussed previously in this report, concession cards can significantly reduce the costs of living with a disability, sometimes dramatically.  Indeed for some people with a disability a concession card may be the most important component of a Disability Inclusion Allowance for them, perhaps even the only component that they require.
Furthermore, a universal concession card that is not means tested will remove one of the major disincentives to seeking work for many people with disability.

6.2.11 Episodic disability and emergencies

It is necessary to highlight that eligibility for a Disability Inclusion Allowance must not exclude those who experience ‘episodic’ disability, such as psychiatric/psychosocial disability or chronic illness.  Following the principles of a needs-based, individualized approach that adopts a whole of life approach, the assessment of eligibility for a Disability Inclusion Allowance needs to be sensitive to disability that is experienced intermittently.
It is vital that no people with disability are left behind in a ‘disability ghetto’ by eligibility criteria that include some but exclude others. 

6.3 Disability Inclusion Allowances Around the World

Caution is required when looking at what other countries around the world do to assist people with disability with their costs of living with a disability.  Many OECD countries have social security systems based on a ‘social insurance’ model where income support benefits are based on contributions and/or prior earnings.  
The social insurance model can be compared to Australia’s compulsory superannuation scheme.  It provides significantly higher levels of basic income support than a pension system designed to sustain a minimally acceptable standard of living – i.e. designed to prevent people slipping below some poverty line.  Unlike Australia’s pension system that provides little more than a ‘subsistence’ income, social insurance models include substantially more ‘disposable’ income that allows for more discretionary spending on non-essential expenses.  For people with disability in these countries, much of this extra income is spent on their essential, non-discretionary costs of living with a disability – expenses for which little or no allowance is made for in Australia’s pension system.
Another difficulty with comparisons with other countries is that it appears that Australia (along with Ireland) is one of very few countries where the term ‘Disability Inclusion Allowance’ is used regularly.  Instead a variety of other terms are used, such as individualized care or support packages, self-managed care, direct payments, individualized funding, and individualized budgets.  The meaning of each of these terms also varies around the world so that there are sometimes subtle but significant differences between them in different countries.  Furthermore, the precise meanings of these terms are often closely tied to quite specific, local implementations of them.  

The term ‘Disability Inclusion Allowance’ can, however, still be useful to bring all these costs of living with a disability together under one roof, which is an urgent priority.  Care must be taken, though, to recognize all the components, options and shades of meaning that come under the Disability Inclusion Allowance umbrella.  In particular, it is a mistake to assume that a Disability Inclusion Allowance can be a single allowance similar to, for instance, the Mobility Allowance.  What’s required is just more complex than that.

Although Disability Inclusion Allowances of various kinds – individualized funding, direct payments and so on – are found in many countries, the outstanding example of their use is the United Kingdom.  So rather than attempt to survey numerous programs around the world, the Direct Payments and Individualised Budgets of the UK are looked at in more detail.
For further discussion of individualised funding, the paper by Robbi Williams (2007) is recommended, along with others at the online library of the Julia Farr Association.

6.4 The United Kingdom – Disability Inclusion Allowance Pioneers
This section looks at some major developments in the UK, which has pioneered and remains a world leader in individualized funding (Disability Inclusion Allowances) with some bold, sweeping reforms.

6.4.1 Direct Payments

In response to a campaign by people with disability for greater choice and control over the disability services they need, the United Kingdom passed the Community Care (Direct Payments) Act 1996.  This sweeping legislation mandated that people with disability are entitled to receive funds directly from their local authority, allowing them to purchase their own support needs.  To access these Direct Payments, a needs assessment with the local authority is required to determine the amount of payment.  There are very few restrictions on what payments can be spent on plus some accounting and reporting obligations to monitor spending.

Direct Payments have been enthusiastically embraced by people with disability in the UK with over 50,000 people now choosing to receive them as their preferred method of receiving support.  Although the reports and evaluations of Direct Payments have been mostly very favourable, some people with disability found certain aspects of them inflexible and/or a burden to manage.

6.4.2 Individualised Budgets

In response to these problems, the most recent development in the UK is a move towards what is called Individualised Budgets.  With these, people with disability are more involved and have more control in determining their budgets and there is more flexibility (fewer restrictions) in what the budget can be spent on.  Individualised Budgets also allow for the funds to be held by the local authority on behalf of a person who can then choose to receive support either as direct cash payments or through the provision of services, which reduces the management overheads of the Direct Payments scheme for the person with a disability.
After an initial two year pilot phase during 2006-07, there are now over 2,000 people using Individualised Budgets in the UK.  Extensive evaluations have been undertaken with mostly positive indications that Individualised Budgets generally give more choice, flexibility and control, which in turn contribute to improvements in quality of life outcomes for people with disability.  Although this appears to be the case for all types of disability, it is interesting that some types of disability (e.g. mental health) appear to show more pronounced improvement.  The one group of people who did not show improved quality of life was older people who sometimes had difficulty managing budgets.
These results from the UK evaluations agree with similar evaluations of other individualized funding programs around the world.  There is similar agreement that individualized funding programs, including the UK’s Individualised Budgets, are no less cost-effective than the programs they replace.
Williams (2007) quotes Glasby and Duffy (2007) to summarise the benefits of individualized funding:

all the available evidence suggests that [Individualised Funding] leads to greater user satisfaction, to greater continuity of care, to fewer unmet needs, and to a more cost-effective use of scarce public resources

Along with Williams’ paper, the National Evaluation of the Individual Budgets Pilot Projects is recommended for more information (IBSEN 2008).
6.4.3 In Control
Special mention must be made of the In Control movement in the UK, first of all because they played a key role in the campaign for Direct Payments and Individualised Budgets, but also because In Control Australia has recently been established.  Their website describes itself as forming in 2003 to:

change the social care system in England … [because] … the old system did not put people in control of their own support or life … [so they] … designed a new system - Self-Directed Support … [which] … the Government now wants all local authorities to change their systems to … (InControl-UK, 2008)
Williams (2007) describes the UK’s Individualised Budgets as part of this broader Self-Direct Support movement.

One of In Control Australia’s first activities has been to prepare a submission to the National Disability Strategy, which includes the following key principles:

Independent Living
I can get the support I need to be an independent citizen.
Individual Budget
I know how much money I can use for my support.
Self-Determination
I have the authority, support or representation to make my own decisions.
Accessibility
I can understand the rules and systems and am able to get help easily.
Flexible Funding
I can use my money flexibly and creatively.
Accountability
I should tell people how I used my money and anything I’ve learnt.
Capacity
My capacity is assumed, and I can also get information and support to build my vision of what is possible in my life
It can be seen that these principles are not only consistent with the guiding principles given above for a Disability Inclusion Allowance but are also consistent with the UNCRPD and Australia’s new Social Inclusion Agenda.  They are another example of principles that follow the social inclusion, rights based approach that is the correct approach for Australian disability policy in the 21st century.
6.5 Victoria’s Direct Payments Pilot Project

In January 2006, the Victorian Department of Human Services commenced a Direct Payments Pilot Project to explore direct payments as another option for administering the funds of their Disability Services Division.  The pilot ran until June 2007 with ten people as direct payments “users” and is now being ramped up for a similar project with 100 users.

An extensive evaluation of the project was conducted by independent consultants who produced a detailed public report on their evaluation (LCD Group 2007).  A key feature of the project was the use of a participatory action research approach to develop and trial the project.  This included more than just implementation details but from the outset had the aim of engaging users in policy development and as a learning tool for everyone involved in the project, not just the users.  It also produced detailed documentation of the entire process, including some innovative video of working meetings and users’ responses to the project.
The report by the LCD Group gives a thorough coverage of the project, but some of its key features are:

· users (recipients) negotiate an agreement with the DHS that includes the funding schedule and accountability obligations

· users open a bank account exclusively for receiving payments which the DHA has read-only access to for monitoring purposes

· following In Control UK, payments can be spent on whatever the user chooses except for gambling or anything illegal

· one further restriction at this stage of the project is that users cannot use funds to directly employ support workers, though it is anticipated that this restriction might be lifted as the scheme develops further

The overall response to the initial pilot with just ten users, which has now completed, has been very positive with all ten users choosing to remain on direct payments.  Users and other participants in the program also commented that the action research approach was valuable for many reasons, including for learning and understanding the process.  Once again, direct payments were found to strongly support the choice, flexibility and control that many people with disability wish for in order to live independently in the community – the benefits of a social inclusion, rights based approach in action.
The main difficulty identified through the project was the need for service providers to adjust to the new payments environment – invoicing problems, uncertainties with budgeting their incomes, workplace training issues and so on.  Similar concerns are expressed by service providers in the UK.  A genuine commitment by service providers to embrace direct payments is seen as very important – or to say it another way, a reluctance to engage with direct payments is seen as one of the major obstacles to the scheme.  There is a need for change not only in the organization structures and workplace practices of services providers but also in their cultural values and attitudes.
6.6 Summary

A Disability Inclusion Allowance is not only required to prevent people with disability falling into the poverty trap of a disability ghetto.  It is now also required for people with disability to achieve their rights to full, social inclusion in community life.  But a Disability Inclusion Allowance cannot be just a simple, one size fits all ‘top up’ on a disability pension or other benefit.  First of all, a Disability Inclusion Allowance should not be tied to the basic income support system but should be available to all people with disability who need it.  Furthermore, a Disability Inclusion Allowance must be customized to the individual needs of the person.  A Disability Inclusion Allowance must also support people with disability to have greater choice, flexibility and control over their lives.

7 Funding

The primary aim of this report is to identify the costs of living with a disability and draw attention to how the current system of services and supports for people with disability falls short in assisting them with these costs.  The primary conclusion of the report is that a Disability Inclusion Allowance is required to assist with the costs of living with a disability in order to ensure that the standard of living of people with disability does not fall below a level that is the generally accepted standard for people living in Australia in the 21st century.  

How this might be funded is a task for governments, not this report, requiring economic analysis and modeling within the wider policy perspective – the Henry Taxation Review, the Harmer Pension Review, the Social Inclusion Agenda, the National Disability Strategy, and so on.  It is appropriate, however, to make some brief comments about funding in this report.
Although there are various innovative programs and proposals for the delivery of disability supports and services, there has not been much similar creative thinking around the issue of funding the sector.  One notable exception is a National Disability Insurance Scheme that has been proposed to the National Disability Strategy by a consortium of disability organizations.  Before looking more closely at this proposal, a brief look at the current funding regime in Australia shows that, like disability services, disability funding is another a complex maze of state, federal and local government agencies funding the similarly complex network of service providers.  

7.1 Complexity of Current Funding Regime

Like the delivery of supports and services for people with disability, the funding of them is another complex web of funding sources.  This is perhaps hardly surprising given the complex system of supports and services in the disability sector, which raises the question whether the complex services structure is perhaps due to complex funding arrangements or is it maybe vice versa?
A detailed analysis of all the funding sources for such a complex system is not possible here so an outline of the funding of just the three major national programs is presented below.  In particular, this does not include any extra state and territory funding above their contributions to the CSTDA.  Nor does it include any calculation of the ‘in kind’ financial assistance provided through concession cards.

Disability Support Pension

The Disability Support Pension (DSP), like other basic income supports such as the Aged Pension and the Newstart Allowance for the unemployed, comes from general revenue, is uncapped and is administered through Centrelink under the federal government’s Human Services Portfolio.  It includes some allowances for the costs of living with a disability, including a utilities, pharmaceutical and phone allowance, all of which have no special eligibility requirements, and a rent allowance for renters paying private rent.  There is also a Mobility Allowance for those unable to use public transport, but only for certain “qualifying activities” such as job seeking, education or voluntary work.  None of these allowances are sufficient to cover the full cost of these expenses, and collectively they represent only a small number of the extra costs that people with disability incur.
In 2006-07, the number of people who received the DSP was over 700,000 at a total cost of about $8.7 billion.
It must be remembered that not all people with disability receive the DSP but that many low income people with disability receive some other form of benefit or payment, such as the Aged Pension or Newstart Allowance.  It must also be remembered that many people with disability who are ineligible for any pension or allowance because of means test requirements still experience financial hardship because of their costs of living with a disability. 

The National Disability Agreement

Beyond the basic income support of the pensions system, the main form of assistance with the costs of living with a disability is through the provision of disability services.  The primary mechanism for funding these services is the National Disability Agreement, formerly the Commonwealth State and Territories Disability Agreement (CSTDA), which is jointly funded by state, territory and federal governments.  
Federal funding and administration of the CSTDA (NDA) is capped through the budget of the Department of Families, Housing, Community Services and Indigenous Affairs (FaHCSIA).  State and territory contributions are typically capped through the budgets of the Department of Human Services (or similar).
In 2006-07, services funded under the CSTDA provided assistance to over 232,000 people with a disability at a total combined cost to all governments of $4.42 billion, nearly half of which was for accommodation support.  Following the COAG meeting of November 2008, the Commonwealth has announced its contribution to State run disability services will increase to more than $1.25 billion a year by the end of the agreement in 2013 and a commitment to the National Disability Agreement over the next five years of $5.2 billion.

The Home and Community Care program
Another significant source of funding for disability services that assists with the costs of living with a disability is the Home and Community Care (HACC) program which, like the National Disability Agreement, is jointly funded by federal, state and territory governments, with some local governments contributing further funds.  At the federal level, HACC funding is capped through the budget of the Department of Health and Ageing, which contributes approximately 60% of the funding with state, territory and local governments providing the rest.

In 2006-07, total HACC funding was about $1.6 billion, which is expected to increase to nearly $1.8 billion in 2008-09, of which $1 billion will come from the federal government.  HACC is not disability specific so it is difficult to tease out what proportion of its funding is spent on people with disability, though one indicator of the distribution of its services is that 92% of HACC clients are on the Aged Pension, 13% are on the Veteran’s Affairs pension and nearly 9% are on the DSP. 
7.2 A National Disability Insurance Scheme
A proposal for a National Disability Insurance Scheme (NDIS) was one of four ‘Big Ideas’ to come out of the ‘Strengthening Communities, Supporting Families and Social Inclusion’ stream of the Rudd government’s 2020 Summit in May 2008 (Commonwealth of Australia 2008).  Following the Summit, three organizations (Yooralla, Disability Services Australia and The Spastic Centre) further developed the proposal into a submission (NDIS 2008) to the National Disability Strategy that is now endorsed by 58 disability and community organizations.
The proposal presents a compelling argument for a disability insurance scheme similar to other social insurance schemes already in place around Australia, such as Medicare, worker’s compensation and the traffic accident insurance schemes found in some states.  It is also compared with the compulsory superannuation that was introduced as a form of social insurance for an aging population.

The proposed NDIS would be a universal, no-fault insurance scheme, fully funded by a Medicare-type levy, for “All people with permanent disability acquired before the age of 65, without reference to cause or fault and treated equally on the basis of need” (NDIS 2008, p 10).  The benefits (services) funded under the Scheme are listed as:

· Care, accommodation, therapy, support and community access (not income support, which would continue to be provided through the pension system).

· Services based on functional impairment and centred around individual needs and choices.

· Case management to facilitate independence, maximise potential and plan transitions over the life course.

· Early intervention a top priority.

· Aids, equipment and home modification needs met on a timely basis.

· Training, development and access to work to build self-esteem and reduce long term costs.

The NDIS submission argues that funding for disability needs to shift from the “current crisis-driven welfare approach ... to a planned approach which builds, nurtures and maintains social capital” (p 8).  A National Disability Insurance Scheme would be fairer, more equitable and more effective than current arrangements by enabling “people with disability and their families to be in control, make choices and plan their lives with confidence” (p 9). 

The NDIS proposal is a bold, new vision for disability funding in Australia that is based on a sound critique of the shortcomings of current funding arrangements.  It is also grounded on sound principles, which are consistent with the UNCRPD, for advancing the rights, entitlements and opportunities for people with disability.  

There are, however, some concerns with the proposal in its current form that require clarification.  Although it talks of a universal insurance scheme, there is some vagueness in the criteria it proposes for who would be eligible for funding under the scheme.  First of all, the recommendation from the 2020 Summit, based on the original version of the proposal, was to:

Establish a National Disability Insurance Scheme, similar to a superannuation scheme, to support the families of children with brain injury from birth and other non-insurable injuries.
In the final submission to the National Disability Strategy the restriction that the scheme applies only to injury related disability, with an emphasis on brain injury, was replaced by eligibility criteria that the scheme would apply to:

All people with permanent disabilities acquired before the age of 65, without reference to cause or fault and treated equally on the basis of need

While this is an improvement on the recommendation from the 2020 Summit, limiting the scheme to only people with permanent disability is discrimination against those who experience episodic disability, who also need and are entitled to assistance.  

The National Disability Insurance Scheme is a bold and visionary proposal that AFDO supports in principle.  For AFDO, such a scheme must ensure that all people with disability are covered so that no-one gets left behind in a disability ghetto.
7.3 Summary

It is beyond the scope of this report to analyse in detail the complexities of disability funding in Australia but it seems that few people fully grasp all its intricacies.  It is hard to imagine, though, that the administrative overheads of such a complex scheme are anything other than very high.  And for people with disability, such a complex funding regime adds to obstacles they face in accessing the supports and services they need.
A properly funded national disability insurance scheme, combined with a comprehensive, well designed Disability Inclusion Allowance would not only serve people with disability better than the current chaotic system.  It would also greatly simplify the bureaucratic and administrative overheads, including the costs, of providing essential services and supports that people with disability require.

8 Challenges and Further Work
8.1 Cultural change

One of the central features underpinning the UNCRPD is the challenge it poses to community attitudes towards disability and people living with disability.  As a human rights instrument, its primary focus is not on services or pensions but rather on establishing the rights of people with disability on an equal basis with all others in society.  Following the social model of disability, the Convention identifies social discrimination against people with disability as a core issue that must be confronted.
Although disability discrimination legislation is important, social discrimination cannot be overcome by legislation alone.  The underlying community attitudes and prejudices about disability need to be faced if real, lasting change is to occur.  The negative attitudes towards disability are deeply entrenched in Australian society and culture and it is the deeper, underlying cultural values and attitudes that must ultimately change.  Genuine, meaningful and enduring cultural change is slow and painstaking.  Recognising this, the UNCRPD identifies changes to the social and cultural environment as essential if people with disability are to achieve the rights they are entitled to.
Having said this, the economics of disability cannot be ignored.  First of all, the current politics and economics of disability in Australia are a reflection of the prevailing attitudes and prejudices in Australian society today towards people with disability – pity rather than respect, charity rather than entitlement, dependent object rather than independent subject.  With the UNCRPD and the new Social Inclusion Agenda of the Australian government, it is no longer appropriate or proper that disability policy is still based largely around such obsolete values.

But more than this, disability economic policies represent an opportunity for governments to play a leading role in shifting community attitudes in order to promote social and cultural change.  Education and raising public awareness of disability are important but concrete economic policies with real dollar value will speak louder than any advertising campaign.  For this to occur, it is essential that disability economics policy is grounded on the social inclusion, rights based approach outlined in this report.
8.2 Re-inventing service provision
The global trend in disability rights is clear – people with disability want to assert their rights as citizens on an equal basis with others.  This includes living independently in the community, autonomy and self-determination, and the freedom and flexibility to participate fully in the community.  This in turn includes the right to have very much more say in how they receive and purchase the essential supports and services they require in order to have an acceptable standard of living.
The trend is clear.  The delivery of disability supports and services is becoming very much more market driven and will only get more so in the future.  The implications of this for service providers are also clear.  They will need to be much more responsive to a market that is largely driven by the purchasing power of people with disability.
Gerard Quinn, the Irish lawyer and father of an adult daughter with a disability, talks of the necessity of “reengineering” services.  Others talk of the need for transformation, re-education or the re-inventing of the disability services sector.  Reports from the UK indicate that direct payments have been most successful when service providers have embraced and engaged with the new paradigm, in contrast to those who struggle to grasp it or at times even actively resist it.  

This transformation or reengineering of the disability services sector is already long overdue.  It is necessary not just because of changing market forces but, even more importantly, because people with disability want more choice, flexibility and control over their lives.  The social inclusion, rights based approach to disability requires that the services sector respond to this.  Giving purchasing power directly to people with disability themselves only ensures that this long overdue reform of disability services is now inevitable
It is hoped that the disability services sector can take the initiative and show leadership in moving towards the new paradigm.  Although this will require changes to the structure, management and operation of the sector, the most important change will be cultural change, the shift in attitudes discussed in the previous section.  This will take time and effort, and perhaps some pain, though these will be lessened if change is embraced and increased if it is resisted.  Governments need to recognize these necessary, inevitable changes by supporting those organizations that show commitment to this new future rather than clinging to the past.
8.3 Research

Despite considerable research into some aspects of the costs of living with a disability, major gaps remain in some key areas.  More generally, disability research across a wide range of issues is pretty thin in Australia, which it is hoped will be addressed in the National Disability Strategy.  In particular, the participation of people with disability in research is especially weak.
It is beyond the scope of this report to attempt to identify all the areas where research is required.  It is necessary, however, to draw attention to some areas in urgent need of research, though noting that this should occur within a broader, comprehensive and coordinated research agenda into disability.
In the context of this report, the most urgent research need is into the costs of exclusion.  Too often the ‘costs of disability’ have painted disability as an economic burden on the rest of society which, as noted earlier, has contributed to the discrimination against people with disability.  As this report shows, the current research into the costs of disability has been skewed towards this perspective and failed to take into account the costs of exclusion.
The social inclusion, rights based approach to disability requires that the costs of exclusion must now be taken into account.  This is a broad and complex research task but one that cannot be delayed any longer.  Without being exhaustive, this research must include the economic costs of inaccessible public spaces, including workplaces and transport, and inaccessible forms of communication, all of which contribute to the exclusion of people with disability from participation in their communities.  This economic analysis must not only look at the costs to society but also to the individual person with a disability, which will likely reveal that people with disability are paying themselves for the discrimination against them.
It is critical that the costs of exclusion are not researched solely as economic costs.  The human cost of exclusion must also be taken into account.  Wellbeing, quality of life, social inclusion and human rights must be included among the any measure of the costs of exclusion.  Sometimes these might translate directly into measurable economic costs, such as extra health costs arising from exclusion and discrimination, but some form of “triple bottom line” of accounting is required for a complete measure of the costs of exclusion.  

If the Commonwealth government is ‘fair dinkum’ about its Social Inclusion Agenda then a better understanding of the costs of exclusion is required.
8.4 Uncertainty no excuse for inaction
This report has highlighted numerous areas where there is insufficient or inadequate data on the costs of living with a disability in Australia.  It has drawn attention to gaps in the research and the need for a more contemporary approach to understanding disability, including the costs of living with a disability.  And it has only touched on the issues that need to be addressed if people with disability are to achieve greater choice, flexibility and control over their lives.
These uncertainties cannot be used as an excuse for inaction.  The message from people with disability to society and to governments is quite clear.  The status quo is no longer acceptable.  It is time to move forward to the new era that is now so clearly articulated in the UN CRPD based on the social inclusion, rights based approach for people with disability.

We know that people with disability are at much greater risk of poverty, disadvantage and discrimination than almost any other section of the community.  We know that the costs of living with a disability contribute greatly to that risk.  We know that the current welfare system fails to meet the needs of many people with disability in an adequate and timely manner.  We know that the current disability services sector is not only a nightmare to navigate and access but also disempowers and further disables many people.  And we know that people with disability, like everyone else in the community, want choice, flexibility and control over their lives.
We also know that workable alternatives exist.  Countries such as the UK, Germany and others have shown that self-directed funding schemes such as direct payments, personal and individualized budgets and so on can and do work for many people.  Some of these countries are now moving into their second generation of these schemes – before Australia has even commenced its first generation.  The small, tentative pilot schemes that we have in Australia need to be accelerated into a nationally mandated option available to all people with disability.

Postponing action on the grounds of uncertainty eventually becomes discrimination.  Under the social inclusion, rights based approach of the new era for people with disability, this time has now passed.

8.5 ‘Nothing About Us Without Us’
‘Nothing About Us Without Us’ has been the catchcry of the disability movement for many years, now culminating as the underlying spirit of the UN CRPD.

If there is one key message that needs to be held on to when facing any of the issues or uncertainties raised in this report, then it is ‘Nothing About Us Without Us’.  Social inclusion, human rights, cultural change, re-inventing the disability services sector, research – the list goes on – all require the full and genuine participation of people with disability themselves.  
Including people with disability in all the challenges that lay ahead does not guarantee success.  But we can be sure that failing to include them will guarantee failure.

9 Conclusions and Recommendations

Australia’s ratification of the UN Convention on the Rights of Persons with Disabilities coincides with the introduction of the Rudd government’s Social Inclusion Agenda.  The Disability Convention has been hailed as the beginning of a new era for people with disability that includes a paradigm shift away from pity, charity and dependency towards autonomy, self-determination and independence.  Australia’s new Social Inclusion Agenda sits comfortably with this shift in how we must all now think about disability.

This shift must also include how we think about financial assistance for people with disability.  In Australia we have universal and free education for our children.  We have universal and (almost) free health care for everyone.  It is now time for universal and free assistance for people with disability to finally assume their rightful place in Australian society as full and equal members of the community.  Anything less will perpetuate the discrimination and second class citizenship that people with disability have endured for too long.  And this can only occur if people with disability are assisted with their basic costs of living with a disability.

This report does not attempt to measure the costs of living with a disability, nor calculate some nominal value for a Disability Inclusion Allowance.  Rather, it seeks to identify and clarify the many complexities around these issues.  It then articulates some guiding principles – following a social inclusion, rights based approach – in order to address the costs of living with a disability.

Recommendations

5. The Federal Government should introduce a Disability Inclusion Allowance for people with disability by 2010.

6. A dollar amount to be allocated after assessment and given to the individual in the form of an allowance or to a second party if the individual does not wish to have responsibility for it. The individual or their chosen representative then buys the supports that are needed from relevant service providers.

7. The Disability Inclusion Allowance should be funded by way of a levy through the taxation system.
8. The Disability Inclusion Allowance should have the following guiding principles:

(4.2) Universality

In the new era of social inclusion and disability rights, no person with a disability should be at risk of poverty – or of social exclusion – because of their costs of living with a disability. In particular, the discriminatory costs of exclusion imposed by a society that fails to accommodate people with disability should not be borne by people with disability themselves. All people who need assistance with their costs of living with a disability should be entitled to an appropriate Disability Inclusion Allowance.

(4.2)

Needs Based

Calculating a Disability Inclusion Allowance for any particular individual should be based on their needs, not the ‘severity’ of their disability or any particular type of disability. The underlying principle for identifying – and calculating – the assistance required should be that people with disability are entitled to support that enables them to be truly included in all aspects of Australian life. 

(4.12) Individualised

The calculation of any individual’s Disability Inclusion Allowance should be customised according to their particular needs. The wide and often complex variation of needs, with similarly wide and complex associated costs, means that there is no “one size fits all” amount for a Disability Inclusion Allowance.

(4.13) Whole of Life Approach

Calculating an individual’s Disability Inclusion Allowance must adopt a whole of life approach, taking into consideration all of an individual’s costs of living with a disability in all aspects of their life. This also means that it must be sensitive to people’s changing circumstances and needs – and costs – over time.

The cost of living with a disability can fluctuate over time. For some, they will increase, perhaps due to the deterioration of their health or perhaps due to changes in their living circumstances, such as finding themselves living alone after having previously lived with family or friends.

A Disability Inclusion Allowance needs to be flexible enough – individualised enough – to be sensitive to a person’s changing needs and circumstances across all areas of life.  A Disability Inclusion Allowance will therefore require regular reviews to adjust the allowance.

(4.14) Single Point of Assessment for Eligibility

A Disability Inclusion Allowance should have a single point of assessment for eligibility, a ‘one stop’ process that calculates an allowance based on the person’s needs. Once this has been established, no further eligibility tests should be required.

(4.15) Portability

A Disability Inclusion Allowance should not tie a person to a particular geographical location. Once established, it should be portable across all jurisdictions.

(4.16) Participation

The people who best know the needs of living with a disability are people with disability themselves. Calculating an individualised Disability Inclusion Allowance requires the active participation of the person concerned, to identify their particular needs in order to ensure an acceptable standard of living, according to their particular circumstances at the time.

(4.17) For Recurrent not Lump Sum Expenses

A Disability Inclusion Allowance is primarily for the everyday costs of living with a disability rather than the occasional lump sum expenses that arise, such as aids, equipment or home modifications.  

Another, separate mechanism is required to assist with the larger, one off expenses that arise for some people with disability. Whatever mechanism is put into place it must be designed in conjunction with a Disability Inclusion Allowance in an integrated way. For instance, the assessment and eligibility requirements can and should be combined.

(4.18) Not Means Tested

Along with the principle that a Disability Inclusion Allowance should be universally available to all people with disability and not just those on pensions, a Disability Inclusion Allowance should also not be means tested. Even if a person does have an adequate income, their costs of living with a disability can still compromise their standard of living in substantial ways.

(4.19) Concession Card

A Disability Inclusion Allowance should automatically include a concession card equivalent to the Pensioner Concession Card. Following the principle of universality, such a card should be available to anyone eligible for a Disability Inclusion Allowance.  And following the principle that a Disability Inclusion Allowance should not be means tested, the card also should not be means tested.

Concession cards can significantly reduce the costs of living with a disability, sometimes dramatically. Indeed for some people with a disability, a concession card may be the most important component of a Disability Inclusion Allowance for them, perhaps even the only component that they require.

(4.20) Episodic Disability and Emergencies

Eligibility for a Disability Inclusion Allowance should include those who experience ‘episodic’ disability, such as psychiatric/psychosocial disability or chronic illness. Following the principles of a needs based, individualised and whole of life approach, the assessment of eligibility for a Disability Inclusion Allowance needs to be sensitive to disability that is experienced intermittently. It needs to also factor in a provision for emergencies.

Appendices
Appendix A – Some Everyday Costs of Blindness

Source: Blindness: Can we count the costs? (BCA 2003)

Shopping

· pay for delivery 

· shopping via the Internet is approximately 10% more expensive

· additional cost of shopping in local general stores, rather than supermarkets, because of level of assistance and ease

Communicating

· hire of a reader to read mail and other documents

· scanner for reading documents

· electronic braille note taker 

· Perkins Braillewriter 

· Closed Circuit Television

· braille paper and labels

· braille labelling machine and tape

· hand frames

· signature guide

· writing guide

· cost of printing documents using large print

· extra use of expensive marker pens 

· talking book machines – 4 track recorders

· greater use of batteries

· mobile phone

· higher telephone bills

· internet server fee/email 

Around the House

People who are blind or vision impaired pay significantly more for household goods because they need modified goods or special features, or because cheap versions of the goods are not accessible to a blind person.  Examples include:

· microwave that talks and/or has dials 

· talking scales for the bathroom and kitchen

· talking cooking timers/clocks

· talking calculator 

· talking key ring

· talking volt metre 

· talking thermometer

· blood counting machine

· talking/braille watches

· liquid level indicators

· large screen TV

· home modifications – handrails for steps, safety strips on steps

· additional home security, such as safety sensor lights and security doors

· degenerating sight: changes of crockery and clocks as sight fails

· hiring people to do home maintenance, eg painting/repairs/lawn mowing 

· breakages of glasses, crockery etc

· greater use of cleaning materials due to “over cleaning” or “double-up” cleaning

· greater use of dry cleaning

· the cost of washing mix ups – washing coloureds with whites

Medical

· sunglasses (for glare)

· artificial eyes

· medication/scripts

· specialist fees

Mobility

· canes and tips

· taxis

Dog Guides

· dog food

· veterinarian fees and medication

· training

Leisure

· cost of a professional guide in some sporting activities 

· paying for guide’s tickets to events

· cost of tandem bikes

· more expensive adapted sporting equipment

· high cost of braille books, especially children’s books

Being a Blind or Vision Impaired Parent

· games that both blind and sighted can play are more expensive

· hiring a tutor to help children with homework and reading

· cost of transcribing medicine instructions into braille

· higher costs of transport eg, taxis for doctors appointments

Appendix B – Submissions from Disability Organisations

The following disability organizations have all at some time made submissions to governments drawing attention to the costs of living with a disability.  Many have specifically called for a Disability Inclusion Allowance or some similar mechanism to address the high risk of poverty and disadvantage that many people with disability experience.
Australian Federation of Disability Organisations

Access for All Hervey Bay
Blind Citizens Australia

Brain Injury Australia
Deaf Australia Inc. (formerly Australian Association of the Deaf)

Deafness Forum of Australia
Disability Australia
Disability Resources Centre
National Association for People Living with HIV/AIDS
National Council on Intellectual Disability
National Ethnic Disability Alliance
People with Disability Australia
People with Disability Western Australia
Physical Disability Australia
Women with Disabilities Australia
These and other organizations have been making this call for at least a decade, with the McClure report of 2000 noting that:

There was strong support from disability peak organisations for a structure that would provide a supplement to cover the costs of disability. Such a supplement could be payable on top of basic income support to people either receiving income support or in the workforce who have high non-discretionary costs such as transport, aids and appliances, pharmaceuticals and care as a consequence of their disability (McClure 2000, p 20)
Submissions on the costs of living with a disability have continued since the McClure enquiry.  They featured in the 2004 federal Senate inquiry into poverty and financial hardship (CARC 2004), which recommended a Disability Inclusion Allowance.  And they feature again today in the many submissions to the numerous enquiries and reviews currently underway with the Rudd government.
These efforts by disability organizations have consistently been supported by other NGOs, such as the Australian Council of Social Service and the costs of living with disability have regularly been highlighted in research and other studies, such as numerous reports from the Australian Institute of Health and Welfare.

This issue will not go away until it is addressed.  The shift to a social inclusion, rights based approach to disability policy, reinforced by the UNCRPD, only makes the issue even more pressing for a long overdue response from governments.
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