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22 September 2009



The Hon Bill Shorten MP
Parliamentary Secretary for Disabilities & Children’s Services and
Parliamentary Secretary for Victorian Bushfire Reconstruction
House of Representatives
Parliament House
PO Box 6022
CANBERRA   ACT   2600


Dear Parliamentary Secretary,

DISABILITY INVESTMENT GROUP

On behalf of the Disability Investment Group (DIG) it is my pleasure to present you with our report, “The Way Forward – A New Disability Policy Framework For Australia”.

When the DIG was initially formed you challenged us to think creatively about how to inject additional resources into the historically underfunded disability sector.  In the course of lengthy discussions amongst ourselves, with people with disabilities, with family members and other carers who support people with disabilities, and with experts in the field, it became apparent that individual measures such as tax concessions to encourage additional private expenditure would, of themselves, be as useless as throwing a cup of water on a raging fire.

Despite Governments spending around $20 billion annually on the disability welfare system (with billions more spent on other services in relation to people with disabilities) there remains a large, and rapidly growing, unmet need for care and support.  This is despite an estimated army of 2.5 million family members and other carers providing unpaid care and support.  

The lack of proper planning and integrated service delivery is a national disgrace and with increasing demand for, and increasing cost of, these services (formal costs of the disability system are projected to rise in real terms by 5%-10% pa in coming years) the situation for people with disabilities and their carers will undoubtedly worsen so long as the current arrangements remain in place.

Accordingly DIG believes fundamental change is required.

It is the strong view of DIG that structural reform is required in the framework governing disability policy in Australia.  If this transformational shift occurs as suggested by DIG then the system would move from one based on short-term and often ad hoc resource allocation—with all of the inefficiencies and inequities involved—to a rational system where need, rather than happenstance, determines resource allocation.  A whole new world of opportunities would be opened up for people with disabilities, and the families and other carers who support them.

We believe that a National Disability Insurance Scheme (NDIS) is required to create the transformational shift to move care and support for people with disabilities out of the dark ages and into the 21st Century.  We believe that further analysis is required but on the basis of the substantial work in this report we are confident that the NDIS represents the way forward.

The new order would replace the welfare model of disability services with a 3 pillar policy to support people with disabilities.  The 3 pillars are:
	a comprehensive NDIS to deliver care and support for life for people with severe and profound disability using an individualised and lifelong approach; including reform of state-based insurance schemes to include all traumatically injured people.  This would be the bedrock of the whole system;
	a strong income support system that facilitates people with disabilities who cannot support themselves through work, to live in dignity; and
	a range of measures to facilitate increased private expenditure.


Our central recommendation is that the Australian Government, in consultation with States and Territories, immediately commissions a comprehensive feasibility study into a National Disability Insurance Scheme (NDIS).

I wish to acknowledge and thank the members of the DIG who all spent a massive amount of time on this task – Bruce Bonyhady; Allan Fels; Bill Moss; Mary Ann O’Loughlin (who stepped down from DIG in October 2008) Kathy Townsend; and John Walsh.  


I particularly wish to recognise Bruce Bonyhady, who has made a massive contribution to this report.  I also wish to thank the staff of FaHCSIA who have assisted DIG including Lee Emerson, and especially Helen Hambling who has done a wonderful job in drafting the report.

The DIG commends the report to the Government and in particular the central recommendation of the immediate commissioning of a comprehensive feasibility study into a National Disability Insurance Scheme (NDIS).  An NDIS represents an exciting way forward for Australians with a disability and for their families and carers.


Yours sincerely,
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IAN SILK
Chairperson


Contents
EXECUTIVE SUMMARY	1
Drawbacks of the current system	2
Emerging pressures	3
A transformational shift	3
Other improvements to services and support	5
National Disability Insurance Scheme (NDIS) – A Possible Model	6
Principal Recommendation	8
Summary of Other Recommendations	9

SECTION I: DISABILITY IN AUSTRALIA	11
Part 1: Experience of Disability in Australia	11
People with disability	11
Carers	12
Part 2: Need for Change 	13
Greater stress in the future	13
	Support over the life course	14
	Committing to long-term investment	14

SECTION II: A NEW APPROACH	15
Part 3: Establishing a New National Disability Insurance Scheme	15
Key DIG findings	16
Addressing current policy shortcomings	16
National Disability Agreement	17
Level of unmet need	18
Incentives to invest	18
Basis for the proposed model	19
Scheme coverage	20
A social insurance approach	21
Whole-of-life response	22
Management, governance and risks	23
Parameters	23
Costings	24
Future offsets against the cost of a National Disability
Insurance Scheme	26
Consistent insurance schemes	28
Part 4: Ensuring Income Support is Adequate	30
Key DIG findings	30
The Pension Review	30
Part 5: Improving savings and taxation incentives for 
privately ‑ funded services 	32
Key DIG findings	32
Special Disability Trusts	33
International savings schemes	34
Features of a new Australian savings model	36
Privately-funded services	37
Private accommodation models	37
Taxation incentives	38
Costs of working	38

SECTION III: OTHER RECOMMENDED AREAS FOR ACTION TO INCREASE INVESTMENT IN PEOPLE WITH DISABILITY	40
Part 6: Providing More Housing for People with Disability	40
Key DIG findings	40
Building regulations	41
National Rental Affordability Scheme 	42
Social Housing Initiative—Nation Building - Economic 
Stimulus Plan	43
Part 7: Offering Better Employment Opportunities	44
Key DIG findings	44
Access	45
Business case	46
Employment services	46
Employers’ views	46
Moving from Australian Disability Enterprises to open employment 	47
National Mental Health and Disability Employment 
Strategy	48
Part 8: Building Research and Best Practice	49
Key DIG findings	49
Endnotes	51

Appendices 

Disability Investment Group Terms of Reference and Membership 
	Proposed Terms of Reference for a Feasibility Study of a National Disability Insurance Scheme
	Executive Summary of the PricewaterhouseCoopers Report on a National Disability Insurance Scheme
	Insurance Scheme Funding Arrangements
	Report of Disability Investment Group consultations, 2008
	Recommendations of the Senate Standing Committee on Community Affairs 2008, Building trust: Supporting families through Disability Trusts, October 
	Australian Institute of Health and Welfare 2008, Scan of disability databases in the non-government sector, December
	Letter from Chairman, Disability Investment Group to the Department of Families, Housing, Community Services and Indigenous Affairs in response to the National Rental Affordability Scheme ‑ Technical discussion paper, 29 May 2008
	Summaries of Hope Villages Australia Urban Village Model and Foresters Community Finance (Foresters) and Parent to Parent Association QLD Key Housing Solutions Model
	National Disability Research Institute - Draft Charter

Executive Summary

In April 2008, the Parliamentary Secretary for Disabilities and Children’s Services, the Hon Bill Shorten MP, established the Disability Investment Group (DIG). The Group’s role was to explore innovative funding ideas from the private sector that will help people with disability and their families access greater support and plan for the future. The Group’s Terms of Reference and Membership are at Appendix A. 

The DIG’s focus on the idea of investment rather than on the more traditional notion of welfare has generated some practical ideas for policy direction and development—The Way Forward—that could transform the experience of disability in Australia. 

While the DIG was conducting its review, the Australian Government undertook a number of initiatives to bolster the current systems for supporting Australians with disability. The measures include signing the UN Convention on the Rights of Persons with Disabilities, increasing the Disability Support Pension and Carer Payment in the 2009-10 Budget and allocating increased funding under the National Disability Agreement over the next five years. 

More recently, the Consultation Report from the National Disability 
Strategy—Shut Out—which was prepared by the National People with Disabilities and Carer Council, was released by the Commonwealth Government. Its conclusions are based on 750 submissions and the feedback from the 2,500 people who attended the public consultations, and highlights that many people with disability feel excluded from an ordinary life.

Its conclusions are consistent with the findings of the DIG that current policy settings of all governments are leaving multiple barriers for too many people with disability and their families, notwithstanding recent increase in government funding. These barriers are less to do with particular impairments and more to do with the lack of guaranteed access to customised plans of timely support and development.

DIG members consulted with a range of individuals and organisations who offered ideas to create incentives for private investment in disability. The strong theme of these discussions was the vital need to introduce certainty and confidence into the lives of people with disability and their families. The ability to plan for a life and a future underpins the aspirations of all Australians. 

The DIG’s principal recommendation is that the Commonwealth Government, in consultation with States and Territories, should immediately commission a comprehensive feasibility study on a National Disability Insurance Scheme (NDIS). The DIG believes that further analysis is necessary because, while a NDIS would be transformational, some of the transition and other issues associated with its introduction would be complex.

The scheme would revolutionise support for people with disability. It would be person-centred, have a genuine whole-of-life focus and maximise independence and participation. It could transform a well-meaning but fragmented welfare model into an innovative, social insurance scheme achieving better outcomes through need management and service efficiency.

The feasibility study should examine the longer-term cost implications, noting that within a generation, the costs are likely to stabilise at less than projected costs of the current system.

There is a compelling case to not only achieve long overdue equity for people with disability, but also to provide security in the event of severe or profound disability for all Australians and establish long-term sustainability of the disability support system.

Drawbacks of the current system

Australia has a robust social security system which entitles all citizens to health services and income support based on individual needs and circumstances. However, while Australians with disability are entitled to these universal services, there is no equivalent entitlement to disability care and support services. 

The Australian system of formal support is failing many people with disability, their families and carers. There are high levels of unmet need for disability services impacting heavily on people with disability but also on their families and informal carers. Families are usually more than willing to care for family members with disability when they are able to do so. However, without support and assistance families can ‘burn out’ with higher ultimate costs to governments. 

While all levels of government have increased funding for disability services in recent years, no government has committed to meeting all the essential needs of people with disability. Governments fund a range of services, but people with disability and their families have no certainty and no guaranteed access to a system of core support. The reliance on informal carers has enabled the effective rationing of resources to those in or on the verge of crisis. 

A major drawback of the current disability services system is that the client is not at its centre. While moves to more individualised packages of care are welcome, there is little opportunity for life course planning for individuals, which involves their families, helps them meet their aspirations, and prepares them for key transitions. 

The current system is under considerable stress and marginal change or 
add-on services will only lock in models that will continue to fail to meet the needs of people with disability, their families and carers. Traditional program responses can do little to ease the pressure of rising costs of services to government and they do not provide value for money in improved outcomes for clients.  

A more robust governance structure and evidence base is needed to help guide effective and integrated planning and service delivery, and to 
re-evaluate outcomes. Currently, there is limited and uneven data collection and monitoring capacity.

Emerging pressures

Looking ahead, Australia’s ageing population will increasingly stretch the existing system, given the strong correlation between age and disability. This means that over the next decades there will be a steady increase in the number of people with a severe or profound disability. For the next 70 years, the projected growth rate in the population with severe and profound disability is between two and three times the population growth rate as a whole.

While the number of people with disability continues to grow, the availability of informal care is contracting. Fewer people take on informal caring roles because of a range of factors including increasing workforce participation by women and decreasing core family size. The impact of these trends on the disability services system will be significant. Because non-paid care provides for more support than paid care, a 10 per cent reduction in providing informal care translates into a 40 per cent increase in the need for funded services. PricewaterhouseCoopers (PwC) 2008, National Disability Insurance Scheme Final Report, p.1. Already we are seeing that ageing carers find it difficult to continue to care and many now need assistance themselves.

A transformational shift

The DIG has concluded that a transformational shift in policy approach and service delivery is needed. It is now time to rethink and restructure the basis of disability policy in Australia. The group recommends a three pillar policy to support people with disability, similar to the structure for retirement incomes. 

The proposed new policy framework focuses on government and private investment to assist people with disability to manage their own lives and maximise their independence and contribution to the community. 

The welfare model of disability services needs to be replaced with a new three pillar policy to support people with disability. The three pillars are: 
	a new and comprehensive National Disability Insurance Scheme to deliver care and support for life for people with severe and profound disability using an individualised and lifetime approach, including reform of state/territory-based insurance schemes to include all traumatically injured people (see part 3);
	a strong income support system that facilitates people with disability who cannot support themselves through work, to live in dignity
(see part 4); and
	a range of measures to enable increased private contributions (see part 5).



The key to this transformational shift would be the introduction of a 
National Disability Insurance Scheme which would provide people with severe or profound disability with an individualised and lifetime approach to care and support. 

The scheme would replace the current arrangements for funding disability services and would work in a similar way as the no-fault injury insurance schemes that currently operate in some States and Territories. Coordinated services would provide care and support including aids, equipment, transport, respite, accommodation support and a range of community and day programs.

A proposed model of the scheme is summarised on pages 6-8 and outlined in more detail in Part 3.

With full actuarial accounting of the lifetime costs for each individual, a NDIS would mean more effective and timely investments and interventions. The scheme would also help individuals to maximise their potential and provide opportunities to reduce long-term care and support costs. 
The Australia 2020 Summit early in 2008 recommended such a scheme. Three other recent reports have also advocated further investigation of schemes along the lines of a NDIS: the Pension Review Report; the House of Representatives Standing Committee on Family, Community, Housing and Youth Report: Who Cares? – Report on the inquiry into better support for carers; and the National Disability Strategy Consultation Report SHUT OUT: The Experience of People with Disabilities and their Families in Australia.

Such a scheme is not beyond Australia’s capacity to deliver. In fact the DIG believes that ultimately a NDIS would be a net saving on government expenditure through a more effective service system and better employment, health and social outcomes for people with disability. 

Increased expenditure would be necessary to address currently unmet need for care and support, estimated at $0.97 billion in the first year and $2.04 billion in the second year. However, because of the more active management and support model, sizeable offsets will be available from Disability Support Pension (DSP), Carer Payment, health, aged care and other social programs.

Additional offsets are also likely, as the introduction of a core NDIS would also enable a range of innovative private investment opportunities to emerge. With a certain and reliable stream of ongoing essential care and support, individuals and families would be encouraged to make additional private provision for the future in areas such as housing, in the same way as compulsory superannuation has encouraged additional private contributions to retirement savings.

As the second and third pillars (income support and measures to enable increased private contributions) are part of the tax transfer system, they should be considered in the context of the current Review into Australia’s Future Tax System. 

A NDIS should be complemented by nationally consistent state/territory based insurance schemes covering motor accident, workers’ compensation, public liability (general injuries) and treatment injury. To ensure a comprehensive and equitable national approach, the Commonwealth, States and Territories should work together to consider how the various insurance schemes that provide lifetime care and support for traumatically injured Australians can become no-fault and nationally consistent with the proposed new scheme. 

Other improvements to services and support

Three more DIG recommendations are designed to help improve other aspects of services and support for people with disability, their families and carers. These are:
	better employment opportunities for people with disability—mainly through changes to the Disability Employment Services;

	meeting the housing needs of people with disability by adjusting the new National Rental Affordability Scheme (NRAS), to provide an extra payment—NRAS Plus, and strengthening the regulations for accessible and adaptable housing standards—to provide affordable and accessible housing for people with disability; and
	investing in a centre of excellence for disability research—to build the evidence base, with more coordinated and reliable data collection.




The National Disability Insurance Scheme (NDIS) - 
A Possible Model

	A NDIS would provide a lifetime approach to care and support for people with disability and would replace the current arrangements for funding specialist disability services.


	A social insurance model is proposed. It would assess the risk of disability in the general population; calculate the costs of meeting the essential lifetime needs arising out of these disabilities; and estimate the premium or contribution required from taxpayers to meet these needs.


	Instead of funding capped programs and services for people with disability to find and access, the scheme would fund on the basis of each individual’s needs which would in turn drive the development of necessary care and support services.


	The costs of a NDIS could be funded from general revenue or through a Medicare-like levy.


	Implementation should be staged over 7 to 10 years to enable new service infrastructure and workforce to develop, and to balance the constraints of the medium-term fiscal outlook against intergenerational trends.


Who would be eligible?

People with a severe or profound disability acquired before 65 years of age would be eligible for life. People with a severe or profound disability are those who always or sometimes need help with a core activity or task.

	Carers would also be recognised and supported in their roles and opportunities to combine caring and work would be encouraged.


	People who are covered by state/territory-based accident compensation schemes would continue to be covered by them, however, the interaction of these schemes should be further investigated.  


	The scheme would cover the existing eligible population under age 
65 years when the scheme starts as well as people who become eligible in the future. 


What services and benefits would people receive?

Coordinated services based on need would provide care and support including respite, aids, equipment, transport, home modifications and a range of community and day programs. 



	Other support funded outside the scheme such as income support, housing and employment services would be integrated to provide support and opportunities for people with disability as part of a holistic approach.


	There would be an emphasis on early intervention and access to education and training to maximise long-term independence and potential.


How would the scheme be governed?

	A NDIS would operate under a new National Disability Commission, possibly a statutory authority, with a formal and independent governance model comprising a prudential board of directors to oversee the operation of the scheme and an advisory council of stakeholders to provide policy advice on the appropriateness and quality of the benefits.  

Insurance principles would underpin the new arrangements. In particular surplus premiums would need to be invested to maximise long-term returns, while active claims management, through comprehensive data analysis, research and provider monitoring, would lead to significant improvements in efficiency and effectiveness.


What are the benefits?

People with disability and their families would have certainty and clarity about options from the point of determination of a disability.

	Eligible people would be entitled to services determined on an individualised plan and needs basis, giving them access to an appropriate whole-of-life suite of services and support.


	Families would have more choices about the combination of work and informal care for family members at various life stages, as in other families.


	The proposed scheme addresses the current unmet and under-met need for care and support and the unsustainable reliance on carers. 


	For the first time there would be clear incentives in the service system to invest in timely interventions that promote independence and produce long-term benefits.


	The introduction of a NDIS would provide a sound platform of lifetime support to enable a range of innovative private contributions from individuals and families.



Principal Recommendation


Recommendation 1

DIG recommends that the Commonwealth Government, in consultation with States and Territories, immediately commission a comprehensive feasibility study into a National Disability Insurance Scheme (NDIS).

The scheme would:

be designed to meet existing, unmet and future needs of people with severe or profound disability for life, where disability is acquired before age 65;

replace and enhance current arrangements for funding and providing disability services;

be based on a social insurance model and fund a basic level of personal care and support for life;

be administered by a new statutory authority with a robust prudential governance structure;

be funded from general revenue or a Medicare-like levy, in recognition of the shared public risk of disability; and

have a staged implementation over 7 to 10 years to allow for the development of the necessary infrastructure and workforce.

The feasibility study should also consider:

how State and Territory accident insurance schemes should interact with the proposed national scheme and move to providing nationally-consistent, no-fault insurance for traumatically injured people; and

the potential to enhance additional private provision for people with disability by making a NDIS the centrepiece of a new three pillar disability policy framework.

The DIG also recommends that any work commissioned on the feasibility of Medicare Select should align with work on the feasibility study of a NDIS.

Proposed Terms of Reference for a feasibility study are at Appendix B.


Summary of Other Recommendations


Recommendation 2

DIG recommends that the feasibility study into a National Disability Insurance Scheme includes further examination of the potential for any of the following measures to enhance additional private provision for people with disability.

Action on the recommendations of the Senate Standing Committee on Community Affairs in its report on Special Disability Trusts, Building trust: Supporting families through Disability Trusts, October 2008.

Setting up a savings plan with incentives for family members to save for the short- to medium-term financial needs of a family member with disability.

Removing taxes on essential goods and services required by people with disability, their families and carers.

Introducing a Disability Support Tax Rebate into Australia’s tax system to recognise the work-related costs of people with disability, their families and carers.

Development of private housing and services models that could complement a NDIS.

This would require consultation with other parts of government, including importantly, the Review into Australia’s Future Tax System.





Recommendation 3

DIG recommends that regulations for accessible and adaptable housing standards be strengthened to facilitate ageing in place; and as a first step, a set of no-cost and low-cost requirements be mandatory for all new residential buildings. 





Recommendation 4

DIG recommends that the National Rental Affordability Scheme (NRAS) be amended to better meet the needs of people with disability by: 

increasing the payment made in relation to housing for people with disability to recognise the higher costs of providing and servicing their housing (NRAS Plus); and

setting minimum adaptability and accessibility standards at least equal to the no-cost or low-cost standards in Recommendation 3.






Recommendation 5

DIG recommends a change of focus for Disability Employment Services (formerly Disability Employment Network) to direct candidates with disability into the mainstream employment market, rather than act as employment agencies in their own right; and to ensure that services are appropriately targeted and delivered in a way that the private sector will access them.

DIG also recommends that access to funded services in the Disability Employment Services be available to people in Australian Disability Enterprises who want to take up employment in the open labour market.






Recommendation 6

DIG recommends that the Commonwealth and State and Territory Governments allocate $30 million per annum under the new National Disability Agreement to fund a National Disability Research Institute as a centre of excellence to lead and promote disability research in Australia. The National Disability Insurance Scheme would be expected to maintain and expand this research. 

Section I: Disability in Australia
Part 1: Experience of Disability in Australia

People with disability

One in five people in Australia (3,958,300 or 20 per cent) reported disability in 2003. A further 4,149,000 (or 21 per cent) had a long-term health condition that did not restrict their everyday activities. Approximately 595,000 people (3.0 per cent) reported a profound disability, and a further 650,000 people 
(3.3 per cent) reported having a severe disability. Australian Bureau of Statistics (ABS) 2003, Disability, Ageing and Carers: Summary of Findings, cat. no. 4430.0, ABS, Canberra. 

About 1 in 12 children aged up to 14 years, had a disability (8.3 per cent of all children), and half of these had a severe or profound limitation. 

The number of people aged 0–64 years with severe or profound core activity limitations is projected to grow substantially between 2006 and 2010. 
The Australian Institute of Health and Welfare estimates an increase of 
4.8 per cent to 752,100 people. Australian Institute of Health and Welfare (AIHW) 2007, pp. 87–8. The Institute also suggests that increases over recent decades in the prevalence of some long-term health conditions, particularly related to disability, may result in further increases in the size of this population. AIHW 2007, p.119.  

Generally, the prevalence of severe and profound disability increases with age, and is of particular significance for an ageing population. Over the next 40 years, a steady increase in the number of people with severe or profound disability will continue (projected to grow from 1.4 million to 2.9 million). PwC 2008, p.31. 
Over the next 70 years, the rate of growth in the severe and profound population is between two and three times the rate of growth of the population as a whole.

Since the 1980s, policy trends have emphasised de-institutionalisation of health and welfare services. Between 1981 and 2003, there was a strong trend towards people aged less than 65 years with severe or profound limitations living in the community. 

While the total number of people aged 5–64 years with severe or profound limitations rose by 137 per cent, or 371,000 people, the number living in cared accommodation fell by 40 per cent. The type of living arrangement with the largest increase over the period was people with severe or profound limitations living with family—an additional 318,000 people aged 5–64 years lived with family in 2003 compared with 1981. As a percentage of people aged 5–64 years with severe or profound limitations 1 in 40 lived in cared accommodation in 2003, compared with almost 1 in 10 in 1981. AIHW 2008, Disability in Australia: trends in education, prevalence, employment and community living, AIHW Bulletin, no. 61, pp. 28–9.  

 
Carers

In 2003, approximately 2.5 million people reported providing informal care to a person because of disability or old age. Of these 2.5 million people, approximately 20 per cent (or 474,600 people), reported being the primary carer of a person with disability. Of these carers, 187,500 (40 per cent) had disability themselves. ABS 2003. Using assumptions on average hours of care per week for primary and non-primary carers, there were approximately 643,000 
full-time equivalent informal carers in Australia in 2003, providing an estimated 24.4 million hours of care per week. PwC 2008, p.32. 

Primary carers are likely to be in the poorest two-fifths of all households and 55 per cent receive income support as their main source of cash income. Most primary carers (71 per cent) are women.

Nearly two-thirds of primary carers were not employed (295,000) and almost one-third had left work just prior to taking on the caring role. Just over half of primary carers in this situation had left work specifically to start or increase care. 
Of all primary carers who had left work to start or increase care, 38 per cent had done so because alternative care was not available or too expensive, 
or because they were unable to change their working arrangements. However, the remainder had done so due to other reasons such as emotional obligations or because they preferred to care full-time (62 per cent). Around 57 per cent of male primary carers who had left work to take on the caring role had done so because alternative care was not available or too expensive, or because they were unable to change their working arrangements. 
It is a common scenario in Australia that a parent then spouse or sibling then child will support a person with disability over their lifetime.  It appears that in many situations the parent will be the carer until it is no longer possible for them to care for their son or daughter.

Recent research by the Australian Institute of Family Studies found that carers and families of people with disability experience high rates of mental health problems, poor physical health, employment restrictions, financial hardship and relationship breakdown. Australian Institute of Family Studies (AIFS) 2008, The nature and impact of caring for family members with a disability in Australia, research report no. 16, AIFS, Melbourne.

The ratio of informal carers to the number of people with disability is projected to fall. AIHW 2007. This is attributed to Australia’s low fertility rate over recent decades, higher rates of family breakdown, and increasing participation of women in the workforce. 


Part 2: Need for Change 

The Australian system of formal support is currently failing many people with disability, their families and carers. In future, the system will be under greater pressure because of demographic changes that reflect the ageing population and the shift towards more single-person households. 

In July 2008, the Australian Government signed the United Nations Convention on the Rights of Persons with Disabilities. The parties to the Convention: 

…recognise the right of persons with disabilities to an adequate standard of living for themselves and their families, including adequate food, clothing and housing, and to the continuous improvement of living conditions, and shall take appropriate steps to safeguard and promote the realisation of this right without discrimination on the basis of disability. United Nations Convention on the Rights of Persons with Disabilities, Article 28.

To lift Australia’s record in assisting its citizens with disability to live the lives to which they aspire, the current disability system needs immediate and significant reform. This must be on the scale of the Medicare reforms or the introduction of compulsory superannuation. 

Greater stress in the future

With increasing numbers of people with disability, decreasing availability of informal carers, and an ageing population, there will be even greater stress in future on the fragmented service system and a growing unfunded liability for families and governments.

Recent trends indicate growth in demand for specialist disability services of 7.5 per cent per annum in real terms. AIHW 2007, Current and future demand for specialist disability services, AIHW, Canberra, pp. 87–8. Government spending on disability services has not kept pace with this. Improving system efficiency and effectiveness is critical in managing the future costs of disability from an 
intergenerational perspective.

The reforms under the new National Disability Agreement to build new disability service systems within each State and Territory will undoubtedly improve the current disability system, which has been ‘hamstrung for years by buck-passing and a culture of reactive crisis management, to the detriment of those it is meant to support'. Macklin, J & Shorten, B 2008,  ‘Supporting People with Disability, their families and carers’, media release, May. 

Under the Agreement, the Commonwealth, State and Territory Governments’ commitment to person-centred approaches, single access points, quality assurance systems and benchmarking is welcome and an acknowledgement of the need for change. However, the DIG believes that more fundamental reform is needed that builds on the practical experience of the injury compensation and no-fault motor accident schemes operating in some Australian states, New Zealand and other countries. 


Support over the life course

Internationally and across Australia interest in new approaches that have a life course perspective is growing—an approach which recognises the way lives develop and change, rather than the static point-in-time approach of our current welfare system. 

Fundamentally re-engineering the way public and private resources are invested in disability would allow people with disability, their families and carers to plan with more certainty across the life course, and to contribute more to Australian community life. For governments, a new and sustainable funding system, with a rigorous governance framework, would ensure an unprecedented level of prudential and social planning.

The recent National Disability Strategy Consultation Report SHUT OUT: The Experience of People with Disabilities and their Families in Australia National People with Disabilities and Carers Council, SHUT OUT: The Experiences of People with Disabilities and their Families in Australia 2009. prepared by the National People with Disabilities and Carer Council cited a significant number of submissions arguing for fundamental reform to the disability services and support system. While details varied, these submissions argued that a lifetime care and support scheme such as the proposed NDIS would remove existing inequities and provide the resources needed to ensure that people with disability are able to reach their potential and live as independently as possible.

Committing to long-term investment

The DIG proposes a three pillar policy based around long-term investment to support people with disability. At the heart of the proposed new system is the goal of realising personal potential through a new National Disability Insurance Scheme.

By introducing a new approach government investments would no longer focus on just the care and support that people with disability need. The focus would shift to assisting people with disability to manage their own lives, to maximise their independence and contribute more to the community. 

Income support and the new insurance arrangements would operate side by side, supplemented by improved arrangements for families to make planned complementary provisions for the future for family members with disability.  

Improved employment and social housing services would maximise the potential of these long-term investments.


Section II: A New Approach 

Part 3: Establishing a New National Disability Insurance Scheme 


Recommendation 1
DIG recommends that the Commonwealth Government, in consultation with States and Territories, immediately commissions a comprehensive feasibility study into a National Disability Insurance Scheme.
The scheme would:
be designed to meet existing, unmet and future needs of people with severe or profound disability for life, where disability is acquired before age 65;
replace and enhance existing arrangements for funding and providing disability services;
be based on a social insurance model and fund a basic level of personal care and support for life;
be administered by a new statutory authority with a robust prudential governance structure;
be funded from general revenue or a Medicare-like levy, in recognition of the shared public risk of disability; and
have a staged implementation over 7 to 10 years to allow the development of new infrastructure and workforce.
The feasibility study should also consider:
how State and Territory accident insurance schemes should interact with the proposed national scheme and move to providing nationally-consistent, no-fault insurance for traumatically injured Australians; and
the potential to enhance additional private provision for people with disability through further consideration of measures such as:
reformed Special Disability Trusts;
models of private and social investment in housing for people with disability such as the Hope Australia Urban Village and Forester’s Community Finance;
removal of taxes on essential goods and services required by people with disability, their families and carers; and
introduction of a Disability Support Tax Rebate to recognise the work-related costs of people with disability and carers.
The DIG also recommends that any work commissioned on the feasibility of Medicare Select should align with work on the feasibility study of a NDIS.
Proposed Terms of Reference for a feasibility study are at Appendix B.
Key DIG findings

Australian governments commit approximately $20 billion per annum in total to the disability welfare system, of which about $8 billion is on payments to community care and support providers. In addition, nearly $3 billion is paid to family and other informal carers. The bulk of the remainder (about $9 billion) is paid in income support for about 700,000 Australians with a work incapacity through the DSP. DSP Fact Sheet June 2008, provided by FaHCSIA.

Eligibility, assessment and access to disability services vary across States, Territories and regions, and across individual services. Capacity constraints can mean long waiting lists and variable costs for families. As well, valuable resources are wasted on managing demand and rationing services, rather than on meeting the needs of people with disability and their families. 

From an individual’s or family’s perspective services can be highly uncertain, fragmented and disconnected. Many families say that ‘it is like finding a way through a maze’. Association for Children with a Disability NSW 2008, Through the Maze. 

A comprehensive system to support people with disability has to provide individualised lifetime care and support. The DIG recommends a new social insurance approach. A NDIS would differ from a welfare safety net approach in the way it meets the needs of claimants across the life course, prices and generates the funds for the scheme, and in its management and governance. 

Addressing current policy shortcomings

Historically in Australia, governments have allocated a share of consolidated revenue for people with disability as a partial response to expressed demand. Access to the disability services under the National Disability Agreement Formerly known as the Commonwealth State Territory Disability Agreement. or the Home and Community Care program is not an entitlement. Because funds are capped and allocated through particular programs in particular areas, services are rationed. Government funding supports a range of community-based services on the basis that people with disability will find them and that the services will be able to go some way to meeting their needs. 

However, despite significant growth in funding by all levels of government in recent years, there remains considerable unmet need for services which is largely met by families and informal carers—that is, until a crisis such as the death or illness of a carer. 

Alternatively people with disability simply go without services, aids and equipment or other assistance that would improve the quality and productivity of their lives. In many cases the lack of essential services and equipment leads to increased disability, increased dependence and increased long-term costs.

One of the messages that emerged from the DIG consultations was that families perceived that the shortfall in funding meant that State and Territory Governments focus on providing disability services for people with complex needs and challenging behaviours, and that individuals with less severe, though often still serious disability, have to wait longer for support.

While some States and Territories have trialled individualised care and service packages, the current disability services system does not have the client at its centre and, at best, services are based on the point-in-time needs of their clients. 

Current services are generally not well placed to invest in early interventions that could improve personal outcomes and lower future liabilities. There is little opportunity for planning over the life course with individuals and their families to help prepare for key transitions and risks before they happen. At a systemic level, there is simply not the robust data or monitoring capacity across the current fragmented system to enable effective integrated planning and continuous re-evaluation of outcomes.

National Disability Agreement

The Australian governments have recognised some of these shortcomings. In July 2008, Community and Disability Services Ministers acknowledged that ‘people with disability, their families and carers are often faced with a fragmented service system lacking in early intervention and often driven by crisis’. Community and Disability Services Ministers’ Conference Communiqué, 23 July 2008. 

The current approach to improving disability services has been to increase funding under the National Disability Agreement and to gain commitment from States and Territories to improve the existing system. 

The Commonwealth is providing approximately $5 billion in funding over five years to the States and Territories to provide for more services and to achieve reform of the disability service system over the life of the new Agreement. Under the new Agreement announced at the Council of Australian Governments in November 2008, States and Territories have committed to build ‘end to end disability services systems within each state’. Council of Australian Governments Communiqué, 29 November 2008. The key elements of the reform of the disability service system are: 
	early intervention and planning to ensure that clients receive the most appropriate and timely support; 
	improved measurement of unmet demand for disability services;
	population benchmarking of disability services;
	a national workforce strategy to address attraction and retention of the disability services workforce; 
	a national quality assurance system for disability services; and
	national harmonisation of aids and equipment. 

The DIG’s view is that these are important initiatives moving in the right direction but on their own will not deliver the individual and life focus that is required to enable people with disability and their families to maximise their potential.
Level of unmet need

Because of limited reliable data, it is very difficult to determine the level of current unmet need for services for people with disability. A 2005 Australian Institute of Health and Welfare analysis AIHW 2007, Current and future demand for specialist disability services, AIHW, Canberra. of Commonwealth State Territory Disability Agreement funded services, showed a high level of unmet need. Noting that its estimate of community access to services was conservative, the analysis found:
	unmet demand for accommodation and respite services—23,800 people; and 

unmet demand for community access services—3,700 people.

Since then, unmet demand for specialist disability services has risen, with recent trends indicating a 7.5 per cent growth each year in real terms. Government spending on disability services has not kept pace with this. 

In work undertaken for the NSW Government in 2004, PricewaterhouseCoopers (PwC) analysed potential unmet need by considering the proportion of care needed over time if current service levels remain the same. PwC grouped people with severe and profound disability into relative support needs and estimated the difference between hours needed and hours provided. 

PwC estimated that unmet need for people requiring constant support would grow from 1 per cent of what they require in 2004 to 49 per cent by 2031. For those requiring regular support, unmet need will grow from 25 per cent in 2004 to a projected 48 per cent in 2031; and for those requiring lower support, unmet need will grow from 77 per cent in 2004 to a projected 90 per cent by 2031.

Without sufficient formal care and support, people with disability will continue to rely heavily on their families, and the current system will continue to even more tightly ration resources specifically to those in or on the verge of crisis. This will lead to increasing ‘burn out’ of carers and families with higher ultimate costs for governments. Many carers are too exhausted to work in paid employment or will themselves become disabled.

Incentives to invest

The proposed NDIS would create a compelling incentive to invest in individual capacity. For the first time, the scheme would establish a direct relationship between improved capacity and moderating future costs. 

Timely interventions and treatments, appropriate aids and equipment, and training and development that improve functioning become sensible investments rather than welfare handouts. The scheme would lead to more positive results for a person’s wellbeing as well as being fiscally responsible.

A NDIS could also be structured to create incentives for families to invest or co-invest in services and support and thereby further contribute to lower long-term costs to government.

Basis for the proposed model

PwC worked with the DIG to consider the costs, benefits and governance of a National Disability Insurance Scheme. The Executive Summary of the PwC Report is at Appendix C.

This work assisted the DIG to develop the model that is now recommended to the Australian Government as a starting point of what should be a more detailed feasibility study. Clearly there is a wide range of issues and variables to be considered in the design of such a scheme. For the purposes of this exercise the DIG assumed a number of parameters to test the implications of a new insurance approach. 

There will be different views about the elements of the proposed model and therefore these should be considered in more detail in the proposed next phase—the feasibility study. However, the DIG believes that the social insurance approach reflected in its recommended model offers a practical and sustainable option for dramatically reforming the system of care and support for people with disability in Australia. Adopting this approach would signal a commitment to meeting the essential needs of people with disability.

The Australian Government Actuary (AGA) was asked to assess the reasonableness of the approach taken by PwC to cost the scheme. 
In summary, the AGA concluded that he was satisfied that PwC’s costings are consistent with their underlying population estimates and projections, the observed aggregate severity distributions and the assumed dollar cost distributions. The AGA noted the sensitivity of the population estimates to the assumptions around eligibility and exit rates from the scheme and consequently, the actual population could differ significantly from the PwC estimates. This would flow through to the costs of the NDIS. Nonetheless he concluded that the approach taken by PwC was reasonable in the circumstances.

The proposed NDIS would provide clients with an individualised and lifetime approach to care and support. The scheme would treat people equally on the basis of need, not on the basis of the cause of the disability, the State and Territory in which they live, or what services happen to be available. The scheme would work in a way similar to the no-fault injury insurance schemes that currently operate in some States and Territories.

Scheme coverage

The scheme would cover people with a severe or profound disability (that is, people who always or sometimes need help with a core activity or task) with onset before 65 years of age. It would cover care and support and related services on a needs basis for this population, for life.

The 2009 prevalence (including one year of new incidence) of this population is about 600,000, with condition groupings as follows:
	sensory conditions (12,000);

injury (15,000);
nervous system disorders (41,000);
	congenital anomalies and intellectual disability (82,000);
	mental illness (206,000); and
	physical conditions (223,000). PwC 2008, p.5.

Further work is needed to consider the extent to which all of these conditions (particularly some of the physical conditions where the care required is very illness-related) are appropriately funded through a disability insurance system rather than through the health system. The physical group is largely made up of people with care needs stemming from cancer, musculoskeletal diseases, diabetes and stroke. The DIG has included these conditions in the proposed model, however, if this group was excluded the scope and cost of the scheme would be significantly reduced. 

Similarly the age cut-off for entry into the scheme could be considered in this context. On balance, the DIG takes the view that people who acquire disability over the age of 65 years are better treated in the aged care and health systems.

Considered by severity of support need, the distribution of the population includes:
	constant support need (40,000);
	frequent support needs (104,000);
	regular support needs (32,000);

Grade B lower support need (86,000); and
Grade C lower support need (316,000). PwC 2008, p.6.



New National Disability Insurance Scheme
Coverage
People with severe and profound disability, acquired before the age of 
65 years, would be eligible for life.
The scheme would cover the existing eligible population at start-up as well as new incidence. 
An entry assessment tool would be developed based on functional requirement rather than cause of impairment or medical diagnosis, replacing the multitude of existing assessment instruments.
Coordinated services would provide care and support including respite, accommodation support, aids, equipment, transport and a range of community and day programs.
Income support, housing and employment services would remain separately funded from the scheme, but should be integrated to provide support and opportunities for people with disability as part of a holistic approach.


Income support for people with disability is provided through the 
DSP. While the DSP has recently been reviewed as part of the Pension Review and, like other income support entitlements, is funded from general revenues, it may be preferable to explicitly include contingencies for future income support for people with disability within the scheme. 

This approach would strengthen the incentives to invest in people with disability to fulfil their potential to participate and contribute to the community in the same way as other Australians. The implications of this approach should be considered further in the feasibility study as it could have significant long-term benefits in terms of lower costs as well as better outcomes.

A social insurance approach

A NDIS would replace the current arrangements for funding disability services and would work in a similar way to the no-fault injury insurance schemes that currently operate in some states. The scheme would operate as a social insurance scheme reflecting the shared risk of disability across the population. 

Under a social insurance approach, the risk of disability and the costs of meeting lifetime needs are the starting point. The necessary funding is then actuarially estimated after considering the expected claims, expenses and the cost of capital, while also considering the desired outcomes for scheme participants across their lives. 

Phased implementation over 7 to 10 years would enable the necessary growth in service infrastructure and workforce. Investment would rise incrementally over time. Funding for the scheme could come from general revenue or a Medicare-like levy. 

For the first time an integrated system of funding, purchasing and delivering disability services would be available in Australia. The proposed scheme would help to address unmet and under-met need for care and support and the unsustainable reliance on carers. At the same time, the scheme would ensure a viable system and engage in partnerships between funded support, informal support and community-based activity and infrastructure.

The DIG notes that the recently released final report of the National Health and Hospitals Reform Commission (NHHRC) A Healthier Future for all Australians proposes the establishment of health and hospital plans under a scheme entitled Medicare Select. National Health and Hospital Commission Final Report, A Healthier Future for All Australians, June 2009, pp. 156-159. These plans would cover the whole of a person’s care through life. The NHHRC suggests that this would provide strong incentives to focus on prevention and better management of chronic diseases through early intervention, service integration and coordination and also drive innovation. The NHHRC notes the possibility of extending coverage to disability services. 

The DIG notes that any work commissioned on the feasibility of Medicare Select should align with work on the feasibility of a NDIS.

The introduction of a core NDIS could also enable a range of innovative private investment opportunities to emerge. With a certain and reliable stream of ongoing essential care and support, individuals and families would be encouraged to make additional private provision for the future in areas such as housing, in the same way as compulsory superannuation has encouraged more private contributions to retirement savings.


Implementation
Phasing the implementation and investment in the scheme over 7 to 10 years would enable the necessary growth in service infrastructure and workforce. It would also recognise that many families will want to plan and transition gradually from their current informal care arrangements to more formal support structures.
The DIG proposes that the additional cost of the scheme be funded from general revenue or by a Medicare-type levy reflecting the shared risk of disability amongst the population.



Whole-of-life response

Under the scheme, coordinated services would provide care and support including aids, equipment, transport, respite, accommodation support, and a range of community and day programs.

People with disability and their families would have certainty and clarity about options from the point of diagnosis of a disability. Each person would be entitled to an appropriate whole-of-life suite of services that would facilitate independence and maximise potential. As in other families, this is still likely to be a mixture of formal and informal care, as individuals and families make decisions about appropriate arrangements at various stages of life.

Management, governance and risks
 
To be sustainable an insurance scheme must be well-governed and managed. The DIG proposes that a new statutory authority be established to govern the NDIS.

The scheme would also require disciplined monitoring and evaluation across a number of dimensions of each client’s life plan such as health outcomes, work outcomes and service use. 

The proposed model faces two key risks.
	The scheme could become financially non-viable. Australia limits the current disability system by rationing expenditure through fixed budgets and some indexation. These limits have resulted in the current levels of unmet need. In the proposed scheme, a strong prudentially-focussed and commercially oriented board of directors would deal with this risk by managing downward pressure on costs. 
	Stakeholder support for the new scheme may decline because of dissatisfaction with the quality of services and poor outcomes for clients. A ‘demand-push’ by beneficiaries and/or their carers and advocates for more benefits would put upward pressure on costs and would need to be managed by clear engagement with stakeholders (beneficiaries and carers) and their representatives. An advisory council including representatives of beneficiaries, carers, service providers and governments is proposed to provide advice on quality and appropriateness of services.


Drawing on the experience of accident compensation schemes, these two opposing pressures can be harnessed through good governance to achieve a balance between available benefits and affordable levies.

Parameters

The costs of a NDIS will depend on ultimate decisions about the parameters and operation of the scheme such as coverage, level of service provided and funding arrangements (pay-as-you-go, partial or full funding), and will need to be calculated in the context of a detailed feasibility study.  

To provide an indicative gross cost of the DIG model, PwC used a range of assumptions around service models and triangulations of data sources, noting that none were specifically designed for this purpose. 

The assumed service model for a NDIS recognises current unmet and under-met need, and so seeks to address the current unsustainable reliance on informal carers, as well as future needs. At the same time, it acknowledges the need to achieve a balance between formal paid care and an infrastructure of informal care and community-based care (including workplace) options.

The DIG also recognises that any new support for people with disability needs to fit into the broader economic and social security framework. 
As a result, the cost of housing for people with disability has not been included in the NDIS proposal. Disability is only one of many reasons why some people are poor. Therefore, where people with disability cannot access private sector finance, the NDIS proposal has been structured to fit in with government-sponsored affordable housing schemes.

Compared to the existing pay-as-you-go system of welfare programs, the DIG thought it desirable to introduce some of the discipline and longer-term stability of the funded compensation systems. At the same time, it was seen as important to include people with pre-existing disability (that is, not just new incidences of disability). 

Accordingly, the preferred coverage and funding option is one which assumes:
	introduction in 2011 to allow time for the proposed feasibility study;
	a coordinated service model providing care and support including respite, aids, equipment, transport assistance and a range of community and day programs;
	a cost model commitment based on the notion of ‘reasonable need’ for services; and 
	funds are set aside each year to meet some of the future costs of care.  
(For more information, see Appendix D)


The estimate of care and support was based on existing and emerging models in the disability sector. On this basis, $100,000 per annum is a benchmark figure for shared 24-hour supported accommodation, $50,000 is the approximate cost of a position funded under the attendant care program, and the lower tiers of $25,000 and $10,000 purchase a variety of personal and community support packages.

An amount of $1,000 is allocated to lower level need and children but does not necessarily mean that these people will all receive one hour of support per week. Rather it would enable a significant budget ($300 to $400 million per annum) to be available to develop infrastructure, crisis and episodic support in a range of circumstances.

Costings

In the five years to 2007-08, the total cost to government of the Commonwealth State Territory Disability Agreement and the Home and Community Care program grew by an average of 4.8 per cent per annum in real terms. This growth in outlays is driven by an increase in demand for services, largely as a manifestation of unmet need and the increasing inability of informal carers to cope. Slowly but surely the unmet need is manifesting itself through creeping cost escalation in the existing system. A NDIS provides government with an avenue to take control of and steer this inevitability, while also driving increased efficiency and better outcomes for people with disability and their families.

PwC estimates that the preferred model described above would require additional funding in the first year of operation of $0.97 billion, $2.04 billion in the second year of operation and with proposed annual increases of 10 per cent to the full year additional cost of $4.56 billion over current projected expenditure to 2020. Within a generation, NDIS expenditure would stabilise below the levels expected, if the current system continues to grow at the same rate. PwC 2008, p.108.

There is also a range of potentially very significant offsets that would need to be taken into account in a full costing, including:
	income support savings: a NDIS will lead to better employment outcomes and a reduction in the number of people on the Disability Support Pension (DSP). On reasonable assumptions this could amount to a reduction in DSP recipients of 140,000 people within 10 years, implying an annual saving of $1.6 billion at that time. There would be additional savings through reductions in Carer Payments;
	health care offsets: the calculations of the cost of a NDIS include $2.34 billion for the costs of care of people with a variety of physical conditions including cancer that may be more appropriately met through the health system;
	aged care offsets: about half the people who now receive aged care incur their disability before the age of 65 and so, progressively, would be covered by the NDIS. While very small initially, in 2046-47, a NDIS could account for half of the aged care costs which are projected to amount to 2.0 per cent of GDP; and
	lower homelessness and criminal justice costs: better managed care and support should reduce the incidence of disability leading to homelessness, crisis accommodation, child protection system, drug and alcohol services, hospitalisation and imprisonment. This could generate savings of several hundred million dollars per annum over time.


The offsets to a NDIS are likely to build over time and provide long-term sustainability for Australia’s disability support system. They are explained in more detail in the following pages.


Future offsets against the cost of a National Disability Insurance Scheme

The proposed feasibility study should examine the following likely impacts of a NDIS on government expenditure beyond the disability services system.

Income support savings: the cost of DSP, as at June 2008, was some
$8.8 billion per annum, in respect of over 700,000 recipients. There are about 70,000 new DSP recipients every year (across all age groups), and very few recipients leave, other than to move onto the Aged Pension.

Of the 500,000 people of working age with a severe and profound disability, an estimated 365,000 are not in employment, and presumably receive a DSP. A more active management and support model for people with a disability (including community and workplace responsibility and ownership), such as a NDIS, would improve employment outcomes for people with disability.

Currently, only around 2 per cent of people on the DSP each year cease receiving this payment without going onto another form of government income support. This may be contrasted with workers’ compensation schemes that achieve much better rates of return to work. If the ‘recovery rates’ amongst people on the DSP could be increased to 4 per cent per annum, the projected number of people on DSP would be reduced by 140,000 in 10 years, which would be equivalent to a $1.6 billion annual saving. These recovery rates have been shown to be achievable for even the most difficult long-term claims in worker compensation.

In addition to DSP, some $2.7 billion per annum is paid in Carer Payment and Carer Allowances to people who support someone with disability. To the extent that employment outcomes are achieved for people with a disability, one could expect a proportionate saving for their carer responsibilities and improvement in their own employment prospects.

Moreover, in both of these cases, increased workforce participation would provide positive government revenue in taxation income.

Health care: it is estimated that by 2020, 80 per cent of Australia’s healthcare costs will be consumed by people with chronic and complex health conditions requiring ongoing, long-term care. These are the same people who would be clients of a NDIS. Moreover, the bulk of this expenditure is on care rather than health. PwC 2008, p.111. 

The DIG’s model includes a number of physical conditions that may be seen to be more appropriately treated in the health system. PwC’s estimate of the costs of supporting people with these conditions when the scheme is fully operational is:
	Cancer – $1.63 billion;

Diabetes – $0.38 billion;
Cardiovascular (excluding stroke) – $0.08 billion;
Respiratory – $0.10 billion;
Inflammatory Bowel Disease – $0.02 billion; and
Genitourinary diseases – $0.13 billion.

Therefore excluding these conditions or at least recognising that some of the costs are already being covered by the health system, would lead to a significant reduction (up to $2.34 billion, or 20 per cent) in the estimated gross additional cost of a NDIS.

The scheme would make a substantial contribution to mitigating the economic and social burden of disease by providing appropriate care and support for people with severe and profound disability arising from chronic and complex diseases, and promoting a more active and healthier lifestyle.

Aged care: approximately 50 per cent of Australia’s estimated 1.2 million people with a severe and profound disability are aged less than 65. Therefore, it is reasonable to assume that, in future generations, at least 50 per cent of people with a severe and profound disability aged over 65 will have incurred their disability before age 65, and will therefore become eligible for NDIS.

On this basis, a NDIS will ultimately be covering half the costs of aged care. DIG notes that some $7 billion is currently spent on community and residential aged care, or about 0.8 per cent of GDP (in 2006‑07). The government’s 2007 Intergenerational Report projects this cost to move to 2.0 per cent of GDP by 2046‑47. It is quite possible that 50 per cent of this burden could be funded by a NDIS at that time.

Homelessness and criminal justice: according to the Australian Bureau of Statistics there were about 105,000 homeless people on the 2006 Census night. People who have a mental illness, an intellectual or developmental disability, or a previous acquired brain injury were disproportionately represented in this group and many go through a vicious cycle of homelessness, supported accommodation, child protection system, drug and alcohol services, hospitalisation and imprisonment. People with disability and mental illness are over-represented in all these areas.

About 30,000 people consume some 45,000 episodes of supported accommodation per year in Australia and about 25,000 people currently reside in Australia’s prison system. It costs about $70,000 to $100,000 per annum to house someone in prison – giving an estimated total prison cost of $2 billion to $2.5 billion per annum. 

A well constructed program of intervention can achieve dramatic savings in both the social and economic costs of this system. For example, the Housing and Accommodation Support Initiative (HASI) in NSW achieved the following outcomes among its participants (110 people with mental illness and high levels of psychiatric disability): Social Policy Research Centre. Stage One Evaluation Report. HASI Initiative. September 2007 in PwC 2009.
	81 per cent reduction in average time spent in hospital for psychiatric and/or emergency admissions per person per year 
(from 89 days to 17 days);

78 per cent reduction in average length of hospital stay 
(from 30 days to 7 days);
78 per cent reduction in rate of incarceration 
(from 30 per cent to 7 per cent);
	30 per cent reduction in life skill related disability;
15 per cent reduction in psychological distress; and
40 per cent increase in Global Assessment of Functioning (occupational, social and educational).

The estimated recurrent cost of the HASI program was about $57,000 per participant. This is comparable to the higher support levels proposed under a NDIS, but less expensive than the costs of incarceration or an average of 89 days in a psychiatric hospital. As an illustration, a 10 per cent reduction in the cost of imprisonment and hospital-based mental health would represent about $200 million savings per annum.

It would therefore be reasonable to expect that a NDIS, with its planned and structured support for people with disability, will lead to significant savings in the hospital, judicial, homelessness and other social support systems.

Consistent insurance schemes

A NDIS should complement nationally consistent state/territory-based insurance schemes covering motor accident, workers’ compensation, public liability (general injuries) and treatment injury. 

A number of state/territory-based insurance schemes currently cover a range of injuries (most significantly traumatic spinal cord injury and brain injury) with wide differences in coverage and entitlement across jurisdictions and across cause of injury. About half the people traumatically injured at work, in traffic accidents, through medical incidents or in other specified ways (including sporting injury and assault), receive lifetime care and financial support through compensation schemes or through the litigation system. This is not available to people born with disability or acquired in other ways. 
Most of this injury insurance is paid in lump sums, and beneficiaries may also need to access the wider disability welfare system when their available reserves run out.

To ensure a comprehensive and equitable national approach, the various insurance schemes that provide lifetime care and support for traumatically injured Australians should extend to become no-fault and nationally consistent. 

The Commonwealth and State and Territory Governments should work together in the context of the feasibility study to ensure that state-based accident insurance schemes are consistent with the proposed national scheme. 


Providing Benefits for People with Disability under the New National Disability Insurance Scheme—a Summary

The benefits of the proposed NDIS include:

	all people with disability would be entitled to an appropriate whole-of-life suite of services and support;


	people with disability and their families would have certainty and clarity about options from the point of determination of a disability;


	case management would be available to facilitate independence, maximise potential and work with individuals and families to plan transitions over their lifetimes;


	early intervention would be a top priority;


	training, development and access to work would build self-esteem and reduce long-term costs;


	families would be able to make choices about the combination of work and informal care for family members at various life stages, as in other families;


	an integrated system of funding, purchasing and delivering disability services would be available to Australians for the first time;


	the proposed scheme addresses the current unmet and under-met need for care and support, and the unsustainable reliance on carers; and 


	the introduction of such a scheme would enable a range of innovative private investment opportunities to emerge.



Part 4: Ensuring Income Support is Adequate

Key DIG findings

Public policy should fully support the reasonable aspirations of people with disability for economic independence. For most Australians this comes through work, and so it should be for people with disability. However, for people unable to support themselves fully through employment, income support is vital.

Eligibility for the Disability Support Pension (DSP) is based on an assessment of impairment that prevents individuals from working or re-skilling for work. Like many other income support payments, DSP is provided as an entitlement—that is, if a person meets the criteria they receive the payment. 

Once a person is eligible for DSP as an adult, the amount of payment does not vary in relation to the degree of impairment or life stage. It is assumed that other needs such as care and support, aids, equipment and transport are met through service systems administered separately in each State and Territory. 

Over the past decade, Australia has seen a 35 per cent increase in the numbers of DSP recipients and a 395 per cent increase in Carer Payment recipients. Department of Families, Housing, Community Services and Indigenous Affairs 2008, Pension Review Background Paper, p.32. Nearly 43 per cent of people with disability have their primary income via a pension or allowance, compared with 13.6 per cent of the general population. ABS 2003. 

The Pension Review

The DIG strongly supported the work of the recent Pension Review as part of the Review of Australia’s Future Tax System. The Review, led by 
Dr Jeff Harmer, Secretary, Department of Families, Housing, Community Services and Indigenous Affairs (FaHCSIA), looked at measures to strengthen the financial security of seniors, carers and people with disability. The DIG urged the Pension Review to consider an adequate level of income support for people with disability and carers. 

The background paper prepared by FaHCSIA for the Pension Review found that people on a DSP are among the poorest in the community and show greater signs of financial stress than single old age pensioners. 

Disability leads to a much higher cost of living for many. During its consultations, the DIG repeatedly heard that ongoing costs of home modifications and purchase of aids and equipment drains the family budget. These items are not luxuries, they are necessities, and income support is not sufficient to provide an adequate standard of living for people with disability and their families. These additional costs vary considerably from person to person and so support needs to respond to individual needs.  

The DIG notes the initiatives in the Commonwealth Government’s 2009‑10 Budget which arose from the Pension Review report. These initiatives related to increases for recipients of a DSP and Carer Payment under the Australian Government's Secure and Sustainable Pension Reforms.

Under the new arrangements the government will provide an additional: $32.50 a week for single pensioners on the full rate of pension; and $10.15 
a week for pensioner couples. The government will also provide carers with a new annual Carer Supplement of $600.

While these increases are welcome, the DIG believes that the adequacy of income support for people with disability and carers should continue to be closely monitored. 

The DIG has not recommended inclusion of income support in a NDIS. However, as noted earlier, it would be useful for the feasibility study to consider this issue and whether there would be benefits in having a more fully integrated scheme. 


Part 5: Improving Savings and Taxation Incentives for Privately-Funded Services 


Recommendation 2

DIG recommends that the feasibility study into a National Disability Insurance Scheme includes further examination of the potential for any of the following measures to enhance additional private provision for people with disability.

Action on the recommendations of the Senate Standing Committee on Community Affairs in its report on Special Disability Trusts, Building trust: Supporting families through Disability Trusts, October 2008.

Setting up a savings plan with incentives for family members to save for the short- to medium-term financial needs of a family member with disability.

Removing taxes on essential goods and services required by people with disability, their families and carers.

Introducing a Disability Support Tax Rebate into Australia’s tax system to recognise the work-related costs of people with disability and carers.

Development of private housing and services models that could complement a NDIS.

This would require consultation with other parts of government, including importantly, the Review into Australia’s Future Tax System.


Key DIG findings

The proposed new disability policy framework should include a number of measures to boost private savings, promote asset transfers, recognise the additional costs of people with disability, their families and carers and remove tax imposts which are inhibiting private provision.

The absence of an entitlement for care and support for people with disability has created barriers for private investment. Many creative options for private investment in housing flounder, for example, because there is uncertain and unreliable care and support. Families who are willing to provide for relatives with disability are often thwarted by the fragmented and uncertain service system. 

Private investment will not and should not substitute for a basic level of individualised care for people with disability. A core system of entitlements, as proposed in a NDIS, would provide a strong platform for additional private contributions towards the care and support of people with disability. 
The final design and implementation of the following recommendations to promote private provision will depend on government progress towards establishing the scheme. Without the scheme, any supplementary measures will make a much less significant contribution to dealing with unmet need.

Special Disability Trusts

In September 2006, Special Disability Trusts (SDTs) were introduced to assist parents and immediate family members wanting to provide a financial contribution towards current or future accommodation and care of a family member with severe disability. SDTs were designed to allow families to make these contributions without reducing the person's entitlement to a DSP, the Age Pension, a pension from Veterans’ Affairs, and related benefits. However, since then very few SDTs have been established. 

In October 2008, the Senate Standing Committee on Community Affairs prepared a comprehensive report on Special Disability Trusts, called Building trust: Supporting families through Disability Trusts. Senate Standing Committee on Community Affairs 2008, Building trust: Supporting families through Disability Trusts, October, at http://www.aph.gov.au/Senate/committee/clac_ctte/disability_trusts/report/index.htm  Its recommendations are shown in Appendix F.

The Committee had substantial concerns about the effectiveness of the current arrangements. They found that eligibility requirements are too restrictive so that many people with severe disability, including intellectual disability and disability resulting from mental illnesses, cannot benefit from the trusts. The Committee also said that the concessional limit on trust assets is too low and does not allow families and carers to provide effectively for the future.
The Committee also found that tax arrangements which currently apply to SDTs diminish their value for carers and people with disability. Applying capital gains tax to the sale of a beneficiary's primary residence and the high rate of tax applied to trust earnings are particular disincentives to investing in the trusts. A major shortcoming is the tight restrictions on uses of SDTs. People see little point in setting aside funds if they cannot use them to provide the accommodation, care and support that their loved one needs to live as independently as possible.
The Commonwealth Government’s response in the 2009‑10 Budget to the Senate Committee report on SDTs contains some initiatives that address barriers preventing families from making financial contributions to the care and accommodation needs of a family member with severe disability. These initiatives include the following:
	unexpended Special Disability Trust income will be taxed at the beneficiary’s personal tax rate, rather than the top marginal tax rate, with effect from the 2008‑09 income year;
	the sale of a residence owned by a Special Disability Trust and used by the beneficiary as their main residence will be exempt from capital gains tax, with effect from 1 July 2009; and
	the Special Disability Trust guidelines on care and accommodation expenses will be revised within current legislative provisions, to broaden the types of expenses that can be met from Special Disability Trust funds, and to provide greater clarity in regard to expenses that are allowable.


The DIG notes that there are other shortcomings of SDTs. Firstly they are a way of transferring assets rather than a way of promoting savings. Secondly, because SDTs are individual trusts they are expensive to establish and maintain as they need auditing, and they are likely to pay retail rather than low-cost wholesale fund management fees.  

The DIG therefore examined whether SDTs could be extended to promote savings as well as asset transfers, and become integrated into the superannuation system to benefit from its economies of scale. However, because of the very specialised technology and operating rules that underpin the superannuation industry this is not practical.

The DIG also received submissions and heard during its consultations that families are willing to stretch themselves financially (as well as physically and emotionally) to support a family member with disability, provided it increases the prospect of improved and increased services. Changing SDT arrangements could:
	promote savings and asset transfers in low-cost ways;

increase the available pool of private savings; and
supplement government-funded support.
The DIG believes that further reform in relation to accessibility to SDTs should be considered. DIG recommends that the potential for SDTs to contribute to additional private investment in services, including further consideration of the Senate Committee’s recommendations, should be considered as part of the feasibility study of a NDIS.
International savings schemes

A recent study to examine special savings schemes operating in other countries designed specifically to assist people with disability and their families found that only a small number of models exist and there is limited international experience on which to draw. The Allen Consulting Group 2008, International Review of Future Planning Options.  Indeed, Australia’s development of SDTs was one of the few innovative models developed to suit the needs of people with disability and their families.

The research highlighted the types of incentives available or proposed by overseas governments to encourage private financial provision, including 
co-contributions or matched savings, tax deductibility for contributions, and tax exemption for income earned from savings. 

While in Australia SDTs exist to assist families to privately fund the 
longer-term care and accommodation needs of a family member with disability, a savings plan option could provide an incentive to families who are less able to contribute to a mechanism such as a SDT. A new savings plan could also provide a way to save funds to purchase accommodation or support.

Four examples of overseas savings plans are documented which are highly adaptable to Australia. 


International savings plan models

Savings Gateway (United Kingdom—starting up in 2010) 

Savings account for low income groups such as those on government benefits including Incapacity Benefit.
	Aims to help people save and improve financial literacy.
	Capped co-contributions by government after maturity at two years. 
	Co-contribution amount and match rates yet to be determined.

The Child Trust Fund (United Kingdom—introduced in April 2005)

Long-term savings and investment account to provide incentive for parents to save for their children and to encourage children to save.
	Initial endowment of ₤250, double that for low income; additional ₤500 at age 7; cannot be accessed until maturity when child turns 18.
	Parents, family and friends can make tax deductible contributions; earnings exempt from income tax.
	Operated by private sector financial institutions.

Financial Security Accounts for Individuals with a Disability (United States—a proposal)

Special savings account with tax deductions for parents/carers of children with disability for contributions of up to $US 2,000 per year, subject to income limits, for future expenses associated with a child’s disability.
	Income tax-exempt and disregarded for pension entitlements.
	Capped at $US 500,000 over a person’s lifetime. 


Registered Disability Savings Plan (Canada—implemented in 2008)

Contributions (not tax deductible) with no annual limit, but a lifetime limit of $CAN 200,000 to help parents and others to save for the long-term financial security of a beneficiary who has a prolonged and severe physical or mental impairment.
	Earnings generated from accounts are tax exempt.
	Matched government contributions up to $CAN 3,500 per annum.


Features of a new Australian savings model

The features of an Australian savings plan model could include some of the following elements:
	tax-deductible contributions made by family members for the purpose of providing for the needs of their family member with disability;  

no annual contribution limit but lifetime contributions to be capped at $200,000;
earnings on the savings account to be tax exempt;
earnings on the savings account to be exempt from the social security income and assets tests, or exempt up to a specified limit;
	matched government co-contribution for contributions over $500 (matched dollar-for-dollar) up to $3,000 per annum;
withdrawals can be made at any age (of person with disability) after a specified period—for example two years; and
withdrawals can only be used to meet expenses associated with the beneficiary’s disability and can be contributed to a SDT.

The DIG recommends that any savings plan or further changes to SDTs should be considered together with the feasibility of a NDIS. This would ensure that arrangements would be as consistent and flexible as possible, and that any concessional treatment is well-targeted. Savings plans may not be cost-effective if set up in isolation or where they involve high compliance costs. 

Incentives for additional private savings could make an important contribution to meeting the future costs of people with disability, in the same way as extra voluntary superannuation contributions are today adding to future retirement incomes. 

Privately-funded services

In the health, education and aged care sectors, government-subsidised and private services operate side-by-side with government-only funded services.

In the disability sector there is currently no government-subsidised private system. For example, the DIG consultations highlighted that if a family wants to contribute to the costs of providing support and shared accommodation to a family member by buying or developing a purpose-built dwelling, and then seeks funding for care and support, they can be seen as ‘queue jumpers’. 

A number of people at the DIG consultations said that they were not looking for handouts from the government. What they wanted is a reduction in the bureaucratic barriers that prevent them from fully looking after their children.

However, private capital contributions are not very common. More generally, potential for families to maximise private contributions is hindered because a shared, two-tier model (together with supported savings mechanisms) is simply not available.

Private accommodation models

The DIG heard from a number of non-profit organisations about their innovative models to provide home ownership and/or supported accommodation for people with disability. This includes the Hope Australia Urban Village Model and Foresters Community Finance. 
(For more information, see Appendix I)

A joint submission was received from Foresters Community Finance and Parent to Parent Association QLD. The submission details a community economic development model to mobilise social investment in a trust structure to secure long-term affordable housing and support for people with disability. Foresters says that taxation and financial legislation, and regulation of community economic development companies and community development finance institutions, stunt the growth of such entities and thus inhibit private investment in the community sector. They argue for government to provide legislative and statutory support for these entities.

Hope Australia has developed a model in which a unit trust is established to enable the parent/carer of a person with disability to secure guaranteed accommodation for their adult child or person they are caring for who has an intellectual disability. Hope Australia is not looking for capital funding from government or additional benefits. They want to have existing government benefits, currently received by the parent/carer—namely Carer Payment, Carer Allowance and associated respite program funding—redirected to Hope Australia to pay for care and support through Hope Australia’s proposed model.


Taxation incentives

People with disability often have a higher cost of living than other Australians because they need additional goods and services as a result of their disability. Tax paid on these goods and services imposes additional cost pressures. While all taxpayers are supposed to receive equal tax treatment, people with disability, and their families and carers tend to carry a higher tax burden because of their special needs and additional costs. 

Under the A New Tax System (Goods and Services) Act 1999, a limited number of exemptions from the Goods and Services Tax (GST) currently apply to disability aids, equipment and home modifications and furniture. 
They are specified in the regulations and have to be specifically designed for people with illness or disability. There is no exemption for a large range of other items directly related to disability, such as non-slip floor coverings, extra cleaning services, storage facilities for wheelchairs, or requirements for proximity to specialist facilities such as spinal units.

PwC was commissioned to review current indirect taxes and identify any opportunities and means for reducing taxes on people with disability, their families and their carers. PwC prepared a table setting out current tax treatment and some potential measures to improve the application of the indirect taxes to people with disability. PwC also looked at GST, income tax, stamp duty and customs. (For more information, see Appendix C)

The DIG considers that PwC suggestions to limit the disproportional financial burden of the taxes on people with disability have merit. The suggestions include:
	extending GST exemptions; 

extending the medical expenses tax offset; 
changing the tax treatment of disability housing investments; 
extending vehicle registration concessions; and
changing duty on imported vehicles, footwear, clothing and goods used extensively by people with disability. 

To reduce the disproportional tax burden on people with disability and their families and carers, the current Review into Australia’s Future Tax System should consider these and other ideas in the PwC report.

Costs of working

People with disability, their families and carers also face additional costs when they take up employment. Currently, there is little recognition in the taxation system of these costs, which can include additional respite and support services, aids and equipment. 

The DIG recommends that the Commonwealth Government consider the option of introducing a Disability Support Tax Rebate to help remove barriers to employment and active participation by people with disability, their families and carers. The Review into Australia’s Future Tax System should consider the merits of a rebate scheme.

The scheme would be similar to the Child Care Rebate, which is a non-means tested rebate for child care costs covering 50 per cent of out-of-pocket approved child care expenses up to the value of $7,778 (indexed in line with the Consumer Price Index) per child per family per annum. 

Similarly a Disability Support Tax Rebate could be applied to work-related expenses of disability aids, equipment, care or disability support necessary for working, studying and/or training. 

A Disability Support Tax Rebate would interact with other current and proposed tax concessions and disability services and programs. In considering the interactions, it is important that the rebate is equitably and fairly available, and that people who get the rebate cannot claim for costs already reimbursed through other means, for example, aids and equipment schemes. 

Section III: Other Recommended Areas for Action to Increase Investment in People with Disability

Part 6: Providing More Housing for People with Disability


Recommendation 3

DIG recommends that regulations for accessible and adaptable housing standards be strengthened to facilitate ageing in place; and as a first step, a set of no-cost and low-cost requirements be mandatory in all new residential buildings. 

Recommendation 4

DIG recommends that the National Rental Affordability Scheme be amended to better meet the needs of people with disability by: 

increasing the payment made in relation to housing for people with disability to recognise the higher costs of providing and servicing their housing (NRAS Plus); and

setting minimum adaptability and accessibility standards at least equal to the no-cost or low-cost standards in Recommendation 3.


Key DIG findings

Of all disability services, the most significant unmet demand and the greatest anxiety for families relates to housing and accommodation.

Most people with disability face significant challenges securing private housing. This is because the disability housing sector is not sufficiently profitable to attract purely commercial investment. People with disability usually have to rely on the capabilities, resources and determination of their own families or groups of parents to develop solutions. 

Traditional approaches to housing support for people with disability have tended to result in disjointed housing services and support. Housing often reaches a crisis point when informal care is no longer available, such as when a family carer dies. 

The Commonwealth and State and Territory Governments provide significant funding for community and public housing for people with disability. 
People with disability constitute an increasing proportion of those in public housing, from just over 20 per cent in 2001‑02 to almost 40 per cent in 2005‑06. 

The Commonwealth Government also pays income support supplements to those in the private rental market, for example, Rent Assistance payments from Centrelink.

Governments fund shared supported accommodation under the National Disability Agreement, with costs of the dwellings met through a mixture of government funding, contributions from disability organisations, philanthropy, and fund raising by parents and other supporters. Occasionally, families can also access government funds to contribute to home modifications so that a person with disability can be cared for at home.

Developing housing stock for people with disability has traditionally happened as part of the disability service system, rather than as part of a broader approach to affordable housing. This specialised approach initially led to accommodating people with disability in large institutional homes. In recent decades, Australia has seen a shift towards shared accommodation models distributed through the broader community and more innovative models of accommodation.

The quality of care and support within current shared and supported accommodation may also not meet expectations. Because of shortages, people can find it difficult to contest or question service providers that deliver part or fully-funded accommodation. This often leads to ‘client capture’. 

An alternative approach is to provide more choice, by separating the care and support from the physical infrastructure or dwelling. This recognises that preferred suppliers of accommodation and care and support to people with disability may not be the same organisation. In this alternative framework, providing housing should form part of an affordable housing strategy because disability is just one among many possible causes of poverty. However, the housing must be accessible.

Building regulations

Urgent government action is needed as voluntary building standards for accessible and adaptable housing have failed to ensure that most new dwellings are suitable for people with disability, despite the predicted rapid increase in the proportion of the population with disability over the next 
40 years. 

Mandatory national building standards are needed, which specify design principles and requirements that accommodate people with disability and facilitate ageing in place. This recognises that as people age they will acquire disability and that by 2051, 27 per cent of the population will have disability.

The DIG recommends that as a first step, a set of no-cost and low-cost requirements become mandatory in all new residential buildings. A minimum set of requirements would include:
	a continuous accessible path of travel from a parking area or allotment boundary and a level entry into the home;

a bathroom on the ground floor with reinforced walls, to allow for future adaptation and a hobless, step-free shower recess;
external and internal doorways with a minimum 850mm width;
corridors on entry level with minimum 1,000mm width;
	space on the ground floor capable of use as a bedroom and living area; and
a kitchen area capable of adaptation to provide sufficient turning space between benches.

National Rental Affordability Scheme 

The recently introduced National Rental Affordability Scheme (NRAS) could help lift the level of private investment in housing for people with disability. Under the NRAS, private investors receive tax incentives to build new affordable rental properties. However, the DIG recommends a number of refinements to improve the scheme’s responsiveness to people with disability. 

Given the additional costs for establishing disability accessible or adaptable accommodation, and the higher ongoing costs of managing tenancies involving people with disability, applying the standard level of incentive to housing for people with disability will not necessarily attract any additional investment in appropriate disability housing.

Consistent with the Commonwealth Government's social policy objective of improving the housing and other circumstances of people with disability, it is important that the NRAS is modified to reflect the higher costs of housing for people with disability. One approach would be to set an additional level of subsidy in return for a guaranteed minimum number of people with disability housed on a project-by-project basis.

The DIG notes the target of 50,000 affordable rental dwellings by 2012 and short timetable for expressions of interest and lodgement of tenders. Therefore, a trade-off is likely between meeting the volume targets and adaptability and accessibility standards, given that much of new housing stock currently under construction is not properly accessible. 

Given the ageing population and people acquiring disability as they age, and the social and economic benefits of people ageing in place, it is vital that new housing stock built through the NRAS is accessible and should at least conform to the minimum set of building regulations outlined above.

The DIG notes that eligibility for NRAS is modelled on eligibility for Commonwealth Rent Assistance or for the low income Health Care Card. The DIG suggests looking again at the eligibility provisions for tenancy under the scheme, particularly as they relate to people with disability who have taken up employment. Otherwise, this group will face even higher effective marginal tax rates if they enter the workforce. In this way, the NRAS may unintentionally act as a further barrier to the employment of people with disability.

The DIG made these suggestions to FaHCSIA in May 2008, in response to the NRAS technical discussion paper. (A copy of the letter is at Appendix H)

Social Housing Initiative—Nation Building - Economic Stimulus Plan 

In February 2009, the Commonwealth Government also announced the provision of additional funding for social housing under the Nation Building - Economic Stimulus Plan. This initiative will provide funding of $6 billion over three and a half years from 2008‑09 to 2011‑12 for the construction of new social housing and a further $400 million over two years for repairs and maintenance to existing public housing dwellings. It is being conducted in partnership with the State and Territory Governments. It will provide a boost to public housing and housing administered by the not-for-profit community sector and is designed to assist low income Australians who are homeless or struggling in the private rental market.

The DIG notes that under this initiative, Commonwealth guidelines include a requirement that most constructed dwellings adhere to universal design principles that facilitate better access for people with disability and older people. Additionally, the government is targeting a higher level of adaptability in at least 20 per cent of these dwellings which will need to meet the Australian Standard for Adaptable Housing AS4299-1995, Class C.

Designed to increase affordable housing supply, these new schemes have the potential to contribute to meeting the housing needs of people with disability, provided the housing is accessible. This highlights a broader housing policy issue. Despite a voluntary disability access and adaptability building code, most new private dwellings are not accessible or adaptable. This policy failure contributes to increased costs in the long-term, especially as the proportion of the population with disability will increase rapidly over the next 40 years. The policy is also inconsistent with ageing in place objectives.





Part 7: Offering Better Employment Opportunities


Recommendation 5

DIG recommends a change of focus for Disability Employment Services (formerly Disability Employment Network) to direct candidates with disability into the mainstream recruitment market, rather than act as employment agencies in their own right; and to ensure that services are appropriately targeted and delivered in a way that the private sector will access them.

DIG also recommends that access to funded services in the Disability Employment Services be available to people in Australian Disability Enterprises who want to take up employment in the open labour market.


Key DIG findings

Australia is not performing well in assisting people with disability to benefit from employment. Not only is Australia’s rate of workforce participation by people with disability lower than most Organisation for Economic 
Co-operation and Development (OECD) countries, Australia’s rate is actually declining while the employment rate of people with disability in like countries is increasing. 

The OECD recently noted that Australia’s employment rate for people with disability is disappointing, given the growth of our economy over recent years. 

The OECD ranked Australia: 
	13th out of 19 countries on the employment rate for all people with disability; and

lowest of 16 countries on the percentage of people receiving disability related benefit while they were also employed (only 11 per cent of people receiving these benefits were in employment in Australia). Organisation for Economic Co-operation and Development (OECD) 2003, Transforming Disability into Ability: Policies to promote work and income security for disabled people, OECD, Paris.

The labour force participation rate of Australians with disability in 2003 was 53 per cent, compared with 81 per cent for people without disability. 
The unemployment rate was 8.6 per cent compared with 5 per cent for people without disability. 

People with a profound level of core activity limitation had a much lower labour force participation rate (15 per cent) and a higher unemployment rate (14 per cent). 

The labour force participation rates for people without disability rose from 
76 per cent in 1988 to 81 per cent in 2003. However, for people with disability there was little change over this period with participation rates remaining between 51 and 53 per cent. ABS 2003. 

In Australia, only 35 per cent of people with disability receive their primary income through a wage, compared with 63 per cent of people without disability. In 2003, the median gross personal income per week of people aged 15–64 years with a reported disability living in households was $255, compared with $501 for people without disability. Median gross personal income per week decreased with increasing severity of disability, being lowest ($200 per week) for people with a profound core activity limitation. ABS 2003. 

Increasing the ratio of disabled-to-abled incomes in Australia to OECD average levels would represent an additional $14.3 billion in yearly income.The Allen Consulting Group 2008, Encouraging private investment in disability accommodation and services, p.36.

Improved participation in employment by people with disability would also flow on to improved participation by carers who also experience lower employment outcomes than other Australians. In the 2003 Survey of Disability, Ageing and Carers, almost two-thirds of all carers aged 15–64 years were employed 
(1.3 million people) compared with 73 per cent of non-carers. Of these employed carers, around 790,000 were employed full-time and a further 473,000 part-time. Around 48 per cent of primary carers of this age were employed and these carers were more likely to work part-time than full-time. This is consistent with the intensity of care provided by primary carers, who may find it more difficult to combine their caring role with paid employment. 
Of carers aged 15–64 years, around 79,000 were unemployed, and a further 660,000 were not in the labour force. 
Access

Access to buildings is a fundamental issue for people with disability seeking employment. The DIG notes that in December 2008, the Federal Attorney-General, the Hon Robert McClelland MP, and the Minister for Innovation, Industry, Science and Research, Senator the Hon Kim Carr, tabled the draft Disability (Access to Premises – Buildings) Standards (the Premises Standards) in Parliament. The draft was referred to the House of Representatives Standing Committee on Legal and Constitutional Affairs (the Committee). 

On 15 June 2009, the Committee tabled its report on the Premises Standards entitled Access All Areas. The Commonwealth Government has indicated that it is considering the report. Action on these standards has been a long time coming. Since 2000 when the Disability Discrimination Act 1992 was amended to give it the power to develop a Standard on Access to Premises, there have been various drafts and consultation processes. 

The DIG urges the Commonwealth Government to resolve these issues as quickly as possible and to ensure that fair requirements for access to public premises for people with disability are not compromised by cost concerns. 

Business case

Despite this poor national record, there is a clear business case for hiring people with disability, which includes many benefits. The Australian Employers’ Network on Disability recently released ‘Opportunity’, the business case for including people with disabilities as customers and employees, with details available on their website at www.emad.asn.au. 

Many Australian and international examples show that employing people with disability can lead to increased productivity, reduced absenteeism, reduced turnover, increased morale, more positive organisational culture and reduced workers’ compensation. As the population ages and skills shortages emerge, there is a greater imperative to use the entire potential workforce. In addition, people with disability and carers represent a largely overlooked multi-billion dollar market segment.

Employment services

As well as mainstream Job Network Services, Disability Employment Services (DES) (formerly known as Disability Employment Network) are funded to provide assistance to people with disability to find and keep work. A network of organisations delivers this support around Australia. 

A job seeker can be referred to DES if they have a permanent (or likely to be permanent) disability; have a reduced capacity for communication, learning or mobility and require support for more than six months after placement in employment. 

The DIG notes that from 1 March 2010, existing caps on disability employment services will be removed and for the first time, all job seekers with disability will have access to individually tailored employment services while employers will have access to greater support. 

The Commonwealth Government also funds supported employment places for people with disability in businesses, including in packaging, horticulture, animal husbandry, laundry, catering and woodwork. Australia-wide, there are more than 18,000 people with disability working in around 362 of these business service outlets, now known as Australian Disability Enterprises.

Employers’ views

A significant barrier for people with disability is the attitudes of employers. 
A recent study of the views of private sector employers in small and medium size enterprises (SME) about the employment of people with disability found that there is an openness to consider people with disability, but there is little awareness of them. ADC Associates 2009, Increasing the Employment of People with Disability in Small and Medium Enterprise: A Discussion Paper, Department of Families, Housing, Community Services and Indigenous Affairs (FaHCSIA). Employers in the SME market use mainstream recruitment agencies to find staff and rarely find candidates with disability included in fields. SMEs also have strong negative views about dealing with government and they are reluctant to engage with government agencies when it comes to the recruiting staff.  

Employers expressed concerns about perceived risks of employing people with disability, including workplace safety issues. This is despite evidence that people with disability have a lower number of occupational health and safety incidents compared with employees without disability, and that workers’ compensation costs are also lower for people with disability compared with other employees. Australian Safety and Compensation Council 2007, ‘Are people with disability at risk at work?’.



 

In the disability employment sector, the research found a complex array of specialist providers (the DES), government agencies, studies and resources, a lack of focus on the basic business needs of employers (finding the best person for the job as quickly as possible), and an overly internal focus on the activities within the disability sector. 

There are some excellent programs and ideas available, however, employers were unaware of these. While SMEs appear to be open to considering people with disability, that potential workforce is not on their radar. There needs to be a more active ‘selling’ of the benefits of employing people with disability. SMEs also need assurance that additional support services are available when employing a person with disability. 

Both the disability sector and governments could be significantly more effective when it comes to working with SMEs. To improve the employment of people with disability in the private sector, there must be greater understanding of the issues faced by these employers and they must be seen as valued partners. The DES should target and deliver their services in a way that more effectively engages the private sector.

The DIG believes that people with disability are likely to have more employment opportunities with mainstream recruitment agencies because these are the agencies that employers approach when looking for staff. DES should work with mainstream agencies to improve their capacity to market candidates with disability. It seems more appropriate for DES to direct candidates to these agencies rather than acting as recruitment agencies in their own right. This may also be less stigmatising for people with disability if the appropriate assistance is available.

Disclosure of disability to recruiters is also an issue. Many people do not reveal their disability for fear of discrimination or exclusion from consideration. There is no legal obligation to disclose unless it is likely to affect job performance or ability to work safely. 

It is important that education and information activities continue to promote positive employer attitudes to the employment of people with disability.

Moving from Australian Disability Enterprises to open employment

The DIG also heard feedback during its consultations about people wanting to make the transition from Australian Disability Enterprises (previously known as Business Services or sheltered workshops) to open employment. 

Currently, people working in these enterprises who want to try working in open employment are guaranteed that they can return if they find that open employment does not suit them. This guarantee helps people to try and succeed in open employment. However, people in Australian Disability Enterprises are not eligible to use a DES to help them prepare for or find and keep work. 

In the interests of giving people with disability the best opportunities to participate in the open labour market, the DIG recommends that this exclusion from DES is changed, and that people in Australian Disability Enterprises are not required to give up their positions before they can use a DES. 

National Mental Health and Disability Employment Strategy 

The DIG notes that the Commonwealth Government is currently developing a National Mental Health and Disability Employment Strategy and supports the proposed actions to overcome shortcomings of the disability employment services system identified in the recent consultations. These include: 
	improving disability employment services;

providing greater encouragement, assistance and support for people with disability wishing to re-enter the workforce;
encouraging innovation;
tackling employer misconceptions;
increasing Australian Public Service employment of people with disability; and
improving access to education and training.

The 2009‑10 Budget included $6.8 million to establish an Employer Incentive Pilot to support ongoing employment opportunities for up to 1,000 DSP recipients as part of the Strategy. Employers will be eligible for an employment incentive of up to $3,000 for each participant who undertakes ongoing employment for a minimum of 8 hours per week for 26 weeks.  

 

Part 8: Building Research and Best Practice


Recommendation 6

DIG recommends that the Commonwealth and State and Territory Governments allocate $30 million per annum under the new National Disability Agreement to fund a National Disability Research Institute as a centre of excellence to lead and promote disability research in Australia. The National Disability Insurance Scheme would be expected to maintain and expand this research. 


Key DIG findings

In trying to understand the current situation for people with disability in Australia, the DIG found a disturbing lack of useful data and low investment in research on disability issues. 

The Australian Institute of Health and Welfare found an overall lack of comprehensive data in non-government disability databases. 
(For more information, see Appendix G)

While disability data appears to be slowly improving, what is currently available and planned is still inadequate for robust policy analysis and development.

One of the advantages of moving to a NDIS would be the development of a comprehensive longitudinal database. A key plank of insurance-type schemes like this is the collection and analysis of data to help manage scheme liabilities.

During its work, the DIG found pockets of valuable research on disability issues being conducted across the country. Overall, however, disability research in Australia appears scarce, limited in scope, not always identified as disability-related, uncoordinated and poorly disseminated. 

Governments in Australia spend over $25 billion on disability each year. 
Yet there is virtually no investment in disability-related research. The previous Commonwealth State Territory Disability Agreement spent less than $400,000 a year on research from 2002 to 2008. Under the new National Disability Agreement, Disability Ministers have agreed to contribute a total of $10 million over 5 years from the Agreement for research in this area. 

This is a considerable improvement but more investment is needed in research directly related to the lives of people with disability. The research can then be translated into evidence-based policy and best practice. This new research effort should cover the broadest practical range and encompass policy-relevant social research, practice research, engineering and technology, and medical research. 

There is potential for strong partnerships with non-profit disability service providers, the corporate sector through its corporate community investments, between researchers and industry, and with the philanthropic sector to ensure the commercial application of innovative ideas.

The DIG recommends the establishment of a National Disability Research Institute as a centre of excellence for disability research in Australia and proposes a charter for the institute. (For more information, see Appendix J) 

Funding for the centre could come from a NDIS if that model is adopted. In the meantime, the centre could be set up with a contribution from the Commonwealth and State and Territory Governments as part of the National Disability Agreement.



Endnotes

