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Collecting and using data under the NDIS
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	Key points

	· An effective evidence base under the National Disability Insurance Scheme (NDIS) will be critical to ensure the financial sustainability of the scheme, the provision of cost-effective services and interventions (that which yields the best outcomes for scheme participants at low cost), improved outcomes for scheme participants, and good performance from service providers. 

· A crucial component of an effective evidence base will be extensive and robust data systems that:

· are compatible across jurisdictions and within the disability system

· supported by adequate information technology (IT) and administrative systems

· include outcomes data

· involve the creation of a longitudinal database of NDIS participants’ information, which includes one time registration, clear rules on data entry (to ensure data integrity) and access (to ensure confidentiality and privacy for scheme participants). 

· As well as good data and associated IT and administrative systems, an effective evidence base under the scheme will include:

· a capacity for independent research 

· the application of appropriate methods of analysis

· transparency of data and research findings, subject to meeting requirements for confidentiality and privacy, and for responsible and ethical research conduct

· effective integration of data and research findings with decision making by scheme administrators, NDIS participants and service providers.

· Implementation of an effective evidence base under the NDIS will be a large and complex endeavour, requiring careful planning and sequencing as well as considerable consultation and cooperation among stakeholders within the disability system. 

· The National Disability Insurance Agency should drive implementation, which needs to commence as soon as possible after the Agency’s establishment. 
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Introduction

An effective evidence base under the National Disability Insurance Scheme (NDIS) will be critical to ensure:

· the financial sustainability of the scheme

· the provision of cost-effective services and interventions — that is, supports that yield the best and most cost-effective outcomes for scheme participants — including: 

· when to make investments in aids, appliances, home and vehicle modifications, training or other non-recurrent expenditures to reduce future recurrent spending

· monitoring outcomes for scheme participants

· good performance from service providers, while controlling costs, including:

· the identification of over and under-servicing by service providers and assessors, and fraud more generally among all stakeholders.

Data are a key aspect of the evidence base of a good insurance scheme (and badly lacking in the current disability system). As one participant remarked to the Commission, data are the ‘lubricant of a well-functioning system’. Its absence would undermine the efficiency and effectiveness of the NDIS and, in particular, pose a threat to the capacity of the scheme to remain financially sustainable. This reflects the fact that, by its nature, most people with disabilities receiving individualised packages under the scheme would require funded supports over their lifetime. A cost pressure today creates ripples throughout the future. Real-time monitoring of support utilisation patterns and cost pressures, and the likely long-term implications of these patterns for the scheme’s future liabilities is essential to maintain the financial sustainability of the scheme. As the Victorian Government said, the financial dynamics of insurance schemes with liabilities of this type are complex:

… the estimates of liabilities and required funding are highly uncertain, and the nature of what services are provided — and at what cost — evolves over time. … An understanding of the very long-term nature of the liabilities and the financial implications of strategies and decisions are essential if the scheme is to be sustainable. (sub. 537, p. 24)

The NDIS will need extensive and robust data systems that are consistent across jurisdictions and different parts of the disability system. Information technology (IT) and administrative systems will be needed to underpin data systems as well as to provide effective and secure communication channels between scheme participants, scheme administrators, service providers, and agencies in the health sector. 

As well as good data and associated IT and administrative systems, an effective evidence base under the NDIS will include:

· a capacity for independent research 

· the application of appropriate methods of analysis

· transparency of data and research findings, subject to appropriate confidentiality and privacy safeguards as well as requirements on responsible and ethical conduct by researchers

· the effective integration of data and research findings with decision making by scheme administrators (as well as scheme participants and service providers). 

The remainder of this chapter discusses in further detail, deficiencies in the existing evidence base of the disability system as well as the objectives, features and implementation of an effective evidence base under the NDIS. 

Other aspects of the evidence base are discussed elsewhere in the report. Chapter 10 on delivering disability services looks at the need for a national internet database featuring information about service providers and indicators of service quality. Chapter 15 proposes research into the impacts of staff training. Chapter 18 considers the potential for the national coordination of research in relation to injury prevention and management under the National Injury Insurance Scheme as well as the potential for a single information database on injuries arising from medical treatment. 
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Deficiencies in the existing evidence base

There are isolated pockets within the disability system where the evidence base is currently of high quality. Indeed, high quality data, together with their analysis, are critical to the activities of commercial insurers and government agencies that administer accident compensation schemes such as compulsory third party and workers compensation schemes. Insurers and agencies in these schemes typically:

· centre on the scheme participant

· collect data to help them contain costs and improve outcomes 

· accumulate evidence as to what works and what is less effective, allowing ongoing changes in the approaches taken to the scheme participant

· are informed and active purchasers, getting good deals from service providers

· more closely monitor the performance of their claims managers, assessors and contractors than might otherwise be possible

· apply information constantly throughout their organisations and encourage a culture of continuous learning and improvement (box 12.1).
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The Victorian TAC’s approach to collecting and using data

	In Victoria, the TAC makes use of data to monitor and manage scheme performance, ensure scheme viability, and to understand the needs and perceptions of its clients, employees, service providers and the community.

In measuring its overall performance and the scheme’s, the TAC’s senior management and board regularly consider data, which provide measures of client outcomes (for example, vocational outcomes); client experience (for example, annual and bi-monthly client feedback survey results, and dispute rates); scheme viability (for example, actuarial release, recovery, paramedical payments, independence support and attendant care payments); and ‘enabling success’ (for example, measured by an employee morale index and an employee engagement index). 

For severely injured clients, the TAC regularly analyses:

· case management data and client goals (outstanding and achieved)

· accommodation status

· details of the attendant care program

· paramedical rehabilitation and equipment payments

· hospital data (discharge timelines)

· home and vehicle modification data. 

	Source: Victorian Government (sub. DR996, pp. 61–2).

	

	


There has also been growing recognition amongst Australian governments of the need for improving the evidence base of the current disability system (box 12.2). For example, the 2009 National Disability Agreement
 identified the following as priority areas:

· Better measurement of need, involving:

· the development of a national model to estimate demand
 

· improvements in the data collected through the Survey of Disability, Ageing and Carers (SDAC) to provide a stronger basis for demand estimates

· improvements in the quality of data reported under the National Minimum Data Set, and in jurisdiction-level unmet demand data.

· Population Benchmarking for Disability Services, involving the development of a National Population Framework and initial population benchmarking of disability services, based on information available, to improve the evidence base for policy, service and planning decisions.
 

Also under the National Disability Agreement, governments agreed to contribute $10 million over five years for disability research, data and evaluation. The Disability Policy and Research Working Group will maintain overall responsibility for research, data and evaluation under the Agreement and will set the Research Agenda in line with the Agreement’s reform priorities. 

In the main, however, the quality of the existing evidence base is widely considered to be deficient. Flaws in the existing evidence base noted by participants in this inquiry (box 12.3), included that:

· there are inconsistent methods of, and systems for, data collection across the states and territories

· data that are collected are of poor quality

· there are gaps in data

· there is a lack of public access to data that are collected

· there is insufficient investment in disability research

· there is a lack of ‘independent and expert’ economic and clinical analysis

· there is a lack of clinical evidence on best practice pathways for rehabilitation and recovery for particular disabilities such as acquired brain injury

· particular disability services and policies do not have an evidence base, have an under-developed evidence base, or are not subject to independent analysis or evaluation

· there is little scope for NDIS participants to provide advice or feedback on disability services

· research is not integrated or ‘translated’ into disability policy or decision-making.

These existing deficiencies will need to be addressed in the NDIS. 
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Participants views: the current evidence base is improving

	National Disability Services:

Recognition of the need for improved data is growing. The National Disability Agreement includes a commitment to improve data collection on the need for services and the development of population-based benchmarking. Work has progressed on both these commitments. In addition, for the first time, a national workforce census and survey of the community services workforce has been recently conducted. (sub. 454, p. 15)

New South Wales Government:

As part of the NSW commitment to person-centred approaches, lifespan planning and better governance and reporting under Stronger Together 2¸ ADHC is enhancing its administrative systems used to collect and exchange data with the NGO sector.

This enhancement in conjunction with recent investment in a new Funding Management System, is expected to deliver a robust platform for people with a disability (in conjunction) with service providers and the funding agency) to manage the entry and pathway of people receiving individualised support packages.

The system will permit reporting at both an operational and strategic level and provide information to assess the short term, midterm and long term success and proposed interventions. (sub. DR922, p. 34)  

Ros Madden et al:

[Since the early 90s] there [was] a significant national effort to: create national data on disability services (there were none at all in the early 90s); make better use of the national disability survey; introduce disability modules into a wide range of social surveys. This has enabled a great deal of policy relevant analysis to be carried out and published. (sub. DR942, p. 18)
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Participants views: deficiencies in the evidence base

	Anglicare Australia:

… At present, there are notable gaps in the areas of data collection (focusing on client wellbeing), evaluations of best practice service delivery models, and in emphasising person-centred outcomes. (sub. 270, p. 22)

Australasian Society for Intellectual Disability:

… what little research is conducted in Australia is generally driven by short-term agendas of state and territory jurisdictions, with a focus on evaluating existing services. Access to Commonwealth funding, and funding which allows for the proposal, development and trial of new and innovative approaches is limited by virtue of the position of disability research relative to competing national priorities. (sub. DR990, p. 5)

Autism Victoria: 

… CSTDA statistics are currently [of] no worthwhile use in relation to disability and unmet need for policy-makers Australia-wide and in certain States and Territories due to the poor data collect methods and inertia on the part of many service providers. 

… HACC data does not capture unmet need … 

… HACC files on individual community care recipients … [are] kept filed away with no analysis done of disability subsets and needs. Therefore policy making is hindered at local government level by the non-use of this data. … 

… [T]here is no National Autism Register. (sub. 468, pp. 2–3)

Australian Blindness Forum:

No data on services which are unfunded or unmet need is collected. (sub. DR676, p. 9)

Australian Orthotic Prosthetic Association:

Independent and expert economic and clinical analysis is urgently required, and benchmarks from nations who have best practice models in place need to be set in Australia. Unless realistic and independent analysis can be performed, we cannot move from the current adversarial position which exists between state health department funding bodies, amputees, and service providers. (sub. 237, p. 3)

Brain Injury Australia:

… [There is] virtually no investment in disability-related research, including surveys of [acquired brain injury] prevalence, … (sub. 371, p. 8)

Carers Tasmania:

Carer data will need to be better collected and reported. (sub. DR910, p. 18)

Insurance Council of Australia:

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

(Continued next page)

	Box 12.3
(continued)

	National Council on Intellectual Disability:

Currently, each of the States and Territories in Australia are left to independently interpret and implement disability services policy under the Disability Agreement 2009. This leads to a lack of consistency in the scope and quality of services provided across the country. It also means that there is little in the way of any evaluation at the national level of what is being achieved and particularly what and where any quality outcomes may be. (sub. 571, attachment 1, p. 11) 

… there is no process in place for independent evaluation of the implementation of the policy and service delivery. There is no independent process for families to feed into the system to provide either advice or feedback on the implementation and outcomes of the policy. (sub. 571, attachment 1, p. 11) 

National Ethnic Disability Alliance:

There has been an inability and/or unwillingness by successive Governments and their respective Departments to improve the data collection, consistency and analysis on disability as it pertains to people from [non-English speaking backgrounds]. (sub. 434, p. 16)

Tech4life:

The Australian disability research sector is littered with highly successful pilot projects and research work that is then wasted because no agency or system exists to consider adoption of the findings more widely. Consumers and professionals regularly complain that they give and give to surveys, researchers and others, yet rarely get feedback or a relevant report, let alone see changes in line with the recommendations or findings. The net result is researchers abandoning the sector (or doing it in their spare time through lack of ongoing funding), and consumers in particular, unwilling to participate in any further research activities. (sub. 261, p. 4).
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Why an effective evidence base under the NDIS is needed?

Participants commented variously on the need for good data as well as research and analysis capability under the scheme (box 12.4). In essence, there are four main arguments: 

· Facilitating the financial sustainability of the scheme.

· Ensuring cost-effective services and interventions — that is, yielding the best outcomes for NDIS participants at low cost. 

· Monitoring outcomes for NDIS participants. 

· Monitoring the performance of service providers.
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Participants’ views: the need for good evidence

	Data

Australian Blindness Forum:

… Better data enables improved planning and efficient delivery of services where and when needed, reducing waste and improving outcomes for people with disability. … Efficient data systems keep compliance costs for service providers to a minimum and also feed information back to the sector to inform the development of good practice. (sub. 438, p. 21)

Australian Human Rights Commission:

As noted by the Disability Investment Group report, collection of data and statistics as is required by article 31 is fundamental to the operation of social insurance schemes. This would assist in providing an evidence base for implementation actions and in monitoring progress achieved. (sub. 72, p. 40)

Municipal Association of Victoria:

... reliable data at a local government level will enable more effective local planning for local community service development initiatives and to support broader support access and inclusion initiatives for people with disabilities. (sub. 491, p. 3)

National Disability Services:

… Data generated under the scheme should be used to build evidence on trends in service demand; which interventions provide the best outcomes for people with disability; benchmarking for service providers; as well as strategies to recruit, train and retain staff. (sub. 454, p. 15) 

… Improvements in available data — their relevance, quality, quantity and timeliness — are needed to support disability service planning, the development of quality improvement systems and workforce planning. (sub. 454, p. 21)

Suncorp:

To monitor the financial viability of any proposed [national scheme], it is vital to establish a comprehensive database. A comprehensive database has the capacity to monitor and compare scheme performance over a period of time and against the results of other schemes, where appropriate … (sub. 592, p. 6)

Victorian Government:

Data sets should be well-targeted to reduce duplication and keep reporting requirements to a minimum. The absence of such a database will, however, make unwieldy or impossible some of the key elements in delivering a viable national disability services scheme, including the ability to:

· make sound, proactive, financial management/actuarial decisions, including the management of risk to the scheme;

· make strategic decisions regarding service provision and interventions;

· monitor the performance of service providers across Australia;

· develop a comprehensive national longitudinal database;

 (Continued next page)
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(continued)

	· make relevant data, research and analysis publicly available where appropriate;

· understand stakeholder and community attitudes to an NDIS and its various elements; and

· ensure the delivery of timely and consistent supports to NDIS clients. (sub. DR996, p. 61)

Research

Anglicare Australia:

Research contributes to the evidence base on which decisions should be made and tested. … Research and its translation for application can improve service delivery, thereby contributing to its efficiency and cost effectiveness. Furnishing all stakeholders — Government, service deliverers, informal support networks — with the relevant knowledge and ensuring that knowledge is accessible can, in the first instance, target services to those who will benefit most from them and second develop services which will return the greatest effect. It is reasonable to expect that in doing so the sector would engage in continuous improvement processes resulting in reductions in service usage and demand; not to mention other incidental efficiencies such as minimising duplication, increasing resource leverage, growing capacity for quality improvement including reporting and evaluation, and minimising unmet need. (sub. 594, p. 12)

Australian Blindness Forum:

Investing in research and development capacity encourages the development of supports which maximise independence, realize individual potential and reduce demand for higher levels of care. … 

… [funding] is especially relevant for the issue of exploratory or ‘blue sky’ research — which is often needed to make significant leaps forward to improve long-term outcomes for people with disability. (sub. 438, p. 20)

Bedford:

There is a need to ensure that relevant research and analysis of data and service delivery performance is undertaken, to inform the strategic direction of the system and provide the community and system users with information about the state of affairs.

This will not only drive continuous performance and standards but also assist users in decision making about preferred service options. (sub. 287, p. 12)

Brain Injury Australia:

… research is the only way that evidence-based policy and best practice can be developed leading to substantial cost savings for any proposed scheme. (sub. 371, p. 8)

Disability Advocacy Network Australia:

Research funding needs to be allocated under the scheme to identify gaps, program failures and successes to inform progressive improvements in both structural reform and models for individualised support. (sub. 490, p. 12)

National Disability Services:

… Improvements in research and its dissemination are needed to inform improvements to the delivery of support for people with disability — at a system-wide level and in relation to the efficacy of specific therapies, service models and interventions. (sub. 454, p. 21)

	

	


Facilitating financial sustainability 

The NDIS would operate under a quite different management and funding arrangement to budget-based, pay-as-you-go disability and community services. In the latter cases, a budget is typically provided for a set period, claims are assessed and paid until the budget is exhausted, and the cycle begins afresh in the next budget period. 

However, while not fully-funded, the Commission has recommended that the NDIS would effectively lock in tax revenue to meet its annual liabilities, without a yearly battle through the budget process to secure sufficient funding in competition with other government spending initiatives (chapter 14). In effect, the NDIS will be funded by a mandatory annual insurance premium. But no government would commit unconditionally to any premium level. That would provide an excuse for lax cost control and permissive benefit levels by the scheme. Any scheme that did not control premium pressures would not be sustainable or acceptable to governments and taxpayers. 

In that context, good quality data and their analysis will be critical to maintaining a financial balance between costs and revenues over a long timeframe — this is why it is a major component of the governance of the scheme. Good data will permit, for example, more accurate estimation of likely long-term costs (including by allowing the accumulation of data on the typical lifetime
 profile of costs for a particular disability). And greater accuracy in predicting costs can allow the scheme to function with less volatility in respect of revenue needs than might otherwise be the case. Indeed, the financial performance of commercial insurers and government agencies responsible for accident compensation schemes depends upon the quality of their data, and how well that data are analysed and integrated into day-to-day decision-making.

For the NDIS to achieve financial sustainability requires a thorough and ongoing understanding of the short- and long-term financial pressures and risks involved. It also needs comprehensive data collection and analysis systems to underpin that understanding, and to facilitate its incorporation into decision-making under the NDIS (including in the areas of administration, purchasing and contracting, investment management, as well as monitoring experience, utilisation and outcomes). As the Victorian Government said, the financial sustainability of a scheme can quickly be compromised by even a modest deviation in claims experience from the expected level. 

This is particularly true of a scheme focussed on individuals with severe disabilities and high cost needs, as the experience is volatile and the long-term costs are inherently difficult to estimate. (sub. 537, p. 22)

An effective evidence base consisting of good data and their analysis would permit the early identification of such developments. 

Ensuring cost-effective supports and monitoring outcomes

An important use of quality data is to analyse the efficacy, effectiveness and cost-effectiveness of particular services and interventions. This might involve identifying better alternatives, facilitating innovation, allowing controlled experiments to be undertaken, and establishing (and revising) benchmarks for best practice. It might also involve identifying alternatives that reduce future scheme costs. (It also implies some form of research function for the NDIS, a matter that is discussed later.) 

Such analyses can better inform decisions by people with disabilities, service providers and scheme administrators. It allows scheme administrators and service providers to fine-tune the mix of services offered to NDIS participants. It can also guide people’s purchasing decisions. For example, People with Disability Australia emphasised the need for people who direct their own funding to have ready access to the kinds of information and support they need in order to take control of purchasing decisions:

… People do not become empowered simply by knowing the cost of their support services. They need to be aware that they can make different choices, have the information to make the choices that suit them best, and be able to put those choices into action. (sub. 524, p. 20)

Analyses can provide evidence of the opportunities for better outcomes for NDIS participants from alternative services and interventions. For example, the greater use of machines to turn people in their beds can reduce the need to make calls on attendant carers for this purpose, or improved practices that reduce the incidence of pressure sores can reduce the incidence of hospitalisation. 

Analyses might also better identify lower cost choices among equally effective services and interventions. This is important both for identifying better outcomes for NDIS participants, and for keeping control of scheme costs. 

Analyses can also relate to the processes used by the NDIS, rather than to services and interventions per se. For example, do personal plans or paying family members achieve better outcomes or lower costs?

Monitoring the performance of service providers

Good quality data would allow more systematic and detailed analysis of the performance of different service providers. Do they deliver services cost-effectively and get good outcomes? Do they treat scheme participants with respect and do workers turn up on time? (Chapter 10 describes some aspects of analysing the performance of service providers.) Such analysis can also encompass monitoring adherence to national minimum standards. It would also underpin the National Disability Insurance Agency’s (NDIA’s) role as a purchaser of services under the scheme. 

The evidence generated from performance monitoring may also suggest new approaches to service delivery as well as provide information on the use of services. For example, performance monitoring should pick up ‘overuse’ of particular services, or of services where the evidence as to their efficacy may be doubtful. It may also highlight if there are greater numbers of cases that require accompanying services from other parts of the health/community services sectors (for example, in respect of mental health services). 
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Data systems 

Some important features of data systems to be established under the scheme are that they: 

· are compatible across jurisdictions

· are supported by adequate IT and administrative systems

· include outcomes data

· involve the creation of a longitudinal database of scheme participants’ information, which include clear rules on data access and use

· involve information about services providers (chapter 10)

· are transparent, but subject to satisfying privacy and confidential requirements (covered at the end of this chapter).

Compatible data systems

Data systems under the NDIS would need to involve compatible data standards, definitions and collection processes (such as data registers). This would need to be developed in consultation with stakeholders in the disability system and should be a priority task for the NDIA following its establishment. 

Information technology and administrative systems

A significant task will be to implement changes to existing IT and administrative systems to ensure that they are capable of implementing compatible data systems across jurisdictions. Towards this end, standards for inter-connectedness of IT systems among the NDIA, other relevant government agencies (such as the National Injury Insurance Scheme and health agencies) and service providers will need to be developed by the NDIA in consultation with stakeholders in the disability system.

IT systems will also need to be able to deliver other administrative aspects of the NDIS, such as real-time updating and sharing of electronic records of scheme participants, and providing for the portability of entitlements between jurisdictions. 

Outcomes data

An important component of the evidence base under the NDIS will be the systematic collection of data on outcomes of particular services or interventions for people with disabilities. Data on outcomes in employment, education, social participation, and capacity for self-care, and on the measures that contributed to those outcomes, would help to build an evidence base for analysing which interventions or forms of assistance are more effective, and why. Several participants noted the desirability of collecting such data (box 12.5).
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Participants’ views: outcomes data

	APC Prosthetics:

… With an improved understanding of the outcomes [for amputees] there will be a greater ability to provide appropriate resource application & development. It would remove the uncertainty as to whether all clients are being referred appropriately — whether [for] rehabilitation with a prosthesis or without. It would also help remove the current uncertainty around who is accessing services. Is everyone being given the appropriate information around services that are provided for amputees? (sub. 241, p. 11)

Australian Physiotherapy Association:

Embedding harmonised data collection systems and standardised measurement of process and outcomes in models of service will collect evidence that can be used to demonstrate efficacy and cost-effectiveness. (sub. 503, p. 15)

Cerebral Palsy League Queensland:

[There should be] Built in and funded program logic evaluation research and personal outcome measures to systematically collect data related to outcomes and impacts and not only inputs and outputs. (sub. 505, p. 34)

 (Continued next page)
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	Julia Farr Association:

Outcomes appear to have been elusive in the disability support sector, as they often are in other areas of human services. Often other measures are used as proxies, and such measures are often output measures (for example how many day places, respite hours, accommodation places etc), process measures (for example how plans are written, how complaints are managed etc), or even input measures (for example what qualifications in what types of staff).

… 

Therefore, it is of critical importance that the national scheme considers an authentic outcomes measurement framework that captures the degree of impact on disability funding in people’s lives. (sub. 494, p. 55)

National Disability Services:

Growing acceptance of the need to focus on outcomes for people with disability is a significant development within the sector, even though information about how to measure outcomes is quite limited. Together with the information we have about inputs and outputs, improved data on outcomes will provide a richer picture of the impact of disability (and other services) on the quality of service users’ lives.

It will, however, take time to build knowledge about outcomes and impacts. But they are worthy of significant attention—the importance of ensuring that people with disability who have difficulty articulating their opinions are provided with the supports they want in the manner they prefer is key to high quality service provision. (sub. 454, p. 21)

Prof. Christine Bigby and Dr Chris Fyffe:

The scheme should ensure ongoing rigorous independent monitoring of individual outcomes against benchmarks of engagement, social inclusion and quality of life. These must be finely tuned for different consumer groups, to avoid the attitude often found among staff that some people are “too disabled to participate”. (sub. DR933, p. 10)

National Council on Intellectual Disability:

… there must be good evidence that shows that outcomes can be met in order for resources to be applied to that policy or service. The bigger question here is what are the outcomes and who decides what the outcomes are? (sub. DR1000, p. 13) 

	

	


As KPMG observed, generating information that can lead to improved outcomes for people with a disability and their families through, for example, improvements in services and responses, or development of new models of support, is a component of all best practice service systems. But there is currently a gap in the extent of program evaluation that focuses on outcomes.

This makes the development of evidence based interventions more difficult and limits the capacity of jurisdictions to share learning from particular programs. (2009, p. 19) 

Within the disability system, many jurisdictions are undertaking reforms to improve their understanding of how to achieve better outcomes (KPMG 2009, pp. 2, 82–8). For instance, TAC indicated that, as part of a six year strategy, it wants to shift from its current ‘passive’ approach to one where, for the first time, it systematically measures client outcomes: 

In the past, we have taken a more passive approach to supporting clients in achieving their goals — intervening at various points to review if treatment or service requests are appropriate, but otherwise performing as an arm’s-length ‘payer’ of funded services. … For the first time the TAC will use standardised measuring tools to understand and predict what factors might hinder a client’s ability to recover or get back to work. As a result, the TAC will be more proactive and intervene earlier than we ever have. (TAC 2009b, TAC 2015, p. 4)

TAC said that this change reflects a trend overseas and locally by compensable scheme providers to play a more active part in setting, managing and achieving desired client outcomes (TAC 2009b, TAC 2015, p. 3).

A longitudinal database

There will be a need to establish a comprehensive national longitudinal database of NDIS participants’ information. Such databases already exist within existing accident compensation schemes. 

The database would contain such information as:

· details of a scheme participant’s disabilities and capacities

· details of their personal plan

· the cost of their plan or their self-directed budget

· a history of transactions and payments made 

· a history of the provision of services to them

· a record of outcomes

· relevant information about a scheme participant’s natural supports (including availability)

· details of any review and entitlement assessments (DIG 2009a, p. 160).

Several participants noted the value of a longitudinal database (for example, Queensland Government, sub. DR1031, p. 20; the Royal Children’s Hospital, sub. DR1048, p. 1). The Queensland Government said:

… the capture of longitudinal unit data would allow for investigation of the use of disability supports and services, associated costs and the outcomes for people with a disability over their lifetime. (sub. DR1031, p. 20)

The key elements of the database are briefly reviewed below. Further details are covered in chapter 10 on delivering disability services. 

One-time registration only

The database should be organised so that it requires each scheme participant to be registered at one time only. (This would keep the regulatory burden on scheme participants, providers and suppliers to a necessary minimum.) After that, the system should allow the scheme participant’s data records to be retrievable (and updateable) from anywhere within the NDIS, subject to clear rules about access and use (see next), and ideally be designed so as to be compatible with future eHealth developments. This would permit scheme participants to move in and out of the NDIS, and between it and the health sector, without needing to re-register all of their details each time.

Clear rules on data entry and access 

Detailed rules would be needed to determine who, to what extent, and by what means health practitioners, service providers, scheme participants and others might be entitled to enter, access, and amend data on a scheme participant’s electronic record. 

These rules would need to ensure the integrity of the data as well as confidentiality and privacy for the scheme participant. 

In particular, rules ensuring confidentiality and privacy for the scheme participant should be carefully articulated in consultation with Australian Privacy Commissioner. For example, service providers should not be able to access all of a scheme participant’s electronic record, only those parts that are relevant and where they have permission to do so (chapter 10). The scheme participant should also be entitled to make complaints were their data to be used inappropriately (chapter 9). Ensuring confidentiality and privacy of data is further discussed at the end of this chapter.

Existing disability data systems

There are a number of existing data sources on disability, including the following. 

· ABS data collections such as the SDAC, the Census of Population and Housing 2006, the Time Use Survey, the General Social Survey, and the Disability Module (ABS 2010e).  

· The Household, Income and Labour Dynamics in Australia (HILDA) Survey. 

· Data collections managed by the AIHW, including the Commonwealth State/Territory Disability Agreement (CSTDA) National Minimum Data Set (to be subsequently replaced by the Disability Services National Minimum Data Set), in relation to the Younger People with Disability in Residential Aged Care Program. (The AIHW also collects data on ageing and carers; risk factors, disease and deaths such as alcohol and drug use; housing and homelessness; services, workforce and spending; and families and children including child protection.)

· Data collected by individual state and territory government disability agencies not only for, but outside that required by, the CSTDA and the National Disability Agreement.

· Data collected by the Australian Government in relation to the Disability Support Pension and other income support payments. 

· Australasian Rehabilitation Outcomes Centre data on rehabilitation outcomes for hospital patients. 

· Data collected through state and territory cerebral palsy registers and the Australian Cerebral Palsy Register. 

· Data collected through state and territory spinal cord injury units and the Australian Spinal Cord Injury Register. 

· Data collected in trauma centres, rehabilitation hospitals and hospitals more generally. 

· Data collected by medical indemnity insurers. 

· Data collected by government and industry insurers as part of statutory accident compensation schemes. 

Given there are number of existing data systems on disability, an issue is their relationship with the data systems to be established under the NDIS. Some participants considered there was a need to build on existing data systems (box 12.6). And some participants involved in data collection and research identified themselves as able to assist or offer advice to the NDIA in the establishment of the scheme’s data systems (for example, AIHW, sub. DR743, p. 5; Royal Children’s Hospital, sub. DR1048, p. 2; Institute for Safety, Compensation and Recovery Research, sub. DR802, p. 4; NSW Agency for Clinical Innovation, sub. DR958, p. 6). 
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Participant’s views: the need to build on existing data systems

	Ros Madden et al:

… data improvements should build on some unique strengths of the Australian system, such as the existing formal processes for creating, endorsing and implementing national data standards in the health and community services field. Continuity of key data series must be preserved. (sub. DR942, p. iii) 

…

[Existing data collections could be improved in relation to the NDIS using the following principles]

· Build on those good data that exist and preserve the ability to analyses key trends.

· Follow existing national data standards the existing national data on support needs, conforming to [the WHO International Classification of Functioning, Disability and Health] and agreed national data standards, need to be continued into the future so that long terms trends, including the effects of major policy change, can be understood.

· Establish new standards through the existing formal processes [National Community Services Information Agreement/National Health Information Agreement] 

· Provide comprehensive data from NDIS to AIHW for national publication 

	· Augment the content of ABS and AIHW data collections and analyses rather than starting new collections

· Provide funding to ABS to increase the frequency of the SDAC, both for the public good and to assess the impact of the NDIS on disability in Australia  (sub. DR942, p. 19).

New South Wales Government:

Work progressed … to establish data reporting standards should be closely aligned with the planned NMDS redevelopment which focuses on administrative data.

Requirements for data to be used for improved actuarial modelling should be negotiated as part of the proposed enhancement to the SDAC. (sub. DR922, p. 35)

AIHW:

The development and establishment of the NDIS would be aided by firstly using information from the current DS NMDS data collections and drawing on AIHW’s expertise in the areas of disability and data management.  (sub. 743, p. 5)

Queensland Government:

[The development of a national system for a shared economic record] could be considered as part of the National Minimum Data Set (NMDS) redevelopment. (sub. DR1031, p. 20)

	

	


The Commission is of the view that the NDIS needs to establish and control its own database in order to better manage the financial sustainability of the scheme, achieve better outcomes for its scheme participants at minimum cost, monitor outcomes of scheme participants, and monitor the performance of service providers who engage with the scheme. It anticipates that existing data collection systems on disability would continue as before. However, it recognises that it is important for the NDIA to:

· consult with relevant stakeholders, including institutions such as the AIHW and the Royal Children’s Hospital, and the Australasian Rehabilitation Outcomes Centre in respect of their data collection systems and expertise

· consider the potential for data matching between the NDIS database and other data collections such as FaHCSIA Disability Support Pension records, the ABS SDAC, and AIHW’s data collections.

In regard to data matching, the Commission notes that, as an Australian Government agency, the NDIA will be affected by recent Australian Government initiatives in relation to statistical data integration. These initiatives encompass high level principles for data integration and associated governance and institutional arrangements (for example, the establishment of a high level Cross Portfolio Data Integration Oversight Board). The high level principles for data integration are as follows: 

Responsible agencies should treat data as a strategic resource and design and manage administrative data to support their wider and research use.

Agencies responsible for source data used in statistical data integration remain individually accountable for their security and confidentiality.

A responsible ‘integrating authority’ will be nominated for each statistical data integration proposal.

Statistical integration should only occur where it provides significant overall benefit to the public. 

Statistical data integration must be used for statistical and research purposes only.

Policies and procedures used in data integration must minimise any potential impact on privacy and confidentiality. 

Statistical data integration will be conducted in an open and accountable way. (Australian Government 2010c) 

Recommendation 12.

 SEQ Recommendation \* ARABIC 1
Prior to the implementation of the NDIS, the NDIA should design and establish extensive and robust data systems, underpinned by the associated information technology and administrative systems. The systems should be used to develop a central database that would:

· guide financial management of the scheme, and in particular, to continuously manage risks to scheme sustainability and to pinpoint areas of inefficiency 

· inform decisions about disability services and interventions

· monitor and evaluate outcomes for people 

· enable performance monitoring of service providers.

Disability support organisations, service providers and participants would be required to provide timely relevant data to the NDIA.
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Research

Establishing a good data system under the NDIS would provide opportunities to undertake routine analysis as well as research into substantial matters. Many participants highlighted the latter function of research, which is the focus of this section. For example, the Institute of Safety, Compensation and Recovery Research said:

Compensation systems are a potentially very important source of research data. While the primary purpose of such data will always be to manage the compensation scheme, an important and very valuable secondary purpose is to use the data for research. Such data can provide highly valuable information regarding the impact of disability on the individual, their community and society as well as assist with identifying and targeting preventative initiatives. (sub. DR802, p. 6)

Research can focus on such matters as data definition, methods of analysis as well as the efficacy, effectiveness and cost-effectiveness of particular disability services and interventions.

Research independence

An essential feature of an effective evidence base under the scheme is the independence of research. Given the need to make judgments about such matters as the choice of data, methods of analysis and assumptions, research is more likely to be credible, and seen to be so, if it is not subject to influence from particular sections within the community. This was stressed by a number of participants (for example, AIHW, sub. DR643, p. 4; Victorian Government, sub. DR996, p. 62; Prof. Christine Bigby and Dr Chris Fyffe, sub. DR933, p. 15). 

The desirability of research independence will affect the choice of models for undertaking research under the scheme (next).

Who should undertake research?

How research is undertaken under the NDIS would be a matter for the NDIA to determine, following public consultation, including with people with disabilities, research institutions, disability service providers, and government agencies. 

There are several models for undertaking research. 

One model is centred on the creation of an in-house expert body to undertake effectiveness and economic analyses, as well as to provide advice to the administrators of the scheme and to people with disabilities. The 1974 National Committee of Inquiry into Compensation and Rehabilitation in Australia (Woodhouse Report) effectively supported this model.
 Some participants supported this model (for example, Australian Physiotherapy Association, sub. 503, p. 15). 

One advantage of this model is that an in-house body is able to apply a consistent approach or method to the analysis of different services or interventions, which enables comparisons across services or interventions. A further advantage is that the objectives of an in-house body are likely to be closely aligned with the overall scheme’s objectives (such as ensuring financial sustainability and cost-effective services or interventions). Such an in-house body could collaborate with existing research institutions, where there were mutual benefits in doing so. 

A second model is for the NDIA to commission effectiveness and economic analyses and other topics for research from experts within existing universities, hospitals, and centres of excellence, or otherwise collaborate with these institutions. Several participants supported this model (for example, People with Disability Australia, sub. 524, p. 44; Ros Madden et al., sub. DR942, p. ii; Victorian Government, sub. DR996, p. 63; AIHW, sub DR743, p. 4). Ros Madden et al. suggested that:

… a strong, balanced hub and spoke model would work most effectively, with a small ‘Institute’ playing a coordinating role, fostering the development of centres of research excellence in the field (sub. DR942, p. 17). 

This model could involve the NDIA harnessing a competitive funding mechanism, similar to that used by Australia’s leading government research funding bodies — the Australian Research Council and the National Health and Medical Research Council. It could also involve setting such conditions as peer review and public dissemination. 

An example of this model is the UK National Institute for Health Research (NIHR), which funds, commissions and coordinates National Health Service and ‘social care’
 research from a range of research institutions. 

This model avoids the cost of establishing a new body. It also obviates the need for the NDIA to do all the research. However, without clear guidelines for research practices and reporting among contracted parties, it could lead to inconsistent methods for undertaking analyses, making it difficult to compare across services or interventions. 

A third model is for the scheme to fund the establishment of an external independent research institute dedicated to undertaking disability research. In its report on a national disability insurance scheme, DIG recommended that governments should allocate funding for a National Disability Research Institute as a centre of excellence to promote disability research in Australia (2009b, p. 49). Many participants supported this model (for example, Australian Human Rights Commission, sub. 72, p. 4; Cerebral Palsy League Queensland, sub. 505, p. 24; Melbourne City Mission, sub. 283, p. 5; Multicultural Disability Advocacy Association of NSW, sub. 604, p. 16). 

Examples of this model include the:

· UK School of Social Care Research, which is funded by the NIHR to increase the evidence base for adult social care practice 

· Institute for Safety, Compensation and Recovery Research, which is a partnership between WorkSafe Victoria, the Transport Accident Commission and Monash University established in 2009. Its mission is to conduct research aligned to scheme issues and objectives that will lead to fewer and less severe occupational injuries and diseases and improved health, vocational and social outcomes (sub. DR802, p. 3). 

However, there may be disadvantages with this model. The AIHW considered that:

… the proposal to establish a special capability in a new body may be more problematic. Any new body may find it difficult to obtain and retain the necessary analytical capacity. Second, there is the real issue of duplication of infrastructure and expertise that is already held in existing institutions, including the AIHW, that could drive greater costs to governments and the community than would otherwise be necessary. (sub. DR743, p 4)

A fourth model is for service providers to submit efficacy, effectiveness and economic analyses as part of their application for including services or interventions under the scheme. 

The advantages of this model are that the costs of undertaking the analyses are borne by the providers of the early intervention and that intelligence on prospective new interventions can come from outside the NDIS. However, such analyses may not be independent, which may reduce their credibility. 

This model is similar to arrangements for the Australian Government’s autism early intervention program, in which service providers must apply to FaHCSIA to seek membership of an Early Intervention Services Providers Panel and demonstrate that their services are value for money (chapter 13). 

It is possible that the best approach to undertaking research under the NDIS would be a mix of these models above. This is something that garnered the support of many participants — example, New South Wales Government, sub. DR922, p. 35; Prof. Christine Bigby and Dr Chris Fyffe, sub. DR933, p. 15; Valued Independent People, sub. DR938, p. 8; Neurological Alliance of Australia, sub. DR938, pp. 8–9). The New Zealand Accident Compensation Corporation (ACC) has a research unit established within it that:

· commissions research from external researchers

· co-funds research projects of mutual interest to the ACC and other funding organisations 

· undertakes research internally such as evidence-based healthcare reports (ACC 2010a). 

Regardless of the source of research, it is critical that it is relevant to the objectives of the NDIS, and is directed by and conducted with the close engagement of the NDIA.

Research priorities

Specific areas for research would need to be identified and prioritised by the NDIA through a process of public consultation. Some areas identified by participants (box 12.7) relate to assistive technology, early intervention, the needs of people with disability from particular cultural backgrounds, particular disabilities such as acquired brain injury, and methods of measuring outcomes. 
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Participants’ views: some areas for research

	· New and innovative equipment and therapeutic interventions (Association for Children with a Disability, sub. DR1022, p. 12).

· Best practice and prevention strategies that drive effectiveness, efficiency and reduce long term costs (Cerebral Palsy League Queensland, sub. 505, p. 34).

· Inter-sectoral (health, mental health, disability) best practice pathways to rehabilitation and recovery (Headwest Brain Injury Association of WA, sub. 448, p. 10).

· Research that determines strategy, shapes programs, assesses stakeholder views to assist in driving cultural change as well as financial sustainability, cost-effectiveness of service and interventions, and performance measurement of service providers (ISCRR, sub. DR802, p. 7).

· The development, identification and fine tuning of the assessment tool and in identification of best practice approaches to service delivery to snuer the cost benefit of early intervention (Leveda, sub. DR935, p. 4). 

· Data collection methodologies, including minimum data set and census, to better capture the intersection of cultural diversity and disability (Multicultural Disability Advocacy Association of NSW, sub. 603, p. 16).

· A culturally competent disability assessment tool (Multicultural Disability Advocacy Association of NSW, sub. 604, p. 16). 

· Innovation in assistive technology, particularly, computer-based technology (National Disability Services, sub. 454, p. 22). 

· Development of NDIS assessment tools to determine eligibility (Royal Children’s Hospital, sub. DR1048, p. 1).

· Evaluating outcomes for children and their families that utilise the NDIS (Royal Children’s, Hospital, sub. DR1048, p. 1).

· Clinical practices, particularly those that help contain long term costs (SA Government, sub. 496, p. 20).

· The epidemiology of deafblind disabilities, and effective assessment, interventions and outcomes under the NDIS (Senses Foundation, sub. DR821, p. 9).

· The benefits of assistive technology for older people and people with disabilities (Tech4Life, sub. DR876, p. 4).

· Early intervention and prevention strategies (Victorian Government, sub. 537, pp. 18–19).

	

	


Particular areas that the Commission considers should be a priority for research relate to capacity building of the community, NDIS participants and providers; the use of technology; employment and social participation; and early intervention (chapter 13). 

As these and other areas of research are not exclusive to the disability system, the commonality with similar work in the health and community services sectors would need to be coordinated.

The National Disability Research Agenda, noted earlier in section 12.2, could be the basis for the proposed research program of the NDIA.

Recommendation 12.

 SEQ Recommendation \* ARABIC 2
The Australian Government should establish a national independent research capacity in the early stages of the implementation of the NDIS. The NDIA should determine how research is undertaken and the research agenda, following public consultation. 

Access to data for research

Some participants emphasised the importance of being able to access data for research. For example, the Institute for Safety, Compensation and Recovery Research:

Internationally, there are numerous examples of disability compensation schemes making their claims and administrative data available to academic researchers. For example, in British Columbia, Canada, the Worksafe BC claims data is linked to population health data via the unique Population Data BC collaboration based at the University of British Columbia. This data has been used to evaluate the effectiveness of programs initiated by the workers’ compensation organisation and the public health system in that jurisdictions. Similarly, the Workplace Safety and Insurance Board of Ontario regularly provides its data to researchers. Within Australia, ISCRR has recently established a research database using TAC and WorkSafe claims and administrative data. (sub. DR802, p. 6)

Similarly, the actuarial analysis of Australian accident compensation schemes routinely involves consulting actuaries being able to access de-identified full unit record data sets, within contractual and confidentiality agreements. 

Issues relating to the transparency, confidentiality and privacy of data and research findings are considered towards the end of this chapter. 

Research for policy and decision making

An effective evidence base for the NDIS requires a process that is receptive to the evidence; a process that ‘begins with a question rather than an answer’ and that is capable of integrating evidence back into policy decision making. As the Institute for Safety, Compensation and Recovery Research noted:

There is a growing body of expertise regarding effective models of evidence translation between policy organisations and research groups. (sub. DR802, p. 5)

While we agree that it will be important for the NDIA to have a research capacity, we also recommend that the NDIA explicitly focus on developing processes and capacity for the utilisation of research, within its own organisation, and within its community of interest, as well as developing the capacity for commission research. (sub. DR802, p. 6)
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Methods of analysis 

Administrators of the scheme need to know what is safe, what works, for whom, when and how.
 They need to establish whether costs and revenues are in tune and, if not, the best response. They need to know whether the benefits of given services and interventions are worth the costs. There are many methods to explore these issues:

· Financial (or actuarial) models measure any discrepancies between expected and actual costs and outcomes, and the adequacy of revenues to meet projected costs over the long-term. The models explain why such discrepancies may have occurred, and analyse their implications for the financial sustainability of the scheme and its objectives for achieving outcomes for people with disability (either in aggregate or in specific categories). They would be used to inform actions by the NDIS to seek premium increases, to control costs or over-servicing, to expand (or contract) interventions with good (poor) outcomes, and to analyse risks to the scheme rather than just expected outcomes. Such modelling is often performed by actuaries and generally occurs as part of monitoring the financial sustainability of the scheme but, like economic analyses (below), are used to identify services and interventions that are cost-effective.

· Studies about efficacy consider the extent to which a service or intervention under ideally controlled conditions has a beneficial effect on the course or outcome of disease or disability compared with no service or intervention, or with usual care. 

· Effectiveness (or outcomes) studies consider the extent to which a service or intervention, when used under usual or everyday conditions, has a beneficial effect on the course or outcome of disease or disability compared with no service or intervention, or with usual care. As well as health or clinical outcomes, effectiveness studies may also consider other outcomes such as employment, educational, housing, income and other non-health/clinical outcomes. Effectiveness studies can be an important input to economic and actuarial analyses.

· Economic analyses consider whether an intervention or service is value for money in that a service or intervention yields net benefits to the broader community compared with using resources in alternative ways. 

This section considers actuarial modelling and economic analyses in further detail. 

Actuarial modelling

As in insurance schemes generally, actuarial modelling would have an integral role in monitoring and evaluating the performance of the NDIS. Actuarial modelling covers a broad set of approaches, but it particularly aims to ensure that long-run scheme revenues (premium income) remain aligned with scheme costs (reflecting service utilisation and unit costs). 

It does this by using data to estimate the future supports (and cost of these supports) required by groups of individuals over their lifetime. When these costs are added over all individuals, it provides an estimate of the annual costs of the scheme over future years. Consideration of the future lifetime cost for all people in a system is the notional liability of the system (essentially the future revenue requirement of the system to meet the needs of people at a point in time). Constant monitoring of experience is required in order to identify trends in incidence and support utilisation, and departures from projections. Comparison of actual costs compared with expected costs and the reasons for divergence are analysed. Emerging trends and experience are then incorporated into future assumptions where credible. 

This constant monitoring and adjustment process — illustrated in figure 12.1 — allows increasing or decreasing costs to be identified (for example, increases in allied health service utilisation), unexpected and unreasonable growth in liabilities to be contained, and specific interventions to be evaluated (such as transition to work programs). It could lead to requirements for premium increases or indeed, dividend payouts to government.

Figure 12.
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The actuarial monitoring framework
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More specifically, the ‘cycle of governance’ would broadly have the following five stages: 

· Estimate numbers of users. As a starting point, projections of expected distributions of scheme participants by group (for example, age group, disability group, severity bands), over say a five year period, are determined. These projections reflect past experiences and projected relevant populations. For example, historical data might show that age-sex incidence rates for a particular disability of a particular severity were stable, as were mortality rates for people already with that disability. It would be possible to estimate the future number of people with that particular disability and with that degree of severity by applying those rates to population projections. This approach could be extended — to the extent that data were available — to all groups of people with disability. 

· Estimate expected costs and outcomes. Past data and knowledge about key cost pressures (expected prices, trends in utilisation) would enable estimates of service ‘quantities’ (for example, hours of attendant care and numbers of vehicle modifications) and the average costs for the relevant population groups. In turn, that would provide an overall estimate of expected costs. Data could also be collected on some outcome indicators — for example, employment, hospitalisation rates, health outcomes, and community participation — which would give an indication of expected outcomes.

· Find out actual users, costs and outcomes. Data on system performance would be continually collected and recorded. The database should include both utilisation data (services, costs) and outcome data (health status, employment or community participation, satisfaction). Data should be collected on both scheme participants and any external or environmental supports (including carers). This would provide a benchmark against which to analyse in an absolute sense whether people were achieving good outcomes and whether service provision was efficient (but it would also be used for comparative purposes).

· Compare expected and actual outcomes. The comparisons would be made for each population group based on the appropriate grouping (such as age, and severity). The reasons for any discrepancies would be examined, as would the implications of any differences on long-run liabilities.

· Check the data. A significant component of this analysis comprises data checking for integrity, cleansing where necessary, and mining to identify meaningful trends and opportunities for new or alternative grouping.

This approach would be repeated period by period, and would become more refined with collection of better data and with new analytical techniques. 

Transition pathways

Actuarial modelling and analysis would also play an important role in evaluating specific services and interventions funded under the NDIS. 

At the micro level, the life of someone with a disability (or indeed anyone) can be considered as a series of transition pathways — some more critical than others. For people with disabilities, key transition points include early childhood, starting school, finishing school, entering the workforce, leaving home, and ageing. Building appropriate supports at these transition points, for both the person with a disability and the family, can dramatically alter the future pathway and participation of that person and their family. How these pathways might be altered by various interventions and life events can have considerable impact on outcomes (including employment and social participation) and liability under the NDIS. Box 12.8 presents an evaluation of a hypothetical transition to work program as an illustration of actuarial modelling of interventions. 
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A hypothetical transition to work program

	Consider a hypothetical transition to work (TTW) program, which is an intensive program targeted at providing school leavers with appropriate skills to enter the workforce. 

Actuarial modelling is used to determine whether a TTW program or other community participation (CP) programs (such as day programs) is suitable for school leavers. 

The figure below compares the hypothetical total costs to the NDIS (or NIIS) from age 18 to 65 years based on different employment pathways. 

The following assumptions were used:

· The annual average cost of a TTW program is $20 000 (for two years) and the annual average cost of a CP program is $15 000 until age 65.

· People who enter employment do not require a CP program.

· 65 per cent of people eligible for post-school programs enter the TTW program and 35 per cent enter a CP program.

· 55 per cent of people who enter a TTW program exit to employment (or further education). 

· All people who do not exit to employment enter a CP program. 

· The life expectancy of a person with a disability was considered.

· No allowance for inflation or interest was incorporated.

The figure indicates that the cost to the NDIS (or NIIS) differs substantially if employment is achieved — $40 000 compared with $664 000–$654 000). It also indicates the proportion of people who complete each pathway — 36 per cent complete pathway one, 29 per cent complete pathway two , and 35 per cent pathway three. The average per person cost is, hence, about $436 000. For a cohort of 1000 school leavers this amounts to a liability of $436 million with respect to daytime support. Interventions aimed at increasing the proportion of people able to participate in a TTW program (for example, specific support whilst at school) and increasing the rate at which people can exit to employment (for example, more targeted support within a TTW program) will reduce the liability to the NDIS (or NIIS) for school leavers and increase employment rates for people with disabilities. 

This simple analysis illustrates how individual interventions (specifically, their costs and outcomes) can be monitored within the context of broader scheme costs and outcomes. In practice, the modelling is more complex due to: people receiving a range of supports (for example, accommodation, attendant care and respite services); indirect benefits (for example, tax revenue, increased employment participation of informal carers); inflation and discounting of future cash flows; and multiple transition pathways.

(Continued next page)


Do not delete this return as it gives space between the box and what precedes it.
	Box 12.8
(continued)

	
[image: image2.emf]Finish school

Pathways 1 or 2

TTW

Pathway 3

CP

Pathway 1

Employment

Pathway 2

CP

65%

35%

45%

55%

35%

$654 000

29%

$664 000

36%

$40 000



	


Economic analysis

There are many economic methods for evaluating health interventions that could be used for disability services and interventions (such as early intervention). These methods can help scheme administrators (and people with disabilities or their advocates) make informed decisions about particular types of services and interventions. However, all involve different challenges in their application, particularly in relation to obtaining data and applying monetary values to certain types of benefits and costs. Chapter 13 provides specific examples of the use of different economic methods in relation to reducing the risk and impact of disability such as through early intervention. 

Benefit–cost analysis

This form of analysis identifies all the benefits and all the costs of a service or intervention, and measures them in monetary terms compared with the alternative, such as usual care or no service or intervention. It can be used to analyse most policies, programs or projects (particularly infrastructure projects). 

It is rarely used in relation to health interventions — largely because of community concerns about placing dollar values on the health and well-being of a person. That said, the benefit-cost analysis framework enables identification of the types of benefits and costs that are relevant to services or interventions (such as the particular contribution to educational, employment, life quality and cost saving benefits). 

Cost-effectiveness analysis

This focuses on the costs of achieving a particular type of benefit (or outcome) compared with an alternative service or intervention. Some government health agencies use cost-effectiveness analysis as their main method (for example, the Pharmaceutical Benefits Advisory Committee and the UK National Institute for Clinical Excellence). The NDIS could readily adopt this method for rigorously analysing alternative services or interventions. The actuarial modelling of the transition to work program described above is also a form of cost-effectiveness analysis.

A variant of cost-effectiveness analysis is cost utility analysis. For any given intervention, this measures the dollar costs of (compared with an alternative) achieving a quality of life year (QALY) or avoiding a disability-adjusted life year (DALY). 

Other less data-intensive methods

There are several other methods that could be employed to analyse services or interventions that are relatively less data intensive than those above. 

A common method (often used in the health area) is to measure the direct cost savings of an intervention. This method compares the financial costs (usually government outlays) of the intervention compared with an alternative (such as no intervention or treatment as usual). 

The second method involves the use of performance indicators that capture the objectives of the service or intervention. Within the disability context, performance indicators could, for example, cover: 

· usage or access — for example, measured by the number of users of a service or intervention as a proportion of the population of people with disability or by surveys of client satisfaction

· health and/or clinical outcomes — for example, by using measures of social functioning, specific behaviours, self-help or independence, physical ability, and verbal communication

· housing outcomes — for example, measured by the proportion of users living independently and those not living in hospital or residential aged care facilities

· educational outcomes — for example, measured by completion of primary, secondary or tertiary education

· employment outcomes — for example, measured by labour force participation rates, return to work rates, or work retention rates after one or five years

· quality — for example, measured by client, parent or employer satisfaction with the service or intervention

· cost — for example, measured by government expenditure on the service or intervention per user of the service or intervention. 

The indicators can be used to measure how well a particular service or intervention is performing when compared with other services or interventions, or against a specific threshold or benchmark. For example, an injury prevention program to raise community awareness could be analysed by comparing the rate of injuries/claims for funding support both before and after the program was introduced. 

A final more targeted approach is to identify low-cost services or interventions for a high prevalence disability group and then analyse them in terms of their effects on various outcomes and future costs. The service or intervention with the greatest improvement on outcomes or future costs can then be chosen. 

Such a targeted analysis involves addressing the follow questions:

· Is the prevalence/incidence of the disability that the service or intervention is intended to assist high? A disability of relatively high prevalence/incidence indicates that the intervention could be used by, and benefit, a large number of people with the disability. 

· Is the total financial cost (to government and to the person with the disability) of funding/accessing the service or intervention low (that is, below a certain threshold)? A low financial cost service or intervention indicates that the overall cost of the service or intervention could be relatively low. 

· What are the main beneficial outcomes of the service or intervention for a person with disability? To what extent would the service or intervention improve upon these outcomes? A service or intervention that significantly increased the independence/self-help skills of a person would suggest that their future personal attendant care needs would be reduced. 

· What types of future financial costs of disability care and support are likely to be lowered by the service or intervention? To what extent are these future costs lowered? If the service or intervention significantly lowers the future financial cost of providing personal attendants — a relatively high cost item of disability care and support — this would strongly suggest cost savings. 

What standard of evidence?

Analyses of the efficacy or the effectiveness of services or interventions are an important input into economic (and actuarial) evaluation, but studies are not all equal in their credibility. The NHMRC (2009) issued an interim ‘levels of evidence and grading system’ for developers of health and medical guidelines. That system indicates that the evidentiary strength of efficacy/effectiveness studies can be seen in terms of a hierarchy — with systematic reviews of randomised controlled trials being at the top and representing the strongest evidence, randomised controlled trials being the next strongest, and case series (or case studies) being at the bottom of the hierarchy and representing the weakest evidence (NHMRC 2009, part A, p. 6).

The standard of effectiveness and economic evidence, as apparent from table 12.1, can range from a systematic review of randomised controlled trials on effectiveness combined with benefit–cost analysis, to a case study of effectiveness combined with a cost-savings study. 

However, the most robust standard of evidence — a systematic review of randomised control trials combined with benefit–cost analysis — is likely to be the most costly and slow to obtain (except where existing international studies have already been undertaken). This is a concern if the initial outlay required for a service or intervention is relatively low or if there are large prospective benefits that may be lost by acting too slowly. 

Several participants commented on the minimum evidentiary standard of evidence (box 12.9). 

Accordingly, a selective evidence-based approach may be appropriate for deciding whether to fund a service or intervention (including early intervention) under the NDIS. This seeks to ensure there is sufficient evidence upon which to base a decision to fund a service or intervention, while reducing the risk of making costly errors. 

Do not delete this return as it gives space between the box and what precedes it.
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Participants’ views: minimum evidentiary standard

	Centre for Developmental Disability Health Victoria:

People with disabilities and their families are vulnerable to those making claims that particular treatments or interventions will lead to miraculous improvement. Sometimes such practitioners are over enthusiastic or optimistic, sometimes they are ‘snake oil salesmen’ – exploiting people’s vulnerability for their own gain. … New interventions should be proven to be effective before being funded by the public purse. (sub. DR901, p. 6) 

Multiple Sclerosis Society of South Australia and Northern Territory:

Evidence is not always available for all therapies and different professional groups view various therapies in differing ways depending on the research, or lack of research conducted.

The Society recommends an approach that only excludes therapies known to cause harm  and  those that make extraordinary claims for cure and prevention be excluded [ from funding under the NDIS], where possible. (sub. DR806, p. 4)

National Council on Intellectual Disability:

There is a concern that the [focus] on cost-effectiveness as the main outcome rather than what people with disabilities want and need, although we would argue that more often than not the best outcomes for people with disabilities are the most cost-effective. (sub. DR1000, p. 14)

	

	


As a minimum, there should be good evidence of the efficacy and effectiveness of a service or intervention in achieving improved outcomes for persons with disabilities and addressing their expressed support needs. Efficacy and effectiveness goes to the heart of whether a service or intervention is safe and works, or not. Such evidence can protect people with disabilities from using unsafe or ineffective services or interventions. For the NDIS to fund a service or intervention whose clinical and other effects are unknown or ambiguous raises the risk that scheme money is wastefully expended. Moreover, it could undermine the public credibility of the NDIS. 

Cost-effectiveness analysis is the economic method that should also be used for choosing among services or interventions. The ACC is required by legislation to focus its injury prevention investments on those activities expected to result in levy reductions (rather than on those that could also result in wider benefits). To meet this requirement, the ACC analyses the cost-effectiveness of its injury prevention activities by estimating a return on its investment based on the number of claims reduced, divided by the cost of programs and associated overheads (ACC 2010b, p. 35).

Table 12.
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Different standards of evidence

	Type of effectiveness study 
	Type of economic analysis

	
	Benefit-cost


(high level evidence)
	Cost-effectiveness

(high level evidence)
	Cost-savings


(moderate level evidence)
	Targeted


(moderate level evidence)

	Systematic review of randomised control trials

(high level evidence)


	Very high
	Very high
	High
	High

	Randomised control trial

(high level evidence)


	Very high
	Very high
	High
	High

	Case study

(very low level evidence)
	Low
	Low
	Very low
	Very low


The establishment of a longitudinal database under the NDIS presents a good opportunity for the NDIA to interrogate its own data and examine the cost-effectiveness of interventions and services that it already funds. (Accordingly, as part of planning the establishment of the database, a consideration should be its proposed use by the NDIA for analysing the cost-effectiveness of interventions and services.)

However, for proposed new services or interventions, a full cost-effectiveness analysis (using ‘gold standard’ randomised techniques) would be costly to undertake. The NDIA should instead undertake an initial appraisal of the likelihood of cost-effectiveness of a proposed new service or intervention. This would involve the NDIA addressing the following questions:

· Is the service or intervention consistent with the expressed support needs of people with disabilities

· What is the initial outlay required for the service or intervention? 

· What is the prevalence of the relevant disability in the community? 

· Is there sufficient evidence that the service or intervention would yield improved health and/or clinical outcomes for people with disability?

· Is the service or intervention likely to have benefits in the following four areas:

· reduced future private and government expenditure on disability care and support?

· productivity gains?

· reduced government expenditure on other services?

· meeting the expressed support needs of people with disabilities?

A judgment would then be made about the likelihood that the service or intervention was cost-effective, or if the information was insufficient to reach a conclusion. In the latter case, the NDIA would need to analyse the merits of collecting further evidence.

12.
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Other features of the evidence base under the NDIS

An effective evidence base under the NDIS will also need to cover transparency, confidentiality and privacy, responsible and ethical research conduct, and eHealth initiatives.

Transparency 

An essential feature of an effective evidence base is transparency of data, research findings and methods. 

Transparency would enable scheme administrators, people with disabilities, service providers and others to:

· make more informed choices about supports or interventions and policies

· provide feedback on the data, research findings and methods used, which in turn can be used to improve the quality of the evidence base.

It would also enable researchers outside the NDIS to analyse the data afresh, and to replicate and verify already published research findings.

Transparency of data, research findings and methods under the scheme can also benefit allied policy areas such as those administered by the health and community sectors. 

There may be a need for governments to put in place similar agreements to those that currently existing in relation to the publication of data (NSW Government, sub. DR922, p. 35).

Confidentiality and privacy 

Although transparency should be an important feature of an effective evidence base under the NDIS, there would also be a need to:

· preserve the confidentiality of specific data provided by scheme participants and service providers (for example, data of a personal or commercial nature)

· comply with privacy regulation, such as the Australian Government’s Privacy Act 1988, which involves limits or conditions on the collection, storage, access, use and disclosure of personal information. 

Confidentiality and privacy can be managed through:

· ‘de-identification’ of the data, including by removing data that can lead to identification of particular scheme participants and service providers and by aggregating data into larger groups, and 

· imposing conditions on how data can be used by researchers — such as through enforceable undertakings, and

· requiring researchers to comply with principles on responsible and ethical research conduct — see next. 

Responsible and ethical research conduct

Principles governing the responsible conduct of research and the ethical conduct of human research will need to apply to data collected and research undertaken under the scheme. 

Two main sources of such principles are the:

· Australian Code for the Responsible Conduct of Research (Australian Government 2007a). The Code sets out principles on how to: manage code breaches and allegations of research misconduct; manage research data and material; publish and disseminate research findings; conduct effective peer review; and manage conflicts of interests. 

· The National Statement on Ethical Conduct in Human Research (Australian Government 2007b). This sets out principles in relation to: risks and benefits from the research; obtaining consent from participants; databanks; interventions and therapies including clinical and non-clinical trials and innovations; research involving children and young people; research involving people highly dependent on medical care who may be unable to give consent; and research involving people with a cognitive impairment, an intellectual disability or a mental illness. 

Links with the eHealth initiatives

The evidence base of the scheme should ideally mesh with eHealth initiatives (for example, the use of common personal identifiers) and interface effectively with the broader health sector. The latter would allow, for example, better information on those people who enter the disability system, but later withdraw. They may subsequently re-enter the mainstream health sector but, under current arrangements, their medical experiences and history can become ‘lost’ in a bureaucratic sense. This issue is examined in greater detail in chapter 10.

Recommendation 12.
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The NDIA should make relevant data, research and analysis publicly available, subject to confidentiality, privacy and ethical safeguards. 
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Implementation

As several participants have observed, setting up a good evidence base for the NDIS will be a large and complex endeavour. It will require careful planning and sequencing. It will also require considerable consultation with, and cooperation among government agencies, service providers and other stakeholders in the disability system. 

The NDIA should drive this process and it needs to commence as soon as possible after the Agency’s establishment. 

The first step — plan what needs to be done

An early and initial task will be for the NDIA to plan what is needed. This will involve determining:

· what the objectives of data collected under the NDIS ought to be

· the types of data that should be collected to support these objectives

· data standards, definitions as well as collection processes (such as data registers)

· service provider reporting requirements 

· standards for inter-connectedness of IT systems among the NDIA, other relevant government agencies and service providers

· rules for accessing data, including confidentiality and privacy safeguards, by health practitioners, local area coordinators, service providers, government agencies, people with disabilites, and others

· requirements governing the public reporting of data.

Consultation with stakeholders will be crucial during this step, particularly to ensure compatibility in data and IT systems across jurisdictions and different parts of the disability system. 

The second step — implement compatible systems

A significant and lengthy task will be to implement compatible data and associated IT and administrative systems across jurisdictions as part of a major upgrade of existing systems. A key consideration will be that data reporting, processing and analysis will need to be continuous, with well-established channels for regular and meaningful reporting to various operating areas within the NDIS. 

To achieve this will require:

· linking all relevant government agencies and service providers responsible for disability services in all jurisdictions by compatible IT systems (even if different from their own systems) – one way to do this is through a secure web-based system

· setting up data collection and reporting arrangements (including agreed service provider reporting)

· regularly reviewing how well implementation of upgraded data collection and associated IT systems is working.

The cooperation of government agencies, service providers and other stakeholders will be vital to the successful implementation of this step. 

IT systems will also need to deliver on other administrative aspects of the NDIS, such as real-time updating and sharing of electronic scheme participants’ records, and providing for the portability of entitlements across jurisdictions. 

Implementation of compatible data collection and associated IT administrative systems may gain some guidance from the experience of other established networked systems such as the Job Network (now Job Services Australia). However, implementation is likely to be a difficult task, particularly where manual systems of data entry are currently used. 

The third step — establish an analytical and research capability

A third and later task for the NDIA will be to establish arrangements for the routine analysis and research of the data collected. This will involve determining:

· what types of analysis and research are required 

· how analysis and research are to be undertaken (for example, in relation to research, through the establishment of an in-house research body or from commissioning research from existing bodies)

· a research agenda

· how analysis and research are to be integrated in decision making under the scheme

· processes for the public reporting, or dissemination, of research findings. 

Recommendation 12.
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In implementing recommendation 12.1, the NDIA should determine, after consultation with relevant stakeholders, including the Australian Privacy Commissioner: 

· the key actuarial information needed to underpin sound scheme management

· data standards, definitions, terminology and collection processes

· data reporting standards, taking into account the Australian Government’s initiatives for standard business reporting

· arrangements for achieving inter-connectedness of information technology systems among the NDIA, other relevant government agencies and service providers 

· rules for accessing data, including confidentiality and privacy safeguards

· arrangements for integrating data and associated information technology and administrative systems with eHealth initiatives.

The NDIA should then establish data collection and associated IT and administrative systems that link all agencies and service providers within the disability system. 

The Commission is conscious that the NDIS could not feasibly cover all people immediately at implementation (chapter 19). That means that during the implementation phase of the scheme, the amount of data (and to some degree, its quality) would be significantly lower than when a full scheme was operating. That said, the ‘cycle of governance’ described earlier would start with the available data and become more sophisticated as the scheme extended its intake into tier 3 (as described in chapters 3 and 19). 

�	This was largely in response to concerns expressed in recent reports on a national disability insurance scheme by the Disability Investment Group (DIG), which noted:


•	a ‘disturbing lack of useful data and low research on disability issues’


•	that, although data are ‘slowly improving’, what are currently available and planned are ‘still inadequate for robust policy analysis and development’


•	that despite ‘pockets of valuable research’, overall, research appears ‘scarce, limited in scope, not always identified as disability-related, uncoordinated and poorly disseminated’


•	that, even if there were information available, there is no mechanism for reporting it or making the system accountable (2009a, p. 145; 2009b, p. 49).


�	In June 2010, Community and Disability Services Ministers endorsed the National Need and Supply Model, which is a means of estimating current service provision levels, the numbers receiving formal care, and the extent of need not met through formal care. 


�	In December 2010, Community and Disability Services Ministers agreed to use the National Need and Supply Model to measure population benchmarks, including a respite benchmark to help carers of people with disability. Use of this model is intended to support better reporting on the provision of disability services and the need for these services as well as to provide greater transparency and better decision-making about disability service provision. A National Report on the National Need and Supply Model will be used to generate and publish national reports on disability services and demand for these services using different sources of data, including data from the 2009 ABS Survey of Disability Ageing and Carers.


�	Assuming that people choose to stay on in the NDIS after age 67. 


�	TAC 2015 is a six-year strategy, approved by the TAC board in 2009, to improve all major aspects of the TAC’s operations (www.tac.vic.gov.au).


�	The Woodhouse Report recommended the creation of Rehabilitation Division within the then Commonwealth Department of Social Welfare Policy and Planning, which would ‘sponsor and conduct research’. The Division would ‘systematically evaluate rehabilitation methods, procedures, programmes, new techniques, disability management and delivery of services and also the development of new types of artificial aids and appliances’ (1974, vol. 2, p. 2). It also recommended that the Rehabilitation Division establish a ‘sophisticated and substantial research centre’ (p. 10).


�	‘Social care’ includes disability care. 


� 	Most of these are probably obvious, with the exception of the ‘how’. But knowing how a particular intervention works is useful because an understanding of the ways in which interventions work may open doors to new interventions. 


�	This section draws on AHRQ (2005), Murray, et al. (2000), NICE (2008), PBAC (2006), SCRGSP (2011, chapter 14) and Weinstein et al. (1996). 
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