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Our purpose
To achieve safe and secure access to disability data and statistics to provide the evidence needed to optimise services and policy to facilitate better lives of Australians with disability, their families and carers. 

Who are we?
A coalition of Australian researchers and stakeholders in the disability sector committed to capitalising on data related to disability so we learn from practice and continually refine services and policy to achieve better outcomes. 

Our coalition includes academics and universities; disability advocacy organisations; disability services and non-government organisations. We welcome individuals and organisations who support our purpose to sign-up to the Coalition. 

The Melbourne Disability Institute (MDI) at the University of Melbourne auspices the secretariat for the Coalition and Professors Bruce Bonyhady (Director, MDI) and Professor Kavanagh (Academic Director) lead the initiative. 

Building unity
The key lesson from the campaign to establish the National Disability Insurance Scheme (NDIS) was that unity across the disability sector was essential for success. Our aim is to build unity and champions across the disability and academic sectors, in relation to democratising disability data.

With the campaign for the NDIS, once the sector was united, it was then necessary to build a broad coalition, including governments and key stakeholders within the broader community, because major progress always requires allies and building and maintaining public trust and confidence. 

We encourage official statistics agencies to produce broad statistics describing people with disability in Australia and the services to support them, notably using data on participants in the NDIS and the support they receive.

We would welcome organisations and individuals, particularly people with disability, advocacy organisations and other disability sector organisations, to become Members of the Coalition, to work with us to deliver this very important initiative. 

Please go to  https://disability.unimelb.edu.au/research/democratising-disability-data to register as a Member of the Democratising Disability Data Coalition and receive regular updates.

To build public trust and confidence particularly the confidence and trust of all people with disability, their families and carers, we give this commitment:

Our interests in disability data and linking it to other data sets will be always be to increase public good and we will be working with de-identified data so that the privacy of individuals is always respected.

Fortunately, the Productivity Commission has already developed essential protocols under which data collected by governments and other custodians should be shared, in order to maximise its public benefit and protect privacy. These are known as the “Five Safes”[footnoteRef:1]. The Coalition is committing: [1:  Productivity Commission 2017 Review of NDIS Costs, p491] 


We will operate in accordance with the “Five Safes” protocols. 

How we work
Our ultimate aim is to make key disability data and statistical reporting by statutory agencies available for research. This will include the linkage of disability data to other key datasets, such as medical records, welfare payments and educational attainment through approved data integration authorities at a Commonwealth and State and Territory level.

In order to achieve this objective, we will: 
1. Set up a virtual community
2. Meet regularly by telephone hook-up or video conferencing face-to-face as necessary to develop strategies and approaches
3. Write position papers and fact sheets that can be disseminated broadly
4. Engage with governments and the wider community to build support and trust.
5. Make submissions to various inquires, participate in consultations and be a point of contact for agencies seeking advice regarding disability data, and
6. Be externally-facing by participating in public debate about issues relating to disability data, so as to promote its maximum use for public benefit.

In order to refine our proposals and build a wide and deep consensus to present to governments and to key areas within government, we will be holding a Roundtable on Democratising Disability Data at the University of Melbourne on 4 December 2018.

The policy and reform context
In the last decade Australia has undergone major disability policy and service reform. The NDIS is a $22 billion a year reform and is the most significant economic and social policy reform since the introduction of the original Medicare scheme in the 1970s. 

When it is fully implemented in 2021, the NDIS will provide individualised funding packages to purchase services and supports for 460,000 Australians. 

The NDIS is already transforming the way disability supports are funded and delivered, but it is inevitable that such a large and complex reform will take time, not everything will go to plan and that it may not necessarily work for everyone. 

We want the NDIS to work for all NDIS participants because, ultimately, the NDIS was introduced to make disability supports equitable and fair. It was designed to end the postcode and other lotteries of the old disability system.

The Coalition is committed to the improvement and optimisation of the NDIS and providing high quality evidence to support its implementation, which is designed to achieve the best outcomes for people with disability, their families and carers and to ensure that the NDIS is sustainable.

The NDIS will also stimulate individual and community capacity building through Information, Linkage and Capacity (ILC) provided through Local Area Coordinators and other avenues. 

The National Disability Strategy (2010-2020) also sets outs priorities and strategies to address the disadvantage people with disability experience across all aspects of their lives.

In the Productivity Commission’s Review of NDIS Costs, last year, the Commission recommended that the NDIA should share de-identified data to trusted researchers by mid-2018[footnoteRef:2]. This has not occurred.  [2:  Productivity Commission 2017 Review of NDIS Costs, p486] 


The Coalition believes that lack of access to high quality disability data for research, lack of reporting by statistical agencies and practice improvements mean we are unable to learn fully from what has been done so far. Learning by doing through analysis of data will enable disability policy and practice to engage in a process of continuous improvement and optimisation. 

Quantitative disability data and the ability to link it to other data sets is essential for policy and practice optimisation, because it provides the large-scale evidence that governments need to change policy settings and which organisations often require to refine and improve their practices. 

In addition, qualitative data can play an important role in adding richness and depth, especially when seeking to understand issues facing hard to reach groups and those with the most complex needs.

UN Convention on the Rights of Persons with Disability (UNCPRD)
Australia has been a signatory to the UNCPRD since 2008 and the Optional protocol since 2009. 

Article 31 of the UNCPRD states:
States Parties undertake to collect appropriate information, including statistical and research data, to enable them to formulate and implement policies to give effect to the present Convention. The process of collecting and maintaining this information shall:
a) Comply with legally established safeguards, including legislation on data protection, to ensure confidentiality and respect for the privacy of persons with disabilities;
b) Comply with internationally accepted norms to protect human rights and fundamental freedoms and ethical principles in the collection and use of statistics.

2. The information collected in accordance with this article shall be disaggregated, as appropriate, and used to help assess the implementation of States Parties’ obligations under the present Convention and to identify and address the barriers faced by persons with disabilities in exercising their rights.

3. States Parties shall assume responsibility for the dissemination of these statistics and ensure their accessibility to persons with disabilities and others.

The aims of the Coalition therefore align closely with the objectives of the UNCPRD, which recognises that disability data is an essential foundation for disability rights.

It should also be noted that access to data is, ultimately, about power: the power of information. The NDIS was supposed to put people with disability, their families and carers in control and to ensure that they would have the power. So long as the National Disability Insurance Agency (NDIA) refuses to make its data available for research it is undermining one of the core principles on which the NDIS is based.

The Coalition therefore believes that the NDIA should urgently reassess its current stance and work collaboratively with the disability sector and researchers to disseminate its information as widely as possible consistent with the “Five Safes” and governments should make a broader commitment to disability data collection, linkage and dissemination, which could also meet the “Five Safes”.

The current situation with data
Independent researchers can currently access a range of de-identified data related to disability in surveys conducted by the Australian Bureau of Statistics (ABS) (e.g. Survey of Disability, Ageing and Carers, the National Health Survey), census data, omnibus longitudinal studies (e.g. the Household Income and Labour Dynamics Survey and Longitudinal Study of Australian Children) and in some limited circumstances routine data collected in other sectors (e.g. child protection, social services and welfare). 

The Australian Institute of Health and Welfare (AIHW) also holds a National Minimum Dataset on disability services. However, when the NDIS is fully implemented this data will no longer be collected. Various other organisations such as the National Disability Services also collect data such as through their annual market survey.
 
Recently there have been major developments in the linkage of various different data sources. 

The  Multi-Agency Data Integration Project (MADIP) is being led by the Australian Bureau of Statistics (ABS) and includes data from the ABS, Australian Taxation Office, Department of Education and Training, Department of Health, Department of Human Services and Department of Social Services; a number of States and Territories link data across different portfolios; and, the Data Integration Partnership of Australia  (DIPA) is an initiative of the Commonwealth Government to maximise the use and value of the Government’s data assets through data integration and analysis.

The Centre for Victorian Data Linkage and the Queensland Government Statistician’s Office have become accredited Data Integrating Authorities, which means they will get access to Commonwealth data sets for linkage purposes. The SA-NT DataLink has also received provisional approval to become an accredited Data Integrating Authority. The Victorian Centre is already linking 30 different data sets and so further data integration will now be possible.

Where data on disability is collected and integrated, the combined data provides great insight into important questions about the upsides and downsides of different policy interventions and the benefits, opportunities and risks for people with disability, their families and carers, as different policies are implemented or services are used. This means we can ‘learn by doing’ and adjust and refine what we do to lead to better outcomes in the future. This aligns closely with the NDIA philosophy of ‘Listen, Learn, Build, Deliver’.

The potential of Australia’s disability data
Most if not all countries face a looming crisis in disability supports, as a result of powerful demographic forces (people with disability living much longer and the capacity of communities to provide informal care declining). 

Australia is the only country in the world responding to these pressures in a highly systemic and strategic way, through the implementation of the NDIS and the National Disability Strategy. 

Once the NDIS is fully implemented, Australia will have the most comprehensive population-based longitudinal database on people with disability in the world. This will be a unique resource for researchers over time is likely to attract some of the best and brightest academics to disability research and create international interest. It will also be a critical resource for governments to inform their reform and policy agendas.

The sooner we start to make this data available for research, the sooner a community of researchers will build. This is likely to start with PhDs and Post-Doctoral Fellows and so take time to reach its potential.

If NDIS data were linked with other routine data and surveys and census data the potential to track the impact of the NDIS on disability, social, economic and health outcomes is enormous. It also offers the potential to track the outcomes for people with disability who are not NDIS participants. 

Without access to NDIS data and its integration with other Commonwealth and State and Territory data we will not realise the extraordinary opportunity to make Australia’s disability system the best in the world; we are in the dark about how to optimise outcomes for people with disability and deliver a financially sustainable Scheme. 

Securing effective data access and linkage

There are six essential steps to democratise disability data.

1. NDIS data

The major hurdle to advancing policy and service-related disability research in Australia is the lack of access for trusted researchers to de-identified NDIS data in a safe and secure environment. 

At the moment, NDIS data is held and analysed by the NDIA and only limited findings are presented publicly in annual and quarterly reports. This means that there is a lack of transparency about what is happening in the NDIS. People with disability from whom the data is collected do not know how well the NDIS is delivering on its aspirations. 

Likewise, other stakeholders such as State and Territory governments, service providers and local area coordinators are in the dark about how to adapt their practices to achieve better outcomes. This limits the capacity for a process of continuous improvement. 

The NDIA is the custodian of NDIS data, not its owner. Its purpose is to serve people with disability so giving access to disability data to participants and their families and for public benefit is both essential and urgent. 

The key steps in relation to NDIS data are for the NDIA to:

· Provide detailed information on the data which is being collected by the NDIA, including a data dictionary 
· Facilitate access to the NDIS integrated unit-record de-identified data to trusted researchers for approved projects in a safe and secure environment according to the “Five Safes” protocol 
· Provide NDIS data (with appropriate identifiers) to data integration authorities such as the Australian Bureau of Statistics, the Australian Institute of Health and Welfare and State and Territory data linkage units so that NDIS data can be linked to other administrative, census and survey data (including existing integrated datasets such as MADIP) noting that some key data sets which should be linked to the NDIS data, such as child protection data, are collected at the State and territory level
· Follow international best practices on data access and allow those data integrating authorities to determine whether the “Five Safes” are being met, rather than referring every data request back to the NDIA, and
· Work with researchers and the disability sector to ensure that research findings are utilised to inform a process of continuous improvement.  

2. Survey of Disability Ageing and Carers (SDAC)

The Survey of Disability, Ageing and Carers (SDAC) is an essential data base for disability research and even following the full implementation of the NDIS, it will be vital, because it will provide the most comprehensive source of information on disability in Australia, as it covers all people with disabilities, not just NDIS participants.

The SDAC is aligned with the National Disability Agreement, without being formally part of it. For example, it was as a result of discussions between the Commonwealth and the States and territories that agreement was reached to collect SDAC data every three years, rather than every six years. This has applied since 2009 and the SDAC data has also been expanded to capture additional data that enables progress on the National Disability Strategy to be measured better. 

In the years which correspond with the original six-year collection, the ABS pays for the base sample out of its budget. This was the case in 2009 and 2015. In 2015 the Department of Social Services also contributed an additional amount to allow for greater information at the State level.

For the 2018 survey, which is an example of an additional survey reflecting the decision to collect data every three years, 50 per cent of the funding is being provided by the Commonwealth, through the Departments of Social Services and Health, and 50 per cent from the States. 

With this year's survey New South Wales, Victoria, Queensland and WA have all contributed their additional funding. This will allow for over-sampling and will therefore provide data at the State level, for these jurisdictions. However, the other jurisdictions have declined to contribute additional funding and so accurate State and Territory level data will not be available for South Australia, Tasmania, the ACT and Northern Territory. This is unfortunate. 

SDAC data at the State and territory level will be vital to measuring outcomes as each jurisdiction has entered the NDIS from very different systems. The implementation challenges and outcomes are therefore different as are the appropriate policy and implementation responses. For example, the implementation challenges in the NT are very different to all other jurisdictions, given its vast remote areas and higher incidence of disability and its intersection with indigeneity.

SDAC data is also vital for measuring outcomes for people with disability, who will not be eligible for the NDIS. We know that the State and territories are each responding differently to their responsibilities for "Tier 2", so measuring outcomes through the SDAC will be very important in terms of optimising future policy settings for those not eligible for the NDIS.

The National Disability Agreement is currently being reviewed under a Study by the Productivity Commission. This Study is likely to lead to a very different National Disability Agreement, going forward, because of major changes as a result of the introduction of the NDIS.

The Coalition is therefore seeking a commitment from all governments that under the new National Disability Agreement there will be a commitment to the collection of the full SDAC every three years. 

Further, the greatest value from SDAC will come from linking this data base to other data sets. The Coalition is therefore seeking prioritisation of the SDAC in the MADIP database.

3. Data from the National Quality and Safeguards Commission

Now that the National Quality and Safeguards Commission has been established, data from the Commission should be also be made available for research and linked.

The Coalition is seeking data from the National Quality and Safeguards Commission to be made available for research under the “Five Safes”. However, we note in particular that some of this data will be highly sensitive and so not all of it is likely to become available, as even with data aggregation, highly sensitive individual cases will need to be protected.

4. National Disability Strategy

The National Disability Strategy is aimed at making all mainstream services accessible and inclusive. 

It is a highly aspirational document, covering: inclusive and accessible communities; rights protection, justice and legislation; economic security; personal and community supports; learning and skills; and, health and well-being.

The National Disability Strategy sets “areas for future action”, but because the Strategy does not include any adequate monitoring or performance benchmarks, it is failing to meet its very desirable objectives. 

To close this gap, the Coalition is recommending that a key requirement should be for all mainstream services to identify people with disability accessing their services and, in order to align with best practices and the NDIS, this data should be collected in line with the International Classification of Function (ICF), rather than current practices which generally focus on primary disability types. Then the progress of people with disability will be able to be compared with the population as a whole. 

5. 2021 Census

In line with the Coalition’s aim to capitalise on existing, large data collections to build a stronger evidence base, the Census clearly forms a critical role, because it collects information on disability and unpaid care work and because it is the basis for many ABS surveys.

We recommend that the current questions in relation to disability and carers should be retained, to provide essential continuity. 

However, there is one major gap in this data. No available datasets have information about whether someone is an NDIS participant. While we recognise that collecting detailed information about NDIS-funded services and supports is beyond the scope of the Census, having one question about whether or not a person is an NDIS participant would greatly enhance capacity to understand the impact of the NDIS on a broad range of social, economic and health outcomes for people with disability and families and carers and would provide the most comprehensive evidence yet about NDIS participants and the rest of the disabled and non-disabled population. 

At the moment, there is no way to identify NDIS participants in large routine data other than that held by the NDIA. Being an entire population survey, the Census has the potential to rectify this. 

The inclusion of one question on NDIS participation in the Census would be a major step forward in this regard, noting that linkage of NDIS data to Census data, routine administrative data and ABS surveys would provide even better-quality data and negate the need for the Census to include this additional question. 

However, given current uncertainties about access to NDIS data, the Coalition is recommending that the Census should include an additional question to the personal-level data which identifies whether the person is an NDIS participant or not.

6. Other Disability Data (Market Stewardship and State Specialist Disability Services)

In the original Productivity Commission Report into 2011 on Disability Care and Support, scant attention was paid to market risks, in part because the Productivity Commission assumed that growth in demand would stimulate sufficient supply. However, the rapid build-up of the NDIS, the setting of price caps and competition for scarce resources from health and aged care is clearly leading to shortages in supply.

Therefore, a key risk associated with the introduction of the NDIS is the risk of market failure and thin markets. It is essential that data is collected to monitor these risks, including workforce needs and that this information is then made available so that potential providers can respond in as timely a way as possible. 

There is also a need to collect and to make available data on any other specialist disability services, which may continue to be funded by either Commonwealth or State Governments when the NDIS is fully implemented, so that there is a comprehensive picture of all disability services. The importance of these services and, hence, this data collection will depend on the scope of any future National Disability Agreement.

What we are asking for

In summary the Coalition for Democratising Disability Data is seeking to build unity across the disability and academic sectors for:

1. The NDIA to make NDIS data available to Commonwealth (ABS and AIHW), State and territory Data Integrating Authorities, so that it is available for research to improve the lives of people with disability, their families and carers, under the “Five Safes”
2. All governments to commit to the full and ongoing collection of the Survey of Disability Ageing and Carers (SDAC), which should then be included in Commonwealth and State integrated datasets such as MADIP database
3. The National Quality and Safeguards Commission to make its data available and linked with the NDIS and other key databases, under the “Five Safes”
4. All services which people with disability access to collect data on users in line with the ICF, so that inclusion and access by people with disability, in line with the National Disability Strategy, can be measured and monitored for the first time, and
5. The next Census to include an additional question at the personal-level, which identifies whether the person is an NDIS participant or not.
6. Other data in relation to stewardship of the new disability marketplace and other disability services directly funded by governments to be made available for research.

Funding

Democratising Disability Data is vital to the future of people with disability, their families and carers, at this time of enormous change and opportunity.

The University of Melbourne is making a major investment in big data and, through MDI, the Coalition will have access to experts across the University, including international leaders. 

Because of the central importance of this issue, the Melbourne Disability Institute will be investing $50,000 and a further $50,000 in-kind in support of the Democratising Disability Data Coalition.

Please go to  https://disability.unimelb.edu.au/research/democratising-disability-data to register your interest.

Coalition Founding members:
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