Senate Standing Committees on Community Affairs

PO Box 6100

Parliament House

Canberra ACT 2600
3 February 2015
Dear Community Affairs References Committee,
INQUIRY INTO THE ADEQUACY OF EXISTING RESIDENTIAL CARE ARRANGEMENTS AVAILABLE FOR YOUNG PEOPLE WITH SEVERE PHYSICAL, MENTAL OR INTELLECTUAL DISABILITIES IN AUSTRALIA
People with Disability Australia (PWDA) is pleased to have the opportunity to contribute to the Committee’s consideration of the residential care arrangements for young people with various impairments in Australia.
PWDA is a leading disability rights, advocacy and representative organisation of and for all people with disability. We are the only national, cross-disability organisation - we represent the interests of people with all kinds of disability. We are a non-profit, non-government organisation.
PWDA’s primary membership is made up of people with disability and organisations primarily constituted by people with disability. PWDA also has a large associate membership of other individuals and organisations committed to the disability rights movement.
We have a vision of a socially just, accessible, and inclusive community, in which the human rights, citizenship, contribution, potential and diversity of all people with disability are recognised, respected and celebrated.  PWDA was founded in 1981, the International Year of Disabled Persons, to provide people with disability with a voice of our own.
PWDA has extensive expertise in two areas of particular relevance to this inquiry and its terms of reference: the human rights of people with disability, and the ongoing presence of institutional forms of residential care in Australia. We are ECOSOC members and have coordinated the Civil Society Report to the UN Committee on the Rights of Persons with Disabilities. This is balanced by the on-the-ground understanding of contemporary disability services resulting from our individual advocacy. We are also key members of the Shut In campaign, which is directly related to the issue of ‘residential care’ or ‘supported accommodation’ as the continuing model for people with disability. We attach the Shut In position statement for your information.
We understand the issue of both younger and older people with disability being housed in ‘residential care’ facilities – whether disability-specific, or part of the aged care sector – to reflect the failures of Australian governments to ensure the adequate and separate provision of accessible housing and of flexible, in-home supports for people with disability in line with our human rights obligations. ‘Residential care’ in Australia will only become adequate when housing and support are separated from each other, and accessible, affordable and appropriate for all people with disability.
From the Nursing Model to Person-Centred Support 
Key to this debate is the question of what housing and support ought to look like for people with disability. Historically, a nursing model – derived from understanding people with disability as sick or ill – was the only form of support for people with disability, and accommodation was thus modelled on hospitals, producing large residential institutions.  
Despite a shift to person-centred support provision and the inadequacy of the nursing model in fulfilling the human rights of people with disability, institutions continue to exist, and thus become the fall-back position when disability supports or accessible housing is unavailable. This can result in people with disability being housed in institutions such as the currently devolving Stockton Large Residential Centre in NSW, or in nursing homes. In some cases, it can also lead to smaller, yet still segregated, forms of housing such as group homes, Supported Residential Services, Assisted Boarding Houses and more. 

Institutions thus may have changed in form, but they nonetheless continue to limit the realisation of human rights for people with disability, because they attach support provision to housing provision. This denies people with disability their choices in who provides them with support, what kind of support they receive, where they live, who they live with and an array of other related options.
It is important, however, to remember that the issue of the availability of supports and accessible housing is a government responsibility and a human rights issue. The fact that institutions are inappropriate contexts for people with disability is well established: it diminishes their opportunities for the exercise of autonomy and their participation, both social and economic, in their community. 
PWDA is also committed to the principle of ‘ageing in place,’ primarily because the majority of the needs that people who acquire disability as they age should ideally be resolved through accessible housing and adequate in-home supports. Ageing in place is also an important principle for PWDA, because in some cases the cost of providing supports and accommodation to people with disability becomes an excuse for creating new, disability-specific facilities, some under the aged care system. 
Similar to non-specialist aged care facilities, these institutions may also be used to house young people with disability when supports and accommodation are lacking. In our understanding, these become excuses to avoid addressing the key issues: accessible housing and adequate supports. It is particularly important as a principle through the transition to the National Disability Insurance Scheme, which we will discuss later.
Human Rights and Accommodation for People with Disability.
The Convention on the Rights of Persons with Disabilities (CRPD) was developed in 2006, and ratified by Australia in 2008. This places particular obligations on all governments within Australia, including the State governments which are in most cases responsible for regulating the provision of support and accommodation for people with disability. 

The CRPD is very clear on the issue of forms of accommodation for people with disability, and how the issue of housing is currently joined to support needs which lead to institutional forms of life. The CRPD is emphatic that support needs must not be treated as necessitating any particular accommodation arrangement. Article 19 reads:

States Parties to this Convention recognize the equal right of all persons with disabilities to live in the community, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community, including by ensuring that:

Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs.

It is clear that people with disability living in Australia do not experience the fulfilment of this right, at least not uniformly, indicating the inadequacy of current housing and support arrangements. Institutional arrangements such as group homes deny people with disability the right to choose where and with whom they live, and often obligates them to live in particular living arrangements in order to access the support that they need. This indicates the inadequacy of both housing and current support arrangements in Australia. 

This is reflected in direct commentary on Australia’s fulfilment of human rights. In 2013, the Committee on the Rights of Persons with Disabilities commented directly on Australia’s performance in relation to the CRPD, and specifically Article 19, stating:

The Committee is concerned that despite the policy to close large residential centres, new initiatives replicate institutional living arrangements, and many persons with disabilities are still obliged to live in residential institutions in order to receive disability support.

The Committee encourages the State party to develop and implement a national framework for the closure of residential institutions and to allocate the resources necessary for support services that would enable persons with disabilities to live in their communities. The Committee recommends that the State party take immediate action to ensure that persons with disabilities have a free choice as to where and with whom they want to live, and that they are eligible to receive the necessary support regardless of their place of residence. The State party should therefore map the various forms of living accommodation, based on the needs of various kinds of persons with disabilities.

It is clear from this that Australia needs to urgently address the issue of institutions for people with disability, and that current approaches which prioritise the congregation and segregation of people with disability in group homes, specialist residential settings, or in aged care facilities are inadequate. The use of institutional settings of all kinds for people with disability against Australia’s human rights obligations and undermines the autonomy of people with disability. 
PWDA has explored this Article in detail in the attached report, Accommodating Human Rights, which considers and explains the obligations in relation to the current provision of support and accommodation to people with disability in Australia. It also consider the ways that housing and support impact on other human rights. 

However, it is particularly useful for the elaboration of how a human rights framework can provide guidance about timelines and priorities of progress towards full achievements of human rights in relation to housing and support for people with disability. These constitute the recommendations we would make to the Committee regarding the matter under inquiry.

We commend the report to the Committee’s attention, and draw attention to the key findings: 

Article 19 of the CRPD enunciates the right of persons with disability to live independently and be included in the community. Article 19 applies the traditional civil and political rights of liberty and security of the person, and freedom of movement, to one of the most pervasive human rights abuses experienced by persons with disability; their segregation and isolation form the community in institutional environments. As Article 19 is a civil and political right, it must be immediately complied with. Article 19 requires parties to recognise the equal right of all persons with disability to live in the community, and participate in community life, with choices equal to others.

Governments have a fundamental responsibility to avoid human rights violations, and to immediately remedy such violations when they do occur. This has particular significance for the right to housing for persons with disability in Australia, because this right is subject to systematic violation. The fact that such violations are commonplace, and to a very significant degree, institutionalised in public policy and programmes, does not alter the responsibility Governments must bear, and the immediacy with which they must act to remedy these violations; indeed, it intensifies the urgency for action.

As demonstrated by the CRPD and PWDA’s exploration of the obligation created by Article 19, the key change that must occur is in separating out disability support provision from the provision of housing. Until this occurs, the CRPD will not be fulfilled. That such a profound violation of the human rights of Australians with disability continues to exist despite decades of campaigning by advocacy organisations is a source of national shame.
In the Committee on the Rights of Persons with Disabilities’ Concluding Observations to Australia, institutions were also mentioned as a key concern for Australia’s fulfilment of Article 16, the right to Freedom from exploitation, abuse and neglect. 
  This is because institutions are a site for a heightened risk of violence and abuse, especially against women with disability). Violence, abuse and neglect are inherent problems of institutions, which are so segregated from the rest of the community that practices within them are often not held to the same standards. Violence, abuse and neglect can thus be normalised for those experiencing them. In PWDA’s individual advocacy, we see troublingly high occurrences of violence, abuse and neglect in institutional settings. 

This reflects the ABC 4Corners expose screened late last year, which has prompted PWDA to support the call for an inquiry into violence against people with disability in institutional settings.
 We believe that in its consideration of the adequacy of residential care arrangements for people with disability in Australia, the Committee must explore the increased risks of violence associated with institutional forms of housing and support for people with disability. 
Adequate Support in the Community
Support provision is key to the question of young people in nursing homes. This is because many people with disability living in institutional settings are ‘compelled or obliged to live in such an environment in order to obtain essential support services, or because someone else, such as a service provider or family member, has imposed that ‘choice’ upon the person.’
 
Historically, much of disability support provision has been provided through ‘block funding,’ with a few notable exceptions such as NSW’s Living Life My Way and WA’s My Way which have demonstrated the success of individualised support provision. Block funding often leads to inflexible and inadequate support provision, and can lead to situations where an individual’s support requirements outstrip the funding arrangements (and others, of course, where the funding arrangements are in excess to support requirements). This is one part of the situation which has led to people with disability being housed in nursing homes.

Support provision for people with disability is also often tied to accommodation arrangements. This means that people with disability are limited in exercising choice about where they live, because supports are available solely in disability-specific ‘supported accommodation,’ which is severely limited. Access to support should not be limited to particular, service-owned housing. See the section below for a further discussion of housing.

The National Disability Insurance Scheme is designed specifically to address these difficulties with the current model of service provision. It involves the development of a Plan for each individual which will address their support requirements. These will then be funded by the NDIS, and recipients will have ‘choice and control’ about who they choose to provide the services. In practice in the trial sites, this is having both very positive outcomes for some, and some perverse outcomes for others, especially those who may need advocacy to support them negotiating for what they need.

Nonetheless, it is a dramatic transformation, designed to place autonomy in the hands of people with disability themselves. If the marketplace is adequately regulated, it should ensure a diverse and responsive market of service providers, and funding adequate and certain enough to allow people with disability to live lives both ordinary and extraordinary. 
However, the NDIS is new, and few are familiar with its parameters and limitations, including amongst governments. Some appear to believe that all people with disability will receive a funding package, when the figure is some 460,000 (or 10%) of the 4 million Australians living with disability, meaning that the need for ongoing generalist support services remains.
 However, it is likely that most of those people currently living in nursing homes, aged care facilities or specialist disability institutions will be eligible for an individualised plan. 

Some appear to believe that the NDIS will be funding housing – but it has very limited funds to help ‘catalyse’ other funding contributions. Others appear to believe that disability support provision will entirely compensate for the inaccessibility of universally available services such as health, transport, education, employment, and – perhaps most importantly of all for this inquiry – housing. Yet these elements are specifically excluded from funding provision by the NDIS Act, meaning that no funds from individual packages will be able to be directed to accommodation, except for short periods of crisis accommodation (2 weeks or less).
 

Finally, there is limited understanding of how the current formulation of the NDIS may lead to situations which fall dramatically short of the CRPD’s guidance regarding accommodation for people with disability. The NDIS list of support pricing includes reduced costs for people with disability living together, on the assumption that a single support provider will be providing all inhabitants’ supports. This undermines the separation of accommodation and support under the NDIS, and limits the choices of those currently congregated.

Nonetheless, the NDIS has the potential to have a dramatic effect on the issue of institutionalisation of people with disability, including those forced into aged care facilities due to inadequate supports in the community. With individual support funded, people with disability will be able to make choices about housing which are not constrained by being obliged to live in “supported accommodation.” Some may even have the means to take up private rentals, given the funding of in-home supports.

Housing Accessibility and Supply
The NDIS, then, brings with it the potential fulfilment of Article 19, in that it should enable the in-home supports envisioned as part of the human rights of accommodation, allowing a person with disability to live where they chose, with whomever they choose. However, the key problem with this vision is that there is a distinct lack of affordable and accessible housing for people with disability in Australia. In fact, it is most commonly the lack of affordable accessible housing which results in people with disability being segregated in institutional settings – including young people with disability in nursing homes. If the only accessible housing available is aged care facilities, many people with disability, including younger people, may be forced into these facilities simply because housing is not available to meet their needs.
Universal housing design is an urgent priority, providing accessible and adaptable housing, and not only for people with disability. It is a key element of enabling ageing in place as it helps to prevent falls and injuries; and it also supports young families (including young families with a parent or child with disability) or those who are sick or unwell. It also ensures that people with disability are able to visit friends and families, enabling their inclusion in community life. Indeed, in the cost/benefit analysis, universal housing design is very important.
Despite this, universal housing design has not been implemented on a large scale in Australia. In 2009, housing industry leaders, community leaders and others were called together to the National Dialogue of Universal Housing Design. In this, the group agreed to a national guideline and a strategic plan, with the goal that ‘all new homes will be of an agreed Universal Housing Design standard by 2020 with interim targets to be set within that 10-year period.’
 (National Dialogue, 2010). This commitment was also included in the National Disability Strategy 2010-2020.
 

However, to date, the bulk of those buildings accredited under these guidelines are institutional, and a troubling number of them are aged care facilities, reflecting precisely the concerns of this inquiry. The National Dialogue also agreed to a series of ongoing reviews at two to three year intervals, but these have not been delivered. The Australian Network for Universal Housing Design and Rights and Inclusion Australia recently released a report which claims that ‘a generous estimation is that the current voluntary approach will achieve, at best, 5% of the National Dialogue’s 2020 target.’
 The cost of ensuring accessibility would be reduced if universal design were compulsory (due to changes to construction work practices and training, for example). Thus we would recommend changes to the Building Code of Australia to require accessibility and adaptability of any new housing stock.
With the implementation of the NDIS, the need for accessible housing is dire. The limited uptake of the National Dialogue on Universal Housing Design guideline is likely to lead to people with disability being forced to live in specialist housing. Much of this specialist housing has, in more recent years, been co-funded by community housing organisations and disability service providers, leading to models which are focussed on simplifying support provision, rather than maximising community living.
 In other words, these housing models frequently continue to congregate people with disability, which as demonstrated in Accommodating Human Rights, leads to segregation from the community.
Housing affordability is an additional concern. The NDIS may mean that some people who currently fund their own supports – such as those living in NSW boarding houses – will receive adequate funding for the first time in their lives. For some, this may mean that they can afford to live in more secure tenure. However, the crisis in housing affordability may disproportionately affect these options for people with disability. This is because 45% of people with disability in Australia live in or near poverty.
 
Housing stress – defined as spending 30% or more of income on housing – disproportionately affects low income earners, many of whom have disability.
 It can also affect the choices that they can make about where they live, with people with disability tending to be able to afford housing only outside of metropolitan areas.
 Frequently, this increases support costs, limits service availability, and limits their social and economic participation in their community. This again can mean that people with disability – including younger people – are forced into inappropriate housing such as nursing homes and institutions, simply because adequate housing is out of reach financially.
Without adequate accessible and affordable housing, the positive outcomes of the NDIS may be put in jeopardy. The scheme was proposed partly through the fact that economic participation for people with disability and for their carers was limited by a lack of supports.
 However, if these supports are available, but people with disability can only afford to live away from metropolitan areas, or in institutional settings which maintain a level of inflexibility, this will undermine the self-sustaining nature of the scheme.

Housing affordability is treated as something of a political football, with responsibility passed back and forth between federal and state governments. However, it is an issue that must be addressed, especially as the NDIS will result in increasing pressure on the housing market. PWDA recommends that the Federal Government take a leadership role in ensuring housing is both accessible and affordable. 
Institutions and Deinstitutionalisation
Institutions have a remarkable and dire effect on people’s physical and cognitive abilities, and especially on their capacity to make decisions. Being denied choices about everyday matters, like what time to get up, what to eat to lunch, and who to interact with during the day – let alone more significant questions like who provides you with support – can mean that an individual’s exercise of autonomy diminishes. In addition, it has been demonstrated that individuals who have moved into institutions frequently lose physical function, and conversely that those who have moved out of institutions have developed physical function far beyond what had been predicted
 (UK report…).

Institutions diminish quality of life, and can lead to ‘challenging behaviours,’ which are frequently responses to violence, or to the trauma of being denied adequate social interaction and autonomy. The processes of supporting people with disability in their transition out of institutions is important, and can be neglected by those in charge of the process (whether a government or non-government organisation). For example, advocacy can be important in supporting people to gain a sense of what the future might look like, and enable them to make decisions. 

Inadequate transition support, combined with inadequate funding for support provision or inappropriate services, can lead to major problems. The Richmond reforms of the mental health sector in NSW are often cited as a ‘failure’ and in some cases has been perversely used to demonstrate the necessity of institutions. 
However, it is essential to note that the problems laid at the feet of the Richmond reforms are in fact the result of inadequate services in the community, an issue that ought to be addressed by the burgeoning market of the NDIS. PWDA has supported a number of closures, and this experience has demonstrated that, with adequate supports, deinstitutionalisation has an astonishingly positive impact on the lives of people with disability. Importantly, this remains true no matter the age of the individual, nor their kind of impairment.

In developing recommendations, we suggest that the Committee consult both the ‘Agenda for Action’ section of Accommodating Human Rights (see p. 59-60) and the Shut In Position Statement. Together, these demonstrate a framework that will ensure adequate accommodation and support for people with disability, in accordance with their human rights.
We thank the Committee for this opportunity to provide our expertise on the matter of young people in nursing homes. 
Sincerely,
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Dr Jessica Cadwallader
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Attached:
Accommodating Human Rights: http://pwd.org.au/documents/pubs/AccommodatingHumanRights2003.rtf 
Shut In Position Statement:
http://www.shutin.org.au/index.php/what-is-the-issue/position-paper
� Convention on the Rights of Persons with Disabilities.


� Concluding Observations on the initial report of Australia, CRPD/C/AUS/CO/1, paras. 41-2.


� French, P, Accommodating Human Rights: A human rights perspective on housing, and housing and support, for persons with disability, People with Disability Australia, 2010, p. 25.


� Accommodating Human Rights, p. 11


� Concluding Observations on the initial report of Australia, CRPD/C/AUS/CO/1, paras. 37-38


� McKenzie, N, Michelmore, K and P Cronau, “In Our Care”, a special report of ABC 4Corners, screened 24th November 2014, viewable online at � HYPERLINK "http://www.abc.net.au/4corners/stories/2014/11/24/4132812.htm" �http://www.abc.net.au/4corners/stories/2014/11/24/4132812.htm�; see also � HYPERLINK "http://www.nationaldisabilityabuseinquiry.com/" �http://www.nationaldisabilityabuseinquiry.com/� for the petition calling for the inquiry, and the lengthy list of endorsements from a variety of organisations.


� Accommodating Human Rights, p.60


� Australian Bureau of Statistics, Disability, Ageing and Carers, Australia, catalogue # 4430.0 and National Disability Insurance Agency, General Backgrounder: � HYPERLINK "http://www.ndis.gov.au/general-backgrounder" �http://www.ndis.gov.au/general-backgrounder�


� See for example Support Clusters Definitions and Pricing for New South Wales, 2014, available at � HYPERLINK "http://www.ndis.gov.au/providers/pricing-and-payment" �http://www.ndis.gov.au/providers/pricing-and-payment� p. 18-23. Other trial sites have similar arrangements.


� Examples include the results of the NSW ‘Supported Accommodation Innovation Fund,’ which has produced outcomes such as the collaboration between 


� National Dialogue of Universal Housing Design, 2010. 


� National Disability Strategy, 2010-2020


� Report on the Progress of the National Dialogue on Universal Housing Design, p. 8


� Examples include the outcomes from the Support Accommodation Innovation Fund such as the collaboration between Northcott (a disability support provider) and Evolve Housing (a community housing organisation) which was shortlisted for the NSW Disability Innovation Awards.


� Sickness, disability and work: Keeping on track in the economic downturn, Organisation for Economic Co-operation and Development (OECD), Directorate for Employment, Labour and Social Affairs, 2009, p. 35.


� Housing assistance in Australia 2013, Australian Institute of Health and Welfare, Canberra, 2013.


� Claire Grealy, “DisabilityCare and Property,” Urbis Think Tank, http://www.urbis.com.au/think-tank/white-papers/disabilitycare-a-major-milestone-for-policy-and-property


� Productivity Commission, Disability Care and Support: Executive Summary, Report no. 54, Canberra, 2011, p. 11.


� For just one example, see Mansell J, Knapp M, Beadle-Brown J and Beecham, J Deinstitutionalisation and community living – outcomes and costs: report of a European Study. Canterbury: Tizard Centre, University of


Kent, 2007. For more examples, see � HYPERLINK "http://www.shutin.org.au" �www.shutin.org.au� for resources.





