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Overview

Thank you for the opportunity to comment on the DADHC Discussion Paper on Models of Supported Accommodation for People with a Disability.  As the peak organisation in NSW for people from a non-English speaking background (NESB) with disability and their families we appreciate this opportunity and we welcome the renewed interest by the NSW Department of Ageing, Disability and Home Care in developing appropriate supported accommodation for people with a disability in NSW.  

Your discussion paper has encouraged us not only to think about supported accommodation and the needs of people from a NESB with disability as we experience it through our individual advocacy work, but over the past month we have also interviewed more than 50 people from a NESB with disability and family members about what they need and want in terms of living in the community.  We will write a report based on those interviews and will make it available to DADHC before the end of June 2005.

We have also conducted a national and international literature search for articles which specifically or at least in passing, deal with cultural diversity in supported accommodation.  Other than references made to the under-utilisation by people from a NESB with disability in supported accommodation programs we were unable to locate any literature which specifically deals with cultural diversity and disability. 

We see DADHC’s discussion paper as the beginning of a process.  We recommend that the Department consider establishing a reference group and further consultations and discussions.  We also urge the Department to consider work done by previous incarnations of DADHC, such as the “The Valued Norm” put out in 1993 by the Disability Directorate of DoCS and the Final Report to the NSW Government of the NSW Accommodation Task Force for people with a disability and older people in 1997.

Overview of our response at this stage:

1. Overall Comments on DADHC’s Discussion Paper.

2. Key experiences and issues facing people from a NESB with disability and their families and the resulting challenges for government and the disability services sector.

3. The Models and their appropriateness for people from a NESB with disability. 

1.
Overall Comments

Starting with people not models

The Multicultural Disability Advocacy Association of NSW (MDAA) strongly recommends that any discussion about models needs to start from and be anchored in the diverse experiences and needs of people with disability.  Ultimately models that don’t work for people will be unsuccessful in the long run and will not be cost effective.  The aim of any supported accommodation ought to be to meet the needs of an individual or at most a small number of individuals for a particular time in their lives.  All our lives change all the time and so do our circumstances, our needs and wishes, our age, etc.  The ways in which we all organise our lives and supports change all the time.  In order to enable individuals to live in the community, the way the support is provided needs to change to reflect changing needs.

Delivering on the objects of the DSA

MDAA understands the discussion paper as pointing out that the Department is seeking a balanced approach between flexibility, support and choice and the objects of the DSA.  We also understand that flexibility, choice and support are some of the keystones of the DSA and we therefore do not understand the discussion paper’s reference to a ‘balanced approach’.  

We are concerned that some of the models (St Martin’s Court, Kew Residential Services, Matavi Ageing in Place Initiative, Guthrie House, Abbeyfield Housing and Wintringham) suggested in the paper do not comply with what we understand the objects of the DSA to be.  We are concerned that while we welcome a discussion on how to create greater flexibility and a greater choice of options, it appears that the fiscal needs of Government may take primary focus rather than the needs of people with disability being paramount in this discussion.  We also understand that while the DSA does not spell out any particular number of residents living together, the government view in the past appears to be based on an arbitrary acceptance of a maximum number (of 6) people living together.  While we accept that this number is arbitrary (and the community sector has mostly argued for an arbitrary number of 4) we expect that the government will accept only models which have a maximum of 6 residents living together. 

Why does DADHC own public housing?

It continues to be unclear why DADHC is in the business of owning property and managing accommodation for people with disability.  DADHC has a responsibility to support people with disability, not in managing public and social housing.  We strongly recommend that the Department of Housing take on the responsibility for public and social housing.  DADHC can then concentrate on providing and funding the support that people with disability need.  This would free DADHC from having to make decisions and work towards solutions that are asset and liability driven.  Currently it appears that assets or the lack of assets drive the delivery of support to people with disability. 

Support and infrastructure come from many places and take many forms

Support comes in the form of informal support through families and communities and in formal support through not only DADHC, but also health services, transport services, educational facilities, community neighborhood centres, etc. Employment, access to shopping, dental facilities, etc. are important infrastructure, as are access to swimming pools, hairdressers, libraries, local clubs and adult education services. Simply, people with disability living in the community ought to be able to go to the hairdresser like everyone else, not like many residents in Large Residential facilities and group homes who receive those services in the home.

2
Key experiences and issues facing people from a NESB with disability and their families and the resulting challenges for government and the disability services sector

There are several key issues we would like to raise that are specific to people from a NESB and their families.  These are critical in any debate about supported accommodation options for this population group and for some of the resulting challenges for government and the disability services sector.

Racist Supported Accommodation Service System

Approximately 25% of all people with disability in NSW are from a NESB (either they were born in a non-English speaking country or one or both of their parents were born in a non-English speaking country).  While people from a NESB make up 1 in 4 people with a disability they only access 0.2% (or 1 in 50) government provided supported accommodation places in NSW (Productivity Commission Report on Government Services 2004).  While the reasons for that are many, it is clear that the current system is not delivering services on the basis of need but on the basis of race.  

Currently the services are funded through the NSW Government from money collected from all taxpayers, including people from a NESB, but they do not deliver services to people from a NESB.  Nothing within the current discussion paper gives us any confidence that the proposed models would make any difference to the service utilisation rates of people from a NESB.  Therefore, at a most basic level MDAA’s constituency is not interested in any slight modifications to the current system.  What we are seeking is an overhaul which aims to achieve racial equity.

There is no evidence which suggests that families from a NESB, due to either their size or structures, have a greater capacity to deal any better with the complexities and difficulties which arise from having a family member with a disability.  There is also little indication that the incidence of disability among second generation people is any smaller than the incidence among their Anglo- Australian counterparts. 

Unmet need

In the light of this, the level of unmet need among ethnic communities for disability services and more specifically, support services enabling people to live in the community, is at this stage not even registered as expressed need.  Currently, many families just ‘muddle through’ and will only come into contact with the Department when there is an absolute crisis.  With an ageing population and increased pressures on families (see below) this unexpressed need will, over the next 5 to 10 years, increasingly become expressed need (most likely as crisis)  and will add to the already existing unmet need and  unmet demand on services. 

In addition, while we acknowledge the attempt of DADHC to manage accommodation vacancies to create more equal opportunity and to reduce the ‘squeaky wheel’ syndrome, MDAA believes that none of the regionally managed vacancy management systems put in place adequately addresses racial inequities, nor even attempts to reach into ethnic communities.  However, even if those vacancy management systems were to meet the needs of people from a NESB, the need far exceeds any supply. 

Lack of cultural competence

Among the workforce employed to provide supported accommodation there is an overall lack of cultural competence which compounds and in turn is compounded by the racist service system. Without a workforce able to deal with the cultural diversity of all potential consumers there are also no resources available for the workforce to become culturally competent. 

Lack of access to Interpreters and culturally and linguistically accessible information

The official government policy states that anyone needing an interpreter can access one ("NSW Government Agencies including Government Trading Enterprises are expected to ensure that contracts with private providers and funding agreements with non-government organisations identify a budget for interpreting and translating appropriate to the service provided and the needs of the clients of the service.  In relation to state owned Corporations, I consider that this provision provides a sound approach when dealing with people from a non-English speaking background.  Funding agencies are also expected to ensure through program monitoring that where such funding is made that language services are provided to clients who need them."  (Memo from the Premier (No.98/22)).  MDAA has ample evidence to suggest that not only contracted services but also DADHC provided services are actively encouraged not to utilise interpreter and translation services.  Most often the reason given by providers is a lack of resources.

Ageing Carers and lack of skills among people from a NESB with disability

One of the key issues facing some of the more established NESB communities is that, like their Anglo-Australian counterparts, they are ageing and facing difficulties in relation to their ability to provide support for their children with disability, many of whom are now in their 40s and 50s.  However, unlike their Anglo-Australian counterparts, many sons and daughters of the migrants who came to Australia in the 1950s and 1960s never access any disability services.  Many of those sons and daughters have lower levels of skills compared with their Anglo-Australian counterparts. 

De-institutionalisation
We are concerned about the current pace of de-institutionalisation and we urge the government to release its plan for stage 2 of the devolution of large residential facilities. 

In 2002/3 MDAA undertook a pilot project for DADHC to ensure that families from an Arabic speaking background, whose relatives are currently living in a large residential facility and are subject to the DADHC stage 1 devolution process, understand the processes and the options available to their relatives and to them.  Overall, the project aimed to ascertain better practices to ensure that families from a NESB are better informed and more involved in making decisions about their relatives living in a large residential facility. 

Following this project we raised a range of concerns with the Department and we are unsure whether any of our concerns raised and suggestions made have ever been acted upon.  Due to the lack of cultural competence among staff and the lack of networks into and understanding of ethnic communities we have great concerns that the people from a NESB with disability to be devolved in stage 1 and the following stages will be provided with supports which meet all their needs including their cultural, linguistic and religious needs.

3.
Models and their appropriateness for people from a NESB 

It is clear from the issues raised above that the current supported accommodation system offers little or nothing to people from a NESB with disability.  While there are few people from a NESB in Group homes, there are relatively more in Larger Residential Facilities.  Many are there because their parents are too old and there were too few services provided in their homes for families to support and care for the person any longer at home.  

The 50 or so people we have spoken with in the past month represent the full range of disabilities (except mental illness) and the full range of support needs ranging from needing a bit of support through neighbour aid to 24 hour support  requiring some medical care. 

From our conversations with people from a NESB with disability and their families, all (except one) consider living at home with family to be the most appropriate option.  People were very clear that they didn’t want out of home, group home or any other institutional support setting, but that they wanted support to live as families and in the community.  In some previous work undertaken with families who have a family member in a Large Residential facility, most of those families would gladly live with the family member with the disability if they could get adequate support at home.   

This response (and as discussed above we will release the findings in a more detailed report soon) corresponds with one of the only success stories in the area of equity of access from the aged and community care sector.  CACPs (Community Aged Care Packages) are one of the few programs which have been embraced at equitable rates by ethnic communities.  The main reason cited for this is the flexibility of the package and the ability of the package to be used to meet the cultural, linguistic and religious needs of the service user. 

From our research and all the work we have been doing through individual and systemic advocacy over the past eight years, we urge that much more flexible and individually tailored options are considered which we believe are not only what people want, and therefore have a chance of succeeding, but are also more cost effective. 

We acknowledge that there are people without families and without community connections.  We also acknowledge that there are people with high medical support needs and there are people from a NESB with disability who have offended or are at risk of offending.  We strongly suggest that it is even more crucial that individual, tailor made support options are found for these groups as their needs are likely to be more complex, requiring more intensive intervention.  In terms of people without families, we recommend that DADHC follow up initiatives in the child care and child protection areas, where family-host and foster care type programs were successfully introduced into ethnic communities, despite a traditional belief that many ethnic communities would reject those programs.  There is much untapped potential within ethnic communities and with the right investments, the right programs and a commitment to those communities, we believe options can be developed which would meet the needs of most people with disability from a NESB, including those in the groups identified above. 

Overall, MDAA does not support the development of ethno-specific variations of the models proposed.  While these may appear attractive alternatives at first glance, we are sure that inflexible, highly structured and ‘institution like‘ services cannot deliver good quality services for an individual. More importantly, as everyone said to us, people want to be supported in their homes with their families. 
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