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Background – About MDAA
The Multicultural Disability Advocacy Association of NSW (MDAA) is a non-profit, community based peak body for people from non-English speaking backgrounds (NESB) with disability and their families and carers in NSW.  MDAA aims to promote, protect and secure the rights and interests of people from NESB with disability and their families and carers in NSW.  We do this through activities such as individual advocacy; advocacy development; systemic advocacy; research; industry development; and training in cultural and disability awareness.  MDAA is also a registered training organisation.

MDAA has provided advocacy assistance to people from NESB with disability and their families since 1997.  In the past four years we have conducted or commissioned research on various systemic issues including ways to improve access and equity for people from ethnic minorities, and ways to enhance the ‘cultural competence’ of disability support services.  That research reveals the need to build community resource networks and systems which support people with disability, including children and young people, to live in the community as valued, contributing members of the community
.  

Issues for people with disability and carers from NESB 
Like Anglo-Australian carers, carers from non-English speaking backgrounds (NESB) face the issue of succession planning for their family member with disability.  However, it appears that there is very little succession planning among carers from NESB, although MDAA received feedback
 that carers would be very happy if suitable future arrangements for their child with disability were in place.  The difficulty for carers from NESB is that they don’t know how to achieve this.
We know that there is a lack of appropriate community based care options for people from NESB and a lack of understanding about specific issues regarding disability and ethnicity.
  Planners of programs and services and the people who implement them are largely uninformed about NESB carer issues. 
However, the number of people with disability from NESB who will need services due to the age of their carers will increase rapidly over the next 10 years.  Many migrants who came to Australia in the 1950s and 1960s are now in their 70s and 80s. The children, now adults with disability, of those ageing carers are now in most immediate need of assistance as they do not know about and are unlikely to have used any services.  Further, there are many children of post-World War II migrants, who are now in their 40s and 50s,and these adults with disability have never used any service and consequently have fewer skills for independent living than their Anglo-Australian counterparts. 

1. What prevents parents/ families from NESB from planning for the future?

Anglo-Australian Service Provision

Families and carers from NESB face many disadvantages due to migration (diminished support networks) and lack of sufficient and appropriate services that take cultural diversity into consideration.  NESB communities have significantly lower service user rates and are less likely to use services than their Anglo-Australian counterparts.  In NSW we estimate that 3 out of 4 people from NESB with disability miss out on Commonwealth and State funded disability services, mostly because these services are unable to address the linguistic and cultural needs of people from NESB appropriately.  Services have been designed by Anglo-Australians and can therefore meet the needs of Anglo-Australians more effectively than people from more diverse cultural backgrounds.  
Family responsibilities 

Many people from NESB communities believe it is the family’s responsibility to take care of a family member with disability.  Most often the female relatives, usually the person’s mother or sister, will automatically take on the role of carer and this is regarded as a duty, not a choice.
Not to provide care within the family is often seen as ’shameful’ and as ‘letting the family down’.  In this context it is critical to note that when ethnic communities are aware of particular programs and the programs are designed to meet their cultural and linguistic needs, families may be quite happy to access such programs (i.e. CACP in aged care is a very successful program in those communities it has been promoted to).  
Lack of accessible information and lack of familiarity with services
Many primary carers from NESB have only limited knowledge and expertise in accessing planning information.  Carers from NESB don’t know what options are available or don’t want to think about future service planning because many services are regarded as culturally incompetent. In addition, many carers have low levels of English language proficiency, and have difficulty communicating with disability services, particularly where the service is unwilling to use a professional interpreter.  
'I want service providers to listen to carers, not just consult the person with disability, because we are involved and we know what is happening.  Service providers recommend things the carer is unable to do.  Carers are ignored and never consulted even though we know what is best for the family member with disability in most cases.' (MDAA NESB carer consultation, September 2004)
Ageing carers are concerned about the future
As with their Australian counterparts, people with disability and carers from NESB are ageing and experience increasing health problems and  difficulties in supporting their family member with disability.  Carers from NESB are increasingly asking what will happen to the family member with disability when the primary carer can no longer provide the level of support required.  Ageing carers from NESB find that their caring role becomes more difficult with time and wish to see alternative arrangements put in place for future care and support of the family member with disability.
'I am afraid I will not be strong enough to take care of him in the future. I worry for him when I'll not be around any more that he'll not be taken care of the way I used to because all my children are working - besides they have their own families.' (MDAA NESB carer consultation, September 2004)
There is an increasing demand on families from NESB for all adults in a household to be in paid employment. The financial pressures on families are similar for Anglo-Australian and NESB families. Thus while it may have been possible at some stage in the past for an adult to take on a caring role, this is becoming increasingly difficult.  This may be a more pressing issue for families from NESB, who are generally poorer than their Anglo-Australian counterparts.  

Financial Vulnerability
In Australia all migrants (except for those immigrating on humanitarian grounds) have to wait two years before they can access income support.  Migrants with a disability, including their carers, have to wait ten years before they are eligible for any income support, such as Disability Support Pension or Carers Pension.  If carers do receive a pension it is usually insufficient for their needs.  Carers from NESB have told MDAA that they can barely cover the costs of providing personal care, domestic chores, shopping and transport.
Isolation and Carer/Family Burn-out
Within their communities many carers from NESB experience isolation and stigmatisation.  They believe they are alone and have no support available from other members of the community.  It is also common in many communities to distrust government services, often due to negative pre-migration experiences.  This leaves many carers from NESB without any assistance. Mostly, they only seek help when they are already in crisis. This self-sufficient attitude reduces interaction with the mainstream community and leads to situations where carers from NESB experience burn-out and approach services in crisis.
It is clear that parents and carers from NESB experience additional barriers which need to be addressed, specifically through a range of initiatives targeting carers from NESB.  Further evidence of this is the NSW Government’s recent tender for the development of specific ‘Planning Ahead’ tools and strategies for culturally and linguistically diverse communities. 

2. What could be done to encourage private provisions within families?

A culturally competent system for everyone
Families from NESB need a system that can provide good quality support for everyone.  MDAA considers trusts to be an exceptional ‘add on’ for better off families.  Special Disability Trusts are a good idea but it needs to be acknowledged as welfare for the relatively rich.  This needs to be balanced with other options for people with low-moderate incomes.  Trusts will enable richer people to provide better care and people with disability who have access to trusts may not have to rely on other support systems.     

These options need to be made available to families from NESB, for example, with targeted campaigns and forums with this specific focus.  While the focus on ‘severe disability’ may be appropriate as a first step, attention also needs to be given to people with lower support needs.  Programs to strengthen the capacity of people with disability to live independently in the community should include programs to strengthen the capacity of NESB communities to respond more effectively to community members with disability, as well as pr programs for families and people with disability.
Generally, a shift from crisis management to long-term planning needs to occur and people with disability from NESB and their carers need to be engaged much earlier in the succession planning process. 

To encourage private provisions, the government could initiate the following activities:

· Education and training campaigns targeting specific NESB communities in which complex succession planning concepts and options (e.g. ‘Setting up a Trust’, ‘What is and how to appoint an Enduring Power of Attorney’, ‘Enduring guardianship’, safeguards, legal and financial advice or the role of the Guardianship Tribunal) are explained and discussed.
· Work intensively with several communities to develop more culturally appropriate planning. 

· Further relax certain immigration provisions to allow extended family members to enter Australia 
· Relax current social security laws in relation to carers on a Carer visas,  permanent residence visas to access services and support earlier.   
· Explore opportunities to pay carers a wage rather than a Carer’s Pension. This would enable other family members (i.e. next generation siblings, etc.) to take on some of the caring role.

· Ensure engagement with carers from NESB in a range of caring programs to ensure input from and consultation with carers from NESB 

3. Are other informal arrangements or schemes needed to assist parents or carers who wish to provide for their child with a disability over time?
Initiate pilot projects
MDAA considers it as beneficial to run pilot projects in NESB communities to develop some more ideas about succession planning for carers.  We are not aware of any wide-ranging work/ projects that have been done in this area.  Centrelink’s Financial Services section has all the necessary data for succession planning and already does some money and investment planning for older people.  MDAA would like to see these planning options extended to include carers of people with disability, including family carers from NESB.     
Develop information and community education strategies
To improve access to practical information about succession planning, distribution strategies must be developed that specifically focus on NESB carers’ needs.  For example, creative new information strategies should include promoting succession planning through Migrant Resource Centres, TV channels, ethnic community radio and TV programs (e.g. SBS) and various ethnic community websites and newspapers.  Information booklets that explain possible planning choices and care options should also be produced and translated into community languages.  Further, cultural competence training with mainstream service providers, including Home and Community Services (HACC), should be continued and extended.
Information on succession planning should be presented in a way that is accessible to all.  Thus, translation and distribution strategies for resources, like the ‘Planning Ahead Kit’
, must be sensitive to Australia’s cultural, linguistic and religious diversity. 
Encourage independence and access to respite care
To assist a person with a disability to become independent, a range of flexible respite care arrangements have to be made available.  In NSW, options that encourage independence are offered by Local Councils, for example, hostels for short stays that enable people with disability to experience life outside the family home. Through these options, carers and family members with disability can learn with time to live more independently of each other.

Collaboration of the disability sector in carer planning
In 1999 the NSW Department of Ageing, Disability and Home Care (DADHC) and the Department of Health initiated a Community Care Assessment Framework (CCAF)
 that aimed to establish a collaborative inter-agency process for evaluating and providing the necessary support required by a person with disability. This framework aimed to improve the coordination between Home and Community service providers and the health, disability and aged sector generally and is being implemented in all HACC services in NSW.  MDAA believes that similar models should be trialled by FaCSIA, that also take into account NESB specific cultural and language needs in assessment and planning processes. 
4. Are there innovative accommodation models that would assist parents and families make provisions for their child with disability?

Diversity and choice in supported accommodation

The demand for accommodation support services by ageing carers for their adult children with disability is increasing and there is an urgent need for sufficient quality supported accommodation.  Recent MDAA research
 revealed that people from NESB with disability and their families want individualised programs and options tailored to their specific needs.  

From other program areas, such as Community Care, MDAA is aware that the Community Aged Care Package (CACP)
 is one of the few programs that has been embraced at equitable rates by people from NESB.
  In addition, new flexible options must be developed which contribute to long-term support within family and community residences and provide ongoing support for cost-effective, flexible and individually tailored accommodation options.  

These initiatives must be developed and tried in consultation with people with disability, their families and communities.  Further, all programs must be evaluated, by considering not only what impact the program has had on the life of a person with disability, but also what impact it has had on their family carers and their community. 

Some of the more flexible models that could be tried in NESB communities are:

· Use of ethnic community services as brokers to buy in the services and support that the person with disability and their family need;

· Trialing new ways of delivering a range of programs  such as the Attendant Care and High Needs Pool Programs by allowing people with disability to fund family members and friends to provide the support needed; 

· Trialing flexible support options which have access to hump funding;

· Funding individuals and groups of individuals and their families to manage their own funding;

· Investing in community brokers to assist people from NESB with disability and their families to negotiate the service systems;

· Investing more money in more flexible services for people with higher support needs, either for challenging behaviours or higher medical support needs; 

· Addressing the need for flexible services by packages and residential arrangements that allow carers to begin withdrawing from the primary care role, assured of future care arrangements;
· Developing new programs that facilitate the creation of new, more ‘natural’ supported accommodation systems, for example, people with and people without disability living together (using public funds to pay a flat mate to provide some of the support required);
· Funding ethnic communities to establish ethno-specific and home-based facilities to allow the person with disability to have more options while maintaining immediate family surroundings;
· Funding personal care and in-home supports that offer domestic help and personal care (e.g. do the shopping; cooking a meal) and that encourage people with disability to be self-sufficient and to make their own decisions about everyday daily activities.
5. Further planning options and comments
· Succession planning should build on and enhance individual capacities

Any service delivered should be built on and further strengthen the capacities of the person with disability.  Many of the current services are based on deficit models that focus more on what a person cannot do rather than strengthening the capacities, skills and knowledge that people with disability already have. 

Good succession planning, support approaches and service delivery offer alternatives, variety, choice and responsiveness to individual needs. To maintain the quality of life for NESB carers and their family member with disability, all succession planning strategies should take into account the wishes of the family member with disability and their carers.

· Promote community consultation on succession planning
Working with NESB communities (networking with community organizations and service providers) to increase their knowledge about succession planning would be useful and would also increase the communities’ awareness about the experiences of people with disability and their families within the communities.
Attached  to this submission:

1. MDAA report: ‘I want to go to Queensland’ report

2. MDAA report: ‘Everybody needs a home’ report

� Our research reports can be downloaded from MDAA’s website � HYPERLINK "http://www.mdaa.org.au" ��www.mdaa.org.au� or obtained from our office.  


� MDAA (September 2004): 'I like to go to Queensland...I have no other future plans'�Growing Older: hopes and fears of people from NESB with disability.’ See: http://www.mdaa.org.au/service/systemic/04/carers.html


� For example, there are 1000 disability services in NSW but only 6 that are ethno specific or multicultural services dealing with NESB clients.


� DADHC (May 2006): Planning Ahead Kit: Resources for managing financial, health and lifestyle decisions into the future. See:  http://www.dadhc.nsw.gov.au/NR/rdonlyres/55E5CF7D-104B-49CA-9230-6E49F8EFB1C9/1901/PlanningAheadKitMay.pdf


� Ageing and Disability Department (ADD) (October 1999): NSW Govertnment Carers Statement, See: http://www.dadhc.nsw.gov.au/NR/rdonlyres/AD83F531-ED4F-4ECF-8E3A-36FCE980DA04/428/CarersStatement.pdf


� MDAA, October 2005, ‘Everybody needs a home: People from a non-English speaking background with disability and their families living in communities – a research project about their concerns and hopes and the implications for public policy’.  See  � HYPERLINK "http://www.mdaa.org.au/publications/index.html" ��http://www.mdaa.org.au/publications/index.html� 


� Community care initiatives: Community Aged Care Packages (CACP): maximum of $90,000 for individualised packages (support by service providers/NGOs) funded by the Commonwealth government.


� MDAA supports the design and use of these kinds of packages in the disability sector because of their flexibility and ability to meet the cultural, linguistic and religious needs of service users.  In addition, ethnic community service agencies are currently delivering many of those packages and those services could also deliver services to people with disability.  
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