31st January 1999

Mr. Tony Davies

Secretary

Standing Committee on Social Issues

Legislative Council

Parliament House

Macquarie Street

SYDNEY   NSW   2000

MDAA RESPONSE TO THE INQUIRY INTO RESIDENTIAL AND SUPPORT SERVICES FOR PEOPLE WITH DISABILITY – PART 2

Dear Tony

Please find enclosed the response to the above inquiry from the Multicultural Disability Advocacy Association of NSW Inc (MDAA).

MDAA is the peak body in NSW for people from a non-English speaking background (NESB) with disability and their families and carers.  MDAA is the only advocacy service available in NSW to people from NESB with disability, their families and carers.

MDAA became an independent community-based organisation in 1997 and is solely funded by the Commonwealth Department of Family and Community Services.

At this point in time, the NSW Government does not fund any state-wide advocacy service, community education programs, community development, etc. specifically for people from NESB with disabilities.

It would be appropriate here to express our disappointment at the entire process surrounding the tendering out of DOCS group homes.  Some major issues which concern MDAA include:

· The fact that the decision to tender out the homes was already made before the disability sector was consulted and before a Parliamentary inquiry was held

· The lack of consultation with the community - MDAA is extremely concerned that the voices of people from NESB with disability and their families are not being heard.  Consultation with people from NESB has always been problematic and the methods used in this current inquiry highlight the lack of understanding and commitment to cultural diversity.

MDAA as part of the Disability Safeguards Coalition has signed several position statements issued by the Coalition.  MDAA supports and directs the Committee to the submission made by Safeguards in relation to the more general issues of disability services.  Other submissions which will also provide this information will come from People with Disability (PwD) and the NSW Council for Intellectual Disability (CID NSW).

MDAA will bring to this inquiry, the issues and concerns specific to people from NESB with disability.  This approach is consistent with MDAA’s presentation of evidence before the Committee in Parliament.

In this second submission we have incorporated an Introductory Background Paper to assist the Committee in understanding the complexities of the issues facing people from NESB with disability.  We realise that a lack of background information was a short-coming of our first submission, which we are certain, has resulted in a lack of recommendations made in relation to people from NESB with disability.

If you would like to discuss these matters further, you can contact me on 9891 6400.

Yours sincerely

Barbel Winter

Executive Director
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ABOUT MDAA

The Multicultural Disability Advocacy Association of NSW (MDAA) is the peak body in NSW for people from a non-English speaking background (NESB)
 with disability and their families and carers.

MDAA is the only advocacy service available in NSW to people from NESB with disability, their families and carers.

THE SERVICE PROVIDED

It is the aim of MDAA to promote, protect and secure the rights of people from NESB with disability and their families and carers by:

Working Together with Individuals

In 1998/99 MDAA staff acted as individual advocates for 164 consumers and provided advocacy information to over 120 callers.

The people MDAA provided individual advocacy to come from over 30 different backgrounds.
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Working with the System

MDAA works together with disability and ethno-specific community services, government services and agencies to redress the specific issues/ barriers facing people from NESB with disability and their families.

During the last financial year, the 6 most frequent issues we dealt with were:

1. Accommodation

2. Immigration

3. Respite care

4. Personal support

5. Employment

6. Abuse and discrimination (race and / or disability).

Community Education and Training

MDAA runs training programs, education sessions, conferences, community forums, public information sessions, etc. for people from NESB with disability and their families, ethno-specific services, disability services as well as generic non-government and government agencies.

FUNDING

MDAA became an independent community-based organisation in September 1997 and is solely funded by the Commonwealth Department of Family and Community Services.

The NSW Government does not fund any state-wide advocacy service, community education programs, community development, etc. specifically for people from NESB with disabilities.

INTRODUCTORY PAPER

People from NESB with disability and their families and carers are continually left off the agenda because our issues are thought to be covered and addressed by either the "ethnic sector" or the "disability sector".  In reality, the issues and needs of people from NESB with disabilities and their families/ carers have never been understood or addressed.

This Introductory Paper aims to bring together the social, historical and political context surrounding people from NESB with disability and their families  and carers and the impacts this context has.  This Introductory Paper also attempts to dispel some of the myths and misconceptions commonly held about people from NESB with disability.

THE INCIDENCE OF DISABILITY

At present, there are no available statistics about the incidence of disability within NESB communities.  MDAA has used available data from the Australian Bureau of Statistics (ABS) and extrapolated the following:

National

In Australia, 41 per cent of the population (17,892,423) were either born overseas, (English speaking + non-English speaking countries) or have one or both parents born overseas (English speaking + non-English speaking countries)
.

60 per cent of those born overseas, or who have one or both parents born overseas, come from a non-English speaking background
.

Thus, 25 per cent of the population come from a non-English speaking background.

According to the 1998 ABS study, Disability, Ageing and Carers, 19 per cent of the population has a disability.

It can be deduced that 5 per cent of Australia’s population are people from a NESB with a disability.

State

In NSW the figures are very similar.  42 per cent of the population (6,038,696) were either born overseas, (English speaking + non-English speaking countries) or have one or both parents born overseas (English speaking + non-English speaking countries)
.

57 per cent of those born overseas, or who have one or both parents born overseas, come from a non-English speaking background
.

Thus, 24 per cent of the population come from a non-English speaking background.

According to the 1995 ABS and Ageing and Disability Department (ADD) study, Facts on Disability in NSW, 17 per cent of the population has a disability.

It can be deduced that, 4 per cent of the population people from a NESB with a disability (see Appendix 1 for more information).

	MYTH 1
	FACT

	There are no people from a NESB with disability in Australia because they are not allowed in the country.
	Despite restrictive immigration policies, the prevalence of people from NESB with disability is comparable to Anglo-Saxon / Celtic communities in Australia.


Background

Some research into the field of ethnicity and disability has indicated that there is the possibility of a  higher incidence of disability amongst NESB communities despite the intention of the Migration Act to restrict the entry of “handicapped” people into Australia.  An actual figure of the incidence of disability remains somewhat vague and further research is needed for this to be conclusive.

Suggested reasons for a higher incidence of disability include:

· The concentration of many NESB immigrants in jobs and industries (unskilled or semi-skilled labourers) where the incidence of industrial accidents is high.

· The higher incidence of marriage between relatives in some communities increases the risk of genetically based disabilities.

· Unfamiliarity with early intervention programs resulting in late diagnosis of children with a disability increasing the potential for deterioration of the disability.

· Potential for post-traumatic stress and other psychiatric and physical disabilities resulting from the refugee/ migrant experience.

In general, a health assessment is used to screen out immigrants with disability.  There are some exceptional circumstances which allow for some people with disability to enter, such as humanitarian grounds or reunification with family.

It is our experience that this process does not allow for consistency or fairness and encapsulates the ‘squeaky wheel’ syndrome which means that sometimes the loudest or the most desperate, provided they are aggressive enough, get what they want whilst others miss out.  This process undermines the Federal Governments' publicly stated commitments about the value of people with disability.

Specific sections within the Migration Act (sections 351, 391, 417, 454) give the Australian Minister for Immigration and Multicultural Affairs discretionary power to grant admittance into Australia.  Earlier this year the Minister signed a new set of guidelines that outline the exceptional circumstances where the Minister may intervene (see Appendix 2).

The current immigration practices have their largest impact on families.  It is not uncommon for families to immigrate, leaving behind the member of the family with the disability and applying for this member to immigrate to Australia after they arrive.  This process proves to be incredibly traumatic for the family, especially for the individual who has been left behind.

EXAMPLE

The Sultani family are refugees from Afghanistan.  They came to Australia in 1994 and were granted a Protection Visa.  They had to leave behind their 11 year-old son, Abdur, who has Down Syndrome in the care of his elderly grandmother in Afghanistan.

Abdur has been deeply traumatised by his separation from his family and has difficulties coping on a daily basis.  He has limited emotional and financial support, and as a result, he has developed "challenging behaviours" (tried to commit suicide and has become violent).

The family has lodged an application with the Department for Immigration and Multicultural Affairs (DIMA).  Unfortunately, the Department will not make a decision because of a pending case in the Supreme Court on a similar matter.  The Department is of the opinion that if they make a favourable decision, this will open the ‘floodgates’ with other cases.

Alternatively, people with disability immigrate to Australia with their family on a Visitor Visa and then stay on with a Bridging Visa without any access to services or intervention which frequently results in their condition deteriorating.  This places an enormous strain on the individual and their families.

THE CURRENT NSW POLICY FRAMEWORK

Below are some of the primary broad-based NSW Government policies and legislation which are particularly relevant to people from NESB with disability.

This is the policy framework the NSW Government has agreed to work within.  Any improvements for people from NESB with disability need to be measured against these policies.

MDAA has developed a set of Strategic Directions (see Appendix 3) which will assist the Government in meeting the commitments listed below.

Building on Cultural Diversity – Ethnic Affairs Action Plan 2000 White Paper, 1996

The NSW Government’s approach to ethnic affairs is ‘a whole of government’ approach.  Ethnic affairs is a priority for the government and will be part of the core business of every Government agency.  The Government will work with the community to keep it informed of their progress.

The role of the Government in ethnic affairs is to:

· Provide leadership in encouraging and valuing a culturally diverse society and in promoting social cohesion.
· Ensure policy, legal and planning frameworks support our culturally diverse society.
· Ensure access to quality goods and services and an equitable distribution of those goods and services.
· Encourage community development.
Major outcomes from the Ethnic Affairs Action Plan 2000 (3 major areas, Social Justice, Community Harmony , Economic and Cultural Opportunities) in relation to Social Justice are:

· Responsive and equitable policy – policy and program development will be responsive to linguistic, cultural, racial and religious diversity.

· Participation in decision make bodies – increased participation by members of ethnic communities at all levels of Government decision making and on advisory and consultative bodies.

· Cultural diversity in government services – increased understanding by Government service providers of cultural diversity, particularly in essential service areas such as health, education, community welfare, housing, police and justice.

· Cultural diversity in funded services – increased understanding by Government funded organisations of cultural diversity.

· Culturally diverse workforce – increased valuing and productive use of cultural diversity within the public sector workforce.

· Access to interpreters and translators – increased access to accredited interpreters and translators for customers of Government services.

· Accessible to local government – accessible programs and services delivered by local government.

· Planning for cultural diversity – urban and regional planning will reflect the current and future needs of our culturally diverse community and ensure that housing, social and community infrastructure are accessible.

· Improved settlement services – planning and provision of settlement services will be improved to ensure new migrants are better supported.

To implement the action plan, agencies are required to:

· Implement legislation and Government policies related to ethnic affairs.

· Ensure ethnic affairs is integrated into their core business.

· Work together with other agencies on joint initiatives.

· Report on progress and outcomes.

NSW Charter of Principles for a Culturally Diverse Society, 1994

This Charter, which forms part of the amended Ethnic Affairs Commission Act (1996) and was endorsed by the NSW Cabinet (1993) and again supported by the NSW Government in 1995, is based on the following principles:

1. All individuals in NSW should have the greatest possible opportunity to contribute to, and participate in, all levels of public life.

2. All individuals and public institutions should respect and accommodate the culture, language and religion of others within an Australian legal and institutional framework where English is the primary language.

3. All individuals should have the greatest possible opportunity to make use of and participate in relevant activities and programs provided and / or administered by NSW government institutions.

4. All NSW public institutions should recognise the linguistic and cultural assets in the NSW population as a valuable resource and utilise and promote this resource to maximise the development of the state.

This charter states that it will be applicable and “reflected in all Government policies, activities, and in its dealings with the non- government sector”.

Furthermore, as pointed out in the Handbook for Chief Executives & Senior Managers, “.. the Charter of Principles lends itself to a number of equity planning issues facing public sector agencies today, in the sense that it is about principles which should govern the full participation of the entire community in public life”.

One of the stated benefits of implementing this Charter is “the benefits that flow from organisational responsiveness to the changing society that the agency serves”.

NSW Social Justice Directions Statement (Fair go, fair share, fair say), 1996

The Government’s social justice strategy is based on the four interrelated principles of:

1. Equity

2. Access

3. Participation

4. Rights.

This statement sets out the Government’s broad approach to social justice and states the Government’s commitment to ensuring that:

· There is fairness in the distribution of resources.

· Rights are recognised and promoted.

· Access to economic resources and services essential to meet the basic needs of people and to improve their quality of life.

· People have better opportunities for genuine participation and consultation about decisions affecting their lives.

NSW Disability Services Act, 1993

This Act regulates the provision of services to people with disabilities with the following aims:

· Achievement of maximum potential

· Further Integration

· Achievement of positive outcomes

· Promotion of a positive image

· Achievement of increased independence.

In relation to people from NESB with disabilities, the principles and applications of principles specifically state:

· Persons with disabilities have the right to choose their own lifestyle and to have access to information, provided in a manner appropriate to their disability and cultural background necessary to allow informed choice.

· Services and programs of services must apply the principles set out in clause 1. In particular, they must be designed and administered so as to achieve the following:

(e) to meet the need of persons with disabilities who experience an additional disadvantage as a result of their gender, ethnic origin or Aboriginality

(m) to recognise the importance of preserving the family relationships and the cultural and linguistic environment of persons with disabilities.

NSW Disability Policy Framework, 1998

Under Section 9 of the DSA the NSW Ageing and Disability Department is responsible for ensuring that all departments and agencies develop disability action plans.  The NSW Government Disability Policy Framework was developed to assist these departments and agencies with their disability action plans.

The 3 objectives of Framework include:

1. The achievement of a planned, coordinated and flexible approach to policy and service provision in NSW for and with people with disabilities and their carers.

2. The creation and promotion of opportunities, services and facilities which enable people with disabilities and their carers to participate in the wider community and to attain a better quality of life.

3. Provision of ways for State Government service providers to measure and report on their progress in increasing access for people with disabilities.

There is a specification – under all 3 objectives – that in all situations it will be necessary to incorporate initiatives to address specific needs related to gender, culture, language, religion, sexuality, geographical location and socio-economic circumstances.

Culture is certainly a major issue highlighted in this document and makes up one of the principles.  Principles include:

· People with disabilities are full and valued members of the community

· People with disabilities will have access to service provided to the general community

· In the provision of service to people with disabilities the focus will be on the whole of life needs of individuals in their own communities

· Better outcomes for people with disabilities will result from cooperation among service providers with the active participation of people with disabilities

· Services will support and be sensitive to the diversity of people with disabilities

· The unique meeds of people with disabilities of Aboriginal and Torres Strait Islander background will be recognised

· The legal rights of people with disabilities will be recognised and protected.

THE HISTORICAL, SOCIAL AND POLITICAL CONTEXT

People with disability are routinely marginalised, stigmatised and dehumanised.  People with disability from NESB have been further disadvantaged because we experience discrimination on the basis of our disability AND our ethnicity.
Past and recent writing about this issue have coined this phenomena a “double dose” of discrimination.  MDAA believes that this argument is too simplistic.  A simple mathematical calculation (“times it by 2”) does not encapsulate the complexity of the issues experienced by people from NESB with disability.

Discrimination occurs on an individual and a systemic level.  Due to the high level of social control that people with disabilities experience, the discrimination they face is often institutional.  People from NESB, in particular those with a disability and recent migrants, experience highly regulated environments where much of the discrimination experienced is systemic.

There are many barriers facing people from NESB with disability, including:

· Lack of information and knowledge about essential services.

· Lack of culturally appropriate services.

· Discrimination in service provision.

· Myths, misconceptions and negative stereotypes about disability and ethnicity in the general community.

· Prejudice against people with disability from members of their own communities.

· Increasingly hostile environment together with the call for the demise of multiculturalism as a public policy.

· Governments’ emphasis on rationalist economics and competition principles rather than social cohesion.

Australia’s Social Integration Policies

The inherent problems with service provision can be traced back to the start of immigration in this country and the policies which were adopted in an attempt to accommodate the rapidly changing nature of our society.  Since 1945 almost 5.7 million people have come to Australia as new settlers.  The make-up of Australia’s population has changed dramatically over the past 200 years – from a total Aboriginal population to a predominantly Anglo-Celtic one by 1900, to its present mix of about:

· 74 per cent Anglo-Celtic

· 19 per cent European

· 4.5 per cent Asian
.

The trigger for a large-scale migration program was the end of World War II (WWII).  In Europe millions of people were stranded outside their homelands, unable to return.  In Australia, there was a desperate shortage of labour and a growing belief that substantial population growth was essential for the country’s future.

In 1945 a federal Immigration portfolio was created and by 1947 a post-war immigration boom was under way with a large and growing number of arrivals, many  government-assisted.

Agreements were reached with Britain, some European countries and with the International Refugee Organisation to encourage migrants, including displaced persons from war-torn Europe.  By 1950, almost 200,000 people had arrived
.

A million more migrants arrived in each of the following 4 decades.  Today in Australia:

· Four in ten are migrants or the children of migrants

· One in four were born overseas

· 13.7 per cent were born overseas in non-English speaking countries

· people from 160 countries live in Australia
.

New Zealand and Britain are the largest source countries for migrants, but other regions – notably Asia – have become more significant.

Historically, Australia has attempted to create social cohesion through 3 social integration ideologies:

1. Assimilation

2. Integration

3. Multiculturalism.

Assimilation – 1901 to the mid 1960s

Assimilation implies an almost total absorption into another linguistic and cultural group.  This ideology forms the basis of the “White Australia” policy.  While the preference at the time was for British migrants, others were accepted on the understanding that they should shed their cultures and languages and be assimilated into the host population so they would rapidly become indistinguishable from it.  Thus, a migrant’s success was measured largely by the degree of invisibility he or she had managed to achieve.

The policy effectively excluded non-European immigration.  It could not however, withstand the attitudinal changes after WWII and the growing recognition in Australia that, in relation to Asian countries, it was not just a matter of “our view of them”, but also “their view of us” which was important.

Integration – mid 1960s to 1972

The Liberal Country Party effectively ended the “White Australia” policy in 1966 by allowing the migration of “distinguished” non-Europeans.  Integration does not imply the loss of an individual’s identity, original language and culture.

Amongst other things, the new integration policy recognised that large numbers of migrants, especially those whose first language was not English, were experiencing many hardships as they settled into life in Australia and required more direct assistance.

It also recognised the importance of ethnic organisations in assisting the process of resettlement.  Expenditure on migrant assistance and welfare rose sharply in the early 1970s in response to these needs
.

Multiculturalism – from 1972

In descriptive terms, Australia is already multicultural – its population is derived from all parts of the world, which is a historical consequence of the colonisation that started two centuries ago.

As a public policy Multiculturalism gained its roots in the 1960’s and 70’s (coinciding with Labor’s social justice reforms during the Whitlam era), as an expression of a liberal democracy affirming and extending the rights of citizenship and the bounds of individual freedom.  Multiculturalism is a policy based on rights and responsibilities which has been endorsed by consecutive Australian governments for managing a culturally diverse nation.

There are 3 overriding principles of Multiculturalism that can be summarised as the following:

· Loyalty to Australia – all Australians should have an overriding and unifying commitment to Australia’s interests and future first and foremost

· Acceptance of the Australian system – all Australians are required to accept the basic structures and principles of Australian society – the Constitution, Australian laws, tolerance, equality, democracy, freedom of speech and religion, English as the national language and equality of the sexes

· Mutual respect – all Australians have the right to express their culture and beliefs and this involves a reciprocal responsibility to accept the right of others to express their views and values
.

The public policy of Multiculturalism encapsulates 3 distinct but interrelated dimensions:

· Cultural identity – the right of all Australians to express and share their individual and cultural heritage, including their language and religion

· Social justice – the right of all Australians to equality of treatment and opportunity and the removal of barriers of race, ethnicity, culture, religion, language, gender or place of birth

· Economic efficiency – the need to maintain, develop and utilise effectively the skills and talents of all Australians, regardless of background
.

In contrast to the former ideologies, Multiculturalism promotes the individuality of cultural groups which form a pluralistic society.  Within this framework, individual citizens have the right and are given opportunities to maintain and develop their own culture and identity whilst maintaining a position of equal status with other citizens.

Cultural Diversity or Assimilation? 1972 to the present

In 1996/97 NSW received approximately 45 per cent of the total migration intake.  84 per cent of these arrivals are from NESB
.

According to the 1996 Census, 23 per cent of the total NSW population were born overseas, and 15.7 per cent were born in a NES country.  The range of languages, cultures and religions that comes with this diversity presents a great challenge in meeting the needs of our diverse society.  Over 16 per cent of people over the age of 5 speak a language other than English.  A range of 133 languages and 120 religions has been identified in NSW
.

Although the majority of people of diverse cultural and linguistic backgrounds settle in the Greater Sydney area and the regional areas of Wollongong and Newcastle, there are substantial numbers of people from NESB living outside those areas.

One of the greatest obstacles facing many vulnerable people in the community, including those from a NESB with disability, is the strong emphasis Government now place on rationalist economics and competition principles rather than social cohesion.

In the face of increased diversity, is an increasingly hostile environment of racism - the recent “One Nation” phenomena is a good example and the adoption, or at least shifting towards, of some of this party’s views by the two major parties.

On a State level, despite renewed support by the Federal Government for the re-adoption of ‘multiculturalism’, NSW Premier Bob Carr has taken actions aiming to replace ‘ethnic affairs’ with ‘community relations’ and ‘citizenship’.

On a Commonwealth level, the responses by the Coalition Government and the Labor opposition to the "recent swamping of Australia by illegal migrants who jump the waiting queues and are not genuine" have been similar.  Despite the fact that over 90 per cent of those ‘illegal migrants’ have in consequent DIMA assessments been deemed genuine refuges, and despite the fact that in 1999, only about 7000 refugees come to Australia, as compared to over 50 thousand in Britain and over 150 thousand in Germany.

CURRENT REALITIES

The Impact of the Social, Political and Historical Context on the Service Delivery for People from NESB with Disabilities

Of significant importance to people from NESB with disability is the impact the above mentioned social, political and historical context has had in the development of 4 distinct orientations to human service delivery in Australia
.  These are:

· Assimilative and Universal – services assume a shared values system and make no attempt to identify and respond to cultural differences.

· Assimilative and Ethnic Targeted – services delivery in this category assumes common needs but provides some facilitating services such as interpreters and multilingual information.

· Pluralist – this orientation means that services are developed, maintained and responsive to the needs of individuals in culturally relevant ways.

· Ethnic – a service or agency which is solely geared towards one ethnic group.

Whilst Australia has adopted multiculturalism as an official policy since 1985, service delivery in the disability sector is by-and-large reflective of the Assimilative and Universal and Assimilative and Ethnic Targeted orientations rather than the pluralist approach.  In disability services, the provision of services to people from NESB with disability is assumed to largely occur through "mainstream" services.

The term ‘mainstreaming’ is used to describe non-specific services.  In general the community sector is divided into ‘mainstream’ and specific services (i.e. ethno-specific and ‘mainstream’ services).

However, as we will demonstrate below, these services are unable to provide for the community because they service almost exclusively, people from a Anglo- Saxon/ Celtic background and operate from an Anglo-centric service model.  These so called ‘mainstream services’ are in fact ethno-specific services, as they service almost exclusively people from Anglo-Saxon/ Celtic backgrounds.

The notion of a ‘mainstream’ as we know it is an exclusionary notion, contradictory to the principles and values laid out in the different policy and legislative framework discussed above.

The whole idea of ‘mainstreaming’ needs to be reconsidered and a new service model and ethos needs to be implemented which is inclusive and reflective of the diverse nature of the community (see Appendix 4).

‘Whole of Government’ “ping pong” - Lack of Appropriate Action

Governments in Australia have not even begun to respond to the needs of people from NESB with disability.

There is very little understanding within government, the community sector and the general population about disability and ethnicity.

The introduction of the Commonwealth Disability Discrimination Act, Racial Discrimination Act and Disability Services Act (DSA) (including the NSW Act) have provided little protection for people from NESB with disability.

Despite its commitments under the DSA to ensure that services are provided for in a fair and equitable manner, both Commonwealth and State governments have failed to provide resources, monitoring, policy direction, etc. to address the problems faced by people from NESB with disability.
Astoundingly, governments in Australia have refused to establish contractual obligations with the services they fund to ensure that these services are provided for in an accessible and equitable manner.

A ‘whole of Government approach’ to, on one hand disability, and on the other hand ethnicity, has led to government departments and Ministers continually shuffling responsibility for people from NESB with disability amongst themselves with no decisive actions being taken by anyone to address the issues.  Thus, people from NESB with disability fall through the gap.

This government structure is reflected in the community sector, with people falling through the service provision gap because they either have a disability and are from NESB or because they are from a NESB and have a disability.

Racist Service Provision

Three out of four people from a NESB
 with disability miss out on receiving essential services simply because they come from NESB.  This is on top of the current unmet need for people with disability.

Many services are unable to accommodate linguistic and cultural diversity because:

· Ethnic communities are usually overlooked when services consider their ‘target group’.

· Services have not adopted even the most basic mechanisms for people from NESB such as the use interpreters or the publication of material in languages other than English.  Poor language skills do prevent carers from accessing services so they have less opportunity to develop their personal, social or professional capabilities.

· Staff have no understanding of cultural difference, diversity and in particular the nature and reality of the persons’ experience.

· Insufficient strategies and practices to ensure that people from NESB with disabilities and their families and carers  participate in decision making.

· The myth of extended family support is still subscribed to by both service providers and funding bodies resulting in fewer services for NESB communities.

EXAMPLE

A Vietnamese woman with an intellectual disability wants to receive living skills training.  She has been accepted by a local service but she is not learning very much because the training is performed in English and she has limited language skills.

EXAMPLE

A Maltese family has a 30 year old daughter with a disability who is receiving Homecare for personal care.  The family have asked for a permanent Maltese female worker because they have trouble communicating in English.  She is always assigned someone from a completely different ethnic background and sometimes they are male.

	MYTH 2
	FACT

	Disability is the major concern – NESB factor does not matter.
	Ethnicity, not disability, prevents people from NESB with disability from accessing disability services. 


Background

If ethnicity did not play a role in the provision of services to people with disabilities, the figures of service usage in relation to ethnicity would be comparable to those in the general community.  The fact that there are so many Anglo-Saxons / Celts and so few people from NESB in services, shows that ethnicity does matter.

EXAMPLE

Siew-Chin is a young woman of Chinese descent with physical disability.  She is a tertiary student and because of the lack of accessible public transport, lives on campus.  Siew-Chin is the only person from a non-English speaking background living on campus with a visible disability.

She has repeatedly been the subject of harassment by some able bodied students.  Her room has been broken into several times, her nametag removed from the door and offensive graffiti alluding to her ethnicity and disability has been scrawled on the door.

Some students do not refer to her by name but call her "crippled nip".

EXAMPLE

Mahan and her family are from Iran and came to Australia as refugees.  Mahan is 23 years old and works in a sheltered workshop.  She is the only NESB worker in the shop and is harassed and tormented on a daily basis by her co-workers between she does not speak English.

Despite the fact that her work-mates have intellectual disability, just like her, she is still singled out and called “stupid” and “slow”.  Hierarchies exist everywhere, even in the sphere of disability.

Mahan aspires to become an actress.  It seems like her dream will never become a reality because of the hostile environment she is subjected to and the lack of opportunities this presents.

	MYTH 3
	FACT

	People from a NESB do not need support because they look after their own.
	People from NESB with disability face discrimination from their own communities.  People from NESB with disability and their families and carers need support.


Background

Prejudicial attitudes and misconceptions regarding disability present in mainstream society are equally evident in NESB communities.  Whilst there are differences in the perception of disability amongst different ethnic groups, the relative degree of stigma attached to disability appear similar across NESB and ESB communities
.

EXAMPLE

Maria a young woman of Mexican descent who has a physical disability.  She leads a full and productive life.  She is currently attending a tertiary course at a university.  Recently, Jose a respected and well known member of the Mexican community, told her that people with her condition were 'deformed' and were destined to die quickly.  Hence, there was no point in her attempting to gain higher education.

EXAMPLE

Omar is an Arabic community health worker who visits a number of families regularly.  He has known the Sulaiman family for many years and has visited them often.  To the best of his knowledge, the family only comprised of Mr and Mrs Sulaiman and their two sons.

However, he recently discovered that they also had a 5 year old daughter with severe disabilities.  She had been hidden at home because the parents felt that their community was unlikely to accept her disability and would therefore stigmatise the family.  As a result, the child had not received proper medical care and was in great distress when Omar  saw her.  Mrs Sulaiman normally looks after the child but she had been hospitalised.  In desperation, Mr Sulaiman asked Omar to help him take care of the little girl.

EXAMPLE

Gabriela is Lebanese and comes from a large family of 9 children.  She was recently diagnosed with a bi-polar disorder which the psychologist believes she must have had since she was a teenager.  Gabriela reported that at the age of 14, her uncle sexually assaulted her but nobody in the family would believe her.  Being the youngest in the family she was expected to help her elderly mother do the household chores.  Her parents are separated.

She has been physically abused by her elder siblings, especially her brothers who expect her to serve them.  She has said that she never had a happy childhood and resorted to using drugs and alcohol as a means of escape.  She ran away from home and married at an early age so she could escape her family situation.

Experience of disability in families varies as much within a culture as it does across cultures.  The factors which have been found to affect family responses to disability across cultures, include:

· Levels of education.

· Access to information in community languages.

· Socio-economic status.

· Length of residence.

· Access to medical information.

· Cultural factors such as questions of blame, honour, shame, status, marriageability and religious beliefs resulting in acceptance or guilt and the expectation of extended family rather than institutional care.

· Rural or urban upbringing.

By and large, NESB communities have missed out on education campaigns about issues surrounding people with disability because those conducting the campaigns have failed to seek out or consult with NESB communities.

People with disability and their carers from NESB are often stigmatised and isolated because of attitudes and misconceptions prevalent in their own communities and in the broader community.

Migrant families with a member with a disability tend to socialise less and have fewer contacts with other people, often only people who accept the disability.

Beneath this isolation lies a migration process which is a traumatic and isolating experience.  Relatives, friends, social and support networks are no longer available and are difficult to establish in a new country.

The lack of support networks has particularly adverse impacts on women caring for their children in communities where there is an enormous stigma attached to disability.

Lack of Information in Community Languages

Access to information is often the first step to people participating in the community.  Access to information means in effect access to opportunities and therefore choices to participate in the community.

Like all people from NESB, people from NESB with disability and their families and carers experience increased difficulties in accessing services because of the lack of resources made available for interpreters and translations.

Services such the Translation and Interpreting Service (TIS) and the Ethnic Affairs Commission language services have increasingly adopted the ‘user pay’ principle, severely restricting the number of free or subsidised on-site and telephone interpreting sessions available to people and non-profit service providers.

Despite a Memorandum from the Premier (No.98/22) in which he points out that:

"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"

the costs for language services are mostly unbudgeted , which result in:

· A reduction in community services for people with disability from NESB.

· The provision of inappropriate information.

· The overall increase in the use of family members and other relatives as interpreters.
EXAMPLE

Rita is a Filipino with an intellectual disability.  She migrated to Australia with her family more than 10 years ago.  Even though the 10 year waiting period for migrants with disability was not yet implemented, she did not access the Disability Support Pension because her family did not know about this entitlement.

EXAMPLE

A Croatian refugee who has a teenaged son with an intellectual disability is not able to access any disability services for her son.  Her son stays at home all day and receives no services.  Due to the Community Settlement Worker’s lack of knowledge, the family was not informed about the services that could support him.

Financial Vulnerability

In general, people from NESB rank lower on the socio-economic scale than their Anglo-Celtic/Saxon counterparts.  This often explained by:

· Levels and recognition of educational qualifications.

· Levels and  recognition of work skills and experience.

· English proficiency.

To make matters worse, in Australia, all immigrants without disability (except for those immigrating on humanitarian grounds) have to wait 2 years before they can access income support.  However, immigrants with a disability, including their carers, have to wait 10 years before being eligible for the Disability Support Pension (DSP) which is the usual entry criteria for essential disability services such as Post-School Options Program, Home and Community Care (HACC), Program of Appliances for Disabled People (PADP) etc.

There is a provision within the Social Security Act that allows migrants with disability to try and prove that their disability has deteriorated significantly since being in  Australia. MDAA knows of many instances when  convincing the Government to grant this money proved impossible, because of the Governments apparent fear of ‘opening the flood gates’.

This discriminatory policy creates enormous financial and emotional strain for people with disability and their families who are left to cope with this on a day to day basis.

EXAMPLE

Carlo is a young man with a physical and intellectual disability.  His family migrated to Australia in 1997.  Carlo used to attend a special school but as soon as he turned 16 the school would not service him anymore.  The school failed to apply for Post-School Options on his behalf and he has been out of school for one year now, with no activities or access to suitable day programs.

Carlo is very keen to learn woodworking.  He applied for a course at TAFE but he was rejected as not eligible.  Carlo has very limited English skills and there is no adequate support available for people from NESB with disabilities who want to attend a mainstream course.

Carlo stays at home all day and is prevented from developing his skills because of the lack of training opportunities (vocational or skills training).  People with disabilities who have language difficulties like Carlo are considered ‘too hard’ to train and or find employment for.

Carlo does not receive the Disability Support Pension and his mother does not receive the Carers’ Pension because of the Commonwealth policy which forces immigrants with disability to wait 10 years before being eligible for income support.

Restricting access to this assistance also compounds the level of disability.  What this means is that by the time migrants with disability are eligible for the DSP their support needs are much higher.  This results in additional costs for Governments by placing extra demands on already limited resources.

In addition, those eligible for support pensions and other support payments or services are frequently not aware of their entitlements.  This is because successive Government information strategies have failed to communicate new initiatives and programs to people with low English proficiency.

Carer / Family ‘Burn Out’

Excessive burdens are carried by families and carers from NESB with multiple layers of disadvantage – disability, poverty, disruption to the family as a result of migration, diminished support networks and lack of sufficient and appropriate services.

Carers from NESB, even more so than their Anglo counterparts, have a “grin and bear” attitude.  Asking for support is seen as failing not only in one’s caring role, but also failing the family, the community and, most importantly, the person they are caring for.

In general, carers from NESB only seek help when they are at crisis point.  As there are often no services involved in the carers lives, the earlier warning signs of ‘burn out” remain undetected and many GP’s are not well informed about programs and support available for carers.  Thus they cannot act as a “go between” services and carers.

MDAA is aware of several instances where the lack of support and services led to carers suffering extreme burn out and having to be admitted to hospital, whilst the person they care for, end up in residential care, nursing homes, etc.

Carers from NESB usually end up incurring a disability themselves – commonly physical and mental health problems – as a result of the pressures involved with caring for a person with disability whilst juggling a range of other responsibilities.

EXAMPLE

The Coroneous family is from a Greek background.  They have one daughter, Cornelia, who has multiple disabilities.  Cornelia can not walk or see but communicates with a communication board.  She used to attend a boarding school but it only caters from children up to a certain age so Cornelia had to go home.

Due to her high support needs, caring for Cornelia is a full-time job.  Her family is expected to take care of her on a full-time basis.  They only receive weekend respite once a month.

Cornelia’s mother and father now suffer from depression and her father has displayed suicidal tendencies.  He said during an interview with a social worker that one day he might kill his daughter, his wife and then himself to end their suffering.

EXAMPLE

The Infante family come from Italy.  They have 4 children, 2 of whom have an intellectual disability.  Francesco, the eldest has multiple disabilities – he can not walk or communicate.  He has high support needs and stays at home most of the time and receives limited respite.

His mother cares for him on a full-time basis and his father works full-time.  Although both children receive attendant care, their mother still has to provide additional support for them all the time because the hours allocated by the service provider are not adequate.

The 2 younger siblings have difficulty coping with their school work.  They are resentful of the attention their elder brothers with disability receive from their mother.  They have become rebellious and their mother finds it extremely difficult to cope with their behaviour.

The years of caring has also taken its toll on their mother’s health and she now suffers from severe back problems.  She has difficulty providing support to her children’s needs because of her recurring illness.

RESPONSE TO TERMS OF INQUIRY’S REFERENCE

3(A): CURRENT UNMET NEED

Current Situation

The current unmet need plaguing people with disability, their carers and families is real and the crisis cannot be disputed.  Enormous amounts of money, time and energy has been invested in documenting unmet need
.  What is desperately needed now is for the Government to show leadership and to prove its commitment to people with disability by responding with appropriate action and adequate funding.

The NSW Government has the financial resources needed to address the unprecedented unmet need.  In the 1999 – 2000 budget the Government expected a surplus of $1,237 million.  In addition, the Government received $500 million from stamp duty which it did not anticipate.

The real issue then is the apparent lack of will and commitment by successive governments to deal with the issues which render people with disabilities second class citizens.  If one of the roles of government is to protect and secure the rights of all the members of the community, Australian State and Federal governments have failed.  If the Government wants to take this role seriously, it should be directing it efforts at addressing the unmet need identified in numerous studies.

For instance, we know that:

· 8,000 people in crisis need support accommodation (Report of the Accommodation Taskforce, 1997)

· 4,000 people need a day program (Demand Study, AIHW, 1997)

· 4,500 people in need of and unable to access supported accommodation or respite care (Demand Study, AIHW, 1997)

· 1,388 people in large residential centres and more than 200 of those are children (NSW ADD Annual Report 1996/97)

MDAA directs the Committee to the following submissions for information about the overall unmet need:

· Disability Safeguards Coalition (of which MDAA is a part of and fully endorses the positions/recommendations made)

· People with Disability (PwD)

· NSW Council for Intellectual Disability (CID).

If governments fail people with disability in general, they certainly fail people from NESB with disability to the point where our numbers and our unmet need is not even known.

Service Provision

As mentioned in the Introduction, MDAA estimates that 3 out of 4 people from NESB with disability miss out on receiving essential services.  This is on top of the current unmet need and if it were not for the few ethno-specific services (i.e. Handital, Estia Foundation), this figure would be even worse.

In general, disability services (government and non-government) only service people from one ethnic community, that is Anglo-Australians.  Thus disability services fail to service about 25 per cent of their target group.  We argue that this is racist service provision and that governments are complicit in this racism because they fail to implement changes to this practice.  Government and disability service providers fail people from NESB with disability despite the legislative requirements contained in the:

· NSW Government Building on Cultural Diversity – Ethnic Affairs Action Plan 2000 White Paper, 1996

· NSW Charter of Principles for a Culturally Diverse Society, 1994

· NSW Social Justice Directions Statement (Fair Go, Fair Share, Fair Say), 1996

· NSW Disability Services Act, 1993

· NSW Disability Policy Framework, 1998.

Recommendations / Strategies

1. A study be conducted about the demand by people from NESB for disability services, and of how this demand may be best met given the nature of the disability service system and its resource base
.

2. The immediate implementation of the transition phase towards the establishment of a culturally diverse service model as the predominant way of service delivery (as outlined in Appendix 4).

3. Peer community education and information to people with disability from a NESB and their families and carers about disability, rights, services and entitlements.

4. Facilitation of formal and informal links between ethnic communities, the disability service sector and ADD (i.e. forums, newsletters).

5. ADD to fund the development of concrete and relevant multi-lingual information and resources about disability, rights, services and entitlement.

6. ADD to implement and monitor effectively contractual arrangements with disability service providers to ensure that service providers comply with Access & Equity principles and produce information in community languages and utilise translators as required.

7. Disability service providers and ADD to receive training in providing culturally competent information.

(B): ADEQUACY OF THE GOVERNMENT’S RESPONSE TO UNMET NEED INCLUDING

The unprecedented unmet need now facing people with disability and their families and carers is a direct result of the inadequacy of the Government’s response in relation to funding and service planning.  Of greatest concern is that despite all the documented evidence, the Government has not even begun to address the unmet need.

In relation to people from NESB with disabilities our greatest concern is that the Governments’ commitments to ‘mutliculturalism’ and ‘cultural diversity’ is nothing but rhetoric, with no positive impact on the lives of people from NESB with disability.

(i) PROVISION OF FUNDING

Current Situation

Governments in Australia have never provided enough funding to address the general unmet need.  For instance, the Australian Institute of Health and Welfare (AIHW) has estimated the unmet need at $293.8 million for accommodation and support, respite and day programs.

Problems relating to the provision of funding include:

· Waste of resources – Significant amounts of money are spent on documenting the fact that more funding is needed but there is incredible reluctance to spend money to address the gaps identified in these documents.

· Unrealistic expectations – Existing  budgets remain static whilst demand and expectations increase.

· Funding increased are absorbed by administrative processes (workers’ compensation, increases in awards wages) and often does not reach the individual.

· Reactionary, poor economic management – Generally, “new” funds are only issued when there is a crisis.

· Unmet need not addressed – The impact of funding increases is primarily on improving service quality to existing service recipients.

· Playing politics – Government Ministers constantly reiterate old funding commitments disguised as new initiatives.

· CSDA –People with disabilities have become a pawn in the allocation of funding argued out between the Commonwealth and the States.  Negotiations between the Commonwealth and the States, such as those around the CSDA seem to be all about political point scoring and blaming someone else, rather than a genuine attempt to redress current unmet need.

MDAA directs the Committee to the submissions listed above for detailed information about funding allocation.

No Money for NESB / Disability

The Government has failed to provide more than token funding to meet the needs of people from NESB with disability.  Consecutive governments have ‘assumed’ that people from NESB with disability are serviced within existing budgets, whilst by and large organisations have exclusively relied on ‘special’ NESB funding, which frequently achieved little in terms of increasing equity of access.

At best, government and non-government agencies frequently provide, one-off, cultural awareness training for their staff.  This training often includes little more than how to use an interpreter.  MDAA has witnessed that a lot of the training currently being used is based on stereotypes and is more harmful than helpful.

There is little funding available, despite the obvious inequities.  In fact, MDAA which is the only state-wide advocacy organisation for people from NESB with disabilities is funded exclusively through the Commonwealth.

Part of the problem is that MDAA has a cross-sector function and as a result the organisation and its consumers continually to fall through the gap of funding bodies and service provision (please see Introductory Paper – ‘Whole of Government Ping Pong – Lack of Appropriate Action’).

The NSW Government currently does not fund any state-wide services of people from a NESB.  MDAA conducted a survey of 10 ethno-specific HACC funded services (randomly selected from the ADD Grants 1998 /99) in NSW.  We found that the majority of these services catered for older people from a NESB (who had incurred a disability due to the process of ageing), or did not deal with disability at all (please see Appendix 5 for results).

Social Cost

Unmet need cannot be measured merely in dollars and cents.  A background paper prepared for Commonwealth and State Ministers
 identified at the social level, the costs and consequences of unmet need.  They include:

· Increased incidence of family breakdown due to family stress and lack of opportunities for nurturing and sustaining relationships.  This is especially true for families from a NESB with a person or child with disability because of the very low participation rate of people from NESB in support services (i.e. respite).

· Potential for inadequate attention to, and care of, other family members causing particular problems for siblings (contributing to longer term personal and social problems).  Again, the lack of NESB participation in services indicate that parents spend the majority of their time with the child or person with disability.

· Physical and emotional breakdown in the health of carers (with inevitable health care costs to the community).  Carers from a NESB usually incur a disability of their own (please see Carer / Family Burn Out in the Introductory Paper).
· Diminished opportunities for people with disability to develop their full potential to participate meaningfully in the community of which they are a part.  People from NESB with disability have next to no chance in participating in the community when you consider the level of racism inherent in disability services and the 10 year waiting period for migrants with disability.

· Diminished opportunities for carers to participate in the workforce because of their full-time caring responsibilities resulting in increased reliance on income support.

· Increased use of more intrusive and resource intensive measure such as Guardianship and Administration applications because of a lack of less restrictive options.

· Increased offending and imprisonment rates of people with disability who lack appropriate support and supervision.

· Increased and inappropriate imprisonment of people with disability because of a lack of suitable supports.

· Increased victimisation and exploitation of people with severe or profound disabilities because of inadequate supervision and support.

Recommendations / Strategies

8. Immediate increase in the allocated budgets for Government disability agencies.

9. Immediate funding increase for non-government services tied to the use of interpreter and translators and tied to the development of Access & Equity plans aiming to increase service access of people with disabilities.  This funding increase needs to be tied to monitored outcomes and only continues if equity of access is continually improved.  These funds need to be available until current structural racism is overcome.

10. The Government to increase the overall budget for the use of interpreters and translators.
11. Educating NESB communities about disability – education campaigns in the past have only been in English.

12. Educating NESB communities about services and entitlements from broad publicity events (i.e. media awards) to specific community targeting in a local area.

13. Address inequities in the system (i.e. to address the fact that people from NESB miss out because of structural racism).

14. ADD to develop contractual arrangements that tie funded services to outcomes in terms of achieving equity of access.

15. 25 per cent of all new money to be allocated specifically to achieve outcomes fro people from NESB with disability.

16. ADD to develop EOI processes that weigh strongly expertise in culturally diverse service provision.
(ii) SERVICE PLANNING

Current Situation

The Government’s performance in service planning can be best described as abysmal – reactive, fragmented, inequitable, badly resourced, lacking vision and a holistic approach, insufficient knowledge of target groups etc.

Considering the Government has shown no sign of understanding the issues faced by the disability population in general, it would be naïve to expect any sort of appropriate planning in place for people from NESB with disability.

For people from NESB with disability, the most basic elements of planning are missing.  For instance:

· There is no data available (incidence of disability, population distribution of disability and ethnicity).  Across different government departments there is not even uniformity in the little bit of data collected.  The statistics coming out of one NSW Government department can not be compared to those of another because the definition of what constitutes a person from a NESB differs.
· The vast majority of planning and policy documents released by the Government and the NSW Ageing and Disability Department fail to do not even mention people from NESB with disability.

EAPS

Some progress has been made with the introduction of Ethnic Affairs Priority Statements for government departments and agencies.  Unfortunately, non-government services and organisations were never required to have EAPS.

Whilst the Amendments to the Ethnic Affairs Act in 1996 resulted in more stringent reporting requirements of government departments and has led to the employment of more people from a NESB in the public service, MDAA strongly questions whether there are many tangible outcomes for people from NESB with disabilities.

Both the ADD and DOCS have EAPS which aim to achieve better outcomes for people from NESB with disabilities.  MDAA is yet to be convinced that this is an effective way of addressing current inequities.

Furthermore, EAPS as they currently stand will become even more meaningless because:

· non-government agencies are not required to provide them

· government departments will have a reduced role in the provision of services to people with disability and

· Government is moving towards ‘privatisation’.

Recommendations / Strategies

17. The Government to charge one Government Department (i.e. Ethnic Affairs Commission (EAC) or the Office of the Director of Equal Opportunity for Public Employment (ODEOPE) to work with relevant Departments towards uniformity in data collection across State and Commonwealth Departments in relation to people from NESB.

18. ADD to make the development of EAPS a requirement of all its funded services.

19. All Government Departments to develop EAPS which include tangible outcomes for service users.

©: RESPITE CARE

According the Australia Institute of Health and Welfare (AIHW) the primary aim of respite is to:

“…provide a short-term and time-limited break for families and other voluntary carers of people with disabilities and older people to assist in supporting and maintaining the primary carer’s relationship while providing a positive experience…”.

By definition, respite care alone can not adequately meet the needs of primary carers, especially those from a NESB.

Current Situation

The Respite Review Report commission by the Commonwealth Department of Health and Family Services (1996b) found that there is:

· A significant unmet need for respite care services.

· A need for greater integration of respite care services within the full range of support and assistance available to carers.

· A lack of flexibility in being able to provide customised respite services appropriate to the needs of individuals.

· A need to redirect some resources away from residential respite to community respite.

· A need for greater recognition of carers’ needs and circumstances, including the extent of carer burden, in assessment processes and service responses.

The 1996 Plan for Disability and HACC Services points to the AIHW’s findings that people from NESB are disproportionately represented in the group unaware of respite care options and that there is a need for more flexible and culturally appropriate respite care services.

The need for improved information and education services for carers was one the top priorities in NSW HACC and disability planning.

The 1996 Demand Study commissioned for the Review of the CSDA reported a lack of knowledge regarding CSDA respite services among carers for people with disability.  The report also commented on the need for the provision of information about CSDA funded services in appropriate community languages for people with disability from NESB communities.

Carers from NESB do not use respite services because:

· Cultural belief / obligation of family to provide care and not use outside help.

· Lack of awareness about their existence.

· Culturally inappropriate (ie gender mixing, food served (no halaal meat, or kosher cooking).

· Fear of abuse.

· Further isolation if no-one else using the services speaks the same language or identifies with the same culture.

· Information is inaccessible, confusing and difficult to find.

Carers from NESB tend not to access respite services until crisis point.

Strategies / Recommendations

Short term strategies include:

20. Conducting a consultation on respite care.  We believe it is imperative that any community consultations should focus on respite only in order to provide clear guidance to the Government.

21. Target respite packages for people from NESB with disabilities - At the very least 20 per cent of the packages need to be made available to people from NESB with disability to ensure that the allocation of respite packages is in accordance with access and equity principles.  We would argue that at least 35 per of the packages should be targeted towards people from NESB with disabilities in order to start to address the inequities in the respite system in terms of NESB.

22. ADD to ensure that its funded respite services collect 'useable' data on NESB and disability.

23. Use ADD monitoring function to ensure access and equity requirements are met, or at the very least monitored.  There also needs to be some mechanism through which the current lack of skills and knowledge in working in culturally diverse environments needs to tracked and monitored and followed up with training and support.

Long term strategies include:

24. ADD to change contractual arrangements with respite service providers to ensure that the percentage of the people from NESB with a disability serviced by a particular service is reflective of the percentage of people from NESB living in the service area.

25. Information about the respite system is fully accessible: 20 per cent of the funding for information campaigns is allocated towards making the information accessible to people from NESB with disabilities and their families

(D): RURAL ISSUES

Current Situation

There is a persistent myth that people from NESB live in Sydney, Wollongong and Newcastle ONLY.  Whilst it is true that the concentration of NESB communities is highest in those areas, across NSW the figure for people from NESB is around 4-5 per cent (please see Appendix 1 for more information).  This myth is continually perpetuated and virtually no attention is given to people from NESB living in rural and remote areas. 

There is a severe lack of essential disability services available in rural and remote areas of NSW.  The effects of this shortage include:

· That people with disability and their families are forced to travel great distances to access services (increased transport costs, disruption to family).

· Families needing specialist disability services such as accommodation are forced to use institutions which far away from the family.

· People from NESB with disability have little access to face-to-face interpreters and the ‘user pay’ system frequently prevents access to the Translating and Information Service (TIS).

· There is little to no choice about services and systemic racism frequently makes the only service available inaccessible to people from NESB with disability.

· People from NESB with disability and their families living in rural and remote NSW have little or no information about disability and the service sector that is culturally in linguistically appropriate.  The Government’s move towards the use of technology, such as the Internet, is useless for people who do not speak English.

· Confidentiality seems to be a low priority issue in many rural and remote services and given the stigma attached to disability, this is something that many families from NESB fear and which prevents them from accessing services.

Although MDAA is funded to provide individual advocacy across NSW, we service very few people who live in remote and rural.  The few contacts we have with people indicate that they are extremely isolated and are not tied into any service networks (they found out about MDAA from relatives and friends living in Sydney).

We are not aware of any services provided to people from NESB with disabilities living in rural and remote areas of NSW.

Strategies / Recommendations

26. Research / consultation into the issues facing people from NESB with disability living in rural and remote areas of NSW.

27. Government to retain a strong role in service provision to develop the necessary infrastructure and ensure choice to all people with disability living in rural and country areas.

28. The immediate implementation of the transition phase towards the establishment of a culturally diverse service model as the predominant way of service delivery (as outlined in Appendices 3 and 4).

29. ADD to provide individual funding and support to all people with disability living in rural and country areas.

(E): SECURITY OF ON-GOING FUNDING

Current Situation

Current funding arrangements for the non-government disability service sector are insecure, hopelessly inadequate and distributed equitably.

The section above relating to the Government’s response to the unmet need highlights the inadequacy of funding.

Funding to NGO’s has remained static with next to no growth / additional money to meet increasing demand or even basic administrative costs such as award increases, increases in fixed costs, payroll tax, workers’ compensation, fringe benefits tax and the coming Goods and Services Tax.

The inadequate and insecure funding leads to insecure arrangements for people using disability services.  Many exist policies of NGO’s reflect their inability to provide for people who require additional support because of funding restrictions.

Many residents of the DOCS groups homes which are now being tendered out were former residents of non-government services.  They were forced out of these services because of funding restrictions which left services unable to meet the changing needs of individuals.

Strategies / Recommendations

30. Increase funding to non-government services and agencies.

31. Implement a system of entitlement, based on functional need.

32. 25 per cent of all new money to be allocated specifically to achieve outcomes for people from NESB with disability.

(F): ROLE OF GOVERNMENT IN SERVICE PROVISION

Current Situation

The current service system is riddled with inequities and inefficiencies and is unable to meet the needs of its diverse target group.  Yet, to argue that the non-government sector would provide a more effective and efficient service is too simplistic.

The government sector currently provides services to many people who were not able, for a variety of reasons, to receive adequate support from the non-government sector.  Overall, for people from NESB with disabilities, the government sector provides a slightly better service, simply because the large infrastructure of government departments such as DOCS has meant that culturally appropriate staff are more readily available and that there is an allocated budget for interpreting and translation.

For example, people from NESB with disability who use a non-government service usually have to bring their own, or pay for the use of interpreters which is problematic and expensive.  Within the DOCS there is a better chance of either having access to a qualified interpreter (Object 10 DOCS Ethnic Affairs Policy Directions), or at least a member of staff with some language experience.

In addition, DOCS has been a provider of last resort and a ‘safety net’ for people who have not been adequately serviced by the non-government sector.

The Government has the resources and the infrastructure to implement changes that can benefit people with disabilities.  Indeed we argue that governments have a responsibility to people with disability and that responsibility cannot be handed over to ‘the lowest bidder’.

Despite government rhetoric, MDAA cannot see that the current process is anything but an excuse for Government to shirk its responsibility and “dump the problems onto somebody else”.  It appears that despite widespread concern, the Government is committed to this process of “privatising the human service sector.”

MDAA is not convinced that the Government has the skills, knowledge and expertise to safeguard the few rights and entitlement people with disabilities currently have.  We fail to see how this process, as it currently unfolds, will benefit people with disabilities.

If the system is broken down into smaller units (and if more and more services are to be provided by charities, churches, communities) who will guarantee that people from NESB will receive these services and not be deemed too difficult, the wrong colour, the wrong beliefs, wrong religion, speak the wrong language, etc.

Strategies / Recommendations

33. NSW Government must retain a role in service provision.

34. Any moves towards privatisation are only undertaken if clear long-terms benefits for people with disability affected by the proposed privatisation can be demonstrated.

(G): ADMINISTRATIVE ARRANGEMENTS BETWEEN ADD AND DOCS 

Current Situation

The current arrangements between ADD and DOCS seem confused and unclear.  We believe that this confusion and lack of clarity has had a detrimental effect on services provided to people with disabilities.  The main areas of concern for MDAA in the current arrangement fall into the following areas.

The Funder Provider Split

MDAA believes that the Government decision to split the funder (ADD) from the provider (DoCS) was overall beneficial for people with disabilities.  There are however, a range of concerns which need to be addressed for this spilt to achieve the best outcomes for people with disabilities:

· Redress current power imbalance – DOCS, maybe simply because of its size compared to ADD, seems to be a much more powerful department than ADD.  This power imbalance has been expressed in, for example:

· ADD’s difficulties in getting a performance agreement with DOCS

· ADD’s difficulties in monitoring DOCS disability services (see below).

· Development of an independent ADD culture - Many people who took up positions in the newly created Ageing and Disability Department were former staff from DOCS.  This has helped to prevent the development of an independent culture and fostered a view that the two Departments are intermeshed, with the perception that ADD can not possibly monitor DOCS effectively, or for that matter treat DOCS fairly in any EOI process.

· Accountability to the same Minister – Both Departments are responsible to the same Minister.  This also adds to the view that that the two departments are intermeshed, with the perception that ADD’s relationship with DOCS is very different to their relationship with other service providers.

MDAA supports the Community Services Commission view that it had “consistently found that inadequate external monitoring and review mechanisms are a key contributing factor where services have failed to provide appropriate or even safe services to people with a disability
”.

The Commissions also expressed concern that:

· Performance agreement used by DOCS and ADD have not provided an adequate basis for imposing duties on service providers

· Powers of the funding body to take action when there are concerns about service quality are not satisfactory

· Service providers have been able to breach funding agreements without the funding body identifying or acting to correct the breach

· There is no system for ADD to monitor performance and quality of disability services provided by DOCS

· Valuable information about service quality is not collected or used by the funding body
.

Aside from the problems with monitoring DOCS, monitoring services in general appears to continue as a haphazard affair within ADD (as identified in the review of the DSA).  ADD does not have a regular or systematic process to monitor services.  As identified in the Report of the Review of the DSA, a review of a service generally occurs only when ADD receives a complaint or where specific issues of concern regarding a service have been identified.

Where these concerns are significant, the service will be registered.  A service under investigation will be required to implement an action plan that addresses deficiencies in service quality and will be monitored until all outcomes in the action plan have been achieved.  ADD is still developing these mechanisms.  As ADD has limited resources for this program, it is targeted at NGO and services and does not apply to DOCS services.

In terms of outcomes for people from NESB with disability there is simply no service monitoring whatsoever.  Currently there is not even clarity amongst ADD funded services about what sort of data collection is required in terms of NESB consumers, let alone monitoring any pro-active initiatives to overcome service provision inequities.

The quality of monitoring is of enormous concern to MDAA.  We believe that strict monitoring and enforcing of compliance (i.e. through contractual arrangements) is the only way to ensure that disability services are not provided in a racist environment.
Strategies / Recommendations

35. Strengthen ADD’s role as a funder of disability services and establish clear administrative guidelines and lines of demarcation (i.e. performance agreement, memorandum of understanding, regular monitoring, reviews etc similar to other service providers, etc) between DOCS and ADD.

36. A new approach to compliance to be adopted.  Use the objects, principles and applications of principles as the benchmark for measuring quality and assessing whether transition plans and new services conform with the DSA.  This is particularly relevant in relation to people from NESB with disability.  Whilst the language of the DSA promises equitable treatment for people from NESB with disability, the reality of service provision does not.  The DSA needs to be implemented for all members of the target group.

37. Industry (services with its expertise) to develop measures of quality outcomes and feed into a quality assurance and accreditation process.  This needs to include quality outcomes, assurance and accreditation processes in relation to cultural competencies.

38. Regular, active and independent monitoring of services to ensure compliance.  Monitoring should have clear time frames and be transparent.  Monitoring of cultural competencies need to occur as part of the regular monitoring process.

(H) STATUS OF THE IMPLEMENTATION OF THE DSA (1993) IN PARTICULAR WITH RESPECT TO

Undermining the DSA

There is a plethora of evidence proving that the Government is not only ignoring the DSA but is making deliberate attempts to undermine it.  This is particularly appalling against the back-drop of bi-partisan support at the time of its introduction into Parliament in 1993 and the main policy objective of the DSA is to ensure that people with disability have the same basic human rights as other members of the community.

The primary object is to:

Ensure the provision of services necessary to enable people with disability to achieve their maximum potential as members of the community [DSA s 3(a)].

Examples of ignoring / undermining the DSA include:

· Continuing to fund services that do not conform to the DSA.

· Seeking to retain a capacity to remove services from the jurisdiction of the DSA.

· Seeking to develop forms of housing such as congregate care, nursing home and residential services housing medium to large number of people that do not conform with the DSA (see the Government’s submission to the Law Reform Commission, especially in regards to ‘innovative services’).

· Recommending a reduction in the systemic function of the Community Services Commission and seeking to reduce the capacity of third parties to have a standing to bring actions before the CSAT (advocacy bodies would not be able to bring matters of concern to the community before the Tribunal, or to speak on behalf of those with no-one to represent them) (see Government’s submission to the Law Reform Commission).

· Sustaining a weak disability services monitoring role (problems with self-assessment, limited available disciplinary action, passive involvement of people with disability etc).

(i) PROVISION OF FUNDING TO REACH CONFORMITY

Current Situation

There is a lack of funds available to allow services to implement transition plans and reach conformity.  We understand that some money had been made available to DOCS for the implementation of transition plans, mainly for the transition of large residential institutions, but as far as we are aware, this money has not been used for this purpose.

MDAA believes that the main barrier to conformity has been a mindset and a lack of priority given to achieving conformity.

The process of developing transition plans is a good example of that mindset, with the approval of plans by the Minister, presumably on the advice of ADD, which since then, have been successfully challenged.

In terms of people from NESB with disability, the DSA has made no impact that we are aware of, despite commitments in the DSA to providing services for people from NESB.

We believe that :

· Disability Service Standards which were developed to put the Principles and Applications of Principles into action are restrictive and do not reflect the Principles and Applications of Principles.

· The process of approving transition plans is totally inadequate and lead to the approval of plans that can not conform to the Objects, Principles and Applications of Principles of the DSA

· The Process for monitoring (self-assessment) is flawed - see above.

As already discussed above we also argue that symptomatic of this mindset is the quality of monitoring.

Strategies / Recommendations

MDAA supports the Law Reform Commission’s calls to:

39. Re-develop the Disability Service Standards.

40. Establish a Disability Services Quality Assurance Council to undertake the monitoring of disability services.

41. To continue with the transition process (2 stages).

(ii) INDIVIDUALISED FUNDING ARRANGEMENTS

Current Situation

Section 10 (a) of the DSA spells out the opportunities for providing individualised funding to people with disability.

Unfortunately, the Government has been extremely reluctant to use this funding model.  At this point only 3 people have received this type of funding and they have experienced enormous difficulties using the funding given to them.

In terms of people from NESB with disabilities we believe that individualised funding could provide opportunities currently not afforded to people from NESB with disabilities.  We believe that individualised funding could make many services at least willing to overcome their inherent racist service provision.  However, by simply changing the funding arrangements, the lack of expertise in the provision of culturally competent services will not be overcome. 

We are also concerned that an unqualified push towards individualised funding will leave many people with disabilities open to exploitation and abuse.  However, this should not be a reason to prevent all people with disabilities from engaging in this opportunity.

Strategies / Recommendations

MDAA strongly recommends that:

42. ADD further pursue individualised funding and a formalised process be developed (in consultation with relevant stakeholders) which will on the one hand, enable many more individuals to be funded, and one the other hand, safeguard and protect more vulnerable people with disabilities.

SUMMARY OF RECOMMENDATIONS

3(A): Current Unmet Need

1. A study to be conducted of the demand by people from NESB for disability services, and of how this demand may be best met given the nature of the disability service system and its resource base
.

2. The immediate implementation of the transition phase towards the establishment of a culturally diverse service model as the predominant way of service delivery (as outlined in Appendix 4).

3. Peer community education and information to people with disability from a NESB and their families and carers about disability, rights, services and entitlements.

4. Facilitation of formal and informal links between ethnic communities, disability service sector and ADD (i.e. forums, newsletters).

5. ADD to fund the development of concrete and relevant multi-lingual information and resources about disability, rights, services and entitlement.

6. ADD to implement and monitor effectively contractual arrangements with disability service providers to ensure that service providers comply with Access & Equity principles and produce information in community languages and utilise translators as required.

7. Disability service providers and ADD to receive training in providing culturally competent information.

(B ): ADEQUACY OF THE GOVERNMENT’S RESPONSE TO UNMET NEED INCLUDING

(i) THE PROVISION OF FUNDING

8. Immediate increase in the allocated budgets for Government disability agencies.

9. Immediate funding increase for non-government services tied to the use of interpreter and translators and tied to the development of Access & Equity plans aiming to increase service access of people with disabilities.  This funding increase needs to be tied to monitored outcomes and only continues if equity of access is continually improved.  These funds need to be available until current structural racism is overcome.

10. The Government to increase the overall budget for the use of interpreters and translators.
11. Educating NESB communities about disability – education campaigns in the past have only been in English.

12. Educating NESB communities about services and entitlements from broad publicity events (i.e. media awards) to specific community targeting in a local area.

13. Address inequities in the system (i.e. to address the fact that people from NESB miss out because of structural racism).

14. ADD to develop contractual arrangements that tie funded services to outcomes in terms of achieving equity of access.

15. 25 per cent of all new money to be allocated specifically to achieve outcomes fro people from NESB with disability.

16. ADD to develop EOI processes that weigh strongly expertise in culturally diverse service provision.

(ii) SERVICE PLANNING

17. The Government to charge one Government Department (i.e. EAC or Office of the Director of Equal Opportunity in Public Employment (ODEOPE) to work with relevant Departments towards uniformity in data collection across State and Commonwealth Departments in relation to people from NESB.

18. ADD to make the development of EAPS a requirement of all its funded services.

19. All Government Departments to develop EAPS which include tangible outcomes for service users.

©: RESPITE CARE

Short term strategies include:

20. Conducting a consultation on respite care.  We believe it is imperative that any community consultations should focus on respite only in order to provide clear guidance to the Government.

21. Target respite packages for people from NESB with disabilities: At the very least 21.9 per cent of the packages need to be made available to people from NESB with disability to ensure that the allocation of respite packages is in accordance with access and equity principles.  We would argue that at least 35 per of the packages should be targeted towards people from NESB with disabilities in order to start to address the inequities in the respite system in terms of NESB.

22. ADD to ensure that its funded respite services collect 'useable' data on NESB and disability.

23. Use ADD monitoring function to ensure access and equity requirements are met, or at the very least monitored.  There also needs to be some mechanism through which the current lack of skills and knowledge in working in culturally diverse environments needs to tracked and monitored and followed up with training and support.

Long term strategies include:

24. ADD to change contractual arrangements with respite service providers to ensure that the percentage of the people from NESB with a disability serviced by a particular service is reflective of the percentage of people from NESB living in the service area.

25. Information about the respite system is fully accessible: 21.9 per cent of the funding for information campaigns is allocated towards making the information accessible to people from NESB with disabilities and their families

(D): RURAL ISSUES

26. Research / consultation into the issues facing people from NESB with disability living in rural and remote areas of NSW.

27. Government to retain a strong role in service provision to develop the necessary infrastructure and ensure choice to all people with disability living in rural and country areas.

28. The immediate implementation of the transition phase towards the establishment of a culturally diverse service model as the predominant way of service delivery (as outlined in Appendices 3 and 4).

29. ADD to provide individual funding and support to all people with disability living in rural and country areas.

(E): SECURITY OF ON-GOING FUNDING

30. Increase funding to non-government services and agencies.

31. Implement a system of entitlement, based on functional need.

32. 25 per cent of all new money to be allocated specifically to achieve outcomes for people from NESB with disability.

(F): ROLE OF GOVERNMENT IN SERVICE PROVISION

33. NSW Government must retain a role in service provision.

34. Any moves towards privatisation are only undertaken if clear long-terms benefits for people with disability affected by the proposed privatisation can be demonstrated.

(G) ADMINISTRATIVE ARRANGEMENTS BETWEEN ADD AND DOCS

35. Strengthen ADD’s role as a funder of disability services and establish clear administrative guidelines and lines of demarcation (i.e. performance agreement, memorandum of understanding, regular  monitoring, reviews etc similar to other service providers, etc) between DOCS and ADD.

36. A new approach to compliance to be adopted.  Use the objects, principles and applications of principles as the benchmark for measuring quality and assessing whether transition plans and new services conform with the DSA.  This is particularly relevant in relation to people from NESB with disability.  Whilst the language of the DSA promises equitable treatment for people from NESB with disability, the reality of service provision does not.  The DSA needs to be implemented for all members of the target group.

37. Industry (services with its expertise) develop measures of quality outcomes and feed into a quality assurance and accreditation process.  This needs to include quality outcomes, assurance and accreditation processes in relation to cultural competencies.

38. Regular, active and independent monitoring of services to ensure compliance.  Monitoring should have clear time frames and be transparent.  Monitoring of cultural competencies need to occur as part of the regular monitoring process.

(H): STATUS OF THE IMPLEMENTATION OF THE DSA (1993) IN PARTICULAR WITH RESPECT

(i) PROVISION OF FUNDING TO REACH CONFORMITY

MDAA supports the Law Reform Commission’s calls to:

39. Re-develop the Disability Service Standards.

40. Establish a Disability Services Quality Assurance Council to undertake the monitoring of disability services.

41. To continue with the transition process (2 stages).

(ii) INDIVIDUALISED FUNDING ARRANGEMENTS

MDAA strongly recommends that:

42. ADD further pursue individualised funding and a formalised process be developed (in consultation with relevant stakeholders) which will on the one hand, enable many more individuals to be funded, and one the other hand, safeguard and protect more vulnerable people with disabilities.













� The definition of NESB refers to a person:


born overseas and whose language or culture is not English or Anglo-Celtic / Saxon


born here in Australia and the first language or culture of at least one parent is not English or Anglo-Celtic / Saxon


born in Australia with linguistic or cultural background other than English or Anglo-Celtic / Saxon who wish to be identified as such.
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� Liffman 1982:19


� 42% of the population (6,038,696) were either born overseas (English speaking + non-English speaking countries) or have one or both parents born overseas (English speaking + non-English speaking countries) [ABS, 1996 Census].


57% of those born overseas or have one or both parents born overseas come from a non-English speaking background [ABS, 1996 Census].


Thus,


24% of the population come from a non-English speaking background.


2.7% of service users were people from NESB with disability [MDS Collection, Ageing & Disability Dept NSW, 1998].


� Westbrook: 1993.


� See Safeguards submission for listing of National and State reports


� Recommendation 15 – Anna Yeatman: Getting Real – The Final Report of the Review of the CSDA, July 1996.


� Disability Administrators: Supporting Australians with Severe of Profound Disabilities – A Service Partnership, Background Paper for Commonwealth / State Ministers, March 1999, p 22.


� NSW Law Reform Commission: Review of the Disability Services Act (1996) - Report 91, July 1999, p.107.
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