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Response to Fit for the Future: Planning for the Future: NSW Health 2025
The Multicultural Disability Advocacy Association of NSW (MDAA) is a non-profit peak body for people from non-English speaking backgrounds (NESB) with disability and their families and carers in NSW.  Our activities include individual advocacy for people from a NESB with disability and their families and carers; advocacy development; systemic advocacy; research; industry development; and training in cultural and disability awareness.  MDAA is also a registered training organisation.

Thank you for the opportunity to comment on NSW Health’s plan for the future.  The attached submission comments on some aspects of the plan and the planning process.  
Fit for the Future provides a broad overview of current trends in the health of the NSW population and health services in NSW, and the challenges to be faced in the next twenty years.  Accordingly our comments at this stage are more general than specific, and are based on our work with people from a NESB with disability and their families over the past ten years.  We note that the government intends to develop a State Health Plan which will provide more detail about priorities for the health system over the next five years.  We are keen to participate in future consultations and to provide detailed comments on particular policies and practices when NSW Health starts to develop them in more detail.   
I have also attached a copy of Achieving Equality in the Health System for People with Disability.  This fact sheet was prepared by MDAA, the National Ethnic Disability Alliance (NEDA), the Physical Disability Council of NSW (PDCN) and the National Council for Intellectual Disability (NCID).  It sets out five key issues for people with disability in achieving equality in the health system.  
Yours sincerely
Maureen Kingshott

Assistant Director

MDAA Submission to NSW Health in response to: 
Fit for the Future - Planning for the Future: NSW Health 2025

About MDAA 

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

MDAA has provided advocacy assistance to people from a NESB with disability and their families since 1997 and we receive funding from the NSW and Commonwealth governments to do this.  We work with people from all NESB communities, community organisations, government and disability services.  In 2004-5 we provided individual advocacy for 703 people with a wide range of disabilities (sensory, physical, intellectual, psychiatric, brain injury, etc) from a wide range of communities (our consumers came from over 60 countries and spoke over 40 languages).  

In the past four years MDAA has conducted or commissioned research on various systemic issues including the impact of ageing on the lives of people from a NESB with disability and their families; the experiences of students from a NESB with disability and their families in the school education system; ways to improve access and equity for people from ethnic minorities; and ways to enhance the cultural competence
 of disability support services.  That research reveals the need to build community resource networks and systems which support people with disability to live in the community as valued, contributing members of the community
.  In 2004-5 ‘health’ was the main issue for 12% of people from a NESB with disability (84 people) for whom we provided individual advocacy support.
This submission

MDAA welcomes the publication of Fit for the Future, which sets out the challenges and proposed future directions for the NSW health system over the next two decades.  We congratulate NSW Health for providing a broad overview of current trends and likely developments in health and health services and for seeking the community’s views on how best to respond to the challenges ahead.  

We agree in principle with the seven future directions outlined in Fit for the Future.  We believe NSW Health will have to consider a range of strategies to implement these directions successfully for people from a NESB with disability, including ongoing consultations with NESB communities.  As our covering letter for this submission states, we are keen to provide detailed comments on policies and programs as they are being developed in the State Health Plan for the next five years.   
Statistics: people from a NESB with disability 
Very limited data is available about people from a NESB with disability who live in NSW.  When attempting to analyse what available data there is (for example census data), the different definitions used when referring to 'NESB' create many problems.  
MDAA defines a person from a NESB as a person who:

· was born overseas and whose first language is not English or culture is not Anglo-Australian;

· was born in Australia and who has at least one parent whose first language is not English or culture is not Anglo-Australian; or

· was born in Australia with a linguistic background other than English or cultural background other than Anglo-Australian, who wishes to be identified as such.  

MDAA believes that any narrow definition of ‘disability’ leads to the use of labels and classifications.  While this may be necessary for bureaucratic, statistical or budgetary purposes, these classifications do not hold true across cultures, as definitions of disability are determined by a person’s cultural background and do not reflect the variety of culturally determined beliefs and attitudes.  

Based on Australian Bureau of Statistics data MDAA estimates
 that 25% of all people with disability in NSW [5% of the total NSW population (314,335 people)] are people from a NESB with disability.  In other words, one in every four people with disability living in NSW is a person from a NESB.  

For people from a NESB with disability lack of access is the key issue in relation to any service, including health services.  As MDAA is not aware of any data concerning service usage rates for people from a NESB in the health system we have to make estimates based on the only other data available, namely:

· the Review of Government Service Provision Steering Committee’s report into Government Services 2004
 which states that the proportion of NESB users of accommodation support services is 0.2% 
· the latest Commonwealth Snapshot data for employment services which suggests that 6.3% of all service users were born in a non-English speaking country
 
· evidence to a NSW Parliamentary Inquiry in 2002 from Robert Griew, the then Deputy Director of the Department of Ageing, Disability and Home Care, who reported that only 3% of all disability services users are from a NESB
 
· information from the Community Relations Commission The People of NSW - Statistics from the 2001 Census, and the Australian Bureau of Statistics Disability, Ageing and Carers: Summary of Findings, Australia, 1998.

MDAA estimates that although 25% of people with disability in NSW are from a NESB their rate of access to disability services is approximately 5%, which means that a minimum 3 out of 4 people from a NESB with disability miss out on disability services despite being eligible.  From our advocacy experience we estimate that people from a NESB with disability miss out on health services at a similar rate.
Prevention 

We welcome the focus in Fit for the Future on well-being, prevention and early intervention, to avoid health problems developing, particularly in view of the forecast rise in preventable chronic physical and mental illness over the next twenty years.  Making prevention everybody’s business will require an ongoing commitment from NSW Health, not only to consult the community during the development of policies and programs but also to finance a range of strategies to support good health and well-being.  
As noted in Fit for the Future, for many people poor health is associated with stress, poor nutrition, a lack of supportive relationships and living in environments that are not conducive to good health.  This also holds true for people from a NESB with disability.  Changing these risk factors will require NSW Health to establish relationships with NESB communities to build supportive relationships, particularly for people from a NESB who are isolated and have no family or community support.  

To achieve well-being through prevention and early intervention, people from a NESB with disability need information about prevention strategies in plain English and community languages and in accessible formats.  People also require early access to health services, information about those services and how to get access to them.  
Any community education strategy about the plan should include strategies for informing NESB communities.  

Creating better experiences for people using the health system

Because the health system in NSW is so complex, people from a NESB need information about the key entry points into the system, particularly the preventive and early intervention systems.  At present, many people from a NESB with disability only get access to the general or mental health systems when they reach a crisis.  Apart from the negative effects on the person’s health and well-being this is more costly financially for the person as well as the government.  Such crises in physical and mental health could be avoided by having early access to information in both easy English and other community languages, in alternative formats such as audio.  
Staff attitudes are also vital to preventing ill-health and promoting well-being.  Health practitioners need to respect people and understand that the centre of expertise lies with the person, not the health system.  Health practitioners need to understand that people with disability and their families usually know more about their own needs and how to meet them than the health system and health professionals.  Comments we receive from people from a NESB with disability and their families indicate that health practitioners range from one extreme to another across a spectrum of attitudes towards people with disability: either they ignore the person with disability and talk only to the person’s carer/s or they talk only to the person with disability and ignore the carer/s.  Many health practitioners give the impression that they know best what is needed and that the person and their family should accept this without question.
Clear, simple communication about the person’s condition and the treatment proposed would assist in creating a better experience of the health system for people from a NESB with disability and their families.  Creating opportunities for people to give feedback about their experience of the health system and encouraging people to do this would also demonstrate respect and improve the system.    

Strengthening primary health and continuing care in the community
General practitioners are the main entry point to the health system for most people from a NESB with disability.  It is essential that people from a NESB with disability have early access to general practitioners who understand that culture plays a large role in determining attitudes towards health.  It is important to ask the person how health and disability are managed in their culture, to work out how to involve the person in managing their own health and well-being.  
Attitudes towards disability and what constitutes ‘disability‘ also differ from one culture to another.  It is important to provide training and resources for general practitioners to increase their knowledge and understanding of disability in a culturally diverse society.  Access to interpreters and training in how to work with interpreters and when to use them is essential.  
Building regional partnerships for health

We support this direction and believe it will be very important in implementing the plan successfully.  Clearly the plan will have to be implemented by local area health services working together with communities and community organisations.  The main question here is how the link will be made between the conceptual framework established by the plan and delivery of the plan in local communities by the area health services.  
Our experience in advocating for people from a NESB with disability and their families is that it is extremely difficult to get the various government agencies to accept their responsibilities to provide services.  This is particularly obvious where a person has multiple disabilities or does not fit neatly into eligibility criteria, some of which appear designed to deny people services rather than provide them.  We understand that the reasons for this are mostly not enough facilities: supported accommodation places, or places in group homes, or beds in hospitals, or team members in the community, or funded non-government, community based services, or capacity building programs, etc.  Whatever the reason, the results are that people from a NESB with disability and their families miss out on services, particularly prevention and early intervention services.  Establishing cooperative links with other government departments and community organisations will be crucial to the success of this aspect of the plan.
Making smart choices 

Making smart choices should include choosing health prevention and intervention strategies which accommodate the needs of a culturally diverse community.  This will require ongoing consultation with local communities and developing cross-cultural expertise.  

Accommodating and funding traditional health promotion and treatment practices, e.g. traditional Chinese medicine, is part of this engagement with a culturally diverse community.   

Redesigning and reinvigorating the health workforce

In our view this direction is critical to the success of the plan.  If the forecast increases in chronic illness and disability eventuate, the workforce over the next twenty years will need to develop expertise in both of these areas.  This will require a complete change in attitudes for many health practitioners and policy makers in two major areas.   
In the first instance there is a need to change the focus away from the person’s disability to the person’s health.  This may appear to contradict the need to develop expertise in disability but in fact it does not.  People with disability report that the attitudes of health practitioners often create barriers to good health.  Many health practitioners react differently towards people with disability even though this is not usually warranted.  People with disability, especially people from a NESB, often have great difficulty in getting health practitioners to understand that the health problem they are seeking treatment for has nothing to do with their disability.  The fact that the person has chest pains, for example, probably has nothing to do with their vision impairment.  Disability should not be a barrier to good health care.   
The second change required is that health service staff should reflect the diverse population which health practitioners are funded to serve.  Health services should be culturally competent, able to respond to anyone eligible for their services regardless of the person’s cultural background.  

In our experience the current system does not always respond well to community diversity.  Obviously there are people from a NESB working in the health system now and this will increase as the workforce expands over time to meet the demand.  One of the current difficulties, however, is that just as people from a NESB are expected to fit into the Anglo-Australian health system as service users, the same happens for health workers from a NESB.  In our view NSW Health has a responsibility as an employer to support and create a diverse workforce.  A truly multicultural workforce is one that celebrates the strength of diversity and focuses on culturally competent employment practices.  

The main challenge facing governments and bureaucracies concerning people from a NESB is to provide services in culturally competent ways that will meet the diverse and changing needs of people, and further the potential of people from a NESB with disability living in communities in NSW.  
Despite the rhetoric and intentions of Fit for the Future, there is a danger that health services will remain culturally incompetent and provide inappropriate and ineffective services.  People from a NESB with disability and their families will not use (or will not be comfortable using) a service that is not culturally appropriate.  No-one would expect Anglo-Australians to use or work in a service that ignored or did not respect their cultural needs.  Yet this is what many health services expect people from a NESB to do: take it or leave it and if you don’t like it, that’s your problem.  If services continue to ignore the cultural diversity of the NSW population, the present institutional and structural racism, unintended perhaps but real none the less, will continue.  Ignoring cultural diversity will not make it go away, but will perpetuate avoidable hardship and resentment for up to 25% of the people the health system is supposed to serve. 

Fully accepting the cultural diversity of NSW will mean increasing the range of health services available and working in different ways to accommodate the needs of people from diverse backgrounds, both health service users and employees.  This will be one of the most exciting aspects of the plan for people from a NESB with disability.

[image: image1.emf]ACHIEVING EQUALITY  IN THE  HEALTH  SYSTEM   FOR PEOPLE WITH DISABILITY   People with disability are individuals first and foremost.   We are also members of a diverse social  group with different needs. But we share common issues in relation to the Australian Hea lth System.   The two primary issues are:   1.   equity of access  to health services   2.   purs u ing optimal health  outcomes  for people with disability   According to the Australian Bureau of Statistics in 1998, there were 3.6 million Australians (19%) who  had a disability .  87% of this population experienced specific restrictions in core activities, such as  self - care, mobility or communication, or in their ability to participate in schooling or employment.   The 3.6 million people come from culturally and linguistically dive rse backgrounds, Aboriginal and  Torres Strait Islander backgrounds, men and women, children and older people.   Traditionally this group has been divided into:      people with acquired brain injury      people with intellectual disability  –  for more information speci fic to people with intellectual  disabilities, see the National Council on Intellectual Disability's statement, “ Health and People with  Intellectual Disabilities"      people with physical disability       people with sensory disability (including people with hearing  impairment, people with sight  impairment, people who are blind and Deaf people)      people with psychiatric disability.   1.   UNDERSTANDING DISABILITY AS A SOCIAL CONDITION & NOT AN ILLNESS   Health professionals can find it difficult to distinguish between a pers on with disability and a set of  health related conditions, symptoms or diagnoses.  In some cases, inappropriate value judgments  are made that a person cannot benefit from treatment or requires treatment because of disability  rather than ill - health.   The Int ernational Classification of Functioning Disability and Health (ICF) is the WHO's framework for  measuring health and disability at both individual and population levels.  The ICF assists health  practitioners to locate “disability” and “health” in a broader  context.  A s the  Director General of the  WHO said at the Trieste Conference on  H ealth and Disability “Improving the health of an individual,  or the population as a whole, is not merely a matter of reducing premature death due to disease and  injury. Health  is also about human functioning, the capacity of individuals to live a full life as an  individual and as a member of society.”   2.   POVERTY OF PEOPLE WITH DISABILITY   As a group, people with disability are among the poorest members of the community and remai n  grossly under - represented in the labour force, have limited access to education and vocational  training and are over - represented in terms of receiving income support (predominantly the Disability  Support Pension).  In Australia many people with disabilit y live under the poverty line.   This means that in terms of the health system, like other low - income groups, people with disability  are further marginalised by any reduction in bulk billing and other public and subsidised treatment  options.  Many basic heal th services, such as dental and therapy services are not readily available  through the public system.    

 3.
CONTINUITY & CO-ORDINATION OF MEDICAL CARE & COMMUNITY SUPPORT

There are often demarcation issues between health and disability agencies and gaps in health care and community support.  For example, the experience of people with disability is that the resources for care and support are often focused on hospital care.  Resources become harder to access once a person with disability is ready to move from hospital into the community.  This often results in people with disability having to remain in a hospital bed for an extended period of time until community support becomes available.  This absorbs unnecessary resources from the hospital system and creates ‘blockages’ in the system.

4.
EXPERTISE & KNOWLEDGE AMONG HEALTH CARE PROFESSIONALS ABOUT DISABILITY
In many areas of life people with disability need and want to be treated the same way as people without disability.  In relation to the health system, a disability should not be a barrier to good health outcomes.  However, what is required for this to be achieved is expert medical care based on specific knowledge and skills when dealing with the particular health issues that arise out of a person’s disability.  For example, some doctors still mistakenly believe that people with down syndrome have very short life expectancy and so would not pursue major health interventions such as transplant surgery.
5.
ACCESS TO HEALTH

An accessible health system is needed for people with disability to achieve equitable health outcomes as people without disability.  Some key barriers in the health system are:

Communication & Language Barriers
Health professionals need an understanding of communication approaches when treating a person with disability.  Many people with disability experience communication and language barriers (i.e. they speak a language other than English, they use Auslan to communicate, they have limited vocabulary and understanding etc). The health system does not allow the extra time needed for a health professional to overcome these barriers.

Physical Barriers
Many health services are not physically accessible.  Even if buildings are accessible, there can be problems encountered by people with physical disability seeking to use a health service.  For example, X-ray machines, pap-smear facilities and examination tables are often not accessible by people with physical disability.

Barriers to Health Promotion & Information

Many important health messages are not accessible to people with disability.  The messages are traditionally in English and are not produced in community languages or in alternative formats such as Braille, audio, large print or easy English.  Also, the messages are often not relevant to the life circumstances of many people with disability.   

WANT MORE INFORMATION?

If you would like to know more about disability issues, just click onto:

MDAA: www.mdaa.org.au or email: mdaa@mdaa.org.au or call 02 9891 6400
NCID: www.dice.org.au or email: mail@nswcid.org.au or call NSW CID 02 9211 1611

NEDA: www.neda.org.au email: llind@neda.org.au  or call 02 9687 8933

PDCN: www.pdcnsw.org.au, email: pdcnsw@pdcnsw.org.au or phone 02 9552 1606

� By ‘cultural competence’ we mean that the service provider is able to respond effectively to anyone who is eligible for the service, regardless of their cultural, linguistic or religious background.  


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


� This estimate is derived from a combination of information from the Community Relations Commission’s publication, The People of NSW - Statistics from the 2001 Census and the Australian Bureau of Statistics publication, Disability, Ageing and Carers: Summary of Findings, Australia, 1998. For further details see  � HYPERLINK "http://www.mdaa.org.au/publications/faqs/figures.html" ��http://www.mdaa.org.au/publications/faqs/figures.html�. 


� Steering Committee for the Review of Government Service Provision, Steering Committee Report on Government Services 2004.  The Productivity Commission acts as the secretariat for the Steering Committee. 


� Department of Family and Community Services, Disability Services Census 2002.


� NSW Legislative Council, Standing Committee on Social Issues:  Report 28, Making it Happen: Final Report on Disability Services, November 2002.
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