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INTRODUCTION

NEDA is the peak body in Australia representing the rights and interests of people from a NESB with disability and their families.

NEDA’s experience is predominantly dealing with families and carers of people from a NESB with disability.  However, we believe that many of the issues listed in this document are relevant to the current National Inquiry into the Social Impact of Caring for the Terminally Ill.

It has been estimated that 19 per cent of the Australian population have a disability.  The National Ethnic Disability Alliance (NEDA) represents the 25 per cent of people with disability who come from a non-English speaking background (NESB).

FECCA is the national peak body that represents and advocates for Australians from diverse cultural and linguistic backgrounds.

FECCA strives to ensure that the needs and aspirations of Australians from diverse cultural and linguistic backgrounds are given proper recognition in public policy. We work to promote fairness and responsiveness to our constituency in the delivery and design of Government policies and programs. We promote Multiculturalism as a core value that defines what it means to be Australian in the 21st century. FECCA works to protect the fundamental rights of all Australians, regardless of cultural, spiritual, gender, linguistic, social, political o other affiliations or connections.

FECCA and NEDA have signed a Memorandum of Understanding and frequently collaborate on issues of shared interest to our constituencies.
For further information please do not hesitate to contact :

Executive Director NEDA: Lou-Anne Lind

40 Albion Street Harris Park NSW 2150
PO Box 381 Harris Park NSW 2150
Tel: (02) 9687 8933
Fax: (02) 9635 5355
E-mail: office@neda.org.au
Website: www.neda.org.au
Director FECCA: Conrad Gershevitch


Unit 1, 4 Phipps Close, DEAKIN  ACT  2600

PO Box 344, CURTIN  ACT  2605

Tel: (02) 6282 5755

Fax: (02) 6282 5734

E-mail: conrad@fecca.org.au
Website: www.fecca.org.au 

NESB FAMILIES & CARERS – the scope of the situation

People from a non-English speaking background (NESB) with disability or terminal illness can be among the most disadvantaged and marginalised people in society.  The issues and needs of NESB family members and carers have not been understood or addressed by successive governments, the community sector and the general population.

While families and carers of people with terminal illness are certainly a diverse group of people from a cultural and linguistic perspective, their circumstances are also extremely diverse.  For instance:

· the type of caring – this can vary from “whole-of-life care”, “rest-of-life care” and “time-of-life care”;

· financial and other material resources;

· level of peer, social, family, institutional (eg: community, government, faith-based) support available;

· whether a carer is a sole parent;

· the age of the person being cared for;

· the age of the carer;

· carers who care for more than one family member;

· families and carers in isolated communities.  This can be understood in a variety of ways – isolation may not be restricted to families in remote rural locations, members of new and emerging communities can feel just as isolated where there exists no culturally sensitive  services or community “critical mass”, and

· families and carers from diverse cultural, linguistic and faith backgrounds and, of course, the diversity that exists amongst humans in individual, emotional, educational, psychological, social and other differences.

The issues facing families and carers therefore vary greatly depending on the nature of the illness and the particular circumstances of the family or carer.  As such, supports and services need to be individually tailored to be effective.

INCOME SUPPORT

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

· levels and recognition of educational qualifications;

· levels and recognition of work skills and experience;

· periods of adjustment (cultural, social, economic and psychological) can take a period of time - this is, in effect, a considerable “opportunity cost”;

· lack of resources (financial endowments) on their arrival in Australia, and

· English language proficiency.

To make matters worse, in Australia all immigrants have to wait two years before they can access income support.  This policy creates enormous financial and emotional strain for families and carers who are left to cope alone if a person is diagnosed with a terminal illness within the first two years of arriving in Australia.  Such a policy can appear discriminatory or unfair to those seeking equity.

NESB carers and families have communicated to NEDA and FECCA the inadequacy of current carer payments (predominantly the Carers Allowance) which is in urgent need of review and increase.  Families and carers require a just “earned wage” payment for the caring they provide which is not means tested.

Coupled with an inadequate income support payment is inadequate information, emergency relief, respite and accommodation options, lack of acute care and hospital discharge planning as well as appropriate rehabilitation options.

ACCESSING SUPPORT

Access to Services

In Australia families and carers miss out on receiving basic and essential services due to their ethnicity.  Many services seem unable to accommodate linguistic and cultural diversity, this is because:

· ethnic communities tend to be overlooked when considering the “target group”;

· staff need continuing, accredited, quality training in cultural difference, diversity and disability, and in particular, the nature and reality of the person’s experiences.  This training can often be costly for service providers;

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

· there are insufficient strategies and practices to ensure that people from NESB, their families and carers participate in decision-making, and

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

Governments in Australia have not even begun to respond to the needs of families and carers from NESB.  There is very little understanding within government and its funding bodies, the community sector and the general population about the nature of care and culture (which includes spirituality).

A whole-of-government approach to disability on one hand, and a whole-of-government approach to ethnicity on the other, has led to government agencies shuffling responsibility for people from NESB with disability, or NESB families coping with a member with a terminal illness, amongst themselves.  This “silo mentality” means that NESB clients fall between the notorious service “crevices”.  Ministers have had a tendency to make similar assumptions.  This approach ensures that no decisive actions are being taken by anyone to address the issues.

The whole-of-government approach provides agencies with the excuse of only doing “core business” and focusing on “mainstreaming”.  It appears that core business allows only for the experience of one type of disadvantage.  For example: either disability or culturally and linguistically diverse background-status.  While the Charter of Public Service in a Culturally Diverse Society (April 2002) is well intentioned it has no compliance “teeth”; this means that agencies are able to treat it as tokenism.  The sad record of the decline of diversity representation in the Australian public service which is reported in DIMIA’s annual Access and Equity Reports are merely a reflection of the decline in commonwealth agencies’ commitment to developing policy and implementing programs that meet the needs of non-mainstream clients (whether this is defined by ethnicity, disability, indigenous, multiple-need or other status).

This whole-of-government approach is reflected in the way services are provided by government and non-government services.  In part, this approach is being perpetuated through funding arrangements and the lack of contractual obligations with providers to ensure that they make services available in an accessible and equitable manner.

In part, this approach is maintained and perpetuated by the commonly held myth of disability service providers that the only issue that matters is disability and, the equally strongly held belief by ethnic communities’ service providers, that the only issue that matters is ethnicity.  Our human services infrastructure is still learning to come to grips with the challenges posed by diversity.

The community sector also, of course, provides an important support and advocacy role to communities.  This sector operates at all levels – NEDA and FECCA operate at the strategic national level - others operate at local or regional levels.  The main problem for NGOs is, of course, chronic under-funding.  Those with the greatest potential to assist (ie: community-based or personal experience) get minimal government support.  Those organisations favoured by funding bodies tend to be large, Christian-based institutions.  While not criticising the good-intention of these organisations, they target their services to the mainstream and usually have little or no cultural expertise or understanding.  At worst they exclude clients based on faith or culture – this is a critical issue for the ethnic community sector!

Access to Information

Like all people from NESB, families and carers of people in palliative care experience difficulties accessing services because of lack of resources made available for interpreters and translations.  Access to information is often the first step towards people participating in the community and in receiving their entitlements.  Access to information means, in effect, access to opportunities and therefore choices to participate in the community.

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

NESB carers, even more so than their Anglo-Australian counterparts, tend to have a “grin and bear it” attitude.  Asking for support is seen as a failing, not only in one’s caring role, but also failing the family, the community and, most importantly, the person with disability or illness.

Brokering and advisory services do exist – for example: the transcultural mental health centres which have been established in several states.  These services provide expert advice to service providers (both individuals in private practice and to organisations) are an effective (including cost-effective) model that could be replicated in the palliative care sector.  However, these services could be promoted better to services and, if more widely utilized as they should, would require additional funding.

Isolation

In general, NESB carers and families tend to carry excessive responsibilities due to the multiple layers of disadvantage experienced:

· disability or illness,

· ethnicity (cultural difference),

· lack of experience and knowledge of how the system works,

· poverty,

· disruption to the family as a result of migration, and

· diminished support networks and lack of appropriate services.

NESB families and carers are often isolated by their particular situation with limited knowledge of supports available and little opportunity to develop networks and to lobby for the support they need.  Beneath this isolation lies a migration (or a humanitarian entrant/asylum seeking) process which is a traumatic and isolating experience.  Relatives, friends, social and support networks can be lost and are often difficult to re-establish in a new country and, the more alien the culture the new country is, the harder it is to do so.

There is also often a high level of mistrust towards governments amongst many migrant communities, often based on negative, repressive  experiences with governments in their country of birth.  The lack of support networks has particularly adverse impacts on women carers, especially those in communities where there is an enormous stigma attached to disability.

Cultural Implications and Impact of Seeking Support

NESB families and carers only seem to seek help when they are at crisis point and not before.  This can be due to pride, the simple belief that help is not available, or an apprehension that support will be culturally inappropriate.  As there are often no services involved in the families’ lives, the early warning signs of exhaustion remain undetected and many GPs are not well informed about programs and support available for families.

We are aware of instances where the lack of support and services has led to carers (predominantly the mother) suffering extreme physical and emotional fatigue (“burn-out”) being admitted to hospital whilst the person with a disability ends up in residential care or, even worse, a nursing home.

Family members and carers of a person with terminal illness from a NESB can end up incurring a disability themselves – commonly physical and mental health problems – as a result of the pressures involved with caring for a person or persons whilst juggling a range of other responsibilities, economic and spatial disadvantage, and while coping with a culturally and linguistically challenging environment.

Families reporting adverse effects of their caring circumstances on all family members, such as family breakdown, domestic violence, depression, drug and alcohol dependence, suicide and limited life opportunities for siblings and other family members.  When families are dealing with the terminally ill they also have to cope with what can be a troubling preoccupation: that the dying are doing so away from their culture, their homeland, the birth environment, their ancestors and their familiar social and family environment.  The idea that the dead will lie if “foreign fields” can also engender powerful psychic discomfort.

Another element that can be over-looked is the cultural and other (perhaps unconscious) prejudices of service providers themselves.  FECCA is aware of circumstances where staff with “cross-cultural communication” training are determined to put their new-learnt sensitivity to trial… no matter the cost.  Sometimes, for example with gender issues, no matter HOW good the training culture still plays a vital role.  This submission does not seek to itemise how (specific research and community consultation would be required to do this) rather to raise it as an important issue that transcends service-provided training.  Cross-gender communication, home entry, issues associated with faith etc. can be extremely complex and can have significant cultural implications for families coping with the dying.

Capacity to Care

Substantial issues about families’ capacity to sustain these levels of long-term, complex and often emotionally traumatic care require consideration at a national level and 

integration into policy development by all governments.

The pressures of the full-time caring role on families are significant and can have detrimental, unplanned side effects on family members who would otherwise have been able to participate more fully in “normal” family and adult life.  Family problems caused by these pressures can result not only in breakdown of the daily support for the person with a terminal illness.  They can also result in new support requirements of family members who are adversely affected by family breakdown, stigma and limited life opportunities associated with the responsibilities and difficulties of full-time care.  

Finding a way to better inform government about the needs of these families has proven difficult for a number of reasons.

OTHER ISSUES

Exclusion from Policy Development & Planning

NESB families and carers of people with terminal illness are generally excluded from the policy development and service planning processes.  While this is not unusual for most people who are caring for the terminally ill, the disadvantage that NESB carers face and is discussed above, merely accentuates this exclusion.

Transition

Families seeking assistance to plan and manage major transitions in their lives, such as planning to ensure security and continuous care for their terminally ill member when the primary carer needs to retire or is no longer able to provide primary care, is generally not available or, if they are, effectively conveyed to those who need the information.  There are also concerns about how well families and carers are prepared for, or are supported by, existing policies and services to plan and manage the challenging (and often traumatic) transitions in their lives as a result of terminal illness.  

Rights

Family carers report that they now feel expected to take on the caring role for their lifetime, without choice or support to develop a broader set of life priorities.  There is a strong sense that the rights of family carers are often overlooked.  Similarly, and acutely for the NESB dying, there is often a lack of flexibility (particularly at institutional levels) to grant the a culturally sensitive death.  Minor adaptations can create a spiritually and emotionally meaningful death – this grants dignity to the dying and validates the values and of the living.  Families and the dying must have the right to determine priorities in their deaths as much as their lives.   

FECCA and NEDA are particular concerned with access, equity, social justice and the rights of people from NESB to be treated in the same way as “mainstream” clients.  Much of the infrastructure to implement these rights exist: the Charter of Public Service, the Human Rights Commission, Disability Discrimination Act (and other anti-discriminatory legislation) but the policies or statutory authorities do not have quite the powers to implement the standard and fairness of services that are inferred by the existence of such legislation and policies.  

FECCA and NEDA do not lobby for unreasonable adjustments or infrastructure to be imposed upon service providers – rather, we support the introduction of fair, reasonable and respectful adjustments to work practices and organisational management to ensure that ethnic community members can live, and die, with dignity and in a manner that is commensurate to that of the rest of society community.

Additional Needs:
Work & Education Opportunities

NESB family members and carers, as a result of their caring responsibilities, are often excluded from education, training and work opportunities.

Caring contributions are often not recognised in undergraduate and postgraduate education program curricula.

Respite Care

The needs of carers for respite must not be neglected.  The existence of respite care services is often not appreciated in ethnic communities.  The assumption that demand does not exist is often predicated on the fact that people don’t demand such a service because they are not aware it exists!  There is much scope for communities to work with services to provide culturally meaningful respite for those with the troubling task of caring for the terminally ill.

Recognition of the role of young carers and young terminally ill

There is: 

· lack of young carer specific programs;

· lack of inclusion of young carers in caring decisions (particularly recognition by the medical profession of their role);

· inconsistency that arises from terming young carers as being either primary or secondary carers rather than looking at the type and amount of care being given (would prefer term “significant” carers)

· a need to assist the very young to cope with the psychological and other issues that arise from dealing with the illness and death of people in palliative care, and

· lack of acceptance that the Australian-born, NESB, terminally ill young, also have a need for culturally sensitive and relevant care.

Needs of rural and remote carers

There is a need for better access to services, such as aids and equipment, and assistance with the extra costs of accessing services (such as travel allowance).  Rural cares often require access to appropriate respite services including respite options.  New technology and the services that tele-counselling offer has the potential to help isolated NESB carers to gain some measure of meaning or support that is not at hand locally.

MORE INFORMATION

For more information, NEDA and FECCA recommends that the following organisations be contacted:

Carers Australia:
 




www.carersaustralia.com.au
Families Australia:
 



www.familiesaustralia.org.au
Carers National Families Carers Voice: 


www.facs.gov.au
Centre for Culture & Health (University of NSW):
http://cch.med.unsw.edu.au/  
Diversity in Health Institute:



www.dhi.gov.au 
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