
State Carers Policy

Background Paper on Aboriginal Carers

1. Introduction

In October 2002, the then Minister for Social Justice announced the development of the Whole-of-Government State Carers Policy for South Australians 235,000 Carers.
  This would be a strategic perspective to guide operational policies in government agencies and those funded by government and on which future resource allocation could be informed.

Currently, there is an inconsistent approach to Carers in South Australia, which means that the involvement, support and consideration of Carers issues is somewhat ad hoc and dependent on the particular service or advocacy sector involved.  In addition to this, if they are not largely invisible to service providers, Carers are variously treated as a resource, partners in care or as consumers of services in their own right.  It would be fair to say, that the dominant approach is as a resource in the provision of care to the cared-for-person, leading to many Carers feeling exploited, disregarded and resentful.

As with the wider community, Carers are people of diverse ages, backgrounds, cultures and circumstances and have varying capacities to sustain the caring role. Some groups of Carers are much less able or willing than others to seek help and support because they have limited means, knowledge, access or resources or feel it is their particular obligation.  In other circumstances, the caring situation is so extreme and demanding that it would be unreasonable to expect any one person to be bearing the load and yet they are unable to get the level of support they seek because the system is not designed to respond.

Because of this, the Minister also asked that the State Carers Policy pay particular attention to hidden groups of Carers and that additional work be undertaken on Aboriginal Carers and Children and Young People as Carers.

This background paper refers to the former group, Aboriginal and Torres Strait Islander people who are caring for a family member with chronic illness, disability, mental illness or substance abuse problems including addiction to alcohol and drugs, petrol, glue and paint sniffing.  It provides an overview of the significant issues for these Carers and concludes with specific recommendations for inclusion in the State Carers Policy.  

It is anticipated that the Policy will address key concerns highlighted by all South Australian Carers, including their desire for greater recognition and a more appropriate range of services to address their needs.
 

For Aboriginal Carers there are two additional factors.  Firstly, they provide care within a cultural context which does not fit comfortably (at best) with current service provision and policies.  Secondly, the higher levels of socio-economic and health disadvantage means that the impact of caring is much greater on Aboriginal Carers themselves and the wider Aboriginal community at large.  These are the factors that will be discussed in more detail in this paper.

2. Caring within the Dominant Culture

The beliefs, norms, values, practices, language and histories of particular groups of people can define "culture".  This is true for all cultures, including Anglo-Saxon/Celtic cultures often referred to as the mainstream culture, in which most services for Carers and the Cared-for-person are provided in South Australia.

Within all cultures, care is a "fundamental condition of human existence" as we all need some level of care during our lifetime.  It is a natural social activity and we must often rely on others to do it for us.
  This can happen in a variety of ways; through family and kin, neighbours and friends, through formal volunteering programs and professionally provided care.

This has been described as a situation "where the care is not a defining element" of the primary relationship.
  This a critical concept, because it is the complex nature of the emotions and kinship obligations which determine the extent and nature of care and often allow the Carers to continue caring despite considerable impact on their own health and well-being.  For volunteers and paid Carers, these kinship relationships are not a defining element making it easier to move out of the caring role if the circumstances become unsatisfactory.

In addition, the word "care" itself has specific cultural connotations.  In Australian English, as well as a very broad meaning to describe a positive feeling for another person, it is also used to describe formal alternative care programs for children (Foster Care) and professional health care services provided to frail aged and people with disabilities.  These kinds of care circumstances imply a range of values, service systems, policies and procedures which are important ways in which children and dependent people are provided with care, but are outside the scope of this policy.

The State Carers Policy and hence this paper, is focusing on the unpaid care provided by family and friends, those who have taken on the caring role because of an obligation to a relationship.
  While many Carers will say they have taken on these responsibilities because of their love and concern for the person they are caring for, they usually have not planned to do so.  

Rather, through circumstances that have been thrust upon them unexpectedly, they have taken on these caring responsibilities, often with significant impact on their lives, depending on the demands that have been placed on them.

This is true for Carers of any age and culture, but it is the particular nature the cultural, linguistic and historical context of the kinship relations which may differ from situation to situation.  It is also recognized that the boundaries between volunteering, paid care and family care is not as clear cut in Aboriginal communities as many extra hours of support may be provided by Aboriginal workers outside of the normal work times.

3. Caring within Aboriginal Communities

As stated, caring occurs in all cultures, but the way it is expressed is culturally determined.  In Aboriginal communities there are a number of cultural and historical dynamics that have a profound impact on how care is provided by Carers, what kinds of support Carers seek and how service providers respond to them.

As described above, the context and use of the word "care" can determine the response by services and the community.  In many Aboriginal languages, the word "Carer" may not exist in the same way as it does in the mainstream context.  For example, there is no Anangu word for a Carer of person with a disability and the idea that someone needs to be cared for, implies the negative connotation that they are “deficient”.  Instead, common caring words are used to describe the supportive roles, thus reinforcing the value of the Cared-for-person to the community.

There are other ways in which Aboriginal and Torres Strait Islander cultures differ from the dominant non-Indigenous culture.  Communities often have very different histories, cultures, traditions and languages.  For example, consider the contrasts in the ability to access culturally appropriate services between Aboriginal communities in the remote North West of South Australia to those along the Coorong, in the Riverland or to the local Aboriginal people living in the western suburbs of Adelaide.  However, there are commonalities between these cultures that are applicable in considering the strategic State Carers Policy.  Many of the issues that these communities face are the same, but how they need to be dealt with may be different.

Family and Communities

The Aboriginal and Torres Strait Islander concept of family is wider than that held by the majority non-Aboriginal population, extending to include all members of the particular Aboriginal or Torres Strait Islander nation.  The use of terms such as father and mother, aunts and uncles, grandparents and cousins applies to a wider range of people, determined by customary law.  The role of Carer in Aboriginal communities does not equate with the European notion of an individual who assumes the role of a primary care giver to a relative or friend who is unable to fully care for themselves.

A further significant difference between the dominant culture and Aboriginal cultures are the principles of reciprocity and obligation.  In mainstream culture the emphasis is on individuality, the nuclear family and competition for resources, whereas in Aboriginal communities the emphasis is on the sharing process in the extended family.  A consequence of this has been that Aboriginal people look to members of their own extended family and community for care and support, rather than seeking help from mainstream services which generally have an individualistic approach to family issues and  a pathologised approach to the circumstances of the Cared-for-person

In addition, because of the complexity of these kinship relationships and the sometimes transient nature of living arrangements, the caring role may be shared between more people and in a variety of locations so that centralized or centre-based services are inappropriate.

History

Aboriginal cultural heritage can impact significantly on how care is given to members of the community and how they are provided with services.

The recent history of Aboriginal and Torres Strait Islander people in Australia is widely recognised now as one of dispossession, oppression and removal of children from their families.
  The outcome has been one of significant disruption and  severing of families and communities. This has resulted in greater levels of disadvantage and poor health, substance abuse (including alcohol and drugs, petrol, glue and paint sniffing) and mental illness. As a consequence there is a greater demand for family Carers who themselves may be experiencing these problems.

Many Aboriginal people are now reluctant to seek help from government or welfare agencies, if indeed they are aware of their existence, because of poor relationships with health and welfare professionals and a high degree of mistrust of service providers.  Even if this was not the case, the design and delivery of most services is culturally specific to mainstream and often middle class clients making it very unlikely that Aboriginal people would feel comfortable accessing them.

While the blatant racism of the past towards Aboriginal people may have subsided and laws implemented to make it illegal, there are still some contemporary service providers and government agencies that continue to deliver services in a very paternalistic and inappropriate way, thus providing a further barrier to access.

Aboriginal and Torres Strait Islander perspectives of the world are different in relation to rituals, behavioural responsibilities, reciprocity and obligations.
  These traditional beliefs, together with healing practices and rituals may form part of the caring process along side the use of mainstream caring practices and medicines.

Another traditional belief, is that if the condition of the cared-for-person deteriorates or if they pass away that this may be the fault of the people that were caring for them.  This can result in “payback”, a form of traditional justice required to remedy the situation.  The fear of payback can sometimes cause potential Carers to be reluctant to provide care.  

The concept of “shame” is also a powerful influence on how Aboriginal people live their lives.  Unlike the English word, which implies individual embarrassment, shame in Aboriginal cultures operates as a mechanism for modifying behaviour and ensuring that cultural traditions and norms are observed.  This can be a consequence if the Cared-for-person has to be removed from the community to receive treatment or access mainstream services, implying that the Carer has "failed" in their responsibility to that person and to their community.

Time may also a very different concept for Aboriginal and Torres Strait Islander people.  Traditionally their lives were governed by the seasons and the availability of food, rather than the mainstream concept of time as a chronological, predictable process, dictating where one needs to be or what one should be doing.  Therefore, time for some Aboriginal people is still a much more flexible concept and may wrongly be interpreted from a non-indigenous perspective as unreliability, disinterest or a disregard for punctuality or appointment times.

Communication styles are also very different for Aboriginal and Torres Strait Islander people.  Traditional avoidance rules involving complex relationship structures determine who a person is able to speak to or not, for example mother-in-law/son-in-law avoidance.  Potential Carers can be confronted by a situation that contravenes their avoidance rules and breaking those rules can have serious consequences ranging from shame to rejection by the community.

For some Aboriginal and Torres Strait Islander people direct eye contact with the person they are speaking to, rather than being a sign of respect and openness as it is in mainstream culture, can be seen as an affront and a sign of disrespect.  Speaking side-by-side without making eye contact is a normative practice that should be respected and complied with.

In mainstream culture the role of Carer often falls on women because of cultural expectations about their caring and nurturing role and beliefs about their biological nature.  Within Aboriginal and Torres Strait Islander communities gender relations and protocols are expressed quite differently.  This difference has often been overlooked and disrespected, but is a fundamental aspect of Aboriginal and Torres Strait Islander community life, where obligations, responsibilities, tasks and general means of communication are divided more explicitly on the basis of gender.  In recent years the idea of “men’s business” and “women’s business” has been much maligned in the media.

4.
Caring Circumstances for Aboriginal Carers

As stated, Carers for the purposes of the State Carers Policy are people who take care of a husband or wife, auntie, uncle, partner, son or daughter, relative or friend with a disability or illness without pay.
  It does not include those who may have taken on the role of parenting a child or grandchild or those who are paid a wage to provide care.  For example, such Carers can be a young person caring for a parent with a mental illness, an Elder caring for a grandchild with a disability or aunties caring for a nephew with a substance abuse problem.

Caring tasks can include assistance with eating, washing, dressing, toileting, transporting, giving assistance with medication, advocacy or generally looking after someone or providing emotional support.

While caring circumstances for all communities contain many similarities, the issues discussed above for Aboriginal and Torres Strait families can add significantly to the burden on the Carers.  For example, the impact of dispossession and disruption to families of white settlement has led to significantly poorer mental and physical health outcomes for many Aboriginal people.
  This means that family Carers, who may themselves have health problems, could be caring for more than one person with a disability or illness.

Therefore, with the problems of limited access to services, the strain on Carers may be greater than the community in general, leading to fewer Carers being available to provide the support needed.

5.
The Impact of Caring 

The caring role can have a significant impact on many aspects of the Carers life, depending on the demands place on them and the caring circumstances.

Health and wellbeing 

Research has shown that for the population as a whole: 



· 57% of Carers have poor mental or emotional health 

· 85% of Carers felt that their mental and emotional wellbeing had become worse as a result of being a Carer.  The most common effects were feeling sad or depressed, feeling anxious or worried, being more emotional or easily upset, feeling frustrated or bored, being stressed

· feeling tired and exhausted 

In addition, compared to non-carers, Carers displayed lower life satisfaction, less social support and high feelings of overload.

Further research has shown that: 


· 30% of Carers delay their own health care 

· 60% of all Carers have worse physical health than non-carers 

· 46% of Carers rated their health as fair or poor 

· 59% felt that caring had affected their physical health 

· A third of all respondents reported having been physically injured, at least once, in the course of providing care.

Economic Impact

Carers financial situation can be affected by significant caring responsibilities because of the need to give up employment or the added burden of costs for the Cared-for-person such as services, medication and transport. Research has shown that:

 

· Over half of all full-time Carers have an income of less than $200 per week 

· 59% of all primary Carers are not in paid work 

· Full-time Carers are over-represented in the second lowest income group (41% compared with 28%) 

· Carers over 65 years, female Carers, and their partners have the lowest combined incomes 

· 69% of primary Carers receive a pension, benefit or allowance.  For 56% this is their primary source of cash income 

· 59% of non-carers derive their income from wages, salaries or own business incomes, compared to only 32% of primary Carers and 49% of other Carers 
 

The above data and research relates to the population as a whole and consequently does not take account of the greater degree of disadvantage that is experienced by Aboriginal and Torres Strait Islander people and communities.  The corollary of this is that the figures and the effects would be considerably greater for Aboriginal and Torres Strait Islander Carers.

6.
A snapshot of Aboriginal Carers

The Australian Bureau of Statistics (ABS) figures for the general population, indicate that around 12% of all Australians are Carers.
 The Aboriginal and Torres Strait Islander population of South Australia was approximately 23,400 at the time of the 2001 Census.  

If the Carers figure of 12% is applied to this, it suggests that there were in the vicinity of 3,000 Aboriginal and Torres Strait Islander Carers in SA in 2001.

However, it is necessary to note that these figures are based on the 2001 Census and are likely to have increased in the intervening 3 years, because the overall population in this State has increased.  Furthermore, the Aboriginal population is increasing at a faster rate than the general population.

In addition, ABS (2001) data shows that Aboriginal and Torres Strait Islander people are more likely to: 

· be unemployed, 

· be on a low income 

· have received a lower standard of education

· rent their home

· live outside the metropolitan areas with access to fewer services

· have an infant mortality rate 3 times higher than the rest of the population 

· and have a life expectancy that is 20 years less than the non-Indigenous population. 

They also have much higher rates of chronic health problems, for example diabetes and heart disease.

These figures however, are problematic for several reasons.  Firstly, as a consequence of these higher levels of disadvantage and poor health, a greater percentage of the Aboriginal and Torres Strait Islander population will need care, therefore the estimation of 3,000 Aboriginal Carers is likely to be low.  On the other hand, it is also possible there are fewer Carers available to provide this care because of their own poor health and lack of resources.

This lack of clear data and information indicates a critical need for further South Australian research into Aboriginal and Torres Strait Islander Carers overall, who they are, their caring circumstances and the kinds of support needed to assist them.

7.
Current Services for Carers

The overall levels of disadvantage of ATSI Carers, compared to the general population and their difficulties in fitting in with current culturally specific services would suggest that they would be the most under supported and under serviced groups of Carers in South Australia.
 

Australia wide research for the general population indicates that 51% of all Carers receive no help and 30% of Carers receive no services.
  In addition, recent research in South Australia shows that only 6.4% of the general Carers population knows of the largest state-wide Carers services provider.
  Given their lower socio-economic and health status and the low rate of accessing of services experienced generally, it is likely this low level of awareness for Aboriginal and Torres Strait Islander Carers is even more marked.

There are two main types of services available for Carers in South Australia. The first involves a wide range of services based in agencies whose primary focus is on the cared-for person.  The type and effectiveness of support and assistance to Carers in these services depends very much on the particular sector involved.
  For example, the Alzheimers Association of Australia and the Palliative Care Council provide a substantial range of services for Carers of people with Dementia. However, hospitals discharging patients and individual professionals such as General Practitioners are quite varied in their capacity to take into account the concerns of the Carer.
  

Of particular concern are protocols relating to Carers of  people with a mental illness and substance abuse problems.
 Because of strict protocols around privacy and confidentiality, the Carer is often completely excluded, even though they may be profoundly effected by the circumstances and potentially an important partner in care.

The second type or services are those specifically funded to deliver services and programmes to Carers. Most state funding for these agencies is provided under the Commonwealth/State Home and Community Care (HACC) program and consequently targets Carers of people with disabilities and frail aged people.

As described above, Aboriginal and Torres Strait Islander people have a different understanding of the world and different kinship relationships than the dominant mainstream culture.  As a consequence both types of services for Carers are predominantly provided within the mainstream cultural context. Anecdotal advice suggests that many are not effectively addressing the needs of Aboriginal Carers and those Aboriginal programs that are being provided are relatively limited.

8.
Summary

Aboriginal and Torres Strait Islanders who are caring for a family or friend with an illness or disability are disadvantaged in a number of areas.  As well as the acknowledged pressures on all Carers of providing extra care and support, they must deal with higher levels of poor health within their families and support services which are often inappropriate or inaccessible.

9.
Policy Recommendations

The way family Carers and friends provide extra care and support to family members with an illness or disability and the response by service providers is strongly influenced by cultural norms. Within Aboriginal and Torres Strait Islander families and communities, kinship ties and obligations place a strong emphasis on sharing and mutual support. 

Many Aboriginal and Torres Strait Islander communities and individuals already create and sustain nurturing, healthy and successful families, positive community culture and safe community environments.

However, the history of dispossession and destruction of families has often led to a reluctance to use mainstream services.

This cultural context, historical experience and consequent higher levels of poor health in general for Aboriginal and Torres Strait Islander Carers and cared-for-people requires special consideration in resource allocation, planning of services and operational procedures.

Implementation 

To ensure that their needs are met through the State Carers Policy, the following strategies should flow on specifically for Aboriginal and Torres Strait Islander Carers:

· Research into specific issues affecting ATSI Carers in urban, rural and remote areas of SA.

· Development of specific services and support structures for ATSI Carers taking into account the higher levels of socio-economic disadvantage of ATSI communities.

· Provision if targeted information for ATSI Carers on services both for themselves and the people they care for.

· Acknowledgment and community education about the importance of ATSI Carers

· Appropriate resource allocation for individual ATSI Carers and ATSI service providers.
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