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Abstract

This research documents, for the first time, the experiences of non-Aboriginal primary
health workers caring for terminally ill Aboriginal patients in Central Australia. Despite
the high mortality amongst Aboriginal Territorians, issues around terminal illness, death
and bereavement have been little studied. The area is sensitive in both cultural and
human terms.

Many clients of the local health care services are Aboriginal people

whereas most nurses and doctors are non-Aboriginal.

Their clinical interactions are

inherently cross cultural and are additionally influenced by several sequelae of Australian
colonial history, including socioeconomic and status disparity between participants and
entrenched discriminatory attitudes and practices.

The study was approached from the perspective of the new public health, informed by the
philosophy of contemporary palliative care and aimed to contribute to the development of
a culturally safe practice for the care of terminally ill Aboriginal people.

Data was

collected using a qualitative method of serial interviews with a representative sample of
primary health care workers with an Aboriginal clientele.

The study found that cultural factors were important determinants of good health care
communication, the making of appropriate end-of-life care decisions and the provision of
quality case management and bereavement support.

Significant cultural issues for

achieving a “good death” included recognition of the wish of many Aboriginal people to
die on their own country and of the value of the Aboriginal kinship system for enabling
care decisions and providing care. To date however, these have had little formal impact
on the design or delivery of health care services for terminally ill Aboriginal people in
Central Australia.

Nurses and doctors interviewed for this study considered Aboriginal patients’ access to
quality health care during a terminal illness to be inadequate and inequitable.

The

difficulties of providing health care in remote areas impacted disproportionately on
Aboriginal clients.

Their treatment options were limited by their poverty and by
Vll

institutional policies determining the availability of resources. Cultural and language
mis-communication between Aboriginal clients and non-Aboriginal health professionals
impaired the process of decision making and the delivery of care. The hegemony of the
majority culture and its health care institutions disempowered Aboriginal clients while
entrenched discriminatory social attitudes perpetuated inequitable practices.

Specific

service gaps were identified in the availability of interpreter services, transportation,
respite care, domiciliary nursing and bereavement support. The wider care network,
including hospitals, nursing homes, multidisciplinary health care providers, and the
transport needed for remote clients to access these, was inequitably available and
insufficiently accommodating of Aboriginal cultural needs. The existing palliative care
services employed no Aboriginal staff. Improving care will therefore require a range of
institutional and societal responses, including addressing service gaps, providing practical
responses to cultural aspects of service provision, and continuing to work towards
reconciliation.

A major deficit was found in the training and support available to practitioners caring for
terminally ill Aboriginal people. Addressing this requires a policy shift by health care
institutions. The most useful training interventions included directing non-Aboriginal
workers toward local sources of cultural information, dispelling myths and stereotyping
and assisting in exploring ethical issues arising from cross cultural conflict. Practitioners
also needed support both in analysing difficult care situations so as to arrive at practical
management solutions and in debriefing their emotional responses. This would reduce
the stress of providing cross cultural terminal care and improve service delivery.

Palliative care in Central Australia can only be developed with input from both
Aboriginal and non-Aboriginal participants.

It cannot be progressed without the

guidance and support of Aboriginal workers and community members, which requires
Aboriginal empowerment at all levels of planning and decision making. This reflection
on the nature of cross cultural terminal care, from the viewpoint of professionals within
the majority culture, will contribute to the development of a culturally safe practice for
working with Aboriginal colleagues and clients.
Vlll

Chapter 1

Introduction

1. Developing the research question: a unique time and place.

This research examines the experiences of non-Aboriginal1 health professionals providing
community care for terminally ill Aboriginal people within the culturally polarised health
care environment of Central Australia. The research question arose at a time of great
change for the care of the terminally ill in the Northern Territory. The short-lived and
controversial Rights o f the Terminally lllf NT legislation [ROTT] was drafted and
subsequently enacted in May 1995.

Public debate raised many ethical and practical

concerns, including the limited availability of services for terminal care and the possible
implications the Act posed for the care of Indigenous Territorians.

This controversy

created a political imperative for the rapid development of palliative care services. Little
had been documented about issues relevant to local service provision and this study
therefore sought to address an information gap. Given cultural sensitivities for health care
and particularly palliative care service provision, an examination of cross cultural care
issues seemed pertinent.

Although the study was conducted at a particular time in the history of both health care
and political life in the Northern Territory and describes a unique local health care
context, the issues it raised may be relevant to the care of the terminally ill in other cross
cultural contexts.

2. The researcher and the study

This study developed from my own clinical experience, as a primary care doctor, of
several intersecting areas, namely Indigenous health care, palliative care as it is practised
1 The terms “Aboriginal” and “Indigenous” refer to Australian Aboriginal people unless otherwise specified
throughout this study. The opposing category “non-Aboriginal” reflects an existing ethnic and cultural
divide within Australia. Neither category is homogenous.

1

in the remote context and local issues of service provision in Central Australia. I have
worked in Aboriginal health care since 1985, mostly in remote areas and in the last eight
years in Central Australia, and in palliative care during the last four years.

Like others of my generation, my undergraduate medical training covered neither
palliative care, nor cross cultural or Indigenous issues relevant for health care. My first
academic exposure to Aboriginal issues was within a first year Anthropology unit
undertaken as part of a Bachelor of Arts degree. My longstanding interest in public health
arose out of working in Aboriginal health care and remote area medicine and has provided
a framework for the current study.

Finally, I am a woman, and was a migrant to this country during childhood. My primary
language was not English, and I grew up in a migrant home as something of an outsider to
the majority culture. Both issues will no doubt shape my approach to the conduct of this
study. Being of female gender may mean that I am more open to traditional women’s care
issues, to the testimony of my female respondents, and to those subcultures that arise
within any society as a result of gender or other differences.

My position within

contemporary Australian culture is anomalous in that, despite a minority background, I
now have majority status because of my education, social standing and profession. From
the point of view of Aboriginal Australia, (and regardless of my actual ethnic origin), I am
a "whitefella", someone on the other side of a major cultural divide. It is these personal
experiences and the world views that derive from them that have engendered my
continuing interest in working in the cross cultural context.

3. Culture as an issue in health service delivery.

Cultural factors are important for determining the health status of a given community,
understanding

its epidemiology,

and

influencing

illness

behaviours,

including

presentation for and the acceptability of treatments. They also shape the way in which
health practitioners are trained and socialised and health care services are delivered.
Where service providers and recipients are from dissimilar cultural backgrounds and have
different understandings and expectations, issues may arise for service provision. The
major concern in such “cross cultural” health care interactions is the quality of
2

communication. It is however important that culture is not construed as the sole means of
understanding differences between human groups or in inappropriately narrow terms
(Swendson and Windsor 1996; Brady 1995a; Manderson and Reid 1994).

In Central Australia, Aboriginal people currently form 33% of the local population (ABS
1997) , however medical and nursing practitioners are generally non-Aboriginal people .
Clients2
34 and practitioners therefore may not have a shared cultural background, nor in fact
a common language, history or socio-economic profile. In this study of cross cultural
practice in the care of the terminally ill, I have adopted a broad understanding of the term
culture in order to enable consideration of its role in the clinical experience.

The concept of culture is a complex one and open to diverse definitions. It can reflect a
variety of group characteristics, including ethnicity, language group, professional
socialisation, class, generation, or gender. The term is used for both the observable
characteristics and behaviours of any such group and for its underlying organization or
“gestalt”. Geertz (1975) argued that culture was best conceptualised not as a complex of
concrete behaviour patterns but as a web of meanings for governing behaviour. Because
meanings are shared, culture was also a shared or public property, socially learned and of
biological value for the functioning of individuals and societies.

This functionality requires that cultures adapt to changing group circumstances.
Aboriginal culture is neither unitary nor static.

Cowlishaw described contemporary

Aboriginal culture in NSW country towns as undergoing:
“...a wider ongoing recreation of a distinct cultural heritage...I argue that
Aborigines in all parts of Australia are Aborigines culturally through a dynamic
tradition...not simply an attempt to cling to a past tradition but, wittingly or not, the
creation of a set of new ones”. (Cowlishaw 1988:283)5
2

This combines data from the Northern Territory and cross border communities.
3 The emergence o f a cohort o f Australian Aboriginal doctors and nurses is welcomed, however at present
their numbers remain small and few are working in remote areas such as Central Australia. Additionally,
they may themselves differ culturally from their clients, and may welcome a continuing focus oncross
cultural issues for care (although their issues are likely to be different from those described in this research).
4

Clients may include both patients and family members.

5 Throughout this thesis, quotes from texts will be presented in standard font and within quotation marks,
whereas interview quotes will simply be italicised.
3

Importantly, she notes that the determinants of contemporary Aboriginal culture include
culture contact itself:
“Based as it was on inequality in every realm, the relationship with whites has been
crucial important in the creation of Aboriginal culture...The marked difference in
available resources, and dramatically different histories of the two group, has
created differing values and priorities.” (ibid:92)
Thus culture’s web of meanings has both historic and political dimensions.

We often think of culture only as the external manifestations of ceremonial or institutional
life, however Geertz stated that:
“its proper object [is] the informal logic of life” (Geertz 1975:17).
Cowlishaw similarly argued that:
“ ‘Culture’ needs to be rescued from anthropology and history - not ‘their’ culture
and not ‘our’ culture, but something in between. Not the high culture of philosophy
and art or even of government policy and the bureaucracy, but rather the
expressions of particular social forms in everyday places.” (Cowlishaw 1999:5)
Given this, the cross cultural experience cannot be reduced to a manipulation of external
forms, nor understood solely in theoretical terms:
“Learning another culture is not just a cognitive exercise but involves deeply
imbedded responses to these ordinary and intimate matters.” (ibid:35)
It is in these intimate matters that cross cultural clinical practice may falter.

In this study, instead of detailing the multitude of cultural forms expressed, I will explore
the extent to which meaning and understanding are shared during cross cultural health
care interactions, and how this affects the health and lives of participants.

4. A public health perspective on cross cultural terminal care

Three theoretical perspectives have guided this study, namely the “new public health”, the
philosophical tenets of contemporary palliative care, and the concept of a “culturally safe”
health practice. There are areas of overlap between these paradigms, but little mutual
recognition.

Kellehear (1999) noted the paucity of social science and public health

perspectives in palliative care literature and practice, despite the fact that both public
4

health and palliative care emphasise a multidisciplinary and holistic approach, espouse
overtly reformist agendas, and arguably have much to contribute to one another.

The discourses of public health refer explicitly to achieving health promotion and
maintenance at a population level and by intersectoral means:
“Public health refers to those efforts that are organised through society...to protect,
promote and restore the health of a population. The emphasis is placed on a totality
of endeavours, including those that impact on other systems...and on those activities
that affect communities rather than individuals...” (Palmer and Short 1994:53)
The “new public health” places these endeavours in a holistic context:
“[It] links ‘traditional’ public health concerns, which tended to focus on physical
aspects of the environment...with broader social, economic and environmental
factors...” (ibid:54)
It provides them with a moral validation, that of achieving social justice, and a specific
rationale, contending that:
“...the imperative of health policy and public policy generally should be the
creation o f an economy, a society and an environment conducive to the production
o f good health...” [my emphasis] (ibid:213)

The apparent difficulty of marrying the concepts of “good health” and “terminal illness” is
overcome by using a broad concept of health, such as that proposed by the National
Aboriginal Health Strategy (NAHS 1989), which includes all parts of the life-cycle and
emphasises not only individual physical well being but the social, emotional and cultural
well-being of persons and communities. Similarly wide-ranging definitions can also be
found in some Western disciplines (Brady 1995b), including public health, general
practice and palliative care. The period of time following diagnosis with a terminal
illness is important for sick people and their loved ones, and the manner in which it is
lived and the care that is given will not only assist the patient but reverberate throughout
the subsequent lives of the bereaved. A good care experience therefore contributes to
good health, including mental health and psychological and spiritual well being, at both
the individual and community levels.

5

This study lies within the compass of the "new public health" because it is concerned with
service provision on a population or societal basis, acknowledges the cultural and
temporal specificity of knowledge and is committed to social justice and equity6 (Baum
1998:501). It weaves its examination of cross cultural care issues on a broad loom of
historical, geographical and socioeconomic determinants of service provision, thus
facilitating understanding of a complex area of inquiry. It seeks personal experiential
evidence in order to disclose structural issues within health care. The specific structural
issue that has given rise to this inquiry is the current situation in Central Australia
whereby many service recipients, in this case terminally ill patients and their families, are
Aboriginal people, whereas many service providers, including most doctors and nurses,
are non-Aboriginal people. Health care encounters between minority group clients and
majority health practitioners are rarely culturally neutral. Cultural differences can reduce
Indigenous clients’ access to available services (Pauwels 1989).

Addressing cultural

aspects of care therefore becomes an equity and access issue.

Palliative care may be defined as:
“specialised health care of dying people aiming to maximise quality of life and
assist families and carers during and after death” (PCA 1999:v)
Contemporary palliative care philosophy prioritises holistic patient and family centred
care, and seeks to empower patients to end their lives in the ways most appropriate to
them and their families (Saunders 1998). Its core values, as established by Palliative Care
Australia, include equity in access to services and accountability to patients, families and
the wider community (PCA 1999:v). These are compatible with a public health approach
to care.

This research was not intended as an investigation into anthropological aspects of
terminal care for Aboriginal people in Central Australia. Rather, the object of study was
the cross cultural practice of non-Aboriginal health care providers. It can be considered as
an exercise in “reflective practice”, as used in both nursing and palliative care (James and
MacLeod 1993); a tool for individual and institutional change which has the potential to

6

Equity has a connotation o f “fairness” whereas equality denotes “sameness”.
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improve cross cultural care for terminally ill Aboriginal people by influencing practitioner
education and institutional policy making.

Kellehear argued (1999:157) that education and training impacts on the wider social and
political environment, and on reorienting services.

In this study, I argue for a

reorientation of services towards a “culturally safe” practice, one which avoids culturallybased harm (Papps and Ramsden 1996). Cultural harm arises when individuals or groups
are required to compromise or abdicate the values, views or behaviours that contribute to
their cultural identities. As Cowlishaw has argued (1999), Australia has a long but hidden
history of cultural violence:
“While violence and physical brutality on the racial frontier were deliberate though
officially condemned, cultural violence was unrecognised but was officially
encouraged.

I use the term ‘cultural violence’ to refer to the whole gamut of

conditions that made the maintenance and reproduction of Aboriginal social life
difficult or impossible...[including] alienation from land...whitefella laws and
practices... [and] the regulating of social relations between the races”, (ibid: 143).
Cultural harm continues to occur in the contemporary context, either as an overt
consequence of racism or prejudice, or indirectly, due to inadequate cultural
accommodation within institutions and services provided by the majority group. Both
these situations can be ameliorated, provided there is recognition of the historical and
social contexts and power relationships of any bicultural health care interaction and
respect for the individual and cultural uniqueness of participants (Papps and Ramsden
1996; Kearns 1997).

The concept of cultural safety goes beyond mere awareness of or sensitivity to clients’
cultural needs by arguing for practical actions that empower clients to meet these. It
appears to be consistent with the principles of palliative care, but has only recently been
applied to palliative practice (Oliviere 1999). Palliative care acknowledges that there are
multiple potential sources of any client’s “total suffering”, however it has not generally
recognised cultural harm. It is my contention that achieving cultural safety is a priority
for improving cross cultural palliative practice.
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Both the palliative care and the cultural safety movements can be seen as discourses of
client empowerment arising out of health consumerism. Empowerment is also an integral
aspect of the new public health.

Empowerment of communities was implicit in the

founding documents of the new public health, including the World Health Organization’s
[WHO] 1978 Alma Ata Declaration, which prioritised primary health care, and it’s 1986
Ottawa Charter, which focused on health promotion. It was made explicit as a goal for
individuals in the 1997 WHO Jakarta Declaration on Leading Health Promotion into the
21st Century (discussed in Baum, 1998:33-61). In a practical sense, empowerment of the
palliative care client can be difficult, particularly in the cross cultural context.

In this study, the principles of palliative care and cultural safety provided the basis for
evaluating the practices and services described.

Its subjects, the primary health care

workers responsible for much of terminally ill Aboriginal people’s care, were not
specifically trained in either palliative or cross cultural care. Despite the best intentions
and efforts of individual interviewees, the research disclosed health care practices that did
not always meet palliative care standards or were not culturally safe. This reflected the
training they received, the service policies they worked to and ethnic relationships within
the wider society. The public health approach to the research facilitated a broad societal
understanding of and a practical service-level response to these perceived deficits.

5. Issues affecting health care provision in Central Australia

Health services for Aboriginal people in the region are influenced not only by cultural
differences, but by a range of broader geographic, historic and social issues.

These

include resource maldistribution to isolated communities and the ongoing sequelae of the
colonial experience for the relationships between Aboriginal clients and non-Aboriginal
service providers.

This history has resulted in persisting inequalities of power and

socioeconomic status, which are compounded by problematic race relations (Reynolds
1999).

5.1 Geographical sources of resource maldistribution
Central Australia is an artificial construct, a region straddling three states (the Northern
Territory, Western Australia and South Australia - see Figure 1) within which live diverse
8

Figure 1. Map of Central Australia showing current
distribution of Aboriginal languages.
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communities of people with markedly differing histories, languages and ways of life.
Services are provided to people throughout this cross-border region by institutions based
in Alice Springs including the Alice Springs Hospital [ASH], the Royal Flying Doctor
Service [RFDS] and the Central Australian Palliative Care Service [CAPCS]. Laws,
departmental policies and financial arrangements are however State and Territory based.
Some Aboriginal people may not recognise these official borders as being relevant to their
lives, which may instead be ordered by traditional land and kinship affiliations.

Within the remote regions of the Northern Territory there exist longstanding concerns that
power, decision making and resources are inequitably or inappropriately invested in
Darwin. This perception is referred to colloquially as the "Berrimah Line", an imaginary
east-west line drawn through Berrimah, fourteen kilometres south of Darwin, which from
the 1950s has represented the line south of which Darwin bureaucrats allegedly show no
interest (Donovan 1988). In response to such regional concerns, Territory Palliative Care
[TPC] was created as "one service with two teams" based in Darwin and Alice Springs,
however this concept has been fraught with organisational difficulties and maldistribution
of resources remains problematic (Fried et al 1999).

Within Central Australia, the distribution of health and welfare services is in general
skewed towards urban areas (Devitt and McMasters 1998; Wakerman et al 1997; Walker
1996). Sixty-nine per cent of the Aboriginal population lives outside of the major urban
centres where most health facilities are located (THS 1996).

Although the Northern

Territory Government aimed to deliver palliative care “in the environment of the patient's
choice and to maximise the provision of home-based palliative care services”...[with
particular emphasis on]...“the extension of services to remote areas” (Finch 1995), many
services remain essentially town-based and urban-focused.

5.2 Colonial history and racial division.
Race relations in Central Australia have long been problematic.

Non-Aboriginal

settlement of the Central Australian region followed the exploratory expeditions of
Ludwig Leichhardt (1845), John McDougall Stuart (1861) and William Gosse (1873), and
the construction of the Overland Telegraph Line linking Adelaide with Darwin in 187072. Subsequent pastoral activity created competition for land and water resources with
9

Aboriginal people. By the 1930s, Aborigines displaced from their traditional lands were
prohibited in the new settler towns. Some drifted into mission settlements such as those
established by the Lutherans at Hermannsburg in 1871 and by the Presbyterian Church at
Emabella in 1936, and others depended on mission ration stations at Haasts Bluff and
Areyonga. In the 1940s and 1950s, large groups of Aborigines were forcibly settled at
Yuendumu, Warrabri, Hooker Creek and Papunya without regard for either their
traditional land and kinship affiliations or their resource requirements, including health
care. This resulted in many adverse sequelae, which have reverberated through the
subsequent decades (Gray and Saggers 1994; Franklin and White 1991).

Successive

epidemics of communicable diseases, together with widespread starvation during times of
drought in a people without access to their traditional land, food and water resources,
devastated Aboriginal communities (Tynan 1979; Kettle 1991). Violence was a recurrent
feature of colonial life, in the form of massacres (of which the most recent, the 1928
Conniston Massacre, is still in local living memory) and the forced separation of children
from their families (HREOC 1997). This history has not only compromised the health
status of Aboriginal people but their relationships with government authorities and
institutions including health and welfare services.

5.3 Disempowerment and discrimination in Aboriginal health care
For Aboriginal people in Central Australia, health care has historically been conflated
with "welfare", "protection" and colonial control (Tynan 1979). Health services provided
by the dominant society were a frequent and often involuntary point of contact with the
culture and values of Indigenous clients. For forty years until the 1970s, the health of
Aboriginal people was the responsibility not of the Department of Health but of the
Native Affairs Branch, which also exerted considerable control over other aspects of their
lives. From 1928, the Chief Medical Officer of the Northern Territory similarly had a
dual administrative role as "Protector of Aborigines", which gave him substantial
additional powers. Contemporary perceptions of government health services continue to
be coloured by this historical experience of disempowerment. For example, in 1995,
Varghese argued that the fearful responses by some Aboriginal Territorians to the Rights
o f the Terminally III Legislation, NT represented such an example of the power of
historical memory.
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In the past, Aboriginal people found difficulty accessing health care, and it is argued they
still do (Paul 1999; RCIADIC 1991). According to Donovan (1988), when the Australian
Inland Mission established the first health facility in the township of Stuart (now Alice
Springs) in 1926, Aboriginal people were not admitted for treatment. The Alice Springs
Hospital opened in 1939 but remained racially segregated for thirty years, with all
Aborigines being cared for in a single ward without regard for age, gender or infectivity.
The first doctor commenced practice in Alice Springs in 1930 but the first "Survey
Medical Officer" with specific responsibility for Aboriginal health care, Dr. John
Hargrave, was not appointed until 1956. He reported a great deal of treatable disease
amongst Aboriginal people, but was provided with neither the staff nor the hospital
accommodation to assist them (Tynan 1979). Kettle (1991) has documented numerous
examples of marginalisation, lack of access to diagnosis and available treatments, and the
sequelae in terms of morbidity and mortality for Aborigines affected by trachoma, polio,
tuberculosis and measles.

The legacy of previous discrimination within mainstream

health care is a pervasive distrust.

Historically, Aboriginal health care in Central Australia has been characterised more by
surveillance and documentation than by service delivery (Kettle ibid). The recognition
that research has brought limited benefit to Aboriginal communities, when coupled with
concerns about intrusion and privacy, have made contemporary Aboriginal people wary
about research conducted on their communities (Todd et al 2000). They have had some
success in influencing research ethics and priorities (NHMRC 1991), although Biggins
argued (1999) that not all studies adhere to existing guidelines. This study recognises
these concerns. Its subjects were however not Aboriginal patients but non-Aboriginal
health professionals, which seems a proper start to the investigation of services they
provide. Its conclusions regarding improving practitioner training and service provision
cannot be considered in isolation from the viewpoints of Aboriginal clients and service
providers.

5.4 Mainstreaming versus Aboriginal control
Since the 1970s there has been debate about whether Aboriginal health care is better
provided within mainstream services or by services created to serve and run by Aboriginal
communities (Scrimgeour 1997).

A series of social and political changes over the
11

previous thirty years have influenced the provision of health care to Aboriginal people.
These include the health consumer movement, with its emphasis on patients' rights and
equity in resource distribution (Irvine 1996), and the struggle for Aboriginal economic,
social and political rights.

Anderson (1996) has argued that the latter was part of a

general sociological shift in colonial relations, from assimilation policy to selfdetermination. One result of this political activity was the rise of Aboriginal community
controlled health services [ACCHS], which “created an Aboriginal space within the
health care system” (Anderson 1996:71) by influencing policy and service delivery and
employing Aboriginal staff. Aboriginal control and delivery of health care has received
repeated endorsement (THS 1996; RCIADIC 1991; NAHS 1989), however ACCHS
remain constrained by mainstream structural and funding requirements (Wakerman et al
1999).

In 1975, in response to the perceived poor access and sub-optimal care Aboriginal people
had within mainstream services, the Central Australian Aboriginal Congress [CAAC] set
up the first of a number of local ACCHS. Aboriginal health workers were trained and
became an integral part of health care delivery for their communities. Today, Aboriginal
health practitioners and their organizations form significant lobby groups influencing
health practice both in Central Australia and elsewhere in the country.

At a recent conference in Alice Springs7 Aboriginal health workers spoke of their
concerns about the care of the terminally ill. They requested early palliative care referral,
a recognition of what they considered important for well-being, namely family-based care
on one’s own country, and training in order that Aboriginal workers could provide that
care. It has not to date been suggested that palliative care, which is currently provided by
Territory Palliative Care in conjunction with primary health carers, should be delivered
and controlled by Aboriginal communities.

This may reflect Aboriginal health

organizations’ prioritisation of acute and chronic illness as well as their chronic shortages
of funds and resources. This study will argue that Aboriginal empowerment is integral to
the development of a culturally safe palliative practice.

7 Central Australian Rural Practitioners’ Association [CARPA] Conference on Palliative Care, May 8-9,
1999, Alice Springs.
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Figure 2. The Network of Palliative Care in Central Australia
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6. Health care for the terminally ill in Central Australia

This study is concerned with the community care of terminally ill Aboriginal people. The
local network of services supporting community palliative care, including hospitals,
nursing homes and the CAPCS, is illustrated in figure 2, and discussed below.

6.1 Primary care
Central Australia has a range of primary care service providers. Territory Health Services
funds Remote Health Clinics staffed by Aboriginal health workers and registered nurses
and serviced by visiting District Medical Officers [DMOs]. Seven independent Aboriginal
Community Controlled Health Services [ACCHS] also operate in remote areas. There are
urban ACCHS in both Alice Springs and Tennant Creek. Five private General Practices
operate in Alice Springs, one in Tennant Creek, and one is run in conjunction with the
RFDS base at Yulara.

6.2 Institutional care
These primary care services are supported by regional public hospitals in Alice Springs
and Tennant Creek. Specialist care is available from either local or interstate visiting
specialists, but for some diagnostic services (such as MRI8) and some therapeutic
procedures, including radiotherapy and specialist surgery the patient must travel to
Adelaide. Public transportation is very limited, but the RFDS provides regional transport
for both emergency and routine medical services. There are two nursing homes in Alice
Springs, one run by the Uniting Church and the other by Aboriginal Hostels Limited, and
a Uniting Church run nursing home in Tennant Creek. These provide some supported
accommodation and respite care for terminally ill people.

6.3 Palliative care
The Central Australian Palliative Care Service is located within the Community Health
Sector of Territory Health Services [THS] in Alice Springs.

It has a regional

responsibility and sees clients in both institutional and community care settings. The data
for this study was collected during the first two years of operation of the Service, at which

8MRI is Magnetic Resonance Imagery, a technique for visualising the detail o f the interior o f the body.
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time it consisted of one Clinical Nurse Consultant and the services of a doctor eight hours
per week.

Dedicated palliative care services developed in Australia during the 1980s and attracted
their first sustained government financial commitment in the Federal budget of 1988/89
(Hunt et al 1993). The Northern Territory Palliative Care Service began in 1990 with the
employment of a single registered nurse in Darwin.

Under the political stimulation

provided by the debate over and passage of the Rights o f the Terminally III Bill NT in
1995, the Northern Territory Government committed itself to improving palliative care
(Legislative Assembly [NT] 1995). As a result, a second Palliative Care Service was
opened in Alice Springs at the end of 1995. ROTI was part of Northern Territory law for
less than two years, but by the time it was quashed in March 1997, Territory Palliative
Care had grown to 10 positions in the Top End and 1.2 positions in Central Australia9.

A further influence on the development of the CAPCS has been the presence of
continuing strong local support. In 1992, well before the furore surrounding ROTI, public
lobbying and fund raising had established the first dedicated palliative care room in the
Northern Territory at the Alice Springs Hospital. Public and professional concerns about
the adequacy of locally available services prompted an application for Commonwealth
Palliative Care Program [PCP] funding to commission a needs analysis for a local
palliative care service (Sampson 1996). A Central Australian branch of the Northern
Territory Hospice and Palliative Care Association was formed in 1995. Support has also
come from within the local health care community. The Central Australian Division of
General Practice [CADGP] currently has funding for a four year Palliative Care
Educational Project and in conjunction with the Central Australian Rural Practitioners'
Association [CARPA] ran a regional conference on palliative care in 1999.

The new Central Australian Palliative Care Service is likely to embed itself within the
matrix of the existing health care network in a manner that reflects local practice. This
study examines aspects of that current practice.

9 At the time o f writing, Top End Palliative Care has eleven positions and the CAPCS 2.5 positions.
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7. The structure of the study

This first chapter has described the theoretical underpinnings of this study, the reason for
conducting it and its place, time, and context. Chapter 2 establishes the gaps in the
literature pertaining to terminal care for Indigenous people, particularly in Australia, and
to the experiences of health professionals providing that care. Cross cultural aspects of
palliative care are a newly developing area of inquiry. After considering local issues
relevant for health care service provision, the literature review concentrates on culture as
an issue in access to and provision of health care, particularly to Aboriginal and palliative
care clients. Examination of cross cultural communication and the cross cultural
workplace provides a route into the heart of the study, namely the practitioner's
experience of providing cross cultural health care.

Following a description of the

qualitative method used to conduct this exploratory study (Chapter 3), Chapter 4 gives an
overview of its findings, which are further developed in Chapters 5-10.

Chapter 5

discusses the importance of communication as the basis for cross cultural care and the
problems poor communication causes for the care of terminally ill Aboriginal people in
Central Australia.

Chapter 6 is concerned with end of life decision making, with

particular attention being focused on the cultural ramifications for patient autonomy and
family decision making.
Aboriginal people.

Chapter 7 describes the community care of terminally ill

Aboriginal people were reported to request community care for

cultural reasons, however its availability was limited by practical considerations. The
wider network supporting community care is examined in Chapter 8, and found to be
deficient for the needs of Aboriginal people. This was partly due to resource limitations
but inadequate consideration was also given to addressing clients’ cultural needs. Chapter
9 addresses the composition and function of the health care team, identifying sources of
satisfaction, strain and support for staff providing terminal care in the cross cultural
context. Chapter 10 deals with practitioners’ experiences of the death of an Aboriginal
client and their family’s bereavement. Chapter 11 summarises the study, detailing gaps
identified in service provision and areas requiring further study.
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8. Conclusion

This introductory chapter has provided a framework and context for considering the work
experiences of non-Aboriginal health professionals caring for terminally ill Aboriginal
people in Central Australia. While the framework is cross cultural practice, the context is
Indigenous marginality within the majority community. Practitioners must address not
only barriers of language, values and beliefs but also historical, socioeconomic and
political divides in order to deliver effective health care to Aboriginal clients. Because of
the sensitivities inherent in working with terminally ill people and their families,
understanding and reaching across these barriers assumes particular importance. Although
cross cultural work is never a one-way traffic, much of the onus does rest with majority
culture health care workers and the institutions employing them because they are in
positions of relative power. This study aims to assist practitioners and employers in
understanding the nature of cross cultural practice as a first step towards the improvement
of health services for terminally ill Aboriginal clients.

16

References
[ABS] Australian Bureau of Statistics (1997) Demography, Northern Territory. ABS Cat No 3311.7,
Australian Government Publishing Service, Canberra.
Anderson I. (1996) Aboriginal well-being. In: Grbich C. (ed) Health in Australia: sociological concepts
and issues. Prentice Hall, Australia:57-78.
Baum F. (1998) The New Public Health: An Australian Perspective. Oxford University Press, Melbourne.
Biggins DR. (1999) Research in Aboriginal Health: Priorities, Ethics and Philosophy. New Doctor Summer
1999:28-30.
Brady M. (1995a) WHO defines health? Implications of differing definitions on discourse and practice in
Aboriginal health. In: Robinson G. (ed) Aboriginal Health: Social and Cultural Transitions. Proceedings
of a Conference at the Northern Territory University, Darwin, September 29-31, 1995:52-64.
Brady M. (1995b) Culture in treatment, culture as treatment. A critical appraisal of developments in
addictions programs for Indigenous North Americans and Australians. Social Science and Medicine
41(11):1487-98.
Cowlishaw G. (1999) Rednecks, eggheads and Blackfellas: A study of racial power and intimacy in
Australia. Allan and Unwin, St. Leonards.
Cowlishaw G. (1988) Black White and Brindle: Race in Rural Australia. Cambridge University Press,
Sydney.
Devitt J, McMasters A. (1998) Living on Medicine: A Cultural Study of End Stage Renal Disease among
Aboriginal People. Institute for Aboriginal Development Press, Alice Springs.
Die Trill M, Holland J. (1993) Cross-cultural Differences in the Care of Patients with Cancer: A Review.
General Hospital Psychiatry 15:21-30.
Donovan P. (1988) Alice Springs: Its history and the people who made it. Alice Springs Town Council,
Alice Springs.
Finch F. (1995) [media release] Minister for Health Services, Legislative Assembly of the Northern
Territory, 31 August 1995.
Franklin M, White I. (1991) In sickness and health: the sociocultural context of Aboriginal well-being,
illness and healing. In: Reid J, Trompf P. (eds) The Health of Aboriginal Australia. Harcourt Brace
Jovanovich, Sydney: 1-36.
Fried O, Miegel F, Corcoran E. (1999) Internal Audit of the Central Australian Palliative Care Service
1999 [unpublished report]. Territory Palliative Care, Alice Springs.
GeertzC. (1975) The Interpretation of cultures. Hutchinson and Company, London.
Gray D, Saggers S. (1994) Aboriginal ill health: the harvest of injustice. In: Waddell C, Petersen AR. (eds)
Just Health: Inequality in illness, care and prevention. Churchill Livingstone, Melbourne: 119-33.
[HREOC] Human Rights and Equal Opportunity Commission. (1997) Bringing them Home: National
Enquiry into the Separation of Aboriginal and Torres Strait Islander Children from Their Families.
Australian Government Publishing Service, Canberra.
Hunt R, Bonett A, Roder D. (1993) Trends in the terminal care of cancer patients: South Australia, 19811990. Australian and New Zealand Journal of Medicine (23):245-51.
17

Irvine R. (1996) Losing patients: health care consumers, power and sociocultural change. In: Grbich C.
(ed) Health in Australia: Sociological concepts and issues. Prentice Hall, Australia: 191-214.
James CR, MacLeod RD. (1993) The Problematic Nature of Education in Palliative Care. Journal o f
Palliative Care 9(4):5-10.
Kearns R. (1997) A place for cultural safety beyond nursing education? The New Zealand Medical Journal
110 (1037):23-4.
Kellehear A. (1999) Health Promoting Palliative Care. Oxford University Press, Melbourne.
Kettle E. (1991) Health Services in the Northern Territory - A History 1824-1970. North Australian
Research Unit, Australian National University, Darwin.
Legislative Assembly of the Northern Territory (1995) Hansard May 24-25, 1995, Darwin.
Manderson L, Reid J. (1994) “What's culture got to do with it?” In: Waddell C, Petersen AR. (eds) Just
Health: Inequality in Illness, Care and Prevention Churchill Livingstone, Melboume:7-25.
[NAHS] National Aboriginal Health Strategy Working Party (1989) A National Aboriginal Health
Strategy. Australian Government Publishing Service, Canberra.
[NHMRC] National Health and Medical Research Council (1991) Guidelines on Ethical Matters in
Aboriginal and Torres Strait Islander Health Research. Commonwealth of Australia, Canberra.
Oliviere D. (1999) Culture and ethnicity. European Journal o f Palliative Care 6(2):53-6.
Palmer GR, Short SD. (1994) Health Care and Public Policy: An Australian Analysis. 2nd Ed. Macmillan
Education Australia, South Melbourne.
Papps E, Ramsden I. (1996) Cultural Safety in Nursing: the New Zealand Experience. International
Journal fo r Quality in Health Care 8(5):491-7.
Paul D. (1999) It’s Not As Easy As Just Walking In The Door: Interpretations of Indigenous Peoples’
Access to Health Care. New Doctor Summer 1999:13-15.
Pauwels A. (1989) The Role o f Language, Language Learning and Linguistics in Cross-Cultural
Communication in the Professions. Working Paper 1, National Centre for Community Languages in the
Professions, Monash University, Melbourne: 1-17.
[RCIADIC] Royal Commission into Aboriginal Deaths in Custody (1991) National Report (five volumes).
Australian Government Publishing Service, Canberra.
Reynolds H. (1999) Why weren 7 we told?: A personal search for the truth about our history. Viking
Books, Penguin, Ringwood.
Sampson L. (1996) To support the establishment o f a co-ordinated 24 hour Palliative Care Service in
Central Australia. Cancer Council of the Northern Territory, Alice Springs.
Saunders C. (1998) Foreword. In: Doyle D, Hanks GWC, MacDonald N. (eds) Oxford Textbook o f
Palliative Medicine. 2nd Ed. Oxford University Press, Oxford:v-ix.
Scrimgeour D. (1997) Community Control o f Aboriginal Health Services in the Northern Territory.
Menzies Occasional Paper 2/97, Menzies School of Health Research, Alice Springs.
Swendson C, Windsor C. (1996) Rethinking cultural sensitivity. Nursing Inquiry (3):3-10.

18

[THS] Territory Health Services (1996) Aboriginal Health Policy 1996. Territory Health Services,
Darwin.
Todd AL, Frommer MS, Bailey S, Daniels JL. (2000) Collecting and using Aboriginal health information
in New South Wales. Australian Journal o f Public Health 24(4):378-81.
Tynan BJ. (1979) Medical Systems in Conflict: A Study o f Power. Unpublished Dip. Anthropology Thesis ,
University of Sydney, Sydney.
Varghese FT. (1995) Aboriginal People and Euthanasia. In: Robinson G. (ed) Aboriginal Health: Social
and Cultural Transitions. Proceedings of a Conference at the Northern Territory University, Darwin,
September 29-31, 1995:262-4.
Wakerman J, Bennett M, Healy V, Warchivker I. (1997) Review o f Northern Territory Government Remote
Health Services in Central Australia. Menzies School of Health Research, Alice Springs.
Wakerman J, Matthews S, Hill P, Gibson O. (1999) Charcoal Lane or Life-long Learning?: The
recruitment, retention and professional development o f Indigenous health managers, [draft report] Menzies
School of Health Research, Alice Springs.
Walker J. (1996) One year o f the Remote Areas Disability Brokerage. Central Australian Family Resource
Centre, Alice Springs.

19

Chapter 2
Literature Review

1. Introduction

This study is concerned with the experiences of non-Indigenous service providers
providing terminal care in a cross cultural primary health setting, an area previously not
examined. Two major gaps were found in the available literature that pertains to this
study, namely a paucity of information on the experiences of health care workers,
particularly those who work in remote areas and with Aboriginal clients, and a limited
emerging literature on Indigenous palliative care.

The entire body of literature that describes aspects of Indigenous palliative care in
Australia has been published within the five year time-frame of researching this thesis.
These initial studies are primarily service needs analyses and little attention has yet been
given to the cross cultural context of care.

The international literature on Indigenous aspects of palliative care is also scarce,
however it has emphasised the importance that differing values and beliefs have for
service provision and painted a picture of poor communication and lack of trust between
Indigenous clients and majority health care providers which is pertinent for this study.

In order to provide a context for the study, local research from other areas of health care
service provision was sought.

Common themes were identified, including the

implications of geographic isolation and resource limitations for equity in service
delivery, the impact of demographic factors on patterns of illness and networks of
community care and the importance of cultural considerations for care.

Literature from the relatively young field of palliative care was explored to establish
whether its tenets are universally applicable across different cultural groups and remain
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meaningful in the local context. Data that might have helped to answer these questions
was found to be very limited.

The experiences and work practices of health care practitioners, particularly those in the
cross cultural workplace, are infrequent areas of inquiry (Toussant 1999). This study was
guided by a handful of studies on occupational stress for palliative care workers and for
remote area workers in Australia and a few Australian papers on the community care of
the terminally ill. The cross cultural literature was mined for its relevance to access to
health care services and to issues of communication, orientation, training and practice
within the cross cultural workplace.

The exploratory nature of this study and the paucity of immediately relevant published
materials necessitated a very broad approach to the literature review. This has however
yielded insights useful for the analysis of a complex data set and potentially for the further
training of non-Aboriginal health care providers and the development of local health care
services.

2. An emergent literature on Indigenous aspects of palliative care

Much of the existing literature relating to death and dying amongst Indigenous people
suffers from one of two limitations. Firstly, most of the available material derives from
specific contexts and may not have general validity.

Secondly, the palliative care

literature appears to assume, hopefully but possibly incorrectly, that goodwill and
empathetic practice will of itself lead to improvements in knowledge and hence in service
provision in a variety of cultural contexts. Both errors are most likely due to the early
stage of development and understanding in this field.

Specific information, an understanding of the limits of that information and an openness
and empathy towards individuals and groups all seem to be necessary, but may not be
sufficient, for the development of good cross cultural practice within institutions.
Specific training for the provision of cross cultural care is also required. In addition,
effective health care services need to be developed and delivered in a manner responsive
to the framework of the prevailing historical, political, economic and social realities in
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which both patient and practitioner live (Kearns 1997). This broader approach will guide
this study.

2.1 Australian studies
On commencing this inquiry in 1995 and 1996, no references were found specifically
about terminal care for Australian Aboriginal people. Death-related myths and mourning
rituals were detailed in several popular (eg. Mowaljarli and Malnic 1993) and
anthropological (eg. Sansom 1980; Maddock 1972; Meggitt 1962) texts, however these
are likely to be limited as guides to understanding the context of death and dying amongst
the heterogeneous Aboriginal people of contemporary Central Australia.

Similar concerns arise when extrapolating from locally relevant information within the
few publications by regional palliative care services with an Aboriginal clientele. For
example, the Directory of Palliative Care Services in Far North Queensland (Cairns
District Health Service 1996) includes information about Aboriginal communities and
support services in the region, and a small chapter on Aboriginal cultural issues. What is
missing is an analysis of the extent to which the contents can be generalised within the
local Aboriginal communities served, or indeed beyond to other populations, and an
appreciation of the rapid historical changes affecting this clientele.

A further example is the inclusion, for the first time, of a chapter on Cultural Issues in
Indigenous Australian Peoples in the Oxford Textbook of Palliative Medicine (Blackwell
1998). It describes a number of Aboriginal beliefs and care practices as understood by the
author in her palliative care work in the remote Queensland town of Mt. Isa. While
Blackwell is careful to acknowledge the diversity within Aboriginal Australia, the
chapter, as the only (and apparently generic) contribution on this topic in the volume,
could be misleading if it were to be applied more generally.

Blackwell subscribes to the argument that providing excellent palliative care in a variety
of cultural contexts requires not so much specific cultural knowledge but rather
sensitivity, empathy and a willingness to be guided by the patient and their family (see
also Sampson 1996; Hepburn and Reed 1995). This argument, while important, is based
on two assumptions, firstly that practitioners possess significant interpersonal skills, and
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secondly that these will provide an adequate bridge to cross cultural practice, neither of
which are supported in the palliative care literature. Irish and colleagues (1993) noted
that palliative care professionals tend to come from culturally dominant groups and may
have inadequate training both in cultural aspects of death and dying and in working in a
cross cultural way.

A recent Australian study (McNamara et al 1997) similarly

demonstrated that general training and palliative care experience did not adequately
prepare practitioners to deal with the palliative care issues of clients from other cultural
backgrounds and that specific training was needed about delivering culturally appropriate
care.

Australian research into palliative care service provision was stimulated under the 1993
Federal Government Palliative Care Program.

In response to gaps which had been

demonstrated in the development of culturally appropriate care for Aboriginal and Torres
Strait Islander people and of services for rural and remote communities, four studies
looking at services to Aboriginal clients and two exploring service provision in the
Northern Territory were funded (Kasap 1996). The three Aboriginal projects that were
completed explored the palliative care needs of Aboriginal people in the Kimberley and
Pilbara regions of Western Australia (Williamson 1996), in rural and remote New South
Wales (Collis-McAnespie et al 1997) and in three regions of South Australia (Aboriginal
Research Institute 1998). A fourth study, funded by the Victorian Department of Health
and Community Services, sought to develop guidelines for community-based palliative
care services and support networks within local Victorian Aboriginal communities
(Wagstaff 1997). All apart from the NSW study sought information from both clients and
service providers (Kasap 1996) but none specifically explored the cross cultural context
of care. Several common issues have emerged from these studies, conducted in widely
differing Aboriginal communities across Australia.

All the studies stressed that Aboriginal people have a strong culturally based need to die
on their traditional country and not be sent away for terminal care. Aboriginal people
expressed negative perceptions of existing hospital and medical services due to mutual
lack of cultural knowledge, poor communication and lack of trust, and in CollisMcAnespie's study some non-Aboriginal health care workers were described as being
frankly discriminatory.

23

There was, however, a dearth of appropriate resources to support home care. A number of
recommendations were proposed, ranging from establishing a support and information
network and facilitating local delivery of palliative care services (Williamson 1996) to
constructing appropriate local care accommodation (Aboriginal Research Institute 1998).

A strong case was made for Aboriginal involvement both in facilitating access to
mainstream care and in direct care provision, and training was recommended for
Aboriginal workers in the areas of palliative care and bereavement support. Williamson
(1996) advocated increased access to traditional healers and increased Aboriginal
representation on planning and support groups.

Wagstaff (1997) suggested increased

Aboriginal input into the development and management of palliative care services and
ultimately the creation of a pool of trained Koorie10 palliative care workers. None of
these studies recommended Aboriginal control of palliative care services, similar to those
in the National Aboriginal Health Strategy (NAHS 1989).

All studies prioritised the need for cross cultural training for non-Aboriginal
professionals, but none specified what was meant by this or how it was to be achieved.

Many of these findings have been echoed in my own research. Aboriginal patients' need
to remain on country and the paucity of facilities to support this was of primary
importance, communication problems were prominent and concerns were expressed about
discrimination in care.

Cross cultural care issues were particularly problematic but

relevant orientation and training was found to be limited. The major difference was that
my interviewees expressed ambivalent attitudes about the role their Aboriginal colleagues
played, and should play, in providing palliative care. Tregenza and Abbott (1995) have
documented that non-Aboriginal health practitioners perceive the role of Aboriginal
health workers quite differently from Aboriginal clients and workers.

10

Koorie is the term Aboriginal people in Victoria use to refer to themselves.
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2.2 International sources
In pluralistic societies, cultural considerations are always important for enabling a
respectful and helpful approach when a person is dying (Hallenbeck et al 1996). Ethnic
minorities tend to underuse mainstream palliative care services because of poor
communication, alienation, differences in epidemiology and cultural factors (Sheldon
1995; O’Neill 1994).

Very little has been published in the international literature specifically about Indigenous
terminal care (Hepburn and Reed 1995).

By Indigenous I mean here the original

occupants of a country subsequently colonised and settled by another cultural or ethnic
group. They generally share with Australian Aboriginal people a history of political
subjugation and dispossession of lands and resources and an experience of minority
status.

Most information derives from studies of Native American elders rather than from
palliative care studies per se and little is available from an Indigenous perspective.
Recurrent themes include the impact of differing beliefs and value systems on care, and
the generally negative interactions between Indigenous clients and majority health care
providers in terms of poor communication and lack of trust. The latter is related to
colonial subjugation and prior poor experiences within the health care system.

Hepburn and Reed (1995) commented that Native American elders were very diverse, but
there were generally significant differences between their world views and
communication styles and those of the mainstream culture. One important difference was
that Native American elders valued community input and consideration as a
counterbalance to personal autonomy in decision making. Their relationships with health
care authorities tended, for historical reasons, to be problematic.

Halfe (1989) describes Cree Indians' holistic acceptance of the cycle of life and death,
their consideration of sorcery amongst alternative explanations of illness causation and
their use of traditional and spiritual approaches to healing.

Cree patients' use of

mainstream health care was impaired by communication conflict with majority health care
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workers and fear of alienation within the hospital system, leading to delayed presentation
for care.

Mercer (1996) also describes communication problems for elderly Navaho Indians
entering institutional care. Their beliefs and practices can place them in conflict with
majority care providers, particularly at the spiritually significant time of dying. Navaho
elders tended to be placed in nursing homes because of rural isolation, poverty and a lack
of basic home care resources.

Kaufert et al (1999) have examined the role of Canadian Aboriginal interpreters as patient
advocates and cultural mediators in the palliative care setting. They documented the
problems faced by trained bilingual workers in facilitating communication between
participants who hold conflicting values.

All these themes resonate with those from the Australian studies.

None of the

international studies however described the yearning to die on traditional lands that
dominated the concerns of Australian Aboriginal people.

3. Cultural accommodation in palliative care

Experiences of health and illness are culturally constructed (Kleinman et al 1978). Health
care systems are themselves sociocultural entities (Hahn and Gaines 1985); they can
enhance health service delivery to different cultural groups by accommodating specific
community expectations and practices (Higginbotham and Connor 1989).

Culture is

however only one of several frameworks for understanding the health care experience.
Manderson and Reid (1994) rightly cautioned against the inappropriate prioritisation of
culture over other determinants of health behaviour and access to services, and Brady
(1995) argued that an overly narrow and traditionalist interpretation of a client's culture
can constrain any meaningful treatment response. This study found evidence in support
of both these arguments, but is premised on the view that effective health care can only be
delivered in a manner regardful of those things, including culture, that make a person
unique (Papps and Ramsden 1996).
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Cultural bias has long been recognised throughout the health care literature, for example
in psychiatry (Yutrzenka 1995; Minas 1989), alcohol treatment programs (Brady 1995;
Chapman 1988), disability services (Kagawa-Singer 1994; Groce and Zola 1993) and
aged care (Douglas and Lenahan 1994; Massi and Disman 1994; Legge and Westbrook
1994). Minorities tend to have poorer access to health care institutions built on majority
values (Pauwels 1989). In 1977, the Galbally Report recognised the adverse impact of
cultural difference on post-war migrants' access to Australian health and welfare services
(Lee 1990). Over a decade later, the National Aboriginal Health Strategy (1989) and the
Royal Commission into Aboriginal Deaths in Custody (RCIADIC 1991) recommended
means for a professional response to Indigenous Australians' cultural differences,
including the specific remedy of Aboriginal community control of services.

Culture is likely to impact on both access to and the quality of palliative care services.
Death and dying are intensely personal as well as social events where, because of widely
differing client beliefs and practices, practitioners may require cultural guidance
(Hallenbeck et al 1996). Palliative care research, itself a new field, has only recently
considered cultural aspects of care (Sheldon 1995; Woodruff 1993; Die Trill and Holland
1993). According to Prior (1999), the provision of culturally appropriate palliative care
requires not only understanding but also respect for the patient’s culture.

International data has shown that members of minority ethnic communities do not access
palliative care services in numbers commensurate with their proportion in the mainstream
population (Sheldon 1995; Clarke, Finlay and Campbell 1991). This may reflect either
epidemiological or cultural factors, or alternatively under-referral (O'Neill 1994).

Ata (1994) considered the existing monocultural health and psychiatric services to be
inadequate and ineffective for the needs of dying and bereaved people in a multicultural
Australia. Prior, too, questioned the capacity of palliative care to incorporate differing
cultural realities, particularly those of Aboriginal people. She argued (1997) that few
urban Aboriginal Queenslanders accessed palliative care, that the concepts of terminal
illness, palliative care and holism were inadequate from an Aboriginal viewpoint and that
Western approaches to grief and bereavement counselling were incompatible with the
ceremonies and rituals of Aboriginal cultures. Lickiss however suggested (1993) that
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palliative care in Australia would become increasingly diverse in practice and concept in
accordance with varying client needs. This study hopes to contribute to the development
of a palliative practice which meets the needs of Aboriginal people.

While the existing literature on terminal care issues for Aboriginal people does not make
clear in what ways the needs of Aboriginal clients and families differ from those of the
wider community (Kasap 1996), it may be useful to examine the extent to which there is
potential for cultural accommodation in the philosophy of contemporary palliative care.

3.1 The philosophical tenets of palliative care
Modem palliative care has developed over the last thirty years in response to a deathdenying culture, which prioritised longevity at the cost of quality of life and symptom
control (James and MacLeod 1993; Lickiss 1993). It argues that coordinated and holistic
care should be given in a manner consistent with the patient and their family's wishes by a
multidisciplinary team (PCA 1998). In addition to terminal care it should contribute to
decision making, symptom relief and family support throughout the course of a serious
illness and to bereavement support after death (Lickiss et al 1994; Maddocks 1994).

This philosophy has been adapted for use in many countries, with variable success. A
cross cultural comparison of hospice patients in the USA, Germany and Japan considered
that:
“the hospice philosophy addresses the basic needs of dying patients which are
independent of cultural background, but may be adapted to very different cultures”
(Voltzet al 1997:351).
In contrast, a study of hospice care for Hmong patients in the USA found only a partial fit
between current practice and traditional Hmong beliefs (Vowter and Babbit 1997). It
seems that palliative care does not inherently fit all situations but must undergo a dynamic
process of response and adaptation. Palliative care concepts may themselves facilitate
adaptation as in Thailand, where a domiciliary palliative care service could provide a
financially feasible and culturally acceptable alternative, overcoming philosophical
differences between Western medicine and the Buddhist society (Williams et al 1996).
The adaptability of palliative care philosophy receives its greatest test when care decisions
must be made at the end of life.
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3.2 End of life decision making
Health care decisions are a product of the values, beliefs and interactions of those making
them but are also influenced by pragmatic considerations such as resource availability.

Western bioethics emphasizes individualism, autonomy and self-determination and avoids
consideration of community,

interdependence and obligation (Marshall

1992).

Westerners are expected to master nature, to struggle against illness and to participate
actively in the therapeutic process (Die Trill and Holland 1993).

The tenets of palliative care similarly claim to prioritise individual autonomy over either
community benefit or medical paternalism. Acceptance of these values is not universal;
subjects from different ethnic groups may vary in their attitudes towards disclosure of a
terminal illness and hold different models for end of life decision making (Homung et al
1998; Smyth et al 1997; Blackhall et al 1995; Carrese and Rhodes 1995). Even Western
medical cultures diverge in the degree to which autonomy is valued or power is shared
between physicians and patients (Mello and Jenkinson 1998).

Cultural relativity in values is of course not confined to clientele; amongst health care
workers, medical end of life decision making has changed over time as a result of
advances in medical technology and changing views and laws (Sprung 1990; Wanzer et al
1989) and varies amongst practitioners from different backgrounds (Mello and Jenkinson
1998; Asai et al 1995). Rapid cultural change in Japan for example has resulted in
remarkable changes in attitudes towards cancer disclosure, informed consent and clinical
practice (Elwyn et al 1998; Leflar 1997). A study in Hong Kong demonstrated that cross
cultural conflict ensued where Chinese doctors trained in Western medicine practice were
faced with making ethical treatment decisions (Ip et al 1998).

A major issue within palliative care is that treatment be given in accordance with the
wishes of the patient and their family (PCA 1998). The doctrine of informed consent
arises out of Western values of autonomy and rationality (Dworkin 1982) but may be
differently understood, valued and communicated amongst various cultural groups. Hahn
(1982) points out that competence and rationality, both prerequisites for making an
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informed decision, are defined in relation to an individual's culture, which may be
different from that of the health care system in which the person is being treated.

Informed decision making may be particularly problematic for a critically ill Aboriginal
patient, isolated from the relatives who would normally be consulted in a hospital far from
home (Edwards 1990). Some authors consider decision making amongst Aborigines to be
more corporate and dominated by considerations of kin and culture than amongst
Westerners (Liberman 1985) whereas others stress the importance of individual autonomy
(Sansom 1980).

Simplistic views of patterns of decision making do not adequately

describe the complexities of Aboriginal societies any more than they would in any other
society.

Decision making between patients, families and health care workers is presumed to be
collaborative and based on mutual understanding, however this may not be possible where
status differentials exist between clients and practitioners (Irvine 1996; Marshall 1992;
Willis 1989). Aboriginal people may be particularly disadvantaged in their interactions
with Western service providers by language difficulty and by Western communication
modalities (Walsh 1991; Liberman 1985) and authority structures (Bain 1980).

According to palliative care philosophy, health care decisions are made in order to
maximise the quality of the patient's life during the illness, and ensure a good death at its
end. It may be useful to examine how these are valued in the cross cultural context.

3.3 Quality of Life and the ’’Good Death”

A discussion of Aboriginal concepts of health and well being is found in Mobbs (1991).
According to the National Aboriginal Health Strategy (NAHS 1989), Aboriginal health
and well being is defined holistically in terms of the life cycle of the individual and their
social and cultural relationships within their community.

Although the literature is

currently silent about the issue of an Aboriginal perspective on quality of life, it is
conceivable that Aboriginal people may not prioritise the same aspects of a quality life
nor share all of the aims of a "good death" as are described in the generalist literature.
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Perceptions of quality of life arise from cultural beliefs about what constitutes health and
well being (Marshall 1990) and do not lend themselves to any common definition
(Lindtstrom 1992). Despite attempts to develop cross culturally valid research models for
specific illnesses such as cancer (Sprangers et al 1998), the use of standardised
instruments to measure quality of life across cultures remains fraught with difficulties
(Gonzalez-Calvo et al 1997; Herdman et al 1998).

If it is difficult to assess the quality of another person's life, it may be equally difficult to
determine what is for them a good death. The notion of the "good death" which arose
from the modem "death awareness movement" relates to an experience shared by the
patient and those close to him or her (McNamara et al 1994). The elements of a "good
death" are socially prescribed (Payne et al 1996; Hunt 1992; Kellehear 1990) and
presumably culturally conditioned.

Payne's 1996 study found differences between what patients and palliative care staff
considered to be a good death and a recent study documented that Australian community
nurses were distressed when client values and behaviours conflicted with their ideals of a
good death (Wilkes et al 1998). Uncritical imposition of the practitioner's or the health
care institution's views on what constitutes quality of life or a "good death" is therefore
likely to lead to difficulties, particularly in a cross cultural care situation.

3.4 Bereavement
Whilst death and bereavement are universal, there are major cultural differences in how
they are experienced (Ata 1994; Rosenbaum 1991; Goodman et al 1991). Variability in
the expression of grief can make evaluation in the cross cultural setting difficult (Irish et
al 1993; Eisenbruch 1984). Additionally, methods of grief counselling and bereavement
support deriving from any one culture are not universally helpful (Ata 1994). The nonIndigenous practitioner may not understand an Aboriginal person's expressions of grief,
the values and beliefs that influence them, their personal and community history of loss,
or indeed how to support and assist them in their experience of loss.

Western cultures tend to minimise rituals relating to death (Die Trill and Holland 1993)
whereas Aboriginal people have extensive mourning rituals, which may aid in the
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resolution of their grief (Hunter 1993; Brandi 1980). Aboriginal people are also more
likely to value the social, kinship and spiritual aspects of life, and to entertain spiritual or
folk understandings of illness causation in addition to those of biomedicine (Mobbs 1991;
Tynan 1979; Reid and Dhammarrandji 1978). The potential for blame and payback which
arises from the Aboriginal discourse about death causation can cause difficulties for the
management of an Aboriginal person's death (Weeramanthri 1997; McLaren 1995). De
Hoog and Sherwood (1983) considered that the care of the aged and dying should take
into consideration Aboriginal spirituality and traditional Law, however the spiritual
experience and bereavement rituals of many contemporary Aboriginal communities are
also influenced by a Christian missionary history (Hunter 1993). Practitioners should
therefore be cautious about making narrow assumptions about any individual's values and
beliefs.

Grief and loss are prominent in Aboriginal people's lives because of increased premature
mortality (Gray 1990) and the shared experiences of cultural breakdown, loss of land, and
the forced removal of children (HREOC 1997; Hunter 1993).

As a result, their

experience of bereavement may be complicated and bereavement support becomes a
significant mental health issue (Swan 1998; RCIADIC 1991).

3.5 The case of the Northern Territory
Cultural factors relevant to the care of the terminally ill in the Northern Territory have
emerged in the contexts of legal change and health care research, however so far there has
been limited impact on the nature of service development.

3.5.1 Legislative changes relevant to the care of the terminally ill
Perceptions about how we should care for the dying are changing (Lickiss 1993) and this
has been reflected in changing laws (Van der Maas et al 1995). In the Northern Territory,
the 1988 Natural Death Act was passed in order to protect people from unwanted artificial
prolongation of life and the 1995 Rights o f the Terminally III Act [ROTI] was intended to
legalise euthanasia. Both pieces of legislation reflect emerging attitudes recognising the
autonomy of dying persons, and ROTI was specifically introduced in order to address the
issue of a person's right to a death with dignity (Legislative Assembly [NT] 1995a).
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ROTI generated significant controversy, both in the public arena and amongst
professionals (Ashby 1995; Mendelson 1995; Gillett 1995) however it also resulted in a
renewed commitment to the improvement of palliative care services in the Northern
Territory (Legislative Assembly [NT] 1995b; Finch 1995). Following an unsuccessful
challenge in the Northern Territory Supreme Court and a well-orchestrated political
campaign (Gordon 1997), ROTI was overturned by a Private Member's Bill in the Federal
Parliament (Kissane et al 1998).

A study of primarily non-Indigenous attitudes towards ROTI in the Northern Territory
revealed a high level of public approval, somewhat lower approval amongst nurses and a
much lower level of approval amongst doctors (Steinberg et al 1997).

Aboriginal

Territorians may have been excluded from the debate by lack of consultation and were
reported to be fearful of the legislation and of the health care services that might make use
of it (Legislative Assembly [NT] 1995b; Weeramanthri et al 1995). It has been argued
that Aboriginal people were particularly anxious about euthanasia because of their
historical experience of colonial subjugation as manifested in the health care setting
(Varghese 1995).

Their opinions, as represented in the media, the courts and the

parliament, were critical to the subsequent political debate (Legislative Assembly [NT]
1995c:22-5).

The casting vote of an Aboriginal member of the Northern Territory

Parliament enabled the passage of what became the world's first voluntary euthanasia
legislation (Nason 1995).

Despite their pivotal role at this time, Aboriginal peoples' needs and concerns had little
apparent impact on the early development of the Territory's palliative care services.

3.5.2 Palliative care research and service delivery
While the Northern Territory Government stresses the need for adequate capacity and
cultural appropriateness of health care delivery (THS 1996; DHHCS 1992), putting this
into meaningful practice remains problematic.

Documentation relevant to local Aboriginal cultural aspects of illness, dying or death is
limited.

Cultural guidelines are included in some existing training and orientation

materials (eg. Centre for Indigenous Development Education and Research 1996; Brandi
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1980) and practice guidelines detailing the practical, documentary and communication
requirements for Northern Territory health professionals dealing with the death of an
Aboriginal person have also been developed (Weeramanthri 1996).

Territory Palliative Care adopted the AAHPC11Standards and Definitions (AAHPC 1994)
used nationwide (Finch 1995) without apparently examining their relevance in the cross
cultural context. The most recent version of Palliative Care Australia’s Standards for
Service Provision for the first time acknowledges the cultural domain of life experience,
specifying that a palliative care services:
“should meet the cultural needs of the patient and family and reflect the cultural
diversity of the community it serves.” (PCA 1999:iii)
Criteria for achieving this aspect of care include recruitment of staff reflecting the cultural
diversity of the community served, identification and documentation of the client’s
cultural needs, management practices that meets these identified needs, the use of
appropriate cultural resources including interpreter services, and education and
development programs that build an awareness and sensitivity to diverse cultural
traditions amongst practitioners. This research argues that these are not current practice in
the Northern Territory and may therefore make a timely contribution to local service
development.

Despite the fact that 28% of the NT population, and hence presumably of the prospective
palliative care clientele, is Indigenous12 (ABS 1997), neither of the two research studies
funded by the Palliative Care Program in the NT effectively addressed the issue of cross
cultural service provision.

The Darwin-based study of the establishment of respite palliative nursing care did not
specifically consider the needs of Aboriginal people. It examined different service models
for remote clients, (who are commonly Aboriginal people) and recommended ongoing

1
Australian Association for Hospice and Palliative Care (AAHPC) became Palliative Care Australia
(PCA) in 1998.
12

This is by far the largest proportion o f Indigenous people o f any State or Territory. Only 2% o f the total
Australian population is Indigenous. The figures quoted elsewhere in this study and derived from both NT
and cross border communities in Central Australia are even higher (33%).
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training “that is culturally appropriate” (Packham and Worrall 1997:24) without clarifying
what this might mean.

In the Central Australian study, a needs analysis for the setting up of a new palliative care
service, Sampson acknowledged that the inherently complex idea of a culturally
appropriate service was too easily and frequently used. She recommended “watching and
listening, flexibility and sensitivity” as the basis for the delivery of appropriate palliative
care (Sampson 1996:5).

The Royal Commission into Aboriginal Deaths in Custody recommended that institutions
providing services to Aboriginal people should increase employment of Aboriginal staff,
improve workforce cultural training and make changes to the design and operation of the
service in order to be culturally effective (RCIADIC 1991 Recommendation 253).
Additionally, it reinforced the previous recommendations of the National Aboriginal
Health Strategy (1989) regarding the benefits of community control of service provision.
All THS staff are now offered Aboriginal Cultural Awareness Training (Dowd et al
1996). Sampson's report suggested that Aboriginal health workers be included within the
new Central Australian Palliative Care Team, but approval for this position has remained
elusive. The Darwin Palliative Care Unit appointed their first Aboriginal health worker in
1998.

The structure of TPC remains unchanged and the option of community control has never
been canvassed. In 1996, TPC admitted that:
“The model of service which best suits Aboriginal people is yet to be developed. In
the meantime the palliative care teams will be working with the various Aboriginal
community controlled medical services and district and medical nursing staff and
Aboriginal health workers to meet the individual needs of palliative care clients in
remote Aboriginal communities and urban settings”. (Hogan 1996:12).
This ad hoc process remains the sole means whereby Territory Palliative Care can develop
a culturally appropriate and effective service.
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4. Lessons from the Central Australian context

Regional studies from other areas of non-acute health care have proved instructive in
illustrating some of the unique features that characterise local health care delivery. These
issues include remoteness from many treatment facilities, the lack of resources to support
community care, demographic factors affecting care and cultural differences and
communication barriers between patients and health care workers. All are relevant for the
care of terminally ill Aboriginal people and were raised during the interviews for this
study.

4.1 Remoteness and resources
Despite the Northern Territory Government’s stated concern to extend palliative care to
all Territorians (Finch 1995), health staffing levels on remote communities remain low
and inequitably distributed, many regional programs have poor penetration into remote
areas, and transportation for patients, staff, equipment and medications is limited
(Wakerman et al 1997).

While remoteness is a relative concept reflecting the primarily urban orientation of policy
makers and service providers (Crawford 1989) it becomes problematic when resources
and services cannot be accessed. Repeated analyses have found there is a shortfall in
resource allocation for health care and that equity is not being achieved in remote regions
of the Northern Territory including Central Australia (McDermott 1996; Warchivker
1996). 69% of the Aboriginal population of the Northern Territory lives outside of the
major urban centres where most health facilities are located (THS 1996). Issues arising
from remoteness will therefore affect Aboriginal people disproportionately.

The access of people living in remote Central Australia to appropriate health care
expertise has been found to be deficient in a number of clinical areas including mental
health (Windsor 1996), allied health (Boyce and Bishop 1998) and the care of people with
chronic diseases (Scrimgeour et al 1997; Menzies 1997).

Support services for families caring for the aged, sick and frail may also be inadequate,
particularly on small remote communities, leaving clients with no option other than
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admission into town-based institutional care (Woenne-Green 1995; Lucas 1996).
Successive studies have found that existing mainstream Home and Community Care
[HACC] services were not meeting the needs of Aboriginal people in Central Australia
(Watson et al 1987; DHHCS 1992), and local Aboriginal organizations have therefore
sought HACC funding in order to deliver more acceptable services (Austen and Tilton
1992), however on remote communities there remains an absolute shortage of resources.
Remote community nurses, already overburdened with the care of acute and chronic
illness, may be unable to take on the additional role of home nursing support (Lucas
1996).

The network of care that would support a terminally ill person in the region is similarly
limited.

The Palliative Care Team remains much smaller than was envisaged in

Sampson's 1996 need analysis and huge gaps have been identified for remote palliative
care service provision (Young 1997).

These resource limitations and distribution

inequities provide the indisputable background to all subsequent discussion of cross
cultural terminal care.

4.2 Demographic realities
The age and illness profile of a population, their socioeconomic status, family structure,
housing availability and co-residency preference, and proximity to services are all
important considerations for planning health services.

One example is found in the provision of aged care services. Nationally, when compared
with their non-Aboriginal counterparts, Aboriginal elders are a younger and poorer group,
who have in common an experience of cultural breakdown and rapid stressful changes, a
disproportionate number of family deaths limiting the availability of home carers, and
fewer home support services (Sykes 1988).

In Central Australia, family structure is influenced by premature mortality, with
Aboriginal men and women in the Northern Territory dying 19.9 years earlier than the
national average (ABS 1997). The difference in mortality rates is most pronounced in the
25-54 year age group, both nationally (AIHW 1998) and in Central Australia (Khalidi
1990). The resulting loss of family and community members in their prime of active life
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means there are fewer carers for the aged and ill. It also has sequelae for the grieving
processes of many Aboriginal people and for their ability to cope with further losses.

As Kearns (1997) stated of the Maori of New Zealand, Indigenous people in colonised
countries often suffer poverty and structural disadvantage and the two sets of conditions
can become conflated.

Historically, Indigenous poverty resulted from invasion and

removal of land and other resources, however its effects tend to be intergenerational
(Krawitz and Watson 1997).

It is a sequel of any form of marginalisation from

mainstream culture. Poverty is also widespread amongst Aboriginal Territorians (ATSIC
1999; Thomson and Briscoe 1991) and therefore the physical conditions in which patients
live may be suboptimal.

Despite these problems, Aboriginal elders resist institutional care, which they perceive as
alienating, choosing instead to be cared for by their kin on their own country (WoenneGreen 1995, 1994; DHHCS 1992).

One would expect that similar issues of age and family structure, availability of home
carers, poverty and resistance to institutional care would be cogent for the care of the
terminally ill.

4.3 Who are the terminally ill?
Consideration of some aspects of local epidemiology may be helpful to this enquiry.
Local research into palliative care service provision seems to have assumed that cancer
was the focus of such care. Both of the PCP projects in the Northern Territory were
auspiced by the Cancer Council. Not only Sampson's needs analysis, but the initial
planning of the Central Australian Palliative Care Service, relied on data collected from
the Cancer Registry. Cancer does cause one-fifth of all deaths in the NT (ABS 1997),
however the overall spectrum of terminal illness is much broader, and its epidemiology
amongst Aboriginal people differs in important respects from that of non-Indigenous
people.

In Central Australia, Aboriginal people suffer a high premature mortality (Gray 1991,
1990) and high rates of respiratory, renal and cardiovascular diseases (Condon and
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Dempsey 2000, THS 1996; Plant et al 1995).

Prior (1997) suggested that the

predominantly oncology focus of palliative care overlooked Aboriginal people, who are
more likely to have other life-threatening diseases. The younger age spectrum in the
Aboriginal population is considered to result in lower rates of cancer (Kellahear 1994),
however Aboriginal people accounted for a disproportionate 35% of all cancer deaths in
the Northern Territory in 1979-1991 (Plant et al 1995) and rates are rising. In 1991-1995,
the risks of dying from cancer amongst Territorian Indigenous men and women were
between 1.5 and 2 times those for all Australians (Condon and Dempsey 2000).

It is argued that palliative care should be available to all dying persons regardless of
condition (Kasap 1996; Glare 1994), but the discipline has evolved in response to the
growing number of cancer patients in Western societies (Hunt et al 1993; Seale 1991;
Maddocks 1990) and continues in the main to serve their needs. Nationally, over 90% of
palliative care clients suffer from neoplasms (Hunt and McCaul 1998; AAHPC 1997).
The fact that 27% of clients referred to the CAPCS were suffering from non-malignant
conditions (Fried 1999) has guided this enquiry to consider conditions other than cancer.

5. The cross cultural workplace

Most studies into the cross cultural workplace derive from the concern of international
business to develop models for enhancing professional, managerial and corporate
communication (Kenton and Valentine 1997; Kikowski and Kikowski 1996).

In

Australia, the transition towards a more multicultural society prompted academic interest
in cross cultural staff development (Hedrick 1991; Hedrick and Holton 1990), possibly
from considerations of social justice (Cope et al 1994). Recognition of cultural and
language diversity has now become a feature of good management aimed primarily at
improving performance and productivity (Public Service Commission and Office of
Multicultural Affairs 1995), but not at challenging the existing institutional values or
power relations.

In Aboriginal health care, cultural interfaces and status inequalities may occur between
employees and management, Indigenous and non-Indigenous workers and when working
with clients. More has been written advising non-Indigenous workers about how to work
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with Aboriginal communities (Crawford 1989) or improve Aboriginal clients’ access to
health services (Morgan, Slade and Morgan 1997; Hill 1994; Shannon 1994) than about
working with Aboriginal colleagues. O'Toole (1995) considered that stress arose within
the Central Australian cross cultural workplace because of differences between the values
and ideas of employees and employers, particularly when workers were not from the
culture in control of management. Cross cultural practice is considered a source of stress
for both non-Indigenous health workers (Kelly 1998), including remote area nurses
(Cramer 1995; Robins et al 1995) and Aboriginal health workers (Tregenza and Abbott
1995; AHMAC 1993; Franks and Curr 1992).

One way of assisting workers to deal with the stress of cross cultural practice may be to
provide them with appropriate orientation and training.

5.1 Cultural orientation and training
Cultural orientation has long been recommended for non-Aboriginal staff as a means of
improving work practices (CARPA 1996), practitioner well being (Crawford 1989) and
the access to and quality of medical care for Aboriginal people within the Western health
care system (THS 1996; Reid and Dhammarrandji 1978). A variety of cultural orientation
and training materials and programs have been used in the Northern Territory. These
range from cultural guidelines based in anthropology (eg. Centre for Indigenous
Development, Education and Research 1996; Devitt 1993; de Hoog and Sherwood 1983;
Brandi 1980), to texts and courses emphasising critical self-awareness and political
understanding (eg Dowd et al 1996; Eckermann et al 1992). More recently it has been
recognised that Aboriginal workers, too, may benefit from orientation to the Western
workplace (Wakerman et al 1999).

In the 1970s, Madeleine Leininger articulated the importance of culture for nursing
education and practice, developing courses in Transcultural Nursing based on the study of
differing cultural beliefs and practices. Leininger’s approach was subsequently criticised
as ethnocentric, paternalistic and likely to lead to a stereotyping of the cultural "other"
(Coup 1996; Swendson and Windsor 1996; Cooney 1994). An alternative approach to
training practitioners for cross cultural work is provided by the concept of cultural safety
in practice. Cultural safety can be seen as part of the health consumer movement (Kearns
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1997), developed from the perspective of an Indigenous (Maori) minority culture but
applicable in all bicultural health care interactions. It aims to address status and race
relations, improve access and communication in health care and invest consumers with
power over how services are provided to them (Papps and Ramsden 1996). Cultural
safety has been incorporated into the standard nursing curriculum in New Zealand
(Nursing Council of New Zealand 1996) and permeated the discourses of Aboriginal
health care in Australia (Dowd and Eckermann 1992; Eckermann and Dowd 1992), but
has only recently been applied to palliative care (Oliviere 1999). For the purposes of this
study the concepts of cultural safety provide useful insights into relationships within the
cross cultural health care interaction.

5.2 Cross cultural communication
A cross cultural situation is one where people who have different world views and
philosophies are operating across or between two cultures (Cowlishaw 1988). For the
purpose of this study these two cultures are those of Aboriginal and non-Aboriginal
Australians, however they could equally be the cultures of the health care practitioner and
patient. Cross cultural communication:
“takes place between people whose cultural backgrounds are different in such a way
that it effects understanding and communication” (Pauwels 1991:144).

Although Australian professionals tend to be monolingual, available interpreter services
are inadequate (Quinn and Drousiotou 1985), particularly for Aboriginal languages
(Pauwels 1989; Edwards 1990). In the Northern Territory in 1996, not one of forty
accredited interpreters spoke any Aboriginal languages (Working Party on the
Implementation of ROTI 1996:Appendix 4).

Not all communication problems are

however due to lack of a shared language. There is a considerable body of sociolinguistic
literature detailing the issues for cross cultural communication between Aboriginal and
non-Aboriginal Australians (eg. Harkins 1994; Pauwels 1989; Clyne and Platt 1989;
Liberman 1985). Despite these difficulties, it is argued that the structure of any cross
cultural exchange can be understood, with mutual benefit (Walsh 1991; Bain 1980).

Communication problems have long been known to impair the quality of health care
available to Aboriginal patients (Devitt and McMasters 1998; Edwards 1990; Mobbs
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1986; Reid and Dhammarrandji 1978). Improving communication skills should therefore
facilitate the professional interaction between health care workers and Aboriginal patients
(Roberts 1994; Mull 1993).

Communication problems both within the care team and between team members and
clients (including those from different language, cultural or social backgrounds or who
hold different values) have been identified as stressors in the care of the dying and
bereaved (Vachon 1995). Australian general practitioners caring for terminally ill patients
considered the most difficult aspect of their practice to be the psychosocial support of
patients and their relatives (Trollor 1995; Wakefield et al 1993; Hunt et al 1990). These
difficulties are likely to be exacerbated in the cross cultural care situation.

Professional communicative competence, with or without the support of language
interpreters and cultural brokers, would seem to be necessary for good care of the
terminally ill in accordance with the ethical principles of contemporary health care
(Marshall 1992) and palliative care (Maddocks 1994). At present, however it remains
problematic in the Northern Territory.

6. Conclusion

Despite the fact that contemporary palliative care extols the client-centred approach, there
remains a gap between this rhetoric and the development of workable models within the
context of cross cultural care.

The available literature about Indigenous issues in palliative care is currently limited by
both a lack of generalisability within studies based in anthropology and a lack of
specificity in those palliative care studies that are working towards cultural
accommodation. Both the new Australian studies and the small body of international
studies into Indigenous palliative care encourage us to recognise and respond to important
cultural differences while warning us against ignoring historical, political and
socioeconomic realities that impact on the health care interaction. Equity of access to
care and the quality of service provision will depend on these. The Australian work also
adds to the existing chorus recommending cross cultural training for practitioners.
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Existing research into Indigenous issues in palliative care has not to date provided locally
relevant information. A spotlight was thrown on palliative care service delivery in the
Northern Territory during the debate over the Rights o f the Terminally III Act NT 1995,
however it failed to illuminate specific service planning issues for Aboriginal Territorians.
It would appear that the Northern Territory has yet to make substantial progress in
ensuring cultural accommodation within palliative care service provision for its
Aboriginal clientele.

The lessons learnt from other regional health services, particularly aged care and disability
services, are relevant for the care of the terminally ill.

Specifically, supporting the

community care of terminally ill people in Central Australia requires an understanding of
epidemiological and demographic issues, a consideration of the logistics of health
resources distribution in a remote region and a response to cultural and communication
considerations for health care.

The experiences of nurses and doctors in the cross cultural workplace have been little
studied. By illuminating their side of the health care interaction it is hoped that the
present inquiry will contribute to understanding the cross cultural care of terminally ill
Aboriginal people in Central Australia.
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Chapter 3

Building the study

1. A hidden dimension of care: rationale for a qualitative methodology

There is little information about the care of terminally ill Aboriginal people in Central
Australia or about the experiences of those who provide that care (see Chapter 2).
Despite the high mortality amongst Aboriginal people in the region, terminal care has had
a low profile and little scrutiny when compared with the great burden of acute and chronic
illness. The nature of cross cultural health care practice is also poorly understood.

Because of its complexity, this area of health care was unlikely to be adequately explored
using any standardised survey instrument. Data collection from targeted focus groups was
made impossible by geographical dispersion of the subjects and may not have lent itself to
the gathering of confidential information.

Given the known heavy work burden of

informants and potential sensitivity of the data, the most practical, ethical and least
intrusive technique appeared to be individual interviews (McCracken 1988). While it
seemed likely, from my own previous experience and reading, that cross cultural issues
would be crucial to the understanding of local practice, I did not focus on them
exclusively, choosing instead a modified "long interview" technique that would elicit
participants' own understanding of their practice experience (Crabtree and Miller 1991).

Data for the study was gathered in three phases. The first was a pilot study with the dual
purpose of ensuring the topic of inquiry was relevant to practitioners and determining
which questions to ask so as to adequately explore it. It generated a set of domains of
concern which, when analysed in the context of the available literature, enabled the
formulation of a questionnaire to be used in the second part of the study. A subset of
interview subjects agreed to contribute further prospective data from current cases in their
care, which then provided the third phase of the study.
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My own professional experience provided additional data. I have been a primary health
practitioner in Central Australia, and during the period of conducting this research I
worked in palliative care units in Adelaide, Darwin and Alice Springs in order to
familiarise myself with both general palliative care issues and those specific to the
Northern Territory and Central Australia13. These work experiences have been vital to the
conception, conduct and analysis of this study.

In order to document the research

experience and create a vehicle for self-reflection, a journal was kept and field notes were
made after each interview as well as during periods of palliative care work.

2. Theoretical considerations

Several methodological issues that arose during the conduct of the study require further
discussion. Some of these were anticipated, for example my own role as an insider to this
area of practice, but their true impact was only revealed during the period of data
collection. Others, such as the implications of my sampling technique, the definitions I
used and the practice context, became apparent when the data was analysed.

2.1 On being an insider
This researcher is an insider to the field of interviewees because of being a nonAboriginal health care worker and moreover one experienced in both the primary care and
palliative care of local Aboriginal clients. As a doctor and a woman my insider status
could be considered to be greater for medical compared with nursing interviewees and for
females compared with males.

I am on the same side of the cultural divide as my

interviewees, which should improve my insight into their view of the cross cultural health
care interaction.

I am an outsider to the lifeworld of Aboriginal clients and colleagues because of
differences of life experience, culture, language, education and perceived status. It would
therefore have been more difficult and arguably less appropriate to interview Aboriginal

13

Professor lan Maddocks facilitated a locum placement at Daw House Hospice in Adelaide as well as
several periods o f participant observation. The Darwin Palliative Care Unit Darwin permitted a period of
participant observation. In Alice Springs I acted as locum tenens for the incumbent Palliative Care Medical
Officer on several occasions during 1996 - 1997 and 1 am currently working in this position myself.
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people. From a purely logical point of view, I felt I could not adequately examine their
side of the cross cultural health care interaction because I was on the other side of it. Any
such analysis would have suffered as a result of my own cultural preconceptions.

The advantage of being an insider is that the interview becomes a more powerful tool.
Rapport is enhanced and reactivity diminished resulting in a higher level of discourse.
Questions can be formulated more sensibly using insider knowledge and there may be an
intuitive and better understanding of the issues (Bernard 1988:148-58).

Maretzki

discussed the difficulties of doing research on health care practitioners, particularly
physicians (1985:28-31).

These occur because health care sites are complex, rule-

oriented institutions requiring strict adherence to behavioural codes and generating
intricate interprofessional and interpersonal relationships. Additionally, the sharing of
information concerning patients requires responsible handling of associated ethical and
legal obligations. A knowledge of health systems is also considered to be a prerequisite
for physician studies. My long participation in and knowledge of the local health care
network was therefore a considerable advantage.

The disadvantage is that shared cultural assumptions can "create a treacherous sense of
familiarity" (McCracken 1988:11, 22-4), blinding one to what really is occurring.
Objectivity can be enhanced by a thorough literature review (see Chapter 2) and by a selfanalysis of one's own preconceptions (McCracken's "cultural review", ibid:32), such as I
attempted using my study journal. Bernard (1988:320) also suggests that consciously
moving between emic and etic perspectives, looking for inconsistencies or negative
evidence, helps to manufacture distance.

The prospective case studies provided such a mechanism by enabling me to check the
actions of informants who had previously given retrospective information at interview. In
one case, an interviewee had denied that nurses provided personal care but subsequently
painted a graphic picture of the level of such support they gave in order for patients to be
maintained in the community. This contradiction led me to consider the reasons for the
gap that apparently existed between wishful ideals and harsh reality.
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The data presented many surprises and opportunities for reflection. An example arose
during the pilot interviews, when the informant with the longest experience in the field of
Aboriginal health care stated he had cared for few terminally ill patients.

This was

perplexing (to both of us) in view of the existing mortality and morbidity data. Possible
answers lay in changing epidemiology, the relative invisibility of terminally ill people to
the health care system, or the presence of alternative carers or care systems.

This

challenge prompted a re-evaluation of the meaning of terminal illness, and of the roles of
carers.

The problem of being an insider became most cogent when I worked as a locum in the
local Palliative Care Service and found that I became a direct actor in some of the dramas
I was documenting for the prospective case studies. From this I learnt a great deal that
would otherwise not have been made available to me, however the analysis became more
problematic in terms of separating my reactions from those of informants. Overall, the
advantages of being an insider in the conduct of this research greatly outweighed the
disadvantages, because otherwise the data would have been relatively inaccessible.

2.2 Inclusion criteria for the interview sample
The sample for the main interviews was drawn from the group of nurses and doctors who
had provided community care for terminally ill Aboriginal people in Central Australia
during the previous two years. Although I could find nothing in the literature to guide me,
I felt this time frame would limit recall bias and provide historically congruent data while
at the same time allowing enough relevant experience to accrue so that interviewees could
form opinions of some substance.

These criteria were largely met, although due to the relative mobility of this group of
practitioners14, five of the twenty one interviewees, including the two palliative care
workers who were both interstate recruits to new positions, had not attained two years of
service. Their contributions were however considered valuable and included in the study.
A positive outcome of this variation was that it facilitated insight into the process of on
the job learning about cross cultural issues.

14

Unpublished data, Central Australian Division o f General Practice and Rural Incentives Program, 1997.
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During the interviews, subjects became very involved, memories crowded back and cases
were discussed that may have occurred more than two years prior. Were I to use only
those cases I could strictly date to within the previous two years (conservatively 56% of
cases described) a lot of valuable data would have been lost. An unexpected advantage
was the emergence of a historical perspective, however the study was not designed to
accommodate any formal historical comparisons.

2.3 Implications of the primary care perspective
Rosenberg (1992) has argued that home-based palliative care can be seen as part of
primary health care. This study sought data from doctors and nurses providing primary
care in the community setting. Most studies of the care of the terminally ill are conducted
in a palliative care setting, which limits the usefulness of comparisons with this study.
Concepts of care and definitions of who is terminally ill are likely to differ between
primary care contexts and palliative care practice. A recent British study documented the
difficulty general practitioners and district nurses had in establishing criteria for when the
care of patients suffering from chronic non-malignant conditions becomes palliative,
noting that:
"The importance of defining palliative care is not just a question of semantics [but]
an indication of the priorities of care" (Kurti and O'Dowd 1995:25-31).

Terminal illness is variably defined in the literature. For this study I took my definition
from the Natural Death Act o f the Northern Territory (1988), where:
“terminal illness” means such an illness, injury or degeneration of mental or
physical faculties
(a) that death would, if extraordinary measures were not taken, be imminent; and
(b) from which there is no reasonable prospect of a temporary or permanent
recovery, even if extraordinary measures were undertaken.

Several of my informants had not previously thought about some of their patients in these
terms, thus illustrating the hidden nature of this work.

They found it difficult to

differentiate the terminally ill from the frail aged, the chronically ill, or those suffering
from the advanced sequelae of substance abuse.
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From a clinical point of view this did not really matter as all these patients have complex
care needs, high dependency on professional and family carers and a poor prognosis.
From a research perspective it did however limit the usefulness of comparative and
particularly numerical analysis. For example, my interviewees described a mean of five
cases each (ranging from one to sixteen cases) over a period of two years or longer,
whereas existing Australian studies show that urban (Hunt et al 1990) and rural (Trollor
1995) general practitioners care for between five and six terminally ill patients each year.
These latter studies had different (and sometimes unspecified) criteria for terminal illness
compared with my own study, were more strictly quantitative and had a different time
frame, therefore these data cannot be compared.

Amongst the interviewees were four who may not strictly be considered as providing
primary care although they all provided community care and none had specialist
qualifications. These included two community health nurses, one of whom worked in the
community renal unit, and two community palliative care workers, one of whom was also
a primary health care practitioner in another setting. Their contributions were considered
very pertinent for the study and the process of analysis clearly separates these from the
rest.

3. Ethics of the study

Ethical approval for the study was given by the Alice Springs Institutional Ethics
Committee and the Joint Institutional Committee of the Royal Darwin Hospital and the
Menzies School of Health Research.

The data was collected in the understanding that no persons or communities referred to in
the interviews would be identified. Because of the relatively small local community of
health care practitioners and the possibility that Aboriginal communities and health care
organizations would be identified by their unique characteristics, the following steps were
taken to protect confidentiality:
(i)

Access to the tapes and transcripts was restricted to the researcher and
interview transcriber.
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(ii)

Interviewees were number-coded in the transcripts.

(iii)

A random letter code was constructed in place of the first initials of any
person or place referred to in the interviews.

(iv)

Where practitioners in any category were few, attempts were made to
subsume their quotes within a larger category, for example “palliative care
doctor” as “urban doctor” or “palliative care worker”, except where this
compromised the analysis.

(v)

Where specific information that might identify a person or a place was
given, for example distances and directions of communities or gender of
persons, these were obscured as far as possible in the quotes used.

Throughout the text it has been emphasised that this is a study of the beliefs and practices
of non-Aboriginal health care workers. All conclusions and recommendations refer only
to their side of cross cultural health care practice.

In order to more fully study the

terminal care of local Aboriginal people, the views of Aboriginal clients, community
members and health care workers should be sought.

4. Sampling

I chose to interview non-Aboriginal doctors and nurses, rather than Aboriginal workers or
clients, for methodological, philosophical and ethical reasons. The practical difficulties of
doing cross cultural research where the subjects’ culture and language differ from that of
the researcher have been documented elsewhere (eg. Small et al 1999a, b). As the object
of interest in this investigation was the cross cultural care experience itself, I would
contend that any analysis by researchers from one culture about that experience in
subjects from another would have been compromised. Additionally, Aboriginal people
object to being the subject of continuing inquiry by others and wish to determine their
own research priorities (Biggins 1999). I am in agreement with Toussant, who argued
(1999) that research aimed at improving Aboriginal health should focus more on how
health professionals learn about and work amongst Indigenous Australians. This study is
such a reflection on the work experiences of non-Aboriginal service providers and is
intended to improve the understanding and delivery of cross cultural terminal care.
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Central Australian health care agencies employ both Indigenous and non-Indigenous
workers. Aboriginal health workers15 predominate numerically in the bush and in
Aboriginal Community Controlled Health Services but their numbers are limited within
hospitals and nursing homes, and they have no role in private general practice.
Traditional healers are also employed by some Aboriginal Health Services. The medical
and nursing workforce is virtually exclusively non-Indigenous.

Interviewees were

selected from the field of doctors and nurses working in primary health care in Central
Australia. The following table provides a breakdown of this field by employment sector
and gender.

Table 1: Medical and nursing staff of community-based health services in Central
Australia (excluding the Barkly Region of the Northern Territory and the
Ngaanyatjarra Lands in Western Australia).

H ealth S erv ice C a te g o r y

N u rses

D o c to r s

W o m en

M en

TOTAL

W o m en

M en

TOTAL

P riv a te se cto r

2

0

2

9

17

26

T H S (u rb a n )*

9

1

10

1.2

0

1.2

T H S (re m o te)

24

6

30

3

3.5

6.5

A C C H S (u r b a n )

1

0

1

5

2

7

A C C H S (re m o te )

16

7

23

2.5

3.5

6

TOTAL

52

14

66

20.7

26

46.7

Sources: Health Services Data 1997

* This excludes the staff of the renal dialysis unit, approximately 20 nurses and one
doctor. One renal nurse was interviewed for this study.

15

Aboriginal health workers are trained health paraprofessionals working in the clinical context.
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For the pilot study, unstructured interviews were conducted with an opportunistic sample
of four doctors and four nurses, drawn from community-based practitioners in both the
Top End16 and Central Australia who were either known to me or suggested by other
colleagues. All welcomed the research initiative because it was timely, would provide
information in an area where it was currently lacking, and would give a voice to their
own, often difficult, work experiences. All interviewees were in their thirties and forties,
two doctors were female, two were male, and all the nurses were female. The following
table gives an indication of the wealth of relevant experience from which the data was
drawn.

Table 2: Aboriginal health work experience of eight pilot interviewees.

C r ite r io n *

N u rses

D o c to r s

P r a c titio n e r s

5 .6

8

6 .8

H a d liv e d o n r e m o t e A b o r ig in a l c o m m u n itie s

2

3

5

H a d w o r k e d fo r A b o r ig in a l c o m m u n it y - c o n t r o lle d o r g a n iz a t io n s

1

2

3

H a d w o r k e d fo r g o v e r n m e n t h e a lth s e r v ic e s o n A b o r ig in a l

2

2

4

H a d c a r e d fo r A b o r ig in a l p a tie n ts in h o s p ita ls

2

0

2

H a d w o r k e d in u r b a n A b o r ig in a l h e a lth c a r e

1

2

3

A v e r a g e y e a r s o f e x p e r ie n c e in A b o r ig in a l h e a lth c a r e

c o m m u n itie s

* These criteria are not mutually exclusive

In order to select interviewees for the major interviews a practice demographics
questionnaire was developed, but subsequently abandoned, in favour of the more practical
alternative of using my own extensive contacts and existing documentation in order to

16The "Top End" is local parlance for the northern part of the Northern Territory. The inclusion of a Top
End practitioner was designed to elicit any major differences in the issues raised. The content of that
interview was substantially similar to the others however the practitioner seemed comparatively more
comfortable with the available level and quality of service provision. The small sample limits the relevance
of this observation.
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generate a purposive sample (Bernard 1988:96) that fulfilled my criteria and was able to
provide rich information from a wide variety of practice subgroups (Patton 1990:170-82).

The twenty-one interviewees represented approximately one in five of the potential
workforce of doctors and nurses (17% of nurses and 21% of doctors, when compared with
Table 1) and were well distributed amongst the various primary health care sectors and
organizations in the region (see Table 3).

They included practitioners from the

Pitjantjatjara Lands of South Australia but not the Barkly Region of the Northern
Territory or the Ngaanyatjarra Lands of Western Australia (see Fig. 1). One interviewee
had previously worked in the Barkly. The Central Australian Palliative Care Service has a
regional responsibility in all these areas.

The working situations of the interviewees were very variable, ranging from solo nurse
practitioners servicing remote Aboriginal communities several hundred kilometres from
the nearest town, to urban practitioners who were part of a practice team and had easy
access to general hospital, diagnostic and specialist services.

Table 3: Employment sector and job locations of twenty-one interviewees.

H ea lth S ecto r

N u rses

D o cto rs

TOTAL

P riv a te S ecto r

0

1

1

T H S (u r b a n )

3

1

4

T H S (re m o te)

5

3

8

A C C H S (u r b a n )

0

2

2

A C C H S (re m o te)

3

3

6

TOTAL

11

10

21

The interview set included two palliative care workers, recruited to obtain their unique
experiences and viewpoints, an urban community health nurse and a senior community
renal nurse, suggested by the latter because she thought the renal team cared for more
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terminally ill Aboriginal people than did the community health staff. These were all
subsumed within the THS (urban) category.

THS remote doctors were all District Medical Officers providing a visiting service to the
bush, whereas those working for ACCHS were resident in bush communities, as were
remote area nurses employed in either sector.

Private practice in Central Australia is confined to the towns and employs primarily
doctors. It was difficult to recruit private general practitioners to the study because most
had few Aboriginal patients. Only one Alice Springs practice consistently employed
doctors with previous experience or an interest in Aboriginal health care, and still bulk
billed patients. General practitioners told me repeatedly, and with some bemusement, to
"try Congress"17.

In general therefore the practitioners interviewed for this study were a different group to
those providing primary care services to the non-Aboriginal population, in fact most
stated that the vast proportion of their patients, over 90%, were Aboriginal people.
Exceptions were the single private general practitioner and the urban community nurse,
both of whom saw a small proportion of Aboriginal patients. The palliative care nurse
estimated approximately 40-50% of the CAPCS’ patients were Aboriginal people.

Seventeen of the twenty-one interviewees identified themselves as Australian and twenty
had received their professional training (and its accompanying acculturation) in Australia.
One was Indigenous to another country but identified with the majority culture both there
and in Australia. None identified as an Australian Aborigine. All but one spoke English
as their first language.

The gender distribution of the interviewees reflected local characteristics. Half the doctors
interviewed were women.

Central Australia has a high proportion of women in the

medical workforce (44.3% in Table 1). 41.2% of members of the Central Australian

17Central Australian Aboriginal Congress (CAAC) is the urban community controlled Aboriginal Medical
Service.
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Division of General Practice are women18. 80% of the nurses working in the primary
health care sector were women (Table 1) as were 72.7% of my nurse informants.

Table 4: Interviewees for this study, by profession and gender.

W o m en

% W o m en

M en

% M en

T o ta l

N u rses

8

72 .7

3

2 7 .3

11

D o cto rs

5

50

5

50

10

T o ta l

13

8

21

Those interviewed were a mature group of workers with considerable experience in their
fields and in Aboriginal health care. The median age of all practitioners interviewed was
42 years, with nurses having a higher median age (44 years) than doctors (39.5 years).

Table 5: Age groups of twenty-one interviewees

A ge g ro u p s

N u m b e r o f n u rses

N u m b e r o f d o c to r s

T o ta l

2 0 to 29 y ea r s

0

1

1

3 0 to 3 9 y ea r s

3

4

7

40 to 4 9 y ea rs

4

3

7

50 to 59 y ea r s

4

2

6

Half the doctors had less than ten years professional experience whereas all the nurses had
more than ten years professional experience, probably reflecting the generally younger age
of the doctors when compared with nurses and their longer period of education.

18

Unpublished data, Central Australian Division of General Practice and Rural Incentives Program, 1997.
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Table 6: Number of years interviewees had worked in their profession

Y ea rs in p ro fessio n

N u rses

D o cto rs

T o ta l

L ess th an 10 y ea r s

0

5

5

11 to 2 0 y ea r s

5

2

7

21 to 3 0 y e a r s

4

2

6

31 to 4 0 y ea r s

2

1

3

Despite some job mobility, there was a considerable wealth of regional and of specific
Aboriginal health work experience. Practitioners with between two and five years of
experience working in Aboriginal health care and in Central Australia formed the largest
group of interviewees.

Table 7: Number of years interviewees had been working in this job, in Central
Australia and in Aboriginal health care.

N u m b e r o f y ea r s

T h is jo b

C e n tr a l A u str a lia

A b o r ig in a l h ealth

L ess th an tw o y ea r s

8

5

4

T w o to fiv e y ea r s

8

9

9

S ix to ten y ea r s

3

3

3

E leven to tw en ty y e a r s

1

3

4

O v e r tw e n ty y ea r s

1

1

1

It can therefore be seen that the interview sample was both representative of the field of
doctors and nurses providing primary care to Aboriginal people in the region and brings to
the study a great deal of relevant expertise.
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The subgroup of the interview sample that participated in the prospective case studies was
a little less representative. Eight interviewees agreed to discuss patients currently in their
care, of whom two were excluded after providing insufficient data (for example, one
patient died shortly after the first contact). Of the remaining six contributors, four were
nurses and two doctors; three were male and three female. All were remote practitioners
working for ACCHS.

5. Method
The study was built in three consecutive stages. Data from the pilot interviews was used
to construct the main interview questionnaire.

The prospective case studies were

conducted with a subset of the main interviewees and analysed within the context of their
previous interviews.

5.1 The Pilot Study
Prospective interviewees were generally contacted and invited to participate by telephone.
Each person approached felt this area of practice deserved exploration and agreed to be
interviewed. Interviewees were asked to describe case histories of terminally ill or dying
Aboriginal people and to comment on any issues that had arisen in their care.

Six

interviews were face to face and were, with permission, taped; two were telephone
interviews with practitioners in isolated locations. Notes were taken on all occasions and
lists of issues and concerns were then collated for analysis and used to prepare the
question guide for the main interviews.

5.2 The Main Interviews
Interviews were sought from each primary health care service in Central Australia with an
Aboriginal clientele and obtained from all but one.

Following an initial telephone

request, a letter was sent explaining the purpose of the study and detailing the time and
place of interview.

An interview guide of twenty-five questions was constructed using information from the
pilot interviews and the literature review (Appendix 6).

The first eleven questions

provided demographic details of practitioners and their practice situations. The next four
explored the training, orientation and language skills that might be relevant to
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practitioners' care of terminally ill Aboriginal clients. The final ten questions probed
practitioners' care of these patients. Whilst I endeavoured to cover each of the twenty-five
question areas and to ask the questions in similar ways, I was guided by the particular
circumstances of each interview, and they were therefore semi-structured in nature.

Most interviews were conducted face to face, taped and then transcribed, however in two
cases I was unable to personally meet with the informant and a telephone interview was
conducted and detailed notes taken and transcribed.

In the one case where the tape

recording was faulty the transcript was sent to the interviewee for verification. All quotes
recorded in this study derive from these twenty-one interviews. Immediately after each
interview notes were prepared about my observations. These, together with jottings made
during the interview, complemented the transcripts at the time of analysis.

Following the interview, each informant was asked whether they would be prepared to be
involved in the prospective study, and each received a letter of thanks. Because it soon
became apparent that the interviews could be emotionally difficult each person was also
telephoned in order to ask whether any concerns had arisen and offer any necessary
support. The results of this further analysis are presented in Chapter 10.

5.3 Case Studies
Eight interviewees discussed a total of nineteen cases prospectively. Of these, six cases
and two interviewees were excluded from the analysis because of insufficient data. The
remaining six interviewees discussed ten index cases of terminal illness and three
additional cases of severe but non-terminal illness whose care impacted on that of the
index cases.

The purpose of the case studies was to understand in greater depth a unique situation
(Patton 1990:54) and corroborate the previous interview data.

Each study was an

extension of a previous interview. The case was followed prospectively by means of
serial telephone conversations initiated by the researcher at intervals determined by the
circumstances of the situation and the wishes of the informant. The notes taken during
each such consultation provided an ongoing record. Each case was followed until death
ensued or for a maximum period of eight months (see Appendix 5). Despite my concerns
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about being unduly intrusive, informants seemed to welcome these discussions,
sometimes asking for advice (which I resisted giving, as it would have been professionally
unethical) and at other times telling me that the process provided opportunities for
reflection.

The case was seen to be the practitioner's management and experience of the care of an
individual; therefore the focus was again on the perceptions and actions of the informant.
During the course of this part of the study, the nature of some of the cases being observed
became more complex. Informants' experiences of the care of any one individual were
not easily separated from that of other highly dependent persons in their care. Some
informants were caring for more than one terminally ill patient. Other practitioners, who
were usually but not exclusively previous contributors to the study, also became involved
in the patient's care and provided additional information. Finally I, too, became involved
in the care of some of these patients during periods of locum work for the palliative care
service. The result of this experience was that the purity of the academic exercise was
lost, which would make analysis more difficult, but the richness and potential value of the
data was increased.

Overall, these periods of professional palliative care practice

strengthened the study.

6. Analysis

At all levels of the study, analysis proceeded by immersion in the text, crystallising of
core understandings and an editing approach whereby the data was systematically reduced
and reassembled (Crabtree and Miller 1991).

This process, as applied to the pilot

interview data, resulted in a list of themes and issues, which could then be explored using
the main interview questionnaire. Utterances from the main interview transcripts were
initially manually coded by interview question. The demographic material was sorted and
quantitatively collated.

The remaining data was collected into lists under common

themes, which were repetitively regrouped until no further themes emerged, redundancy
was eliminated and all opposing ideas were incorporated. Counting their frequency and
noting their relevance to particular circumstances and their emotional impact on
interviewees’ bearing, composure and speech established the significance of the
utterances.
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Analysis proceeded by both qualitative and semi-quantitative methods.

Although

restricted in scope by the design of the study, the latter provided useful additional
information.

Where necessary, for example in teasing out the issue of definitions of palliative and
terminal care, a content analysis was made (see Chapter 4).

While recognising the

potential limitations of this rather labour intensive technique in terms of reliability and
validity (Bernard 1988:297-9) it enabled a search for patterns and themes across a number
of cases (Patton 1990:384).

It was not possible to analyse the data according to the community or language subgroup
of the client because of the relatively small number of cases, and the potential influence of
many other variables such as age group or gender. Where possible I have made broad
comparisons, for example between the care of bush and town patients.

Analysis was guided by the situations that arose and the themes that emerged. For
example, data was available from both the nurse and the doctor caring for four of the
patient cases and a pair-analysis permitted some comparisons of practitioner (and to an
extent gender) issues.

Small numbers have limited the usefulness of these analyses.

Several practitioners also spontaneously presented case material in terms of whether the
patient's death was a "good" or a "bad" one, which required a further examination of the
literature relating to the concept of a good death and a separate review of these cases to
understand the reasons for these value judgements (see Chapter 10).

Renal disease

emerged as an important subgroup of terminal illness in Central Australia and a separate
analysis of these cases was made. These cannot be fully considered within the framework
of this thesis, however further study in this area may be fruitful.
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7. Generalisability, validity and limitations of the study

While this research is peculiarly time-contextualised, many of its findings are likely to be
durable.

For example, issues related to perceptions about euthanasia may alter in

significance over time and under other legal jurisdictions whereas the problems posed by
communicative difficulty are widespread and show no sign of being easily resolved.
Similarly, while specific descriptions of local practice should not be generalised to other
contexts, the general themes within cross cultural terminal care may be useful elsewhere.

The study design was strengthened by triangulation of data collection methods, including
participation in clinical practice, extended interviews and prospective case studies (Patton
1990:187). The use of both qualitative and semi-quantitative approaches has similarly
reinforced data analysis.

The total number of interviewees were relatively small (a total of 28 persons provided
data for the three phases of the study), but they were broadly representative of the various
groups involved in the primary medical and nursing care of Aboriginal terminally ill
people in the region and the total number of cases described was relatively large (105
cases of terminal illness in the main interview and prospective case data sets combined).
Each interview covered twenty-five question areas and took between one and three hours,
thus generating a large amount of data. The prospective case studies involved a further
sixty-two occasions of contact with a subset of these interviewees, thereby collecting
additional information not subject to the same degree of recall bias, which enabled some
validation of their previous interview data. One interviewee participated in both the pilot
and the main interview study, and several drew on extensive periods of experience, which
provided some insight into the evolution of their ideas and clinical practice over time.

This study lays a foundation for understanding the experiences of non-Aboriginal health
care professionals caring for terminally ill Aboriginal clients, which is the current reality
of terminal care in Central Australia. It is a necessary but insufficient basis for planning
that care, because it provides only a one-dimensional view, through non-Aboriginal eyes.
The data, which is limited to the experiences and perceptions of non-Aboriginal doctors
and nurses, would be complemented by studies conducted by appropriate researchers
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exploring the points of view of Aboriginal clients and practitioners. The conclusions of
this study therefore need to be interpreted and applied within their proper context.
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Chapter 4

An overview of the findings of the study.

1. Introduction

This chapter is designed to orient the reader to the relatively complex field of practice and
experience described by informants to this study. Broadly, it falls into three parts, an
examination of interviewees’ training and orientation for this work, a presentation of the
cases they described and a guide to the issues arising from the management of those cases,
which will be further elaborated in subsequent chapters.

2. The practitioners

It can be seen from Chapter 3 that those interviewed were broadly representative of nurses
and doctors working in primary health care in Central Australia, with the notable
exception of private general practice, which was under-represented because it served a
largely non-Aboriginal clientele. The twenty-one contributors to the main interview data
brought to the study a combined experience of approximately 140 years of caring for the
health of Aboriginal people in Central Australia.

2.1 Preparation for working with terminally ill Aboriginal people
This study considered a number of areas of training and orientation that might have
helped prepare nurses and doctors for working with terminally ill Aboriginal people.
These included orientation to aspects of their new job and its client community,
understanding local cultural practices, particularly as they relate to dying and
bereavement, training in the care of the terminally ill and learning Aboriginal languages.

Overall, rather less than half of all interviewees had any preparation in these areas and the
remainder had preparation of variable utility. Most significantly, there had been very little
instruction on cultural matters related to dying.
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Of the twenty-one practitioners

interviewed, two had commenced employment before orientation became a common
practice and one had not been oriented having been originally recruited as a locum.

Job orientation was variable, due to their different work environments and timing of entry
into their job (Fig. 3). Five of the twenty-one interviewees were offered no job
orientation, nine had had either some informal handover or access to organisational
manuals and seven had an extensive formal orientation, ranging from five days to two
weeks, of whom five were employed by THS and two within ACCHS.

Figure 3. Job orientation of twenty-one
interviewees on commencing current
employment

None

Partial

43 %

Orientation to the client community (Fig 4), which might include its history, politics,
community structure and culture, generally was included within their broader job
orientation. Nine interviewees had received no community orientation, two had access to
material in organisational manuals, two had an informal introduction from another worker
and the other eight had received a formal orientation, mostly in the form of one to three
day courses covering aspects of Aboriginal culture.
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Figure 4. Community orientation of twenty
one interviewees on commencing current
employment.

Informal

Manuals

1°%

10o/o

One employee of an ACCHS stated that there were better resources for staff orientation in
government employment than in the independent services. This may also reflect different
prioritisation of the use of available resources.

A new approach to the recruitment,

orientation and ongoing training of remote area nurses in government service is currently
providing a basis for improved practice and staff retention (Van Haaren and Williams, in
print).

The latest in a series of THS cultural orientation packages is the four-stage

Aboriginal Cultural Awareness Program [ACAP], of which the first stage only is
compulsory. Developed in partnership with the Institute for Aboriginal Development
[IAD], it offers an introduction to the histories, lifestyles and beliefs of Aboriginal people
and to the politics and power relationships inherent in the cross cultural health care
interaction (Dowd et al 1996).

Despite the fact that half the practitioners had received some form of cultural orientation,
instruction specifically relevant to the care of terminally ill Aboriginal people was
conspicuously absent (Fig 5), with seventeen of the twenty one interviewees reporting that
they had either received no formal instruction, or had learnt what they now knew "on the
jo b ", from Aboriginal health workers, patients or family members, and often "when you
put your foot in it". Two interviewees considered they had picked up some information
within the formal cultural orientation programs, and the remaining two from private
studies.
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Figure 5. Cultural knowledge relevant to the
care of terminally ill Aboriginal people on
commencing employment.
Formal

80%

Eight interviewees had no formal instruction in any aspect of the medical or nursing care
of the terminally ill (Fig 6). Five had attended brief staff in-services on pain management
or palliative care and the remaining eight had some work experience, ranging from a few
shifts in a hospice, to periods of varying lengths working in hospital oncology, AIDS19
care or gerontology. These may be of limited relevance to their current community work.

Figure 6. Palliative medicine and nursing
skills of twenty-one interviewees on
commencing employment.

Inservices
24%

Ten of the twenty-one interviewees spoke no Aboriginal languages or only a few words
(Fig 7). Eleven had learnt some language either through formal courses, by organising
their own programs, or by long experience living and working on Aboriginal
communities. Of these perhaps two were, by their own admission, reasonably proficient
in an Aboriginal language, although insufficiently for conducting end of life negotiations
19

Acquired immune deficiency syndrome.
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with Aboriginal clients.

Such language training was initiated after commencing

employment in every case. The fact that half these workers had made efforts to learn
Aboriginal languages is itself a tribute to their commitment to local practice.

Figure 7. Current Aboriginal language skills
of twenty-one interviewees.
Proficient

10%

2.2 Implications of practitioner preparation
The preparation of practitioners was seen to be very variable, because of training policy
changes over time and between different employers, but was generally inadequate.
Access to job and community orientation appears to be improving, particularly for
government employees and remote area nurses. Access to information about Aboriginal
cultural views and practices on death and dying remains very limited and is unlikely to
improve without the development of trust in the provision of a culturally safe service.
Upskilling and support of generalist staff providing palliative care to patients in the
community setting will require adequate resourcing and a shift in the training policies of
primary health care services. Language training and support remains problematic in a
service climate of just "making do".

There is considerable scope for improving the

preparation non-Aboriginal health workers have for caring for terminally ill Aboriginal
people and hence for improving services.
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3. The cases

The cases described by informants to this study differed from those more usually found in
the palliative care literature and in primary care practice. Interviewees had not been told
which medical conditions to include because the aim of the study was to document their
care experiences, which might differ from those of practitioners elsewhere (and in fact did
so).

3.1 Defining the cases
On first approach, many informants told me they had cared for few terminally ill patients,
however it became apparent that this was not the case. The problem was one of definition
and concept for they had not previously thought about some of their patients within these
terms. In this study, terminal illness was not defined by either a medical diagnosis or a
time prognosis, but in terms of an inexorable illness progression towards death.

Many people, including health care practitioners, can be uncomfortable with the finality
of the phrase “terminal illness” however as Field has argued (1994) it is important to
confront the fact that the person will die.

During the interviews, I deliberately used the term "terminally ill", rather than "palliative".
The former term relates to a time in a person's illness when death becomes likely or
imminent, as in fatal, lethal or mortal. The latter is a concept of how we care for them at
this time, as in to mitigate, ease or reduce their symptoms (Field 1994; James and Field
1992), therefore using it would have presupposed a particular approach. In this study, I
was not investigating palliative care services in Central Australia, but the primary health
care of people who were considered terminally ill. Such care may, but is not necessarily
provided with palliative intent. Avoiding the use of the term “palliative” served to reduce
confusion during data gathering.

A content analysis of the use of the phrases "terminally ill" and "palliative care" in the
interview transcripts showed that ideas about palliative care were less consistent and more
open to different interpretations and constructs than were ideas about terminal illness. For
a person to be seen as terminally ill, they had to have an appropriate diagnosis, their
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illness caused significant incapacity and was either untreated or untreatable and both
clients and health care staff accepted that they would die of it within a specific (but not
consistent) timeframe. The concepts of incurability and untreatability were common to
both phrases.

The concept of symptom control was specific for palliative care and the term was strongly
associated with cancer. Palliative care was seen as more than medication for symptom
control or nursing the dying and included problem solving, support and a personal care
relationship. One practitioner equated (in my view mistakenly) the giving of substandard
treatment with palliative care, reflecting a not uncommon view that palliative care is
simply "bailing out".

Both palliative care workers constructed palliative care as the "Aboriginal way" and
strongly differentiated it from euthanasia. Because neither of these comments arose in
other interviews, this may reflect concerns within their unit at that particular time. The
Rights o f the Terminally III Legislation was passed by the Northern Territory Parliament
in May 1995 and after significant controversy was overturned by a Private Member’s Bill
in the Federal Parliament in March 1997, just prior to these interviews being conducted.
Palliative care workers were at the forefront of media, policy and public attention during
this period.

In the discussion, I have used concepts and principles derived from palliative care. The
study’s conclusions, derived from the care of the terminally ill in the primary care setting,
will also be valuable for improving palliative management and may be applicable in the
specialist and institutional care sectors.

3.2 The Pilot Study
Cases discussed during the pilot study included patients with cancers, end stage disorders
of the kidneys, lungs or liver, the frail aged and those deemed to be affected by sorcery.
Renal failure was mentioned by half of the interviewees, thus flagging an important issue
for the main study.

Other chronic illnesses such as diabetes and hypertension were

frequent precursor or co-morbid conditions. Frail aged clients suffering from a variety of
conditions were difficult to separate from the terminally ill. Practitioners sometimes
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adopted their clients' view that an illness was caused by sorcery, either when the diagnosis
was unclear or coexisting with a Western medical diagnosis. Interviewees stated that they
respected and tried to incorporate ideas and practices from Indigenous health care
systems.

3.3 The Main Interviews
After exclusion of the data from the renal and palliative care workers, which would have
biased the resulting analysis, a total of ninety-five cases were discussed by the remaining
eighteen contributors to the major interviews (Fig 8).

Figure 8. Analysis of ninety-five primary care cases of
terminal illness by condition.
,
Multiple medical

5%

Respiratory

Hepatic
~ 0/

°

Cancer

35%
Neurological

6%

Substance abuse

9%

Unknown

11%

Renal

21 %

Cancers were the most common single cause of death but formed only 35% of cases,
which is significantly different from palliative care practice in which nationwide over
90% of cases are cancers (Hunt and McCaul 1998; AAHPC 1997) although the proportion
of CAPCS clients with cancer is less, 73.6 % (Fried 1999). Were comparisons with other
studies from primary care practice available, they may have been more useful.
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The next most common disease category, twenty cases or 21% was, as predicted in the
preliminary interviews, end stage renal disease [ESRD]. Some bias may have arisen from
my introductory letter for the main interviews in which, responding to informants'
perceived difficulty in identifying the terminally ill patient, I had explained the study
using a modified definition of terminal illness from the Natural Death Act 1988 NT and
two examples, cancer and renal failure. The possibility of such a bias is lessened by the
fact that over half the pilot interviewees had discussed renal cases but they had no similar
introductory letter or explanation.

Additionally, if bias arose from the letter of

introduction, one would expect an over-representation of cancer cases as well as renal
cases, which in view of the actual cancer case numbers is unlikely. End stage renal
disease is considered to be epidemic amongst Aborigines in the Northern Territory (Hoy
1997). The largest group amongst the non-cancer cases referred to the CAPCS, 33% (or
9% of the total cases, in an area that is currently under-developed and where under
referral would therefore be expected), were people with ESRD (Fried 1999). Primary
health care workers diagnose many of these patients and provide continuing health care as
they undergo renal replacement therapy and after it is abandoned; therefore it is not
surprising that so many cases have emerged from this study.

Other single organ failure conditions each accounted for between three and six cases, and
multiple medical conditions for five. A further ten were undiagnosed. Six people died of
causes related to petrol sniffing whilst three died of alcohol related causes , therefore 9 %
of cases were related to substance abuse. This may be partly explained by small sample
size, broad definition or historical circumstance21, however it does raise questions about
appropriate service provision for those perceived by health care workers as being
terminally ill.

20

The proportion o f cases in which alcohol was a significant factor may have been understated, as found in
previous studies (Weeramanthri 1995; Weeramanthri, D'Abbs and Matthews 1994).

Both petrol and alcohol abuse amongst Central Australian Aborigines are related to particular sets o f
historical and socioeconomic circumstances. One of my interviewees indicated that the problems
experienced some years ago in the management o f petrol sniffers' illnesses were unlikely to recur in the
same way today. For a historical perspective on petrol-sniffing, See Brady 1992:111-150; for a
sociopolitical view on alcohol, see Saggers and Gray 1995.

83

Unlike the pilot interviews, no cases were reported as being due to sorcery, although
spiritual causation was discussed with families and was relevant for the care of the
bereaved. Practitioners generally used Western medical diagnoses but did not discount
alternative Indigenous spiritual explanations.

3.4 The Case Studies
Six practitioners contributed a total of thirteen patient cases to the prospective part of the
study; ten of these were considered to be terminally ill, while the remaining three had
severe but non-terminal disease or disability. Amongst the primary conditions in this
smaller sample, (many suffered from multiple co-morbid conditions) cancers were again
the largest group and respiratory or renal failure accounted for the largest proportions of
single organ conditions.

3.5 Implications of the cases discussed
Throughout all three phases of the study, malignant conditions formed the largest group
but were far less prominent than would be expected from a perusal of the palliative care
literature. The second most common group was end stage renal disease. An unexpected
finding was that patients with very advanced sequelae of alcoholism and petrol sniffing
were perceived as being terminally ill and that they formed such a significant proportion
of the cases. These findings may reflect local epidemiology, but they also highlight
perceptions about terminal illness and raise questions about treatment decisions and
available care facilities.

Renal impairment for example is potentially treatable with

dialysis or transplantation, therefore why do we find relatively large numbers of persons
who are not being actively treated? And why is this same group of individuals not
receiving palliative care?

Practitioners interviewed were looking after people with a broad range of conditions, all
of who were very ill, usually highly care-dependent and close to dying. Their needs for
terminal care were not on the whole being met elsewhere. Planning for and access to
services and resources may depend on definitions of who is terminally ill which are not
congruent with local experience and need.
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Interviewees made several comments about these cases, which have service implications
and could be usefully studied elsewhere. Firstly, it was suggested that Aboriginal patients
were presenting late for medical care, with obvious implications for accurate diagnosis,
ongoing management and for understanding epidemiology.

Secondly, it seemed that

many patients had multiple pathologies, which may relate to age or to known Aboriginal
morbidity, and which will impact on their management during their final illness. Finally,
the question of a change in the epidemiology of terminal illness was raised in the context
of the apparent increase in cases of cancer, fluctuations in morbidity and mortality due to
petrol sniffing and increases in chronic illnesses, including renal disease. These factors
are likely to be important for the planning of services for the terminally ill in Central
Australia.

4. The Issues

The issues raised by interviewees constantly shifted between their cross cultural work
experience and the limitations imposed on the lives, and specifically on the health care, of
their patients by poverty, inadequate resources and lack of access to assistance. These
tended to be conflated, so that difficult situations remained unclarified and problems were
attributed within the wrong domain. Interviewees did not, however, generally use the
term "cross cultural", or any equivalent term. This may have been because workplace
management and health institution policies were so culturally homogenous that they
dominated and obscured existing cross cultural realities (O'Toole 1995:8-9). There was a
perception that the lives and the health care of Aboriginal and non-Aboriginal patients
differed markedly; this was graphically encapsulated in a telling mental slip made by one
of the pilot informants, frustrated by the difficulties of caring for Aboriginal patients on
remote communities:
I f only they were in A ustralia.... they would get sorted out. [my emphasis]
This awareness did not however necessarily translate into an understanding of the nature
of the cross cultural issues arising from interactions between people from different
cultural backgrounds. Some interviewees, even those with many years of experience in
the field, demonstrated an inconstant form of blindness to the implications of cultural
difference for their practice. One example was the pilot interviewee who stated that
Aborigines and non-Aborigines had equivalent access to hospital care and later, without
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recognising any inconsistency, that Aborigines did not achieve the same care, because of
language and communication difficulties, problems in getting informed consent, and
behaviours that resulted in them being ignored by busy staff in comparison to more
assertive non-Aboriginal patients.

Poverty adversely influenced home care conditions as well as access to transport,
education and the choices that come with economic power.

Remoteness limited the

availability of all resources for the care of the terminally ill person. As more Aboriginal
people live in remote areas of the region they are disproportionately affected.

Major themes were raised repeatedly throughout the study but the emphasis placed upon
them varied.

The pilot interviews enumerated most issues subsequently elaborated

elsewhere in the study. They made clear the difficulty of probing two apparently hidden
fields, the care of the terminally ill and the cross cultural health care transaction.
Additionally they demonstrated the need to unravel those aspects of the care of terminally
ill Aboriginal people which were due to the differences between their cultures and those
of their health care providers from others resulting from socioeconomic and geographic
disadvantage.

The main interviews expanded on each of the themes discussed in the pilot interviews and
introduced a number of new areas including specific issues of clinical management, the
role of the traditional healer, and themes relating to dying, burial and bereavement.

Informants providing case studies focused more on the practical realities of providing care
and addressing management issues than on the less tangible issues of the cross cultural
health care interaction. Nevertheless the latter issues remained pertinent for every case.
For example, the best description of dealing with cross cultural communication came
from the ongoing reports a bush nurse gave of how a patient's pain and symptom control
was assessed during the course of an illness. Following these cases through the vivid
descriptions provided by the interviewees permitted some useful cross checking of their
previous statements, and made obvious the gap that existed between the idealism
previously expressed by some and the realities of their current care experience.

For

example, one informant had insisted that any Aboriginal person would have had the same
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access to the multidisciplinary care team as did a non-Aboriginal person she had cared
for, and that families, rather than doctors and nurses provided personal care for patients.
While describing her care of four very dependent Aboriginal persons it became amply
apparent that virtually all their care devolved on her, and there was very little outside
assistance.

The multitude of issues raised have been summarised into the following six major themes.
In each case I have tried to separate cultural from other issues however there are many
instances where domains overlap.

4.1 Communication difficulties
This was the most significant group of problems for practitioners interviewed for this
study. The types of difficulty included the presence of both language and non-language
barriers to communication, and of differing values and beliefs. Communication could be
problematic even when the client and practitioner appeared to share a language,
particularly for the type of complex interactions required for the care of terminally ill
people and their families. Both cultural brokers and language interpreters were needed,
but were difficult to access. Their training was limited, their professional roles unclear
and the quality of the interpreted interaction was variable.

Overall, it was felt that

suboptimal communication between clients and practitioners impaired the quality of their
terminal care.

4.2 Negotiations for care
End of life decision making, including the making of a practical care plan, both have
significant culturally based preconditions.

Interviewees sometimes found difficulty

understanding how to work with patient’s families. Existing Aboriginal kinship networks
and modes of family consensual decision making challenged their culturally conditioned
ideas about the importance of individualism and patient autonomy.

Concerns were

expressed over the decision-making power of families while that of professionals within
the health care system was underestimated. It was alleged that patients were sometimes
treated without their informed consent or against their wishes, and there were concerns
about discrimination in care. Discrepancies between the values held by non-Aboriginal
practitioners and their Aboriginal clients raised substantive ethical questions for decision
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making and practical management, however the hegemony of mainstream culture, as
expressed through the health care system, dominated cross cultural negotiations for care.

4.3 Cultural issues impacting on the place of care and of death
Most interviewees agreed that their Aboriginal clients wanted, for cultural reasons, to die
on their own traditional lands. This proved relevant for any period of institutional care,
for example an admission to hospital for symptom control could be counterproductive if
the patient was unable to be transported home in time to die there. Several discussed the
taboos against a death occurring in the family home. As the premises where a person has
died may sometimes need to be vacated for varying periods of time, the location for the
care and subsequent death of a terminally ill person can pose practical dilemmas in the
community setting.

4.4 The lack of resources to support home care
Where the patient was cared for by family members and local Aboriginal workers,
cultural considerations of kinship and gender determined their availability and the type of
care they could provide. Non-Aboriginal staff also needed to consider gender issues when
providing certain types of care, such as genital hygiene.

In general, home care was limited not for cultural reasons but because of client poverty
and the lack of facilities to provide practical support (such as external meals provision,
laundry services and home help) to families on many remote communities. Medical,
nursing and allied health services were in short supply in the region and were
concentrated in urban areas.

Equipment, pharmaceuticals, and diagnostic and many

treatment modalities were also difficult to access.

Respite care was limited by bed

shortages and transport problems. Resolution of these difficulties could potentially have a
significant cultural impact by permitting more patients to remain on country.

4.5 Practitioners’ issues
Staff members faced problems of high workloads, poor role definitions and lack of
relevant training and support, the solutions for which were not generally in the cultural
but in the resource and policy arenas.
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A great emotional weight was borne by nurses and doctors working in an unfamiliar
context, in positions of professional isolation and great responsibility, dealing with the
frequent and often difficult deaths of patients in their care. Overall they had not had the
opportunity to express these feelings, nor the support to deal with them.

They

experienced anxiety in managing patients with uncertain diagnoses and prognoses.
Anxieties also resulted from the effort of practicing in a culturally appropriate manner.
One source of anxiety which arose from cross cultural practice was the fear of being
blamed for a patient's illness or death. A further stressor arose from the function of the
cross cultural health care team itself. Considerable anger and frustration resulted from
perceptions of patient poverty, particularly where there also appeared to be discrimination
or inequities in care. Additionally practitioners experienced unresolved grief over their
patients’ deaths.

In the absence of a culture of recognition and support for these difficulties faced by
practitioners, there is little opportunity either for individuals to engage in reflective
practice, thus learning through experience, or for health care institutions to build
corporate memory about best practice care for terminally ill Aboriginal people.

4.6 The concept of a “good death”
Non-Aboriginal informants’ assessments of the quality of the illness and death
experienced by their Aboriginal patients were informed by both their own cultural values
(for example the importance of patient autonomy) and those they perceived as being
important for their clients (such as the wish to die on country). They therefore provided
insight into cross cultural issues for care.

Additionally, and arguably in contrast to the concepts of the “good death” used elsewhere,
they provided a commentary on the majority society’s approach to the care of some of its
most vulnerable citizens.

It was considered that many “bad deaths” may have been

preventable, particularly those in younger people, those where patients received
inequitable or suboptimal treatment or care, or where patients were disempowered and
their care wishes were not respected. The perceived “bad death” therefore provides a
critique of the quality and cultural appropriateness of available services for terminally ill
Aboriginal people.
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5. Conclusion

This study examined the care of Aboriginal terminally ill patients in Central Australia,
which is undeniably a cross cultural experience. Patients’ desire for community care was
understood to be largely culturally determined. Cultural considerations were important
for good communication, appropriate end of life decision making, the elaboration of a
care plan, working with family carers and decision makers and ensuring a good death.

For respondents to this study, issues arising from cross cultural practice were inextricably
linked with other, more pragmatic, determinants of health care. Thus, socioeconomic
disadvantage and geographical dispersion played major roles in the availability of care for
terminally ill Aboriginal people and health institution policy and resource availability
limited its extent and quality.

The cases described had features unique to the local context.

The epidemiology of

terminal illness appeared to differ from that found elsewhere, which may have
implications for service provision and deserves further study.

Non-Aboriginal health care professionals providing community care for terminally ill
Aboriginal people suffered particularly difficult working conditions and encountered
emotional stressors which arose from the experience of providing cross cultural health
care, as well as from resource limitations and the nature of caring for the dying. The
training and support that might assist non-Indigenous health care workers in meeting the
needs of Aboriginal patients and families was found to be deficient. These considerations
may provide a key to improving practice.

The concept that an illness and death experience can be judged as either “good” or “bad”
provides useful insights into the values underlying perceived client care needs and a
critique of available services. This study found those services to be limited, inequitable,
and culturally unsafe.
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The development of a culturally inclusive and responsive service requires more than
sensitivity and specific cultural knowledge. Additionally, the practitioner needs to reflect
on the nature of cross cultural practice and appreciate its historical and political
concomitants. These affect both the experience of the health care interaction and the
equity of services delivered to Aboriginal clients.
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Chapter 5
Communication for care

1. Introduction: The gateway to care

Effective communication is necessary for good symptom control and for addressing
the psychosocial and emotional needs of the dying patient and their family.
Communicating with ill and dying patients is inherently difficult as a result of the
denial of death in contemporary societies, patients’ fears, and the fears and lack of
training of many health care professionals (Buckman 1998:141-4).

In this study, practitioners’ communication with their terminally ill Aboriginal clients
was further hampered by differences of culture and language. While only one of the
twenty-five interview questions specifically probed communication, additional
information was provided in the answers to many other questions, in fact more
individual comments were documented about communication than about any other
single concern. The issues raised are shown in Figure 9.
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Good communication was important for every stage of patient management in the
cases discussed and poor communication was at the heart of many problems in those
cases.

Problems arising from cross cultural communication caused interviewees

considerable confusion and distress. Additionally, it may have resulted in inferior
case management for their Aboriginal clients. One interviewee had been so concerned
about this problem that he had submitted to the Royal Commission into Aboriginal
Deaths in Custody (RCIADIC 1991) a collection of case histories in which patients'
final illnesses had been, in his opinion, poorly managed as a result of poor
communication.

If we evaluate our care of the terminally ill according to the standards developed by
Palliative Care Australia (PCA 1998:2-3), good care should be based on the wishes,
needs and situation of the patient and their family:
Standard 1: “The palliative care service recognises the patient and family as the
unit of care.”
Standard 2: “The care of the patient is based on the needs and wishes of the
patient as a whole person.”
Where communication is inadequate, the care needs and wishes of patients and their
families cannot be taken into consideration in order for appropriate care decisions to
be made, directives for care cannot be adequately carried out and thus management
suffers.

Chan and Woodruff (1999) considered that Australian patients from non-

English speaking backgrounds suffered more from both unrelieved symptoms and
emotional distress and received suboptimal palliative care compared with English
speaking patients.

Communication is crucial for ensuring equal access to services of every kind (Pauwels
1989) including health care (Carroll 1995b).

In Australia, where community

institutions such as health care services are generally dominated by members of the
(non-Aboriginal ) majority culture, Aboriginal people are a minority group. To the

22

In the following work, I have generally used the term “non-Aboriginal” or “non-Indigenous” people
in preference to others used synonymously, but which are perhaps less accurate, such as “Westerners”,
"Anglo-Australians", "Europeans", or "white Australians". Both “Aboriginal” and “non-Aboriginal”
groups are understood to be heterogeneous.
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extent that communication between these groups is problematic, access to services is
likely to be reduced.

Communication across cultures involves much more than language or linguistic rules.
It requires an understanding and acceptance of differences in non-verbal behaviours,
interactive styles, concepts and attitudes (Pauwels 1990; Tannen 1984). It also takes
place between members of communities with differing histories, values and visions.

2. Relationships of care: "you get no clues"

In Australia, communication between Aboriginal and non-Aboriginal participants
takes place within a framework of social relationships determined by our history of
dispossession of Indigenous people by European colonisers (O'Shane 1995), and
where access to power and resources remains unequal (RCIADIC 1991 [2]: 164).

In order to provide care, non-Aboriginal practitioners interviewed for this study
needed to make relationships with Aboriginal colleagues and with Aboriginal clients,
including patients, families and community members. Relations within what is in
effect a cross cultural health care team will be further explored in Chapter 9.
Relationships between Aboriginal clients and non-Aboriginal health care workers
occurred between persons of differing status as determined from either cultural
viewpoint. While the nurse or doctor may have had considerable power to influence
the lives of Aboriginal clients, their status may have been very low in Aboriginal
terms. Additionally, non-Aboriginal practitioners frequently lacked knowledge about
Aboriginal cultural ways. Some interviewees admitted to a pervasive uneasiness in
their relationships with Aboriginal clients, arising from not knowing what was
culturally "right" to do, as illustrated by this bush nurse, who was:
...all the time worrying...am 1 doing the right thing or is someone going to hit
me over the head with a stick because I have offended someone. All the time
being really careful what you say and who you say it to and how you say it
becomes a real strain.
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Such concerns are particularly problematic in this sensitive area of practice. They
may significantly impair the practitioner's ability to respond to the client's needs, as
became apparent when responses to bereavement were discussed (see Chapter 10).
The two palliative care practitioners made explicit their difficulties in relating to
Aboriginal clients who were terminally ill, the nurse admitting to feelings of:
uncertainty ...a fear o f alienating them or losing the trust...just through
ignorance on my behalf...it will probably be quite a while before I am actually
comfortable working with these people because my background has always
been in a European sort o f system.
The palliative care doctor similarly lamented:
...the feeling o f ignorance about where the lines in our relationship are and just
not being able to address that.

That is exacerbated by my difficulty in

discerning what is happening in the relationship...I'm used to dealing with
people where you are actually feeling your way through a relationship... but it's
so difficult to do when you are dealing with Aboriginal people because you get
no clues.

Palliative care work requires empathy between providers and clients. In contrast with
primary health care practitioners, palliative care workers generally have not had the
benefit of an established longer-term relationship with their clientele, and their
therapeutic relationship is made at a particularly difficult time for the patient and their
family. If they are unable to make a bridge between cultures, the care relationship
cannot develop. This is likely to lead to anxiety and dissatisfaction amongst staff and
to limit the availability and effectiveness of the service for Aboriginal clients.

Good client and staff relations are known to improve job satisfaction amongst
palliative physicians (Graham et al 1996). In the considerable literature devoted to
sources of stress amongst palliative care staff, there are very few studies of
communication problems with patients and families from a different background from
the clinician (Vachon 1995:102). Such concerns, which were prominent in this study,
were a source of practitioner stress and of problems with clinical practice.
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2.1 Cultural misunderstandings: "putting your foot in it"
Much of the difficulty in making a relationship arose from cultural misunderstandings.
Most interviewees admitted making mistakes within the cultural domain but
acknowledged that Aboriginal host communities tolerated their ignorance and sought
to teach them more appropriate ways:
With cultural things I was putting my foot in things all the time, and I would just
get ignored or gently corrected...I think people acknowledged that you were
trying but it is difficult even when you are trying your best. - DMO
The process of cultural learning was ongoing, as illustrated in the following series of
quotes from doctors. Initially practitioners were so naive that they did not recognise
the extent of the problem:
When I first came here, 1 didn't understand anything at all and it didn't matter
because I didn't have the foggiest idea what was going on. It never would have
occurred to you that what you were doing was outrageous because you didn't
have any idea at all. - bush doctor.
Subsequently, practitioners learnt to recognise these cultural gaffes and were
embarrassed by them, to the extent that effective functioning could be paralysed:
...when I am dealing with Aboriginal people I'm not even sure that I can pick up
when I've got both left feet in the mouth at once, you just don't know, and
sometimes I'm terrified and I'm sure that inhibits me. - town doctor
The major problem appeared to be the fear of the unknown, which led practitioners to
over-emphasise the "otherness" of Aboriginal clients to the point of helplessness:
But somehow you think “I understand whitefellas but I don't understand these
blackfellas ” so it has to be some mysterious thing and you can't deal with it. bush doctor
With experience, they recovered their equanimity and continued to develop their
practice. Nevertheless, those most experienced in the field recognised the limitations
of their cultural understanding:
Yeah, I still find there are huge gaps and I'm sure they are the gaps you are
born with. You know, the way you are brought up - the way you think - the first
three or four years o f your life just fashions your thinking and I can never hope
to understand that even having lived with Aboriginal families for twenty years. town doctor
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It appears from these interviewees' stories that there is no short cut to cultural
learning.
While experience, theoretical knowledge, language liaison or empathy cannot
completely fill the cultural gaps constraining good communication and rapport, there
is value in pursuing appropriate instruction and reflecting on improving cross cultural
communication.

2.2 Dichotomies of town and bush: "roughly the same cultural values"?
The concept of a dichotomy between "urbanised" or "westernised" and more
"traditional", bush-living Aboriginal people can be misleading. Many contemporary
Aboriginal people move between these domains at different times in their lives, or use
those aspects of them needed for particular circumstances.

Their use of modem

communications technology for traditional purposes provides an example of this
practicality of approach (Michaels 1986).

Communication with Aboriginal people living in the towns was generally felt to be
easier than with those in the bush. This had to do with both language differentials and
communication behaviours:
It's easier in the town situation. Post traditional people are much happier to
tell you why...but out at [Aboriginal bush community] it's more that you pick up
the nuances that they are not engaging with you and then you know to back off.
-

doctor with town and bush experience.

Some interviewees went beyond this understanding, crudely stratifying people
according to their place of residence and perceived adherence to traditional or Western
lifestyle and thinking, which led to frequent mistakes. It may be easier to identify
cultural differences in the bush situation, where clients tend to speak languages other
than English and are seen to engage in unfamiliar practices.

In the towns, the

importance of cultural difference amongst urbanised, English speaking Aboriginal
people can be more easily overlooked. This town nurse for example felt that:
23

Interviewee said this term described "Aboriginal people who are no longer living a traditional life but
they are also not living a mainstream Australian life".
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...the people that are urbanised...have roughly the same cultural values. We
wouldn't necessarily do anything different apart from religious preferences or
family...
These latter differences might, of course, be considered of some importance. One
would imagine that in the situation where a family member was terminally ill, family
relationships and spiritual understandings and supports would be paramount in
determining how care should occur.

An ethnocentric appraisal from a health

professional could therefore miss or ignore what was important for that client and
their family and impair quality care.

In spite of such attempts at culture and lifestyle classification, other interviewees
attested that urban Aborigines in Alice Springs consulted traditional healers
(Ngangkaris), engaged in traditional practices such as smoking and vacating the
premises where a person has died, and entertained traditional ideas about the causes of
ill health or death. It seems unlikely, therefore, that they share the same cultural
values as their non-Aboriginal neighbours.

In her study of urbanised Aborigines of mixed descent in South East Queensland,
Eades (1988) recognised that they retained a strong sense of their Aboriginal identity
and organised their lives in accordance with traditional kinship obligations:
"It is impossible to adequately understand Aboriginal values, attitudes,
intentions and actions without understanding the fundamental pivot of social
relationships, particularly between relatives." (ibid:99)
This emphasis on kin has particular relevance for the care of the terminally ill.
Although her subjects were often light skinned people with superficial similarities in
language and lifestyle to their non-Aboriginal neighbours, she felt there was
continuity with traditional Aboriginal cultures.

These insights may assist the

understanding of communication with urbanised Aboriginal people in Central
Australia.
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3. Language barriers

95% of Aboriginal people living in the Apatula (southern part of Northern Territory)
ATSIC24 Region and 38% of those within its Alice Springs Region speak an
Aboriginal language (ATSIC 1999). Eighteen Aboriginal languages are spoken in
Central Australia (DHHCS 1992).

For many Aboriginal people who do speak

English, it is as a second or subsequent language.

Informants to this study worked with people, both clients and health workers, who
spoke in one or more of at least ten Aboriginal languages; Eastern, Central and
Western Arremte, Pitjantjatjara, Luritja, Warlpiri, Anmatjere, Alyewarre, Pintubi and
Waramungu (Figure 1, Chapter 1). All twenty-one interviewees spoke English as
their major language, one being bilingual in a European language. Ten either spoke
no Aboriginal language or had learnt just a few words, and eleven had some degree of
Aboriginal language skills.

The four workers with the least Aboriginal language skills were all town-based
employees of Territory Health Services. This may have resulted either from working
within a Western-oriented and structured program where there was less of a felt need,
or from the difficulty of learning the many languages required for a practice serving
clients from several Aboriginal language groups. Aboriginal populations tend to be
quite mobile for a variety of social, economic and cultural reasons including
employment, education, medical treatment, kinship obligations and traditional
associations with land (Warchivker et al 2000, Taylor 1996; ABS 1990).

Urban

service providers in particular may therefore be faced with the need to know, or to
find interpreters for more than one Aboriginal language.

Some interviewees considered that even limited language skills assisted in obtaining a
history, giving medication advice and particularly in developing rapport with patients,
one doctor describing it as a "public relations exercise". Those with better language

24

Aboriginal and Torres Strait Islander Commission
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skills were however careful to admit their limitations, particularly when it came to the
negotiations involved in the care of the very ill.
I can't express things in subtle ways...I can't discuss anything other than very
basic things with people in their own language...when you have the kind o f
issues we are talking about, there are many complexities - bush doctor.
Where negotiations were difficult or important, attempts were therefore generally
made to find an interpreter.

The ideal solution to language barriers, although rarely available, is if the health
worker is fully bilingual (and bicultural); the second best option is the use of trained
medical interpreters, and the third is for friends, relatives or untrained volunteers to
interpret (Phelan and Parkman 1995). Aboriginal health workers described in this
study were generally partially bilingual and bicultural but were not trained as medical
interpreters. The task of interpreting usually fell either to them or to members of the
patient’s family. The use of family interpreters is less appropriate because they may
impose their own views, lack understanding of the process of interpreting and
familiarity with the concepts being discussed, or because of cultural considerations,
confidentiality issues or embarrassment.

In this study, both the availability and the skills of interpreters were considered
problematic:
Translation (sic)

is given such a low priority in Central Australia and the

attitude seems to be that if you can speak the language, then you can translate.
And we know that in the rest o f the country that is not the case...People need to
be trained properly and to understand what their role is so that the subtleties on
both sides o f the conversation are adequately explained and understood. - bush
doctor.

3.1 Interpreter services in the Northern Territory
The Royal Commission into Aboriginal Deaths in Custody strongly recommended the
use of medical interpreters as a means of improving Aboriginal peoples’ access to

25

Translation refers to the written word and interpreting to the oral but the two are often confused.
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(RCIADIC

1991:Recommendation 249). In the Northern Territory, the need for an interpreter
service for Aboriginal languages has been repeatedly investigated and endorsed, but
never fully implemented. At the present time, very limited interpreter services are
available through Indigenous agencies on a fee-for-service basis. Although this issue
has been an irritant to successive Northern Territory administrations, it has also
proved electorally useful.

In 1994 the Territory Government had made an electoral undertaking to develop an
Aboriginal interpreter service, subsequently commissioning a report (Carroll 1995a)
and conducting a six-months trial of a limited service in the Top End (Northern
Territory Attorney General's Department 1997, 1998). Following the trial, it was
argued that the service was cost effective in the health sector because it reduced
inappropriate evacuations, admissions, investigations, treatments and hospital bed
days (Carroll 1995a; Northern Territory Attorney General's Department 1997).
Despite its success, the service was not extended. During the debate over ROTI, it was
disclosed there were no Aboriginal interpreters in the Northern Territory accredited at
the standard required by the National Accreditation Authority for Translators and
Interpreters [NAATI] for clinical consultations (Working Party on the Implementation
of ROTI 1996; Carroll 1995b).

The absence of an adequate interpreter service in Aboriginal languages was the
subject of a recent inquiry by the Human Rights and Equal Opportunities Commission
(Lawrie 1999).

In its submission to the HREOC inquiry (Northern Territory

Government 1999) the Territory Government argued that because of the costs and
difficulties of providing an interpreter service in Aboriginal languages, funding
responsibility should lie with the Commonwealth Government and Aboriginal
organizations. The HREOC Report noted that 27% of Territorians are Aboriginal
people while only 8% are people of non-English speaking background; despite the fact
that 74.5% of Aboriginal Territorians speak an Aboriginal language of whom over
30% speak little English, neither the Commonwealth Government’s Telephone
Interpreter Service nor the Northern Territory Interpreter and Translator Service
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(which are available free in some 150 non-Aboriginal languages) were available in
any Aboriginal languages. In the opinion of the Commissioner:
“the exclusion of the provision of an interpreter service in Aboriginal languages
is in contravention of both the Federal Racial Discrimination Act 1975 and the
NT Anti-Discrimination Act 1992'.” (Lawrie ibid: 10)

When interviewed on ABC radio (November 25 1999), Chief Minister Dennis Burke
dismissed the findings of the HREOC report, comparing the need for an interpreter
service for Aboriginal people to “providing a wheelchair for people who can walk”.

On April 10 2000, under pressure from opponents of the Northern Territory
Government’s Mandatory Sentencing Laws, Prime Minister Howard offered the
Northern Territory Government $5 million of Federal money yearly for four years,
including $1 million to fund a Northern Territory Interpreter Service, in return for
limited legal amendments. The outcome of this latest twist in the interpreter saga is
eagerly anticipated.

3.2 Interpreters and cultural brokers: "it's a minefield"
Language interpreters are third parties to a health care interaction between a client and
practitioner. “Liaison interpreting” is performed in two language directions by the
same person and requires competence of the highest order in both languages, as well
as specific skills in interpreting (Gentile et al 1996).

In this study, interpreters

generally were far more proficient in their primary (Aboriginal) language than in the
language of the health care provider, and were untrained in interpreting skills.

Liaison interpreting is generally construed as being value-neutral, with the
conversation between client and practitioner being conducted as though the interpreter
is an impersonal instrument of that communication. In practice, the interpreter is
usually relied upon by both parties to behave in a manner that recognises their
standpoint and represents their interests, and is often required to be an:
“advocate, cultural expert, guide and buffer between the hegemonic culture and
that of the client” (Gentile et al 1996:29)
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This moves the discourse into the vexed area of “cultural brokerage”, in which the
interpreter is required to bridge gaps in shared assumptions and values. In theory,
cultural information should only be presented during debriefing and the interpreter
cannot ethically be asked to influence or make decisions. In practice, interpreters act
as gatekeepers of both health and cultural information and are frequently requested to
extend their brokerage role, for example by mediating between conflicting value
systems (Kaufert and Putsch 1997). Solomon (1997) has argued that the goal of
medical interpretation should focus not on maintaining neutrality but on building
shared meanings. This seems a practical approach to interpreting for cross cultural
health care in Central Australia.

Interpreting is only a small part of any AHW's function, part of their broader cultural
brokerage role:
You can find out what's wrong to a point but with Aboriginal people so often
there is another agenda happening and they will rarely if ever come out directly
and say it...having the [Aboriginal] health workers there is just so necessary.
We underuse them as far as language goes. We tend to make the mistake so
often that the patient has understood what we are saying but...they haven't
comprehended. - bush nurse

Community interpreters need to have not only language skills but also an appropriate
kin and gender relationship with the patient and other family members (Tregenza and
Abbott 1995).

Their non-Aboriginal colleagues may either not understand this

requirement or not know how to satisfy it:
I f an interpreter is known to the patient I don't know if that's better or worse
than if the interpreter is not known to the patient, and is it appropriate for them
to be talking about those sorts o f things with the person...it's a minefield... and
the trouble for me is because we have so many different Aboriginal traditions in
Alice Springs that there is no-one that I can ask. It's different for each. - town
doctor

In urban areas, reliance on the interpreting skills of Aboriginal health workers can be
misplaced. They may not themselves speak the patient's language, or not well enough,
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or they may speak no Aboriginal language. Similarly, urban AHW relief staff find
their effectiveness as locums to bush communities constrained by language limitations
(Tregenza and Abbott 1995:24). The following comparison was made by a doctor
with both bush and town work experience:
At [Aboriginal bush community], it's easier because everyone speaks the same
range o f languages, but many Aboriginal health workers at [Urban Aboriginal
Medical Service] do not have language skills or else they are too shy to
translate in languages other than their own.

The reasons lie as much in the process of professional training and registration as in
urbanisation.

AHW training is normally provided in English, which is a foreign

language for many students (Carroll 1995b:295) and training requirements currently
favour literacy and numeracy in English, which tend to be characteristics of younger
people with a Western education, so that the older and more traditional workers are
being progressively forced out of the program (Tregenza and Abbott 1995:55-62), as
described by this doctor:
Increasingly in the years that 1 have been working in Aboriginal health, the
ability o f the health services to hang onto language speaking health workers is
really declining...so you are losing the resource o f language speaking health
workers because health worker training has gone up a cog and it is now
excluding them.

In this study, it was acknowledged that, even without specific language skills,
Aboriginal workers made substantial contributions to cross cultural understanding and
provided significant social benefits to patients:
...it's just an Aboriginal face and that means a lot to the people. - renal nurse
This does not however obviate the need for interpreters in Aboriginal languages.
Previous recommendations that AHWs undergo appropriate interpreter training and be
compensated as professional interpreters (Tregenza and Abbott 1995) have not been
actioned and at present their contribution goes under-recognised and unsupported.
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3.3 Getting the message across: ’’Chinese Whispers’’
The communication bridge provided by AHWs was imperfect because they
themselves were not fully bilingual or bicultural. Interviewees’ recognition of the
extent to which the interpreted health care interaction could be compromised varied
considerably. There was a wishful expectation that the AHW could understand and
transmit Western technical terms and concepts:
I try to use the health workers on the basis that they can understand technical
terms... And I know that I am not actually talking a foreign language to them in
the first place...so there is some sort o f expectation that what is being said is
realistic and you are not doing a Chinese Whisper26 ...that's the only insurance
I have. I know that they can understand the words that I am using and then
translate them into words o f their own language and concepts and examples
and things that these people may well understand. - town doctor.
This practitioner, a relative newcomer to the region, expressed hope rather than
confidence in the interpreted interaction, and the value of the “insurance” was surely
open to some doubt.

Other practitioners with better Aboriginal language skills were certain that
interpretation was sometimes flawed, without necessarily being able to correct or
improve it. This experienced bush doctor attributed the problem to lack of interpreter
training, however dissonant concepts of health, illness and treatments may also have
contributed:
None o f them are trained medical interpreters ...when I follow the conversation
it doesn't seem to be carrying the content ...sometimes it's quite bizarre... I get
the feeling they are talking about things quite differently.

As well as the requirement to understand and transmit technical terms, there was an
assumption that the AHW would know what the client failed to understand and be
able to remedy it. A DMO told me her AHW colleague:

26

A game where in a group someone whispers a message which is then passed around the group until it
reaches the last person, by which time it is very different to the original message
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...understands what I'm talking about and because she understands the way the
family isn't understanding it...she knows what other things she has to explain to
get the message across.
This seems a difficult task for a worker untrained in the skills of interpreting and
whose English may itself be limited.

It was felt that deficits of language, concept, literacy and numeracy amongst AHW
interpreters could all increase communicative error:
Sometimes they [clients] get the wrong message...]AHW's have] maybe the
[English] vocabulary o f a primary school child...[their understanding o f the
Western biomedical model is] very poor. The Aboriginal health workers in my
clinic have not completed secondary school and would have left school at the
age offourteen or so...They are all doing Aboriginal Health Worker Training
but without exception their levels o f literacy and numeracy are low and so they
are probably doing these studies with a great deal o f difficulty. - bush doctor

This passage underscores the (Western) educational disadvantage suffered by many
AHWs’, and its consequences for their professional training and clinical functioning.
Tregenza and Abbott (1995) documented different education levels and English
language skills between town and bush AHWs. In the examples above, however, both
the DMO and the bush doctor were working with bush AHWs, and the more reserved
judgement made by the latter may simply reflect a longer experience in the field.

The greatest difficulties resulted from the incorrect assumptions made by nonAboriginal practitioners about the efficacy of the interpreted cross cultural health care
interaction. This difficult work requires a range of knowledge and skills for which
AHWs are currently under-trained and nurses and doctors unprepared.

3.4 Health related concepts: ’'hearing the right story"
Where conceptual systems differ, some loss of communication is inevitable (Bain
1980:11-13). Interpreting medical concepts depends not only on language skills, but
on having the ability to move between Western and Aboriginal conceptual models of
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illness and treatment, not an easy task for any practitioner.

AHWs face a

considerable:
"semantic challenge...to understand concepts from a Western and nonAboriginal world and apply them in provision of services in the very different
world of their own communities." (Carroll 1995b:295)

It has been argued that using the patient's framework of understanding, or some hybrid
of both views, is more useful than imposing the practitioner's explanatory model for a
professional cross cultural interaction (Kleinman 1980; Kleinman et al 1978). In
order to do this, one needs both to understand the patient's model and to be wary of an
inappropriate cultural determinism (Scrimgeour et al 1997:24-6). In general,
interviewees for this study did not understand their patients' conceptual model. This
was partly due to language barriers, but additionally, as this bush doctor suspected,
information may have been deliberately withheld:
I don't know what their conceptual world is and... I'm never going to find out... I
can't ask the questions and I can't understand the subtleties o f the
language...no-one is going to translate...because no-one understands the
importance o f knowing that...sometimes I hear funny things... and I think "I'm
sure that's not why you really think that happened...that's probably something
you are telling me".

This is not necessarily a position of paranoia. Aboriginal people may not have as
great a wish to share their conceptual world as non-Aborigines to access it. NonAboriginal workers may be acting out of altruism (eg giving a better service), curiosity
or an (arguably unconscious) wish to be in greater control.
Aboriginal people may simply be protective.

The motivation of

Trigger (1986:115) argued that

Aboriginal people effect "a form of social closure" in order to maintain a separate
"Blackfella domain" against the cultural hegemony and administrative intrusiveness of
white Australia. Similarly Liberman (1985:245-6) stated:
"Aboriginal people have a deliberate and successful policy of keeping their
white neighbours in nearly total ignorance about their most deeply held
beliefs...The more cognitive distance that is placed between blacks and whites,
the less opportunity there is for Anglo-Australians to exercise domination"
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Beliefs associated with death may form such a protective bastion in one of the most
sensitive areas of human experience.

While this thesis did not set out to explore Aboriginal views on ill-health, death or
spirituality, a number of broad themes have emerged as non-Aboriginal health care
professionals discussed their understandings of working with Aboriginal clients and
colleagues. These include clients' recognition of the spiritual world as manifested by
their belief in sorcery, their views on dealing appropriately with the spirits of the dead,
and the spiritual importance to them of traditional lands. Any further discussion of
Aboriginal views belongs more appropriately, in my view, in their domain.

Health concepts were generally explained to clients in Western terms, both out of
ignorance of Aboriginal understandings and in recognition of the pervasiveness of the
Western health care institution.

This bush doctor, who lived on an Aboriginal

community and worked for an Aboriginal community controlled health service, which
might be considered as encouraging the use of Aboriginal models of care, gave the
following explanation:
¡...don't believe that explaining things in a Western biomedical model is...going
to convince them, but...they have to have that explanation because...that
assistance is going to occur within that model. It's important then that they
know what the limitations o f that model are to help what the particular problem
is.

It is doubtful whether lay clients of any cultural background understand well the
conceptual models on which their medical treatments are based, let alone their limits.
The more important "cultural difference" may in fact arise from the hiatus between
professional and lay understandings (Scrimgeour et al 1997). This is demonstrated in
the following example. During a community meeting following a patient's death from
cancer, a doctor was asked why medical tests had failed to detect the patient's illness
and whether the entire community should be taken to Alice Springs for x-rays. He
described his difficulty in explaining the concepts of cancer screening and the
limitations of x-rays to the community within cultural terms (community members did
not understand because of their Aboriginal language and culture). I would question
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whether screening concepts and the limitations of X-rays are part of general
knowledge within the non-Aboriginal lay community.

Even skilled medical

professionals need to undergo formal training in this area27. On the other hand, local
Aboriginal people have experienced mass screening, which has been a common public
health response to illnesses such as tuberculosis since the 1950’s (Tynan 1979; Kettle
1991). This community's response could therefore be viewed as being informed by
previous experience with Western medicine rather than arising from some exotic
cultural misunderstanding.

This study documented numerous examples of how practitioners communicated
Western medical concepts to Aboriginal clients. A useful illustration was provided by
their various efforts at explaining renal physiology. A DMO described the working of
the kidney and the tests of kidney function to AHWs as follows:
I usually try and explain that the kidney filters rubbish from the blood and that
you are measuring how much rubbish is there that hasn't been filtered.
An alternative explanation of kidney function was given to clients by the renal nurse:
I use the washing machine...to describe what the kidney does...because most
people have a concept o f what a washing machine is and so 1just explain about
the rinsing and so on.
These innovative, but different, approaches assume the universal relevance to clients
of the analogies that are used. It is interesting that in the examples above the analogy
of the "filter" came from a man, whereas that of the "washing machine" came from a
woman. Both informants thought their explanations, one mechanical and the other
domestic and utilitarian, entirely reasonable across the entire spectrum of their
clientele. The "culture" which informs our thinking and world view includes our
gender, and many other aspects of our background, personal experience and
professional socialisation.

We become relatively blind to the ways in which our

experience differs from others. The wider the "cultural gap", the more likelihood
there is of communicative distortion when we attempt to cross that gap.
27

For example, recognizing that many local health care workers’ knowledge about screening
was inadequate, the Central Australian Rural Practitioners' Association convened an entire conference
on the issue (CARPA Conference: “The role o f screening programs in Aboriginal Health”, Alice
Springs, October 1996).

110

Practitioners' assessments of the effectiveness with which Western concepts were
communicated varied considerably with both the length of their cross cultural
experience and the degree to which they worked immersed in either a Western or an
Aboriginal context. The renal nurse, who worked primarily with Aboriginal clients
but within an overtly Western and biomedical program located within THS in Alice
Springs, felt the education provided her Aboriginal clients was effective and that
mechanisms were in place to ensure quality of communication was maintained:
I don't think I have too many problems [because the renal team] get other
members o f the team just to assess whether we are hearing the right story.
These other team members who were to provide this assistance were presumably
Aboriginal workers, however at the time of the interview, the single Aboriginal liaison
worker employed within the Renal Unit spoke no Aboriginal languages and was from
an urban background, in contrast to the majority of her renal dialysis clients. Cases
described by several other interviewees attested to continuing problems renal clients
had in understanding their disease and treatment. This has also been borne out in the
recent study by Devitt and McMasters (1998) which documented the generally poor
understanding renal patients and their families have even after years of medical care
and "education" within the renal unit. The confidence of non-Aboriginal staff may
therefore be misplaced.

Bush practitioners were generally less sanguine about their success in communicating
medical concepts. This may be because they lived in and were continually challenged
by a predominantly Aboriginal environment. One example was the hesitancy with
which this bush nurse discussed her attempts to explain leukaemia to a patient's
family:
Well that was difficult. I think if you have lived in a community for a while you
begin to get to know what concepts people do understand. Strong blood, weak
blood...blood that's not working properly. I tried to explain it in very simple
terms and hoped that people would understand. You know, or you think you
know, you hope you know when people understand.
In fact, in this case, there was a failure of understanding. The patient was admitted to
hospital for a blood transfusion but subsequently refused it and died there, contrary to
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her previously expressed wishes for a home death. Despite the fact that this patient
had considerable prior experience of hospitalisation and medical procedures, the
DMO in this case commented:
Well I don't know whether she understood about the blood transfusion. She had
agreed to go into hospital for it, but maybe she didn't understand that it would
involve a needle, because she didn't want any more needles.
If practitioners have an opportunity to reflect on such experiences, they can provide a
powerful education in the consequences of miscommunicating concepts.

3.5 Speaking in English: "We miss out on theirs and they miss out on ours"
In many cases, because it was the only way clients could access services from a
predominantly English-speaking provider, the cross cultural health consultation was
carried out in English.

This circumstance did not always solve communication

problems, but generated others, including misunderstanding of language, concepts and
behaviours, and loss of language subtlety. This bush nurse, whose opening statement
(my emphasis) was belied by her subsequent discussion, described some of these
limitations:
...their English is quite good... They say they understand. They say 'yes' but in
actual fact yes doesn't mean anything... we haven't hit the nail on the head for
we have failed to make the connection somewhere for them in their way o f
thinking...we are on the wrong track...that's the problem with communicating
with Aboriginal people in English. Although they might speak English, all the
subtleties in the language and innuendoes - they don't have that English
language knowledge. We miss out on theirs and they miss out on ours.

Interviewees felt that the competence with which English was spoken on various
remote Aboriginal communities reflected their different histories.

For example,

communities established by Western missionaries had generally been subjected to a
greater degree of Western acculturation and language exposure:
1 felt that, in general, the education at [Aboriginal community] was
higher ...probably because it has been a mission for so long and they have a
much longer history o f that sort o f education and so there are a large number o f
people with better education, better English language skills... - DMO
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The English language spoken on Aboriginal bush communities by native speakers of
Aboriginal languages may not however be standard English but either a:
"pidgin...a specialised contact variety limited to certain contact situations [in
this case accessing health care]...or an interlanguage of speakers on their way to
acquiring standard English" (Harkins 1994:180)

Many urbanised Aborigines speak English well, sometimes even as their first
language. Nevertheless, Eades has suggested that for biculturally competent urban
English speaking Aboriginal people in Queensland:
"The context of conversation has significant Aboriginal cultural and social
aspects which lead to distinctively Aboriginal interpretations and meanings".
(Eades 1988:97)
The effectiveness of their communication with non-Aboriginal English speakers was
sometimes overestimated.

Many Aboriginal speakers of English in fact speak

"Aboriginal English", which Harkins (1994:180-1), describing the Town Camp
speakers of Alice Springs, argues is a dialect with its own grammatical and semantic
systems and range of lexical meanings, used to expound ideas not often expressed in
standard English. It is strongly influenced by the structures of Aboriginal languages.
Harkins (ibid: 182-4) also describes the "pseudo-intelligibility trap" which results
when speakers of standard English and Aboriginal English communicate, and either or
both parties incorrectly assume they have understood the other or were understood.
This results in the rather common experience many of us have had of talking with an
Aboriginal person and subsequently realising that we have little idea what has
transpired.

Pauwels (1990:3) found that health professionals had difficulty in establishing the role
of language in cultural misunderstandings when they and their clients communicated
through the same language. They did not recognise that difficulties in communication
resulted from cultural and linguistic differences in the use of the same language, or in
the structuring of written or oral communication. Communication rules show wide
intercultural variation.

In professional contexts, including the patient-doctor

interview:
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"even minor forms of miscommunication may have grave consequences...people
might be denied access to services, wrong advice may be given, inappropriate
action may be taken and so forth" (Pauwels 1989:6-9).
Significant misinterpretation can occur with either party to the interaction, and
sometimes only becomes apparent after an event. One bush nurse told me a story
about a concerned relative who, on overhearing her efforts to reassure a very ill
patient, mistakenly believed she was not taking the patient's condition seriously and in
order to ensure she did pointed a gun to her head!

Palliative care workers interviewed for this study recognised that discussions at an
emotional level, for example those about feelings associated with being very ill or
facing imminent death, were more difficult, even with fluent English speakers, than
with non-Aboriginal people. They were unclear why this happened but concerned
about the limitations it placed on their work. Interestingly, the palliative care staff
stated that all their Aboriginal clients over the previous twelve months, most of whom
were urban (corroborated by TPC data base for 1996/7), spoke very good English.
One worker implied that these clients chose to use the service and that their access
was dependent on factors in themselves, such as education and language, rather than
on their primary health carers.
We have palliative care patients because their English is good enough to
understand what palliative care is...I think I'm talking about a level o f
education and understanding that does not permeate the entire Aboriginal
community around here.
Another interpretation would be that only those clients with particular levels of
English language skills or Western education were referred for palliative care. If this
were the case, Aboriginal patients with more limited English would be disadvantaged
in their access to the full range of health services. Referral practices reflect service
perceptions as well as the energy referring agents put into assisting clients. Specialist
services such as palliative care need to provide care in a manner that is accessible to
all clients. Equally, primary health care workers need to gatekeep in an equitable
manner.
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3.6 Non-verbal communication: "going around the back door"
Communicating with people who are terminally ill involves tasks of breaking bad
news, therapeutic dialogue and dialogues with significant others. Guidelines for this
work have been developed (Buckman 1998), however these may be inappropriate to
working with Aboriginal clients.

Obvious examples are the recommended

maintenance of close eye contact and the direct questioning technique for eliciting
patients’ views and feelings, both of which may discomfit an Aboriginal client.
Culture determines both communication styles and the meanings of what is
communicated.

Eades (1988, 1985) has described several behavioural aspects of

communication relevant to the Aboriginal/non-Aboriginal cross cultural health
interaction including rules for information seeking and the answering of questions, the
role of indirectness, avoidance of eye contact, social shame, the use of kin terms, and
social avoidance strategies.

All of these were mentioned in the interviews, for example this bush nurse described
the importance of indirect communication:
...it is as though they are totally oblivious to what you are saying to them so you
have to sort o f go around the back door rather than in the front door. It's the
only way.
Few, however, knew how to deal with different communicative styles, as evidenced
by the perplexity of this DMO in finding information:
...times when I was asking a question the wrong way or asking the wrong
question or asking at the wrong time or something. Generally people don't tell
you...

There needs therefore to be a process for learning culturally appropriate and polite
methods of communicating with Aboriginal clients. The existing material on non
verbal communication in the Aboriginal Cultural Awareness Program offered by THS
appears to be quite limited.

One alternative would be a program of interactive

learning, perhaps assisted by video analysis.

Finally, much of what has been written about non-verbal communication between
Aboriginal clients and non-Aboriginal workers focuses on broad customs relevant to
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individual behaviours but assumes the viability of the underlying one-to-one
communication. Walsh (1991) has described the interaction between a doctor and
patient as "dyadic" (face to face talk between two individuals and controlled by the
speaker, rather than broadcast to a public and controlled by the hearer) and "noncontinuous" (talk is packaged into bits within a conversation, requiring responses).
He suggests these are characteristics of Anglo (English) but not of Aboriginal speech
interaction, and hence the Anglo health professional is advantaged during any cross
cultural doctor-patient interaction. One implication of this view is that no matter how
many Aboriginal cultural communication "rules" the practitioner learns they may not
work within the Western model for a health care interaction. The case must then be
put for the development of a radically different interactive model, one in which the
health professional shifts towards the Aboriginal domain.

4. Conclusion: Communication as an equity issue

The barriers to cross cultural communication are multiple. A communication event
occurs between individuals contextualised within their personal and community
histories and bearing different status, values and world views from one another. This
study demonstrated the lack of ease within many cross cultural relationships, and its
potential impact on the delivery of health care for terminally ill Aboriginal people.
Both lack of a shared language and the inadequate sharing of a common language
caused problems for the cross cultural health care interaction. Other difficulties arose
from using differing concepts, communication rules and non-verbal communication
behaviours.

The existing interpreter and cultural brokerage services did not

adequately deal with these concerns.

The impact of communication difficulties is felt in terms of both access to services
and the quality of the services that are delivered. If in truth, as has been alleged,
access to the palliative care service is dependent on the client being able to
communicate well in English, then inequity clearly exists. To the extent that Western
interaction modalities favour the dominant culture, the influence Aboriginal clients
have over their own care will be compromised. To the extent that explanations,
options and wishes are misunderstood, their informed consent to treatment will suffer.
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These issues will be taken up in the next chapter on decision making in the care of the
terminally ill.
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Chapter 6

Making the right decisions

1. Introduction: Cultural boundaries to negotiation

The difficulties inherent in making end of life treatment decisions (Rothschild 1994;
Wilkes 1989) are exacerbated by the communication problems that occur within the cross
cultural health interaction.

As described in the preceding chapter, these include

limitations within care relationships or due to lack of a shared language, concepts, values
and cultural ways.

Both clients and health care workers bring to the decision making interaction their own
culturally determined expectations.

Doctors and nurses work within personal,

professional and institutional cultural frameworks. Their expectations may include views
about the rights of patients and the responsibilities of family caregivers, acceptance of the
hierarchies of medical decision making and authority and faith in a particular (Western)
process of coming to a judgement. Similarly, the cultures of Aboriginal patients and their
families will determine some of their decisions, including, according to this town doctor,
where someone will die and at what stage treatment might be withdrawn:
There are some decisions which aren't decisions because they are tradition and
expectation so that there is no decision to be made - such and such will just happen
because that's the way it always happens.

Failure to meet these various expectations resulted in stress and confusion. Interviewees
were perplexed by many decisions were made by Aboriginal clients:
I think the other stress for me is not understanding why sometimes people make
decisions, you know, because o f the cultural differences. Things that to me seem
inappropriate... a lack o f concern or a lack o f interest in one's own health or a lack
of...initiative...but I am sure there are cultural reasons that I just don't
understand...

121

This study raised a number of practical, process-related and ethical issues for planning
terminal care. Some of these are prioritised in Figure 10.

Figure 10. Decision making issues raised, in order of
frequency.

Historical change

Difficult negotiations

Spokespersons

Family disagreements
Lack of informed
consent
Individual autonomy

Family meetings

Percentage of respondents raising issue.

In this chapter I will first explore the treatment and care choices that are available to
Aboriginal clients, then the processes used to decide between these choices, and finally
the ethical issues devolving from perceptions of patient autonomy. During the course of
this study, patients’ choices were found to be determined mainly by their socioeconomic
circumstances and decision making processes were seen to be culturally bound, while
their autonomy was limited more by professional dominance than by cultural
considerations.

2. Choices

In the provision of health care and specifically of palliative care, we like to think the
patient has some choice about their care, how and where and by whom it will be given.
This presumes that workable options are available to them. The findings of this study

122

suggested that the treatment and care choices available to terminally ill Aboriginal people
were limited by their endemic poverty and by inequitable distribution of health resources.
It was common for the quality of care to be sacrificed so that the patient could remain in
the family environment and on their own country. As noted by this palliative care worker:
I guess that comes down to the choice o f where you want to die. And your choice o f
where you want to die will affect what conditions are available to you.

2.1 Early intervention

The timing of an illness presentation depends on both service availability and client
factors. Many Aboriginal patients in this study presented late in the course of their
illness, which curtailed their possibilities for investigation and treatment.

It was

considered that the poor penetration of medical, specialist and diagnostic services into
remote areas delayed or compromised diagnosis.

Because of the difficulties of

transportation from remote communities, early intervention was vital for enabling the
investigations necessary for establishing a diagnosis, and hence a management plan.
When patients’ illness was more advanced, not only were their options for curative
treatment reduced but they also became too frail to travel even for palliative treatment or
respite care.

For the considerable proportion of patients presenting for care in the late stages of chronic
diseases, such as ESRD, there may be an additional benefit in anticipating the course of
their illness and trying to prepare them and their families for what the future holds. By
providing knowledge, such an approach empowers clients to participate in planning their
further care:
At [Aboriginal bush community] we are trying to give people a chance to think
about these things prior to them becoming very ill. Trying to talk to people and
their families earlier on in their illness and find out what they want to do
and...asking how we can make that happen. - bush doctor

Clients are more likely to present for medical care if they trust health service providers.
This requires a good existing care relationship, perceptions of professional competence,
and an understanding that they will be treated with respect, will not be disempowered, and
will not be required to relinquish aspects of their lives, including their cultural lives,

123

which are important to them.

The development of a culturally safe service should

therefore improve the timing of clients’ presentations with serious illnesses.

2.2 Treatment resources: The case of end stage renal failure
The variable distribution of a range of treatment resources in Central Australia
compromises choices in terminal care. In order to choose "active" treatment, which
sustains life, rather than "palliative" treatment, to ensure comfort, patients may need to
travel to and live in towns remote from their normal way of life. This affects Aboriginal
people, who are more likely to live in remote regions, disproportionately.

The most common example in Central Australia is patients with end stage renal failure
who in order to access renal dialysis must leave their families and communities and live in
Alice Springs. Renal disease is epidemic amongst Aboriginal people in the Northern
Territory (THS 1997:2). Age adjusted death rates from renal disease for Aboriginal men
are more than 14 times those for all Australian men and for Aboriginal women they are
more than 16 times those of all Australian women (Condon and Dempsey 2000). The
great majority of dialysis patients in Alice Springs are Aboriginal people from remote
communities (Devitt and McMasters 1998).28 Bush patients making major medical
decisions regarding dialysis treatment must make additional social, cultural and
environmental decisions that renal patients elsewhere may not have to take into
consideration. Town life can lead to lifestyle changes, loneliness, loss of traditional roles
and cultural supports and pressures which can become insupportable, and sometimes lead
to "non-compliance" or outright treatment refusal (Devitt and McMasters 1998:160-1).
However, as this town doctor pointed out:
...it raises the issue o f whether these people are actually refusing treatment, which I
don't think they are... I just think that they are showing that they want to be with
their family and are not explicitly saying they want to die, they are just not able to
cooperate in a treatment process which is alienating.

The proportion of patients with ESRD discontinuing dialysis treatment varies
considerably between different countries (Swartz and Perry 1993) and between patients
28

Before the Alice Springs Renal Dialysis Program commenced in 1987, all Central Australian patients
were dialysed in Adelaide, 1,500 kms further and an even more difficult adjustment.
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from different cultural and ethnic backgrounds (Leggatt et al 1997). In comparison with
the all-Australian figures (13%), 23% of Aboriginal Territorians with ESRD but only 6%
of non-Aboriginal Territorians died as a result of treatment withdrawal (Hoy et al 1995;
THS 1997).

Ambivalence about discontinuing life-sustaining dialysis is both common and
understandable (Cohen et al 1996). The most frequent reasons cited for ceasing treatment
include old age, concurrent chronic disease, untreated pain and social isolation (Bajwa et
al 1996). The reasons why Aboriginal people may not accept or may cease treatment
include treatment difficulties, lack of social support and the social isolation of patients
living away from their communities in order to access treatment (Devitt and McMasters
1998:49-76). Aboriginal patients with end stage renal disease are between ten and thirty
years younger than non-Aboriginal patients but co-morbid disease prevalence is high
(THS 1997; Hoy et al 1995:41-2).

In addition to those patients who withdraw from dialysis, there are others who decline to
start treatment or who are never offered it. Information about these groups is more
difficult to access, however of fourteen people on the Anangu Pitjantjatjara Lands offered
renal dialysis since 1992, five (35%) had declined treatment (THS 1997).

These data raise questions about the choices Aboriginal patients are facing in order to
access treatment. All ESRD patients who are not offered or who decline to start or to
continue renal dialysis are technically in a palliative stage of management however none
of those described in this study had been referred for palliative care. They and their carers
tended to be left in a management limbo, with neither an active nor a palliative treatment
plan in place. This situation was inherently stressful for patients, their families and health
care workers and could sometimes lead to inappropriate management scenarios when the
patient became acutely ill. Under the pressures generated by the epidemic of renal disease
amongst Aboriginal Territorians, little time and energy has been available for dealing with
palliative management issues. These include appropriate end of life decision making and
care planning, and need to be a part of any comprehensive treatment program for patients
with end stage renal disease.
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2.3 Resources for terminal care: “Remote area people just miss out”
Conditions on Aboriginal communities may be very harsh, thus making home care more
difficult.

Despite this many people did not want to leave home for terminal care.

Community care will be discussed further in Chapter 7. This bush nurse outlined the
reality faced by a patient with severe respiratory failure who refused to leave her home for
institutional care:
I was thinking about that particular lady and the life she leads and in the ideal
world how we would be helping her ...realistically ...in terms of... the fact that she
lives...in conditions that don't help her chest condition...I talked about...the
options...of aged care facilities...the family have said no. It's not her country and
she wouldn't want to be there.

Considerations of country were significant in determining a care plan for many patients
but community care options were limited by the lack of support services. Similar issues
have arisen for the care of the aged and disabled in the region (Woenne-Green 1995:3-6,
72-7; Willis 1989:5-15). Family carers, particularly those on remote communities, had
few personal care or domestic help resources. Practitioners who were unable to continue
supporting family carers were eventually forced, usually against both their own and their
patient's wishes, to arrange institutional care:
I felt in a bit o f a dilemma... maybe it would be better to... let her die... where she
wants to be rather than shift her 200 kms down the road into hospital which she
hated and which is such a foreign environment for those old Aboriginal people. But
the family were obviously finding it very hard to cope with the level o f care that she
needed. That's really important. Remote area people just miss out on the support
that's neededfor terminally ill people. People say “there's a remote area nurse out
there”...but where there is only one nurse, you can't give the level o f care that's
needed...the daily bath or shower, bowel care, feeding and whatever. And so the
family said “yes, take her to hospital” and two days later she died in the Alice
Springs Hospital. - bush nurse
Urban Aboriginal people also had more difficulty sustaining home care. Home nursing
was limited in both bush and town situations, but in the towns access was inferior in the
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Aboriginal Town Camps . As will be further discussed in Chapter 7, Town Camp
residents are therefore more likely to be admitted to hospital for terminal care.

3. Processes for decision making

End of life treatment decisions are made within families by culturally determined
processes and between Aboriginal patients and their families and non-Aboriginal health
care providers by cross cultural processes.

In this study, practitioners described the importance of using family and community
meetings, family spokespersons and culturally appropriate decision makers to facilitate
patient management. Such processes have also been described in other cultures with a
strong community focus. For example, a recent study of ethical issues in end of life
decision making with Native American elders (Hepburn and Reed 1995) reported similar
use of family meetings and appropriate family spokespeople and concluded that
significant control of the health care relationship must be yielded by health professionals
to the elder and their family. The authors recognised that this would generally be both
time consuming and bewildering for the clinician, a situation that also arose for
interviewees in this study.

In the following discussion of cross cultural decision making processes involving
Aboriginal clients, families and service providers and non-Aboriginal health care workers,
problems resulted from communication difficulties, cultural misunderstandings and power
imbalances deriving from institutional and cultural dominance.

3.1 Appropriate decision makers
An important theme emerging from most interviews was that decision making should be
informed by “appropriate” people, as determined from within the Aboriginal community.
This was a particular problem for the hospitalised patient, separated from their kin.
Financial support was lacking to enable family members to accompany their relative to
travel to city hospitals for medical care and important end of life decision making. Even

29 Urban Aboriginal living areas administered by Aboriginal community councils.
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for the patient being cared for in the community, finding the right people could at times be
complex:
Everyone had gone...on Men's Business30 to [another community]...we made the
decisions... in consultation with the most appropriate family members that we could
either find to speak face to face or on the phone, so we had [the other community's]
clinic looking for people for us. - bush nurse
Despite these difficulties, the practice of working with appropriate decision makers was
both respectful and practical, enabling a workable outcome, and providing some security
for the practitioner in a situation full of unknowns and potential difficulties:
I never made any decisions on my own relating to his care...always with a health
worker or ...family... I felt more comfortable... that I wasn't making the decisions... I
was guiding the direction that that decisions had to be made on but...not making
them alone or without confirmation that it was an OK decision. - bush nurse

Not all the interviewees worked in this way and examples will be given later of a more
directive response to decision making on behalf of patients. The nurse who gave the
above quote professed respect for Aboriginal authority and worked for an Aboriginal
community controlled organization which embraced an ethos of self-determination.
Nevertheless, she took direction and sought information primarily from the (nonAboriginal) community doctor rather than from the Aboriginal person in charge of the
clinic who had a lifetime's knowledge of the community's cultural ways:
I've got a doctor who's been there [a few] years...[so] I gain all this information
that would be very hard to get otherwise...I f there is no-one to ask I would
probably go to my Health Mayatja31. That's the Anangu32 man in charge o f the
clinic...he is the right person for me to talk to and ask for help... and if he didn't
know he would organise for somebody to help, [my emphasis]
During the Case Studies, this nurse explained further that she felt more comfortable
liaising with a colleague from the same culture than dealing with the stresses of
negotiating with one from another. The limit therefore to her acceptance of Aboriginal

30

Cultural practices open only to men.
3'Clinic boss
32 Pitjantjatjara word for the local Aboriginal people
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input into the negotiation process lay in the degree of comfort she felt dealing with
Aboriginal colleagues.

Both the method of family decision making and the family members who should be
involved were culturally determined. The Standards for Palliative Care Service Provision
recognise the patient and their family as the unit of care and respects their views as the
basis for the patient’s care plan (PCA 1998). Family is here understood to mean those
closest to the patient in knowledge, care and affection, namely the biological family, the
family of acquisition (by marriage or contract) and the family of choice and friends.
Although the PCA Standards are broad and inclusive, they offer no specific concept of
family reciprocity and obligation as it is understood by Aboriginal people (Eckermann et
al 1992:128-39).

Practitioners generally appreciated that the Aboriginal concept of the family was broader
than the Western (nuclear) family, but found difficulties in understanding and accessing
that kinship network. Some staff sought information directly from family members:
Not ...understanding the descriptions o f Aboriginal family relationships... I usually
end up having to ask them “who are you? ” and “what is your authority? ”... usually
you can ask one person “who speaks for this family?”...and they will usually tell
you... I speak with the whole group but I listen to the one who speaks for the family.
- town doctor
It was important, as in the case above, that communication for decision making went
through the right channels, and there was often someone appointed to speak for the
family:
I would have presented a series o f options, mostly to a spokesperson who took it to
the family and then would have discussed it with them and come back either by
themselves or with other members o f the family with their decisions - town doctor
This arrangement also served to protect the patient's confidentiality because other
members of the community who sought information could be referred to that person.

The process tended to be slow, but was ultimately necessary in order to optimise care
outcomes. Staff needed more time for such negotiations, particularly if interpreting was
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needed or when additional services were required such as arranging appointments and
transport, for which Aboriginal clients did not necessarily have the resources:
You can't just talk to them one day and get the decision right away ...things might
take two or three days...so it would be something like "we'll think about it sister, we
will let you know” and they would go away and maybe come back...and tell
you...you...just had to wait. - bush nurse

In the absence of such family assistance, health care workers felt burdened by a sense of
responsibility for making decisions on behalf of increasingly ill patients:
I don't know if she really understood [her illness and the life saving nature o f
regular hospital treatment] but I do know that she hated the hospital and just didn't
want to go back there. In the end she became really confused and... it was really
difficult ...what should we do? ...maybe someone else should be making the
decisions...it got very, very hard to decide whether to let her die peacefully. - bush
nurse

As elsewhere (Randall and Downie 1996: 63-5, 128-37), the task of making care
decisions on behalf of a mentally incompetent patient devolved partly on the relevant kin,
however in the cross cultural situation, non-Aboriginal health care staff do not always
know which family members should be consulted. Access to family members is likely to
be opportunistic rather than directed by kinship and cultural knowledge. In the following
case, the family informant was an Aboriginal health worker who, being an English
speaker and already within the Western health care system, would have been very readily
accessible to hospital staff. The community doctor, however, contended that he did not
have authority to make decisions on behalf of the patient and that liaising with him may
therefore have compromised informed consent:
The issue about that was informed consent.

You have a young person who was

severely ill but family were not consulted...she was disabled.

The hospital

maintained they did talk to... her sister's brother who is a health worker ...He is not
the appropriate person to talk to anyway.
It is of course possible that this relative was already taking direction from more
appropriate family decision makers of whom the doctor was unaware.
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Accessing family networks for appropriate decision making should not be either an
opportunistic process or a prescriptive task based only on anthropological kinship
knowledge. Cultural guidance must be provided by Aboriginal community workers with
a living knowledge of the dynamic processes within Aboriginal families. In some cases,
where traditional processes have been undermined or family networks disrupted, there
will be no easy solution, however in general there are indirect methods for achieving a
better outcome. Hepburn and Reid (1995) have acknowledged similar indirect processes
amongst Native American families for arriving at a surrogate judgement on behalf of an
incompetent patient.

3.2 Family conferences
In palliative care practice it is usual to consider the patient’s family as the unit of care and
for health care professionals to “work with families” (Oliviere et al 1998:49-70), however
scant attention has been paid to understanding family decision making processes. Hansen
et al (1998) proposed that family meetings could maximise patient and family control
over medical decision making, however they reported frequent disagreements between
parties and considerable dissatisfaction due to time constraints and restricted options.

This study found that family conferences were important for decision making in the care
of very ill Aboriginal patients. They were useful for telling "the right story" to those
assembled to ensure they understood the nature of the patient's condition and their
prognosis, thus averting the possibility of future blame over the patient's death:
[The

doctor]

had

a

big

meeting

and

explained

everything... straight

story ...people ...wonder “why can't they pick up these lumps?” and so you carry a
peculiar kind o f concern all the time...helping to manage these patients in their
final care. - bush nurse

Conferences were used to resolve differences of opinion within the family. Where the
patient disagreed with other family members, staff sometimes assumed an advocacy role,
because of their own expectations about patients’ rights:
Her family wanted her to go and have treatment but she made the decision and that
was that and we had to deal with the family in terms o f their frustration about that.
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We had a lot o f meetings, community meetings.

It was a big family and [we]

explained that it was her decision to make, not theirs. - town doctor

They also allowed staff to facilitate ways of supporting the patient. In the following case,
a bush nurse was involved in numerous such meetings during the difficult illness
trajectory of a patient who wanted home care:
...it was increasingly difficult to care for her...the family were becoming agitated
and again wanting her to come into Alice [Springs] and each time this would
happen, we would have a conference...each time...[the patient] would not be verbal
for about a week prior to the build up o f having this conference ...which included
her, the health worker and the family, and the decision would be made that she
would stay and suddenly she would become very happy and verbal again.
This nurse saw her role not as patient advocacy but more as coordinating and supporting
the team of carers, which then enabled a resolution of the patient's distress.

Such

meetings provided an opportunity to air grievances and find solutions. Similarly, family
concerns about a patient's symptoms could be addressed.

There was generally an

openness to the additional use of traditional medicines, provided the patient also went
along with the Western care program, possibly because of the intractable nature of
patients’ disease:
...every time her progress took a turn for the worse...when there were symptoms
such as pain, or she was constipated or there was vomiting this resulted in a
community meeting or family meeting about what approach to take. Sometimes the
result was to change the medications, but other times they would go off on a
hunting expedition...and they would come back with bush medicines. - bush doctor

Family conferences assisted but did not ensure a smooth or predictable course for the
patient's care. Despite efforts at frank communication and the development of a care plan
apparently acceptable to all, sometimes things went wrong.

In the following case a

patient was being cared for at home, apparently with the agreement of the family, but was
evacuated under emergency conditions just prior to her death, because they became
frightened.
We thought that we knew what we were doing and that the family knew what was
happening...and that's what was wrong...It was really clear...that there were lots o f

132

different views within that family and that we were never working together at all... it
was distressing because it took a long time to realise what they were saying to us. bush doctor
This situation resulted in distress both for the family, who had some difficulty in putting
their case to health care staff, and for the staff, who had to adjust their own understanding
of the situation and their wish to continue the patient's care towards what they had seen as
a "good death" in the community. The doctor recognised that, despite the opportunity
presented by family meetings, not all the views within that family had been heard. Whilst
this situation is not culturally unique, health professionals’ ability to "hear" may be
compromised in the cross cultural situation.

It is well recognised that two major difficulties for practitioners in their care of terminally
ill patients are incompatible ideas about how situations should be handled and feelings of
helplessness (Wilkes et al 1998; Alexander 1990). This is also likely to be true for
patients and their families. While different values coexist within any culturally defined
community, there is increased potential for ethical conflict when caregivers and clients are
from different cultural, linguistic and socioeconomic groups (Kaufert et al 1999). Cross
cultural terminal care in Central Australia gives rise to value conflicts, which then hinder
end of life decision making. Such confrontations and the disempowerment experienced
by client groups can be ameliorated by improving communication and decision making
processes.

3.3 Collective and consensual decisions: reality or myth?
The effectiveness of treatment decision making involving parties from different cultural
backgrounds depends on adequate and understandable information being available to
participants as well as on a process that permits differing communicative and decision
making styles, and recognises and addresses any power inequalities. In Central Australia
these ideals were rarely achieved.

Problems with interpreting have already been considered (Chapter 5) and the difficulties
of achieving adequately informed consent will be discussed in section 4.1 of this chapter.
A further impediment to collective decision making arises from power and status
differentials between participants. There are at least two levels at which power relations
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may dominate the cross cultural health care communicative interaction, that of patient
versus practitioner, and that of minority versus majority member of society33. In the
former case, this is because professionals generally possess more knowledge,
persuasiveness, skills, health and strength than patients, and are the gatekeepers of
essential resources (Randall and Downie 1996:28-32). Higher status members of any
group (such as doctors within a medical decision making forum) have more influence on
information exchange and group decision making (Christensen and Larson 1993). The
latter situation results from a collective historical

experience of Aboriginal

disempowerment (O'Shane 1995). Additionally, the conduct of group meetings and the
process of consensual decision making varies considerably between Aboriginal and nonAboriginal participants (Liberman 1985:15), resulting in unequal participation in cross
cultural group decision making. This does not imply lack of capability or of strength of
purpose, but is a consequence of a particular communicative interaction (Walsh 1991:6-9;
Liberman 1985:216-20).

Informants to this study generally considered end of life decision making to be a
collective enterprise. This renal nurse described the process as a functional collaboration:
...if there's a major decision concerning treatment...I usually organise a network
group which comprises o f social workers, palliative care, the doctors, liaison
people, interpreters, family, the patient and the community, the clinic sister or
whatever ...and the discharge planner from the hospital... and if they were on
dialysis...a member o f dialysis staff as well...I think there needs to be a lot o f
Aboriginal input because it can't be all our decisions and all our information needs
to come from them as well... we get interpreters...stafffrom the hospital, liaison or
the health workers...we just go around and around...yes, everyone has input.
It seems, therefore, that a lot of effort was put into the decision making process for a renal
client. Whether it worked as a decision making partnership in the way that was described
is unclear.

Other interviewees however openly admitted that they themselves dominated communal
decision making:

33 Other aspects o f the interaction such as gender relations may also be important.
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In terms o f decision making, well, you know, if I was to be totally truthful, I am
probably a little too dominant ...if l sort o f said we all get together regularly and we
take into consideration what everyone feels in order to make some really good
decisions, I know I would be lying. - bush nurse

3.4 The role of health care workers
Because various services have different points of entry into the patient's care, not all
interviewees were actively involved in the full range of treatment decisions.

Most

referrals for domiciliary nursing and palliative care services, for example, occurred
relatively late in the patient's illness, when many treatment decisions had already been
made, whereas primary health care workers were usually the first port of call.

The

following discussion is based on the primary health care experience.

Despite recognising both the Western principle of patient autonomy and the Aboriginal
imperative for appropriate family input into decision making, non-Aboriginal health care
workers often took considerable responsibility for the final care decision. They were
often caught between others' differing wishes and needs, or concerned about the sequelae
of their actions, therefore ambivalence and anxiety were common sequelae of a difficult
care decision:
...often you have to make decisions that might not be popular with families...yes, I
do get scared that if something wrong happened because o f a decision that I have
made, and the repercussions o f that decision...it's damaging to your reputation... In
terms o f palliative care, I'm always worried that I might have made the wrong
decision and maybe I should have sent the person to the hospital and I am always
wondering if I could be providing better care. - bush nurse

Several practitioners assumed roles as patient advocates, which raises a number of
concerns. The consumer and civil rights movements have bred an ethos of patient’s rights
and subsequently models of patient advocacy with the intention of supporting vulnerable
members of society (including the terminally ill).

Advocacy, however, can create

professional and ethical dilemmas or become paternalistic (Mallik 1997). Practitioners
who advocated on behalf of patients were frequently caught between different
expectations:
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Medically it's usually clear and not controversial what needs to be done.

Old

people though may tell you that they want to die in their own communities but their
relatives say “no ” and they should go to Hetti Perkins34.

This is very tough

because you are supposed to be the patient's advocate but you can't just dump a
person on an unwillingfamily. - bush doctor
This sort of dilemma has been discussed by Randall and Downie (1996), who concluded
that while relatives’ interests must be considered where the patient depends on them for
care, the patient’s good must have priority where any conflict of interest exists.
Informants to this study found such situations particularly hard to understand and resolve
because the cultural dimension added to their complexity.

One practitioner questioned whether it was culturally appropriate to act as an advocate for
Aboriginal patients:
/ feel it is more than just being an advocate, not knowing whether it's right to be,
whether I am crossing some barrier attempting to do that. - palliative care doctor
In cultural terms, it may be more appropriate for an Aboriginal health worker to provide
an advocacy role, as has been documented in a study of interpreting and cultural
mediation in end of life decision making amongst Canadian Aboriginal people (Kaufert et
al 1999). While this does not resolve all ethical concerns, it may reduce culturally based
misunderstandings and assist in empowering patients from minority cultural groups.

Doctors are trained to make and be accountable for decisions; their authority to do so is
socially validated in their medical role (Dunstan and Shineboume 1989:1-2). Accordingly,
medical interviewees considered themselves the primary decision makers:
I guess people like me and the rest o f the European health care team are still the
people who make the decisions...based on the information that comes to us and I
don't suppose very often the critical decisions are made by someone else...I don't
think the Ngangkari makes that decision and I don't think the Health Mayatja makes
that decision and I don't think the nurse does. I do. - bush doctor

34 Nursing home run by Aboriginal Hostels Limited.
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Moral responsibility, particularly in the context of professional isolation and a lack of
diagnostic and treatment resources, engendered considerable stress. For example, this
bush doctor described the difficulties of:
...running without a diagnosis or with an uncertain diagnosis...I have really gone
out o f my way to try to make sure that 1 do know what is going on so that I am not
working so much in the dark... the most stressful thing is not really knowing whether
you have made the right decision and realising that it's not fair to have made
decisions about people without lots o f information...and then always going over
it... and getting to the stage where you can't turn back
Doctors’ responsibility for decision making reflected the extent to which they provided
hands-on care. Some, particularly those who provided care indirectly, such as DMOs,
perceived their role more as presenting options and supporting informed decision making:
...last year ...my direct personal involvement fell because I was spread much more
thinly... the opinions and beliefs o f other staff became much more important than if 1
alone was bearing the responsibility o f that decision...the decisions that were made
had to be much more equitable and they had to be things that people felt
comfortable running with. - bush doctor

Community nurses' perceptions of their role in decision making were quite variable,
reflecting a discrepancy between their training and current professional roles and possibly
some gender differences. Some nurses stated they never made decisions alone, without
guidance from family members or Aboriginal staff and others that they made a lot of
decisions independently.

In general, nurses are not trained to be decision makers,

however the bush nurse practitioner needs to be more self-reliant.

Keyzer (1997)

considered that a higher level of clinical decision making was what differentiated the
advanced nurse practitioner. In this study, all the nurses interviewed with the possible
exception of the town based community nurse had a substantial level of individual
responsibility. Female nurse practitioners (and to some extent female doctors) did not
take on a lesser decision making role but were more likely to acknowledge others' roles.

Nurse practitioners also acted in a liaison role during negotiations between urban hospital
staff and community carers, or between various family members.
example a bush nurse described such a discharge planning process:
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In the following

It was between Hetti Perkins and [community] T, and then they rang me. Hetti
Perkins said he was utterly miserable... “He is going to die, he wants to go home to
his country, T community refuses to have him. We understand he has got relatives
at A community.

Could you talk to them?”...so I talked to the people here

and... they sort o f said it was OK.
The bush nurse’s knowledge of the home care situation and her continuing role in the
delivery of community care thus facilitated resolution of the care decision.

Although the liaison and interpreter roles of Aboriginal health workers were much
appreciated, AHWs were not seriously considered to be active participants in the decision
making process by either nurses or doctors interviewed for this study. A bush nurse's
view of the extent of their participation in care decisions was:
Not a great deal... We do talk with our health workers, we do discuss ideas with
them... to give the impression that we ignore the ideas o f the health workers would
be wrong. But we certainly do not do that with every decision...clinics are very
busy environments and often you have to make decisions bang, like that, you know.
One exception qualified this general belief, which was the case where an AHW was a
close relative of the patient.

Such views may result from non-Aboriginal workers’ ethnocentric assumptions and
perceptions. Much of the real decision making is likely to take place away from the clinic
or in language, and thus is not readily observable. Certainly the cultural brokerage and
interpreter roles of AHWs would put them in a potentially powerful position to influence
events. In their studies of medical interpreting Kaufert’s group (1999, 1997) recognised
that Canadian Aboriginal health workers had important roles as gatekeepers for
information transmission and as advocates, enabling patients and their families to
articulate their value positions within the context of making end of life treatment
decisions. Such advocacy can only be effective when Aboriginal workers are themselves
sufficiently empowered within the health care institution, which seems not to be the case
in Central Australia. Interpreters and other bicultural workers operate at the interface
between communicants from differing backgrounds, who hold different views and values,
and may relate from positions of unequal power (Kaufert and Putsch 1997). Their own
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status will therefore either facilitate or limit their potential role in end of life decision
making. Clarification of the role of Australian AHWs may require further study.

Ngangkaris on the other hand, were recognised as potentially important decision makers,
at least in the sense that they validated the actions of the doctor or nurse. This bush nurse
described how a patient's transfer to hospital was contingent on the advice of the
Ngangkari:
...we...felt that he really needed to go into town because we were scared that he
was going to have a stroke. But he said no, the Ngangkari was coming. So we went
and got Mrs. V who was the local Ngangkari. ...It was really quite amazing because
she sucked at his chest and out comes this long piece o f wood and it had five
notches on it and she showed it to me and she said "this really means that he is very
sick, he really should go into hospital and get some whitefella treatment this one",
and that was the only way that he would go, when she said that. I f it had four
notches on the stick, I don't think he would have gone. There was a multitude o f
people in that room, and they all counted, and they were all saying "mmm, oohh,
really sick one that one"...he ended up going to hospital that afternoon.

Again, the real role of the Ngangkari may be opaque to non-Aboriginal practitioners,
blinded not only by culture but also by their own perceived authority. Doctors and nurses
working within the Western system and liaising with traditional practitioners
understandably viewed events within their own paradigm.

Thus while it was understood that information for end of life decision making was
important, bearers and recipients of that information needed to be appropriate and
interpreting and cultural brokerage services were required, the actual decisions were felt
to be firmly in the province of non-Aboriginal health care staff.

4. The cultural relativity of patient autonomy

Western society is predicated on individualism and its health care institutions value
patient autonomy (Die Trill and Holland 1993).

Palliative care, a western-derived

discipline and philosophy, also puts a high priority on the autonomy of the dying patient
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(Smith and Moir 1995).

By contrast, in many other cultures, individuality and

autonomous decision making runs counter to deeply held notions of family and
community (Solomon 1997).

In Australian Aboriginal societies, kinship determines

social interaction and consensus is considered integral to decision-making (Crawford
1989; Eades 1988). Kaufert et al (1999), reviewing the comparable position of Aboriginal
Canadians, argued that disagreement over the correct course of action in end of life
decision making is most intense where patient autonomy is inappropriately prioritised by
non-Aboriginal care providers.

Because attitudes towards patient autonomy are based in culture, it has been suggested
that its definition should be broadened:
“...so that respect for persons includes respect for the cultural values they bring with
them to the decision making process.” (Blackball et al 1995:820-5)
The second PCA Standard for Palliative Care Service provision:
“The care of the patient is based on the needs and wishes of the patient as a whole
person.”
is therefore qualified in recognition that the patient should be:
“...involved in decision making as far as is socially and culturally appropriate for the
individual patient and family.” (PCA 1998)

In practice, many clinicians found it difficult to make that cultural and social adjustment.
There was a perception that patient autonomy was threatened, generally by family input or
decision making processes which could over-ride the patient’s wishes. This particularly
distressed the palliative care workers I interviewed:
All my palliative care training tells me, you know, that the patient is in control and I
find myself wanting to say "but what about him, what about him ”, you know, "what
does he want?"
Initially, practitioners faced with this dilemma were constrained by fear of cultural
transgression, but with additional experience they found ways of working more
comfortably in the new situation. The palliative care worker above had less than two
years of local experience whereas this bush doctor had more than five:
When I first came here, I came from a system where the autonomy o f the patient
was said to be paramount.. .into this system where it seemed as though the patients
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were no longer autonomous and significant others were making a lot o f the
decisions and I tried to involve them as far as I could. I guess I am now swinging
back to the point o f view that...patient autonomy is pretty important too...I go to
more lengths to try to explain and to work out a plan with the individual...I am not
so frightened as I used to be to do that. - bush doctor

A smaller group of interviewees felt that Aboriginal patients made their own decisions in
similar ways to European patients. There was also a view that patient autonomy had a
basis within Aboriginal tradition, a notion supported in the available literature but
tempered by a secondary communal orientation (Brady 1995; Eckermann et al 1992:133;
Myers 1991:256-76). Amongst Native Americans, autonomy is a strongly held value,
with significant impact on medical decision making, but similarly coexists with
communal processes of family decision making (Hepburn and Reed 1995).

It is probably more realistic to view patient autonomy not as an absolute requirement but
as one of several important principles with the priority given to it varying with
circumstances and over time (Solomon 1997). In order to explore these issues further in
Australia, a study focusing on decision making processes within Aboriginal families
would be needed.

4.1 Limits to informed consent
The right of the patient to adequate information on which to base treatment decisions is a
basic tenet of contemporary health care and of palliative care. According to Territory
Health Services:
“The palliative care service is committed to the terminally ill patient, family
members and carers being involved in making informed decisions relating to their
own health care.” (THS 1995:3)
This requires effective communication, particularly as the nature of what is to be
understood may be both complex and emotionally demanding, but informants suggested
communication tended to be flawed:
...when you get to the kinds o f issues that we are talking about, there are many
complexities to be conveyed and it is wrong to assume that they should not be
conveyed. I believe people need to have better information than I have been able to
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give them but I do not have any means to communicate that information. - bush
doctor

In addition to the limitations imposed by poor communication, paternalistic attitudes may
determine the extent of a client's input into medical decision making.

Health care

information is generally screened by professionals (Randall and Downie 1996:29) on the
grounds of what might be “good for” and “understandable by” the patient, and in a
manner dependent on their own attitudes and understandings. There was a perception
amongst interviewees that less information and fewer choices were given to Aboriginal
patients than to European ones. A bush nurse declared:
/ don't think our [Aboriginal] clients are fully informed like what, for instance, if
you had a condition 1 would fully inform you... if we were honest we are a bit lean
on the information we give.
In this study, it was difficult to clearly separate what was due to communication failure
from that resulting from inadequate or inaccurate information.

For example, a town

doctor described how a man died from a potentially treatable condition after choosing to
go home to die rather than travel interstate for treatment.

In his opinion, either

inappropriate information was given to the patient by hospital staff, or it was given in
such a way that it was misunderstood. Without corroborating documentation one cannot
make a judgement about this, but in either case the patient appeared to be disadvantaged.

Health care institutions have an ethical responsibility to ensure that correct, complete and
properly interpreted information is available to all parties to a care decision. This ideal
may not be adequately realised for Aboriginal clients of our health care system, not for
reasons of culture, but because of deficits in communication, and possibly as a result of
paternalism or prejudice.

4.2 The power of the family
Families may have important roles in decision making about the care of their ill relatives,
but it is argued that their concerns should not over-ride those of the patient (Randall and
Downie 1996:128-30). During this study, several interviewees expressed concerns that
Aboriginal family members took over decision making from patients and that their modes
of family decision making provided a vehicle for the power of the family over that of the
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patient. A palliative care practitioner compared family decision making in the care of
terminally ill Aboriginal and non-Aboriginal patients:
... it

took me a while to adjust to the degree o f family decision making and the power

that they had...the only time I have come across anything like it is in Italian
families...those extremely sort o f patriarchal families, the Greeks too...[with
Aboriginal families] it is not the same structure. But it is the only time I have ever
seen the family have the same power. In fact, seemingly to have more power than
the patient...I have never seen an Aboriginal patient, particularly an older person
win out against what the family have decided to do.
According to the same worker, in European families:
It doesn't always end up one way or the other ...you... see where the family is at, and
you can maybe speculate better on... why the family should want something different
from the patient, and sometimes you can find the reasons and deal with those
issues...But... the Aboriginal cultural barriers are such that I cannot do that...

The difficulty of understanding the reasons behind, and of influencing, family decision
making was therefore attributed to cultural barriers. Practitioners are generally guided by
their own cultural expectations (Blackhall et al 1995). Thus, the worker who had
previously expressed concerns about the power of the patient's family in making decisions
on behalf of the patient satisfied her own ethical sense by concluding:
I assume rightly or wrongly ...that if the patient has something to say they would say
it to the family and that would become part o f the decision.
Such interpretations may however be misleading. Disagreements occur within families in
every culture as a result of the patient's role within the family, unresolved issues between
family members and family dynamics (Rothchild 1994). Some informants to this study
proposed an additional reason in Aboriginal families, namely generational change
exacerbated by severe historical stress. Any study of Aboriginal family decision making
would need to address this historical circumstance.

4.3 The power of the health care system
Health care workers influenced their patients’ care by advocating on behalf of their
perceived interests, controlling the options for care made available to them, or imposing
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treatments on them. They were not always conscious of the ways in which they used their
power, often simultaneously espousing a rhetoric valuing patient autonomy.

4.3.1 Intervening on behalf of patients
While many interviewees recognised the apparent power Aboriginal families had over
patient care decisions, not all were prepared to accept it, preferring to support the patient's
wishes where possible. This conformed to Western notions of patient autonomy but
concurrently increased the role played by the practitioner in the decision making process.
The problems of patient advocacy have been discussed in section 3.4 of this chapter.

The three quotes in this section were provided by a bush nurse who saw herself as an
advocate for the rights of her patients to remain on country, seemed sure about what
everyone felt and what was best to do, and of course had the power to influence the course
of events:
You get a lot o f pressure from the relatives, pressures which I can understand but I
think that the dying person's wishes are uppermost, never mind what the relatives
say.
Despite her emphasis on patient autonomy, the nurse might be considered to be acting out
of “benevolent paternalism” (Randall and Downie 1996:33-4) in valuing perceived patient
wishes over family concerns.

There were two common situations where patients' and their families' wishes differed.
The first arose when patients who were frail, elderly or very ill required more care than
relatives felt able to give.

The nurse took issue with other workers recommending

institutional care for such patients because in her view this decision was made on the
strength of relatives' requests whereas the patients neither desired nor needed such care.
The battle was then no longer between patient and family but between non-Aboriginal
service providers, each of whom would have seen the patient as their primary
responsibility:
The Adult Assessment Team35...had been round the camp and all the relatives had
wanted all their old relatives in Hetti Perkins. I tore [the admission slips] all up...I
35

This Territory Government service has the responsibility o f assessing and documenting the needs of
people for supported accommodation.

144

knew the patients didn't want to go. They wanted to sit in their own country. And
what's more they weren't ready for Hetti Perkins anyhow.
The second situation was when patients were close to death, and reflected certain fears
and taboos associated with the situation of a death in the home, which will be further
discussed in Chapter 7:
...the relatives usually panic when people get close to death... they didn't want them
in their house. They didn't want them on the community. They just want them out
o f the way. Yet the dying person wanted to stay right where they were every single
time.
In these cases, unless the family were perceived by the nurse as being truly unable to
cope, their wishes were made to give way to those of the patient.

In both the above situations, patients and their relatives were from the same cultural
background and presumably shared values such as attachment to country and the taboo
against a death in the home. Discrepancies in their views may arise either from fear of
dying or from lack of support for providing terminal care; neither situation is culturally
specific. In a situation of historical change and cultural flux, inter-generational conflict
may also ensue.

Cultural accommodation within health services can enable care on

country without transgressing cultural rules, as will be further discussed in Chapter 7.

Even when done with the best intentions, interventions on behalf of patients can create
dilemmas for family function and challenge existing social and cultural norms. Without
an understanding of the different value frameworks informing clients’ views, it is fraught
with difficulties, and may impair, rather than support the rights of patients to autonomous
decision making.

4.3.2 Controlling treatment options
Another type of institutional power influencing end of life decision making on behalf of
Aboriginal clients was control over the treatment options offered them. Several
interviewees offered such examples, mostly within the specialist and hospital health care
sectors, effectively alleging both paternalism and discrimination in the care of Aboriginal
patients.
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A bush nurse, for example, described the case of a young person with extensive lung
disease who was never offered the transplant for which he technically may have been a
candidate:
I know one option...was a heart/lung transplant...a whole lot o f issues [are]
involved with that... moving a person away from their community ...to some place
like Sydney...for weeks, months or years...there are obviously huge cultural
changes for any Aboriginal person involved in that... if it was a white person those
would be the medical choices they would be able to make but... I'm not sure if this
person was ever informed that this was a choice, probably because a decision was
made before it got to the client that this would be extremely unrealistic for this
person.
The nurse’s allegation that non-Aboriginal patients were included more in making major
medical decisions and were offered a greater range of medical treatments, compared with
Aboriginal patients, raises serious ethical concerns.

A town doctor similarly described a number of cases where Aboriginal patients were not
offered all possible treatment alternatives. These included a teenager who died from
rheumatic heart disease and a young woman who died of end stage renal disease after a
period of renal dialysis, neither of whom had ever been assessed for a transplant. In the
doctor's opinion, the patients received suboptimal care:
...those sorts o f cases highlight to me a problem in Aboriginal health with young
people with significant health problems who should be fully investigated and given
the best treatment possible, end up...getting only partial investigation and very
minimal treatment which in essence becomes a form o f palliative care.
I would dispute his contention that palliative care is a form of inadequate care.
Nevertheless it is true that in the absence of an active management program only reactive
or palliative treatments can be offered.

The decision whether to offer organ transplantation is always problematic. It is a risky
treatment intervention, requiring massive ongoing medical and social support, and the
availability of both human organs and appropriate surgical facilities is limited. It can be
difficult to separate medical and social indications for following particular treatment
options because social factors are important determinants of the success of medical
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interventions. Nevertheless, decision making can be facile and ill informed where the
social and cultural factors are poorly understood, and this may operate to the detriment of
Aboriginal patients. Additionally, paternalistic thinking and the tendency to stereotype
may disadvantage them.

It is not possible to substantiate these serious allegations of discriminatory care in the
context of this study. This would require a different, perhaps comparative, approach to
the management of cases where major surgery or similar interventions are medically
indicated.

4.3.3 Treatment against the patient’s wishes
Treatment was also allegedly given against the expressed wishes of patients.

In this

example, a lady of sound mind but with poor English underwent an amputation against
her wishes, the consent having being given by family members:
She had a really bad infection o f the foot... was evacuated... and... [eventually] had
an amputation... which she wasn't very happy about... What I tried to get
across...which the health worker ...and the family ...supported as well... was that it
[her infected foot] was unmanageable in the community setting, and that by going
to hospital it could be made at least manageable for home...I'm sure the family
gave consent [for the amputation]...[however] the old lady's [mind was] very
clear. - community nurse.
The end result of the treatment that was to have facilitated home care was that following
the amputation it became more difficult, and the family then asked that the patient be
institutionalised. This case raises concerns about how a treatment decision was made
against the wishes of an apparently mentally competent patient and appears to indicate a
failure of institutional processes to ensure her informed consent. One wonders whether
adequate attempts were made to establish the patient’s competence, what information was
made available to the family who gave the consent on the patient's behalf, and how well it
was interpreted.

The perception that there was an unethical decision making process is again unable to be
substantiated within this study, but it flags the need for reviewing case management.
Additionally, culturally and linguistically relevant methods should be established for
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determining mental competence and interpreters should be employed when information is
given or significant treatment decisions are made. Chan and Woodruff (1999) found that
palliative patients of non-English speaking background who had not had the benefit of
professional interpretation (the majority in their study) tended not to have a complete
understanding of their illness and prognosis. It has been argued (Buckman 1998; Chan
and Woodruff 1999) that the use of untrained personnel to convey information to patients
of non-English speaking background may be detrimental to patient understanding and
care. This situation unfortunately appears to be common in Central Australia.

All the stories of patients being treated against their will occurred in hospital care. There
was a perception that once the patient was in hospital, decisions were effectively taken out
of the hands of patients, families and primary health care staff:
...he had cancer o f the liver and the doctor just wanted him in for a little biopsy to
confirm the diagnosis and while he was in hospital they found he had secondaries
in his bowel and they wanted to do a bowel resection...everybody remonstrated
with this rotten surgeon...the old man kept telling them that he wanted to go home
and sit under his tree, but [the doctor] was determined that he was going to operate
and he did... He more or less kept him in hospital for six weeks, he would not let him
go... his daughter ...told the surgeon he didn't want the operation, but they kept
pressuring that man... until they finally got his cross on their bit o f paper. It was
just disgusting... Anyway he was operated on, he lived three days and had a massive
stroke and he died. He wasn't allowed to come back. - bush nurse
Following a given hospital intervention patients were seen as being committed to a
treatment program that at times compounded their illness and lack of control. Regardless
of the nature of the information and consent initially given, there seemed no way the
patient could then get off the medical merry-go-round:
We sent him into hospital... it was decided that his hypertension was due to his poor
renal function and...much to his disapproval...they put in a shunt and dialysed
him...He said he was quite prepared to die and didn't want to go...Anyway...he had
the shunt and he became increasingly worse. He was being dialysed three times a
week and then the poor old fellow had a heart attack... and since then he's had a
below-knee amputation...hisprognosis is not very good. - bush nurse
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Community workers’ interpretation of these situations may in part arise from differing
perceptions of the purpose of the treatment (for example, the acute care hospital aims to
fix clinical problems and may be less likely to consider a holistic or in fact a palliative
approach), and different ways of determining treatment decisions. Interviewees felt that
as primary health care workers they were better able to understand the wishes of their
patients than were hospital staff.

A town doctor described the unfortunate death in

hospital of his patient, against his wishes, which were neither understood, nor accepted,
by staff:
...because it is a big hospital...I don't think they understand that feeling o f not
wanting to die in hospital. They didn't understand that he had the right to say ''this
is fine, I have had enough", they would have seen it as a failure if they send him
home and he dies.

Such a situation is not unique to Aboriginal patients, however in the cross cultural
context, the combination of medical paternalism, Western cultural dominance, differing
cultural needs and poor communication may diminish the much vaunted autonomy of the
patient. Perhaps the main issue is not whether the individual's wishes are subsumed by
the power of the family, but whether they stand a chance in the confusing and powerful
world of the Western health care system.

5. Discussion: The ethics of decision making

The choices for treatment and care that were actually available to Aboriginal patients and
families were limited by poverty and resource maldistribution. Additionally, interviewees
alleged that health care workers, particularly those in the secondary and tertiary sectors,
themselves limited the treatment choices they presented to some Aboriginal clients.

Decision making processes involving Aboriginal clients and non-Aboriginal health care
workers were fraught with difficulties arising from communication failure, cultural
misunderstanding and inequalities of power and status.

Interviewees in this study espoused various rhetorics, such as the importance of
appropriate family input into decision making, the patient's right to make their own
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decisions, consensual decision making involving all relevant persons, facilitating
informed consent and ensuring a culturally appropriate decision making process. The
final decisions were however felt to be firmly in the province of non-Aboriginal health
care staff. There seems therefore to be a dichotomy between what they advocated and
how they actually participated with Aboriginal clients in end-of-life decision making.

Subjects expressed concerns that their patients' autonomy in making their own care
decisions was curtailed by their families’ wishes, however a greater threat to patient
autonomy was presented by the Western health care system. It was within this system that
they could be denied information and the rights to adequate interpretation, and that they
were sometimes treated against their will. If in fact doctors, and to some extent nurses,
are the final arbiters of what will happen, they must surely bear some of the responsibility
for any curtailment of the patient's autonomy.

Although these community workers

projected concerns about the ethics of decision making into the hospital setting, there is
continuity between hospital and community care. Any analysis of decision making that
did not acknowledge this would fail to address the institutional and cultural roots of
patients’ disempowerment.

Informants also alleged their Aboriginal clients were inequitably treated. Not all of this
can be attributed to patients’ Aboriginality, however Aboriginal patients were poorer,
more likely to live in remote areas and less likely to communicate well within a Western
health care setting compared with non-Aboriginal patients, and all these factors impacted
on the care they received. No less than thirteen of the twenty-one interviewees presented
cases that reflected perceived suboptimal management. Of these, five considered their
client had poorer or unequal access to services than would have been expected elsewhere,
two stated their client had been treated without their informed consent, four that their
client had received treatment against their expressed wishes and a further two that their
client had received discriminatory treatment. These allegations need to be followed up
with studies that compare the management of Aboriginal and non-Aboriginal patients,
focusing in particular on the decision making process and the giving of informed consent
to treatment.
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Chapter 7

Care in the community

1. Introduction

It is common for Australians to want to be cared for and to die at home, but this wish is
not always able to be satisfied. In a South Australian study almost 60% of cancer patients
wanted a home death but only 14% achieved this, the rest dying in either hospital or
hospice care (Hunt et al 1993). One reason for this is the level of support that is available
for community care. A recent review of papers comparing place of death with access to
home care services (Grande et al 1998) found an imbalance between the expressed
preferences for a home death of patients, carers, community members and health
professionals and what primary care was able to provide in support of it.

The home care option has particular importance for terminally ill Aboriginal people, who
are more likely to experience alienation within a Western institutional care setting and
who for cultural and spiritual reasons may wish to die in their own country. This study
found the major causes for the failure of community care for terminally ill Aboriginal
people lay in their poverty and lack of access to care resources and carers. Figure 11
prioritises the issues raised by interviewees discussing the community care of their
terminally ill Aboriginal patients.

Many practitioners worked hard to enable their clients to remain at home for care, often in
the face of great difficulties, providing valuable lessons in dealing constructively with
problems.

While all interviewees appeared to be working within a personal and

professional ethic based on doing a "good job", and the "right thing" by their clients, some
reported negative feelings and described discriminatory responses. In this chapter I have
explored both positive and negative responses, and their potential for influencing practice.
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Figure 11. Community care concerns, in order of frequency.
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2. Dying in one’s own country

For Australian Aboriginal people, hospitalisation results in alienation from both kin and
country (Mobbs 1991). Aboriginal people place great value on their spiritual, traditional
and family connections to land, and generally want to die there. This has been expressed
consistently in local studies o f the views o f Aboriginal elders (eg. Woenne-Green
1995:59-63) and in palliative care studies elsewhere in Aboriginal Australia (Aboriginal
Research Institute 1998; Collis-McAnespie et al 1997; Wagstaff 1997; Williamson 1996).

The meaning o f "country" for Aboriginal people has been the subject o f considerable
anthropological, and more recently legal, deliberation. As Hamilton has argued (1998)
country may be defined in terms o f both spiritual ties and economic rights in land, but this
peculiarly Western duality may not resonate with Aboriginal experience. The spiritual or
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totemic connection arises from being bom near a place of particular mythological
significance. Historical dispossession of lands and the forced removal of children from
their families have obscured the understanding of connection with country (HREOC
1997:219).

Since the 1970s, anthropologists preparing land claims have come to

recognise multiple and changing bases for tenure in land (Langton 1998). During this
study, a person's "country" was understood to mean whatever he or she identified as such
by any means.

This is analogous to the way pain is subjectively recognised within

palliative care philosophy.

Thirteen of the interviewees stressed the importance of dying on country. This bush nurse
related the experience of a patient discharged from hospital for terminal care at home:
...he was overjoyed that he was there. He would sit on his mattress. He would be
stinking because o f his pressure sore. He could hardly talk - he had a stroke - he'd
say [speaks language] "my country, my country".
Many poignant stories described the efforts made by local practitioners in order to
accommodate the expressed wishes of patients to die on country:
D was...terminally ill...he was in the Old People's Home and he would sit in that
corridor and...cry: [repeatedly wailed the name o f his country]. Here he was a
traditional owner o f [that country] and he was utterly miserable for here he was
stuck...He had to be looked after and yet he shouldn't have been there.

One

afternoon U...said "old D is pretty bad, 1 don't think he's got long"...He was
suffering and I took him into the clinic and put him on the oxygen...he was still
crying: [repeats name o f country]. And yet, you know, he was cold... starting to
shut down. It was obvious to the two o f us that he wasn't going to last long and
suddenly something snapped and I said “Look it's a three hour drive to [his
country]. I'm going to ring up the sister [there]”...I said "I think we can get him
[there] before he dies, are you prepared to do a half-way meet because he is crying
for his country. He wants to die in sight o f [it] "...we did... as they were driving past
[it] on the way into [his] camp, he sat up and he recognised [where he was] - [her
voice seemed to break] - So he knew where he was and two hours later he was
dead. - bush nurse
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This research found that there were two main reasons why Central Australian Aboriginal
people who wanted to die on country were not able to do so. The first was certain cultural
concerns about vacating the premises where a death has occurred. The second, and in a
practical sense more significant, because it is amenable to change in policy and practice,
was the relative lack of resources to support the patient and family carers in the
community. The tensions generated by these contingencies provided the context for many
of the management issues described by interviewees and presented later in this chapter.

3. Vacating the place of death

Traditional bereavement practices such as "smoking" or vacating the place where a person
had died or been cared for remain significant for Aboriginal people in Central Australia.
Sixteen interviewees described such practices, which were most commonly understood as
a protective response to the presence of the spirit of the deceased.
O f course, the home was left vacant after her death for a period o f time... Because
there are ghosts in the house. Sometimes they make ceremonies to help the ghosts
to leave. - doctor

While traditional life would have enabled the bereaved to destroy a shelter and move on
after a death in accordance with cultural practice, settled existence within contemporary
Aboriginal communities may engender strains because of the resulting homelessness and
overcrowding:
In a very practical sense, away from any emotional issues, four or five families can
be left homeless if someone dies in the house. - bush nurse
Nine interviewees described cases where, as they understood it, families did not want the
patient to die at home because they would then have to leave that house. Of these, five
had requested admission to hospital for terminal care:
Another family... was going to look after him for one night before we took him into
hospital... and they were very reluctant ...they kept saying to me "Sister, how sick is
he? Is he really sick? Is he going to be alright tonight"? I'm sure they were
worried about him dying there because they would have all had to move out and
then they wouldn't have had a house to live in. I think that's a big issue for people.
- bush nurse
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Two cases were also described where relatives requested transfer to hospital out of fear of
retribution if the patient died in their care.

Interviewees tended to interpret what was happening according to their own belief system,
but their assumptions that there were materialistic reasons for decisions made about place
of death were sometimes found to be incorrect:
She...lived in the single women's camp...About a fortnight before her death she
became weaker...so they moved out to a bush camp...her and her three sisters, her
mother and a couple o f daughters and a couple o f kids attached to those daughters.
About ten people all up...they all stayed there...until she died. On the last night,
they actually demolished the bush camp and they sat surrounded by fires and she
just died in the open in the paddocks...I do know that the women's camp was very
functional. It was a good house and I assumed that it was because they didn't want
to have to vacate it when she died. But, in fact, it was vacated and it is still empty. bush doctor

In fact, the practice of vacating the home varied considerably. In some cases it was
precipitated by the occurrence of a death on the premises, in others it occurred when the
patient had been cared for in the home during their final illness but had died elsewhere
and in still others the deceased's home was vacated regardless of the place of care or
death. As interviewees understood it, this reflected varying degrees of acculturation:
They [were] much more traditional people...people wouldn't worry about the
house...even if she had died in hospital, they would still have moved out...The fact
that she had been living there - it didn't matter where she died. - bush nurse

The extent of mourning (including the time a house remained vacant after a death) also
appeared to vary according to the age and social position of the deceased. This was borne
out by several examples of protracted community grief, including those after the deaths of
a young "football hero", a young woman, and a senior law woman, each of whose houses
was either abandoned for a very long time or wrecked. It may reflect the social disruption
occasioned by the person's death (Wake et al 1999; Elkin 1964:355-9). An alternative
(but not incompatible) view is that spirits differ in their potency or ability to do harm
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(Nathan and Japanangka 1983:78; Maddock 1972:169-72; Meggitt 1962:317-30). This
understanding was echoed by a number of interviewees:
...not very often do people want people to die in their homes... Unless the person is
really old - or a baby - and so it's a weak spirit who really isn't going to cause
problems. What Aboriginal people don't want is strong spirited, young people to die
at home. - bush doctor

Despite the sympathy and understanding expressed by several practitioners, there was a
lingering and unavoidably Western perception that this practice represented a "waste" of
scarce resources:
She died two years ago. No Aboriginal has lived on that side...in these houses two perfectly good cement houses and they have been going to waste. Now they
have been converted to visitor accommodation for Europeans because no
Aboriginal will go near the place. - bush nurse

It seems that there is some ambivalence in the attitudes and understandings nonAboriginal practitioners have about Aboriginal cultural practices around a death. While
efforts are made to respect these, it is difficult for those brought up within a Western
tradition to let go of their materialism or truly accept Aboriginal practices on their own
terms.

This may limit the extent to which they are prepared to make the changes

necessary to meet Aboriginal people's needs.

In Central Australia, a culturally appropriate place of care for terminally ill Aboriginal
people should fulfil both the cultural wish to die on country and the taboo against a home
death. It must also provide an adequate level of support for patients and their carers.
Options providing alternatives to home care or hospital placement may include the local
clinic or a community based residential facility. The latter will be discussed in chapter 8.
It is clear that the acceptability of any individual care placement or of any institutional
response to care provision requires discussion at community level.

159

4. Dying in the community clinic

The community clinic might be considered an appropriate alternative place for the care of
the terminally ill because it offered a more controlled physical environment, patients did
not have to travel away from home, and local health care workers were familiar with and
sympathetic to their needs.

There were, however, a number of problems with using the clinic. It was not always large
enough to have a separate room for the care of a terminally ill person, and was used for
many other purposes incompatible with terminal care. Clinic staff had many other duties
and could not always take over the patient's care, therefore there still needed to be another
caregiver.

Clinics were not funded or staffed for providing continuous care, which

became a particular problem with a solo nurse clinic such as this one:
I f I had looked after them in the clinic then I would have had to look after them - the
family would renege their responsibility ...if the family wanted to put that person in
the clinic for the very last night, sure. But then I would insist and family ...would sit
with them and look after them in the clinic. But no, not on a long-term basis...we
are not a hospital... not there for twenty-four hours a day.

Two practitioners described a patient being moved at their family's request into the
community clinic to die, however three others provided evidence that this, like the home
care situation, could lead to avoidance behaviours. This resulted in a range of pragmatic
responses by both clients and clinic staff. In general, after a suitable period of closure, the
clinic was re-opened for normal business. In one clinic, the room where the person had
died was later able to be used for other cases of terminal care. In one case, where another
member of the patient's family had previously died in the clinic, family members were
afraid to sleep there, so the patient was cared for in the clinic during the day and went
home at night. In the following extreme example, a whole community relocated from the
settlement where a patient had died in the clinic:
After that...death, the whole community left D for three months...they moved... 12
kms down the road...lived in camps...and when we went to D clinic no one
came... the immediate family probably took about six to twelve months before they
decided to come back and visit the clinic every now and then. But mostly I have to
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see them outside or...at [another] clinic...Some people passed the idea around that
we should paint the clinic... I guess the reason 1 didn't really want to do something
about it was that I didn't want to paint the clinic every time someone died, you
know. - bush nurse

While it remained a useful adjunct to home care, terminal care in the community clinic
could therefore be problematic for a variety of cultural and practical reasons. Given the
range of responses described above, some of which could not have been anticipated from
a Western point of view, use of the community clinic should always be negotiated.

Similarly, any other "solution" to the problem of providing a suitable place of care for
terminally ill people on Aboriginal communities would require extensive prior
community consultation. One example was a palliative care worker’s suggestion that a
transportable unit could be temporarily set up on a community to provide care
accommodation. The merit of this cannot be assessed without reference to perceptions
within the Aboriginal community concerned.

S. Conditions for home care

Home conditions impacted not only on the well being of the patient but on the ability,
both physical and psychological, of carers to do their work. Patients derived significant
benefits from care in the home environment:
Culture is still strong out there and I think that it’s much more important to them
that they were close to their hills...in their camp. That they had the Ngangkari
visiting...had their family...had young kids running about all the time.

That for

them was far better than being stuck in Hetti Perkins. - bush nurse.36
The physical conditions in the home as well as the supports available to patients and
carers determined the extent to which care in the community was possible.

36 As nurses are the primary providers o f practical home care and the sample contained more bush than town
based nurses, their stories predominate here.
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5.1 Poverty
Many Aboriginal patients lived in conditions of great poverty, which limited the benefits
of home care. I was told of terminally ill people living in tin sheds, rough bough shelters,
on the verandahs of crowded houses and in riverbeds.

Bedding often consisted of a

mattress on the floor, and bed-linen did not exist. Many homes did not have a washing
machine. Sometimes there was one at the Women's Center or the Clinic that could be
used, but transport was then required for the laundry. In both Aboriginal Town Camps
and bush communities, not all dwellings have access to water and electricity. One patient
was discharged from hospital with an oxygen concentrator, and the bush nurse had to
hastily arrange for alternative accommodation because there was no electricity to her
home. Access to toilet facilities can also be a problem. Overcrowding was very common
and there was a lack of suitable furniture for nursing the patient and storing medicines.

In the face of these difficulties, compromise and flexibility was needed in the care plan.
In one of the case studies, a patient with end stage respiratory disease who wanted home
care underwent frequent hospital réadmissions over several months because of acute
exacerbations, which the community nurse attributed to a poor living situation (the
patient's bed was on the family verandah exposed to the weather), and limited care
resources (the patient was immobile, incontinent and required supervision with
medications; her family provided food and firewood but were described as not taking an
"active role" in her care). It could be argued that any person at her late stage of chronic
illness would require intermittent hospital support, and that the need for this may be
increased in a bush setting where there is neither a doctor on hand nor easy access to
hospital care when it is required. The nurse, who had additional work and worry trying to
care for the patient at home and arranging the evacuations, may have perceived these
réadmissions as particularly problematic. Nevertheless, what the nurse saw as a "failure"
may, from the patient's point of view, have been a necessary requirement for spending as
much of her remaining time as was possible in the place of her choice.
alternative would have been a nursing home, and separation from her country.

37 Aboriginal town camp households tend to be considerably more overcrowded and have fewer
conveniences o f modem living compared with other Aboriginal urban households (Lyons 1990).
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Her only

While patients were seen to be making a "choice", it was not so much that they wanted to
live in poor (as opposed to simple) conditions as that their options were severely limited.
A person who has always lived in the bush may well prefer to remain in a bough shelter
open to the environment, but if they become incapacitated it is likely that they and their
carers would appreciate appropriate nursing support. The task of health care workers is to
provide this in the patient's desired environment. This means addressing people’s
expressed needs, not some arbitrary service ideal. As this bush nurse commented:
It's very, very difficult, caring for a person who is on the ground living in a humpy
on a foam mattress with dogs around and no access to running water and no toilet
facilities...to provide the standard o f care that we are used to, but that's not really
what people are wanting or expecting. We give that care to the best o f our ability.
We take water and bowls and wash people in camp and it's not at all difficult.

Such poverty may be quite shocking and patently needs to be addressed, but resolving
socio-economic disadvantage is clearly beyond the ability of any practitioner. There is
however an existing care need, and it is therefore very important for practitioners to find
ways of moving beyond the shock and responding positively to those needs. Interviewees
were frequently obliged to tread a difficult path between their perceived professional duty
of care and the expressed wishes of their patients to remain in what could be seen as a
suboptimal care situation. For practitioners there was often:
The dilemma about knowing that often people want to die in their own country and
it is really important to them culturally and spiritually...and not being able to give
them the level o f care they need and having to send them off to hospital. - bush
nurse
The notion of professionalism needs to be expanded in order to provide creative responses
to the patient's real care needs, a task which must take cognisance of the differing values
of those concerned.

5.2 Whose problem? - values and judgements
Practitioners' expectations of "good care" depended on their own cultural values and
professional training.

Many found it difficult to satisfy their sense of professional

responsibility while relinquishing certain ingrained Western values which were arguably
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inappropriate to the current situation because they were at variance with what was
important to clients.

Initially they needed to address the consequences of client poverty. Some practitioners
recognised that poor families were unable to adequately provide some types of care:
I don't think that her hygiene was maintained at a level that I would have been
happy with...I would always find her...in wet, dirty clothes which hadn't been
changed... there was a limited number o f washing machines in the community... they
definitely didn't have one in their home...they did the very best that they could but
the services...were just not there for them to support her in the way that was
necessary. - bush nurse
Others made harsher judgements about the informal care given to patients and found
greater difficulty in accepting poor home care conditions.

This town nurse felt that

terminally ill people should not be cared for on Aboriginal Town Camps, failing to
recognise that her value judgements inappropriately attributed responsibility and blame:
...[in] the camps - the houses would probably be totally unsuitable, the cleanliness
- the whole gamut o f town camp living is probably quite terrible so 1 don't know
how we would deal with that... half the time the people we visit in the camps - they
have got no food... living conditions are quite appalling really - or to me they are
appalling...I mean it doesn't effect me in the fact that I won't go there because I
can't stand to go there - 1just feel that he probably deserves better care from his
own people.

Because of differing values and training, practitioners’ assessments of a given home care
situation were not always shared by members of the host community. While values can
and perhaps should be re-examined, interviewees also had medico-legal and professional
obligations, and sometimes found themselves in a professional dilemma. One important
example of the differing expectations of professional staff and community members,
which was raised in one interview and two prospective cases, was the safe storage of
medicines (including opiates). Patients and family members may neither understand the
safety issues inherent in drug use (after all, the medicines are supposed to be good for
you!), nor place the same importance on them as do the trained health staff. Although
health practitioners were aware that this was due to lack of education, poor facilities and
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overcrowding, some also alleged that adult carers did not take enough responsibility, thus
putting children at risk. One bush nurse stated:
...you just find drugs all over the place, on the ground...the social circumstances
are not the same as even in the worst o f white society.
The value judgement inherent in the latter statement reflected her frustration when trying
to provide safe and effective patient care, but may have had adverse consequences for her
relationships with her clients. Helpful solutions to the problems of drug management
include the provision of safe medicine boxes and specific health education measures.

Differing expectations may also exist within a given community, requiring careful
judgement in the worker. Practitioners were sometimes required to mediate between
community members in difficult care situations where traditional obligations made it
harder for some family carers to do so. This bush nurse, for example, was asked by
family members to intervene on behalf of a patient being cared for in a house where
gambling was common:
One o f the... houses was the 'casino royale’...U's sister came down asking "could
you please get rid o f some o f these people...There's too many people in the house.
It's too hard"... When all the card players were there he didn't get the attention he
needed...it was noisy. People weren't going to bed...it can go on for days and
nights without stopping... it was explained to them that he needed a bit o f quiet...

The task required of nurses and doctors in juggling values across a cultural divide so as to
make ethical judgements appropriate to any given situation could be compared with that
required of Aboriginal health workers, who also need to operate professionally and
morally in two worlds. No relevant formal training or guidance is currently available in
this difficult area of practice.

6. Family carers: ’’the obligations of care”

Informal carer support is strongly associated with facilitating care and death at home
(Grande et al 1998; Sach 1996). The amount of care provided by Aboriginal family
members is unknown, but is likely to be extensive. In the pilot study, one informant had
trouble recollecting cases that had required professional care during a period of over
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twenty years. Someone, most probably family members, must have been looking after
those who became ill and died. Needy people continue to turn up having been previously
hidden from professional care, as described by this bush nurse:
This old fellow ...was incontinent o f urine and faeces... he was being taken care o f
by a sister who was...nearly as old...She asked me to come and see him because he
was coughing and...he really was quite ill with pneumonia...until that time I had
not known that this old fellow had existed...I'm sure there are people in the
community that are very sick that you don't hear about or get to see
them... obviously people are caring for [them].

6.1 Finding the right carers: "whose cultural job"?
Some non-Aboriginal people believe that Aboriginal families offer a limitless supply of
carers. This palliative care worker for example alleged that:
...with non-Aboriginal people it's a case o f who is available to care for them...quite
often they might be living by themselves... with Aboriginal people there is always
someone around to care for them because they have such an extendedfamily.
In fact, there are many reasons, practical, personal or cultural, why it may be difficult for
family members to look after their sick. Poverty and lack of support significantly limit
the possibility and quality of home care. Many carers may themselves be old or frail
which poses problems for some aspects of physical care. High mortality and morbidity
within Aboriginal communities (Plant et al 1995) limits the availability of potential carers
(Sykes 1988).

As elsewhere, family relationships are important for care provision,

however as one informant suggested, family structure and function amongst the "stolen
generation" of Aboriginal people in Central Australia may have suffered in ways that
impact on whole communities in terms of their ability to provide care for their sick
members. The disruption of Territory Aboriginal families by government child removal
policies and the subsequent adverse inter-generational effects on parenting, social
functioning and mental and physical health have been detailed in the National Enquiry
into the Separation of Aboriginal and Torres Strait Islander Children From Their Families
(HREOC 1997:131-49, 222-31). Finally, carers need to be in an appropriate kin and
gender relationship with the sick person.

The obligation of care rests for cultural reasons with particular family members:
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I think that sick and dying Aboriginal patients have carers who have traditional
responsibilities for these people. So, for example, the principal carer for a dying
man is his spouse always... the principal carer for the wife is really the husband and
the husband's sisters...And the other people who have obligations are the people o f
the same skin group, the generational grandchildren... Their obligation would be to
provide food and company and to help feed the person. - bush doctor
Those personal or cultural factors that determined who was able to provide what aspects
of care were rarely well understood:
1 think a lot o f it has to do with things I don't understand with regard to women's
business and men's business. Although that kind o f stuff was never explained to me,
I'm sure there were a lot o f things that G's wife wasn't comfortable about doing.
I'm not sure what the family issues are and what certain family members can and
can't do for certain people. - DMO

Gender was important for care provision. In general, as in many other societies, the
women did much of the caring, but within a pattern of kinship obligations that is clearly
different from those of European families (Gray et al 1991:82-3). Hygiene and genital
care were however problematic:
The gender bit's a problem...it was an old lady and the sons would just not get
involved in her personal care...If it's an old man it may not be appropriate for the
women to be washing his bottom and cleaning him if he's incontinent and stuff like
that. - doctor
Non-Aboriginal health care professionals could sometimes broach such gender barriers,
but they were generally limited in the extent of the care they could provide in community
practice. In such a situation it could be difficult to find an appropriate carer, as this
female solo bush nurse found:
...one o f our trainee Aboriginal health workers is the grandson in law o f this old
man...the family...say that it's this health worker's job [but he]...is...not
willing...the genital toilets that really need to be done at least twice a day if he's got
a catheter in...I certainly can do it...but I can't do it twice a day seven days a
week...I've talked this over with the grandsons and the son and there is maybe a
communication barrier, I'm not quite sure, I don't know whose cultural job it should
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be. I have the sense that the wife is uneasy about it...there is no way that [the
female AHW] would do that...Ijust don't think it's culturally appropriate.
Many lay people would baulk at learning catheter care and genital toilets, but for
Aboriginal people in remote Australia there may be few alternative care options.

6.2 Appraising family care
Family members performed multiple care roles ranging from the practical to various
psychosocial and spiritual roles not always easily understood by non-Aboriginal staff.
This bush doctor contrasted positively the good physical and particularly social care
provided to his Aboriginal patient with that provided to non-Aboriginal patients:
She was clean and well dressed. She had clean bedding and was eating good
tucker. She was amazingly well looked after...I'm not used to that sort offamily
and community dedication.

Most people that I'm used to [in urban general

practice] are cared for by perhaps a very over-worked spouse. This lady had a
huge amount o f attention. There were never less than three or four people with her.
Her care seemed to be the centre o f community activities. She never lacked for
anything. I f she wanted to go for a feed or a bath or to the shops somebody would
take her or sometimes they just stroked her.

Others however felt that families did not cope as well as nurses and doctors with the
rigours of providing what health professionals expected.

As this bush nurse rather

patronisingly put it:
It's very difficult for families to provide the care.

I think they haven't got the

stamina to keep going to provide that care... You get very exhausted and they would
tend not to force themselves to wake up every four hours to do that turn or that
check, whereas we make ourselves do that even though we are very tired and it's
freezing at night at the moment.
Family carers may of course have a very different view from professional staff about what
is really important for their relative's well being.

Practitioners who did not trust in

patients’ self-care or in the work of family carers felt an obligation to enforce treatment
regimens, often by taking over responsibility from the patient and family:

168

I think the most important thing... in keeping them at the optimum o f health is that
they are very, very non-compliant with medication... [therefore] they get sick very,
very fast... we actually go and give her tablets every day. - bush nurse
There is obviously a role here for the education of family carers however this itself is
time-consuming and potentially difficult within a cross cultural care situation.

Lack of understanding about the concerns of patients and families resulted in a (probably
mutual) impatience or frustration with their actions and demands. Some informants felt
that patients' families lacked appropriate levels of concern or were frankly critical of the
care they gave. This may have resulted from ignorance of the difficulties families faced in
providing care, from communication problems or from sheer exhaustion. Inappropriate
expectations led to failure. One doctor described how a dependent patient was left in the
care of family members who subsequently went hunting, returning to find him dehydrated,
whereupon they sought hospital admission.

In the doctor's view the family were

negligent, however there may well have been an alternative explanation.

One result of such experiences can be the growth of a culture of negative stereotyping, as
reflected in the following tale which presented a poor view of Aboriginal family carers:
...families say to us... "he or she should be in a home" and you say "but they don't
want to go into the home, they are really not sick enough to go into the home". So
what do the family do but take their money, they don't feed them and just leave them
sitting there until they are sick enough to go into the home. - palliative care worker
Presumably, families who starve their relatives in order to force a change in their situation
have no other means of being heard and must be rather desperate! There appeared to be a
level of racism operating even amongst "good and caring" workers. This may have its
origins in ignorance or frustration, but its consequences will impede the care relationship
between practitioners and clients. Until it is acknowledged and explored, it cannot be
healed.

Reynolds argued that Australia’s history of racial violence and colonial dispossession has
resulted in race continuing to be:
“an inescapable moral, political and psychological challenge” (Reynolds 1999:50).
Despite this, he concluded that:
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“As a nation we find it hard to recognise our own distinctive forms of racism”
(ibid:222).
Thus even those non-Aboriginal Australians who are well intended towards people of
other races and cultures are embedded in ways of thinking and acting which can cause
psychological and cultural harm to them. This study highlighted the complexity of racial
attitudes, both positive and harmful, held by individual non-Aboriginal health care
workers, and which are reflected at an institutional level. As I will discuss further, this
may result in practical consequences in terms of equity of service provision.

7. Personal care: ’’they reneged on the wet and dirty beds"

The major issue that enables, or defeats, families' attempts to provide home care, is the
provision of personal care.

These are the more practical aspects of care, including

feeding, bathing, dressing, toileting, shelter, comfort such as heating or cooling, and
company. Families were expected to provide as much of this care as they could. There
were frequent concerns about responsibility for personal care, and sometimes resentments
when carers were unavailable.

Some aspects of personal care, particularly hygiene maintenance, arguably belong in the
nursing domain, but this was not universally accepted.

Some interviewees resented

providing personal care, either due to lack of time or because they disliked it, and others
felt it was not their job. The following case illustrates the views of a doctor and a nurse
about what “should” happen and the reality of what was required.

At interview, a bush nurse told me that families did this work, denying it was a role of the
doctor, nurse or Aboriginal health worker. This proved to be inaccurate as detailed in her
subsequent prospective case study, in which she revealed that she daily bathed an
incontinent patient, provided a mattress, bedding, and some food when the store was
closed or the patient's family was absent and washed clothes for three other incapacitated
patients whose families had no washing machine. The visiting DMO had seen her taking
a load of smelly washing to the machine and teased her that she was "earning lots o f
brownie points". He was unsupportive because he thought this was not her role, but he
was also unlikely to have fully understood practical care needs because of his own
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professional role, and perhaps because of his gender. From the nurse’s point of view
however there really were no alternatives as family support was limited and her patient
had been on a waiting list for a nursing home bed for months.

Despite the potential for blurring of professional roles that exists in remote community
practice, practical care is generally considered a nursing rather than a medical role. Four
Australian studies of general practice palliative care (Trollor 1995; Mitchell 1994;
Wakefield et al 1993; Hunt et al 1990) which documented doctors' issues, difficulties and
educational needs failed to mention anything about practical care.

Amongst those

interviewed for this study, two male doctors working with female nurses had, for gender
reasons, been called upon, although infrequently, to assist a male patient:
...generally the women o f the family help with the care... even when the patient is a
male, but the below the trousers stuff...it should be the same gender. I've had the
situation where I have had to take off my own trousers and get into the bath to
clean up an old bloke.

Interviewees considered that personal care was not part of an Aboriginal health worker’s
job, except within some kinship relationships. These views are consistent with Tregenza
and Abbott's findings (1995:47-54) that AHWs’ roles in "community care" (including the
practical care of the elderly and the sick) were less well recognised by non-Aboriginal
health professionals than by AHWs and Aboriginal community members:
Aboriginal health workers are involved in personal care if the person is related to
them in an appropriate way...the health worker would say, "I can't go there 50

there's no room for me there ".
Where appropriate kin relationships existed, the consensus was that the patient was well
cared for by the AHW relative:
...they were nursed devotedly... his niece and his grand-daughter were both working
in the clinic...and he never got sores. Every time I went there he was in clean
sheets on the mattress. He always had porridge or a cup o f tea or something by
him. He was kept clean...comfortable...He was always ...obviously alright. - bush
nurse
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Where AHW support was not available, nursing staff would try, often unsuccessfully, to
encourage family participation:
...If it was a case o f wet beds and being filthy, I would again go down with the
health worker and rouse the family...it was very often my job but I would try to
make it a family job... the family and I would do the job together. In between times I
would say when she is wet you have got to do it this way without me...quite
often...they would not do it and that...upset me. I would let them use the clinic
washing machine to wash sheets...because they didn't have a washing machine.
Try to make things as easy as I could for them but even so they reneged on the wet
and dirty beds usually. - bush nurse

This study found that limited assistance was available for Aboriginal families who wanted
to care for their sick members at home and they were therefore obliged to perform many
more practical care functions than might be expected of other (non-Aboriginal) family
carers. They were often ill prepared for these, and sometimes disinclined for cultural or
personal reasons to do so, which left a considerable care vacuum. In the absence of a
dedicated worker to provide home nursing and personal care, families were simply unable
to sustain their sick relatives at home.

8. When the health care team steps in

Professional staff often took over personal care when the patient was incontinent. They
recognised that health maintenance hardware was scarce, and that families had the right to
expect such professional support:
The families did the best they could up to a point ...after ...incontinence has set in,
they didn't have washing machines, they didn't have the where-with-all to be
changing the bed every time it was wet. That's when we had to take over ...people
were quite pleased when we did that...I don't think they are any different to any one
else in that regard despite the different culture. - bush doctor

38 The phrase “there’s no room ” refers to traditional avoidance relationships.
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The family usually shared the care with health staff, either in the home or in the clinic,
until near the end of the patient's life, at which point the staff tended to increase their
assistance. In this case, the family were providing night care in the clinic, but when the
patient became more ill the clinic sister made a decision to stay with the family carer:
Friday night I slept there because he coughed up... blood and I thought this is going
to be an awful death, and the only person, allocated person to sit with this man was
a sixteen year old pregnant girl, and I thought... if he is going to have a huge
haemoptysis or something, a young sixteen year old shouldn't have to deal with
that.

In some cases this meant the provision of total care. Not all clinic staff were able and
prepared to do this, however these cases do demonstrate the commitment many nonAboriginal practitioners had to enabling their patients to die at home:
...we had spent a huge amount o f time and energy with her care, with her pressure
area care...the level o f analgesia and making sure we had that really well
organised...the...family...hadn't come to terms with what was happening and
therefore couldn't join in with the final care o f her. So the last few days...[the
doctor] and 1 were doing it all ourselves. - bush nurse

This is a universal situation because grief, fear and lack of training will hamper any
family member's abilities to provide some aspects of terminal care. What is different is
that as a consequence of resource maldistribution, Aboriginal families probably provide
more care with less support and for longer than do their non-Aboriginal counterparts.

9. Domiciliary nursing: “Aboriginal people continue to miss out”

Aboriginal people in Central Australia have limited access to home nursing support and in
both town and bush situations this can reduce the possibility of remaining at home for
care.

Clinical nurse practitioners in the bush had multiple primary health care, public health and
acute illness management roles and thus little time to provide the additional care needed
by terminally ill patients as well as emotional support for their families:
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... it wasn't around the clock full-on nursing care. Four hourly pressure area turns,
it wasn't that sort o f nursing care... we would often go and sit with them in his camp
in the wee small hours...we were spending a lot o f time with him and the
family...the expectation was for us just to be there and that created a bit o f conflict
within the team because it took one person away from the clinic during the day...
- bush nurse
Solo nurse practitioners found such situations particularly difficult:
She was quite debilitated...blind...unable to walk...bedridden...needed help with
everything... unable to shower... incontinent o f urine... She got constipated very
quickly. There was a lot o f care involved... the family ...didn't have a bath and she
really needed to sit down in the bath, for hygiene purposes... You are a nurse on
your own out there and each week I have to drive to two communities ...often one
day a week I'm doing something like driving patients 200 kms into town... Then
there's a weekend...it was really, really difficult. - bush nurse

In the towns, some home nursing care was available through THS Community Health
Services. This was not a domiciliary but a visiting service, operating only during public
service hours, with a skeleton staff on weekend days and no evening or night service. As
there was only one nurse working with the Palliative Care Unit , home nursing support
for terminally ill people was dependent on the Community Nursing Service. Community
Nursing was not however equally available to residents of Aboriginal Town Camps.

Fringe camps developed as a result of the dispossession of Aboriginal people from their
traditional lands and have been a feature of urban life in Central Australia since the 1890s.
Following a century of failed official attempts to rid Alice Springs of their presence, camp
dwellers negotiated successfully for land tenure and services and established their own
representative and resource organisation, Tangentyere Council (Coughlan 1991). Rowse
(1998) argued that Tangentyere Council inherited the unresolved business of previous
assimilation policies, which had failed to persuade Aboriginal people to live in
mainstream ways.

Their challenge has been to develop forms of urban living that

recognise the cultural requirements of contemporary Aboriginal people.
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Until recently, Congress40, which does not employ community nurses, was considered
solely responsible for health service provision to the Town Camps, however an agreement
has now been reached between Congress and Community Health that permits a limited
service. Three patients at any one time can now be seen for specified purposes (not
including personal care). Because of a perceived security risk, staff members attended in
pairs and no weekend or night service was available. Service providers to Aboriginal
clients viewed this arrangement as inadequate and unfair:
Most staff don't even think o f it any more as an option.

So there is this culture

accepting that doctors and health workers operate without back-up from
domiciliary nursing...Because the Health Department argue that Congress have
total responsibility for health in the Town Camps and so they withdrew...their
services. - town doctor

The origin of the policy about staff safety was unclear, with no interviewee aware of any
specific precipitating incidents, but both community nurse and palliative care interviewees
accepted it without question:
...there's also been a policy set up with Territory Health that community nurses are
not to access Town Camps after dark because o f the danger issues...more to
prevent anything happening because if there isn't a policy and somebody does get
injured there are implications...! guess the understanding is there have been
ambulance officers... injured... it's a perception ...certain times o f the week can be
dangerous ...People have had rocks thrown at vehicles during daylight with the
alcohol problems that go with that. - palliative care worker

These explanations were bandied around sufficiently (and at times much was made of
similar stories in the local press) that they had become a form of accepted truth. They
were not however accepted by this town doctor, who felt that they were discriminatory:
Community Health Services came up with that issue about eighteen months
ago...their nurses didn't feel safe... We said that whenever a referral was made
Congress would take the nurse to meet the family ...After that introduction, they
would be expected to go on their own. If it was on after-hours or on weekends,

39In late 1998 a second nursing position was created for the service.
40 Central Australian Aboriginal Congress [CAAC].
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Tangentyere41 would go with them... They are very much discriminated against by
that decision not to service Town Camps... the Territory Government ...basically
provides a domiciliary service for the non-Aboriginal community.

Meanwhile

Aboriginal people continue to miss out.

There is unlikely to be any dispute about the poverty and associated misery and substance
abuse that exists on some Aboriginal Town Camps. This should not however be a reason
to further disadvantage their residents. Regardless of the origin of these Departmental
policies, their consequence was that Aboriginal town camp dwellers who were terminally
ill did not have the same level of professional support and therefore the same choices for
home care as people living elsewhere in Alice Springs. In conversations with urban
nursing and palliative care providers for this study it became apparent that little thought
had been given to this gap in service provision. Not only was the policy accepted as
immutable but the gap had not been perceived as inequitable.

Until recently it has been uncommon for a person living in an urban area to die at home.
With the development of palliative care philosophy, it is now accepted that patients may
choose to die at home and should be supported in so doing. The new Palliative Care
Service in Central Australia is part of this change. Territory Health Services will need to
address these disparities in the home nursing care available to Town Camp dwellers if
they are to offer equity in the care of the terminally ill.

10. Home help

Organised supports for the domestic tasks associated with the care of the terminally ill
varied widely between communities. Women’s Centers and Homemakers Programs have
been significant providers of services to remote Aboriginal communities, including mealson-wheels, firewood collection, home help and laundry services for the aged and infirm.
Women’s Centers are often the only site where bedding can be laundered and may contain
the community's only access to washing machines. In 1996 the Howard Government cut
funds to ATSIC42, which resulted in the cessation of ATSIC's Community and Youth
4'Tangentyere Council is an Aboriginal Council that manages the Alice Springs Town Camps.
42Aboriginal and Torres Strait Islander Commission.

176

Support Program.

This program had provided operational funding for twenty-one

Women's Centres in the ATSIC Papunya Region.

By 1999 only thirteen Women’s

Centres remained in the region, some had minimal or very tenuous funding, and many had
lost equipment and were unable to sustain their previous range of programs43. As there
are few alternative services it may in fact be harder now to support home care on bush
communities than it was four years ago.

In the towns, a limited patchwork of services exists to assist families. This town doctor
stated that for Aboriginal people in Alice Springs:
Arrernte Council44 have people who will go in and do some personal care...[but
after hours care is] a bit more difficult...Tangentyere Council has a Homemakers
Program which will provide meals... They collect the meals from Red Cross and
take them to the Town Camps. - town doctor
In reality, while Arrernte Council workers provide home cleaning and some transport for
accessing services, neither they nor Tangentyere Council provide personal care, such as
dressing or showering, to sick or frail individuals.

Both Red Cross and Tangentyere Council receive Commonwealth Home and Community
Care Services (HACC) funding, the former as a mainstream HACC provider of meals,
transport, home help, respite and maintenance, and the latter as a provider of services to
elderly people living on Aboriginal Town Camps. HACC services have informally filled
a gap in the provision of support and care for the dying for many years (Harrison 1988),
however the Northern Territory Government has failed to match Commonwealth funding
for HACC, which has limited the availability of community care resources (DHHCS
1992). As acknowledged by this town doctor, this has resulted in a shifting of those
health-related costs from the Territory Government to the community (in this case the
Aboriginal community), via Commonwealth funds:

43 Personal communication, Liz Logan, Project Officer Papunya South ATSIC Region.
44 Arrernte Council is an Aboriginal organisation providing a range o f services to the Arrernte people o f the
region.
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In the Territory, the Government here refused to put...money in and...HACC...was
established with only Commonwealth funding...HACC services here became
primarily delivered by the non-health sector through community councils which is
not what has happened in other places. Great potential you see for cost shifting. town doctor
As a result, Aboriginal communities are not only less adequately funded but less well
insulated against political vagaries.

11. Equipment for care

Equipment to support home nursing was more easily available in the towns than in bush
communities.

Bush clients are predominantly Aboriginal people and therefore any

limitations of services to the bush will overwhelmingly impact on them. In the towns,
they tended not to be offered the same level and quality of care equipment.

The urban-based Palliative Care and Community Nursing Services were able to access a
considerable store of consumables, but they tended to limit the availability of equipment
to Aboriginal town camp and bush clients because of a perception that it would not be
properly looked after:
Now I am actually prepared to buy egg carton mattresses...which I can purchase
for $20 and it doesn't matter if they don't come back... but to send out expensive
equipment which you are not sure if you are going to get it back or if you do get it
back that it will be in a condition that you can re-use it for other people... palliative care worker
The same worker described previous problems with equipment going to Aboriginal
clients, for example a story was told about an oxygen concentrator (an expensive item)
being buried with the body of the deceased who had used it during his illness. This story
proved to be hearsay and originated from elsewhere in the Territory, but was offered as
evidence for a local practice of inequitable distribution of equipment.

Rather than

educating the users or strengthening the existing systems for monitoring and retrieval, the
response of service providers to the perception of equipment misuse was to blame the
users and restrict distribution.
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In the bush, equipment was usually supplied via THS Remote Allied Health staff, which
consisted of one physiotherapist and one occupational therapist for the whole region.
There were no specific allied health services to the cross border regions. Not surprisingly,
given the scarce staff resources, THS clinics had better access for equipment than did
independent clinics.

This doctor from a bush ACCHS described the difficulty of

accessing health equipment from Alice Springs and the lack of forward planning for the
care of terminally ill patients:
Pans and commodes and wheelchairs and walking frames...It would have been
good to have a post-discharge visit by a palliative care physician so that we could
organise all o f that... On our weekly visit into Alice Springs we could pick items up
from the town services but because we didn't know ahead what would be needed
there was often a delay o f a week or two and there needn't have been.

In the cross border regions, these difficulties are compounded and health care workers
become very used to just making do. One example was provided by a bush nurse who,
during a case study, described the process of obtaining a commode. First she searched,
unsuccessfully, for a discarded commode, then she considered making one from a plastic
chair or an old arm chair, by cutting the bottom out. These proved too low for the patient
to use, so finally a big tin was found and placed under the shower chair, which had brakes
and could be made fast to the wall. The tin was disguised with paper, and the patient's
wife agreed to empty it. The only problem was that cockroaches climbed into the tin!

Lack of recurrent funding is a chronic problem for practical support services for
Aboriginal people, particularly in the bush. Some programs that have previously assisted
bush clients in innovative and arguably cost-effective ways have been undermined under
the current Federal administration.

The Ngaanyatjarra Pitjantjatjara Yankunytjatjara

(NPY) Women's Council initiated a Disability Support Project which could supply
equipment quickly from a small floating (Commonwealth Government) fund, and was
potentially accessible by terminally ill people, but it lost considerable funding in 1996. A
similar project (Walker 1996) on the Territory side of the border, which brokered funding
for transport, respite and equipment to support disabled people on remote communities,
lost its funding in 1997.
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Without the necessary hardware, it becomes very difficult to support a terminally ill
person in the community.

The issues that have been identified in accessing such

equipment include inequitable patterns of distribution of both practical resources and
personnel and the lack of adequate and secure funding for brokerage to bush clients. At
the level of the individual practitioner or service, education aimed at identifying how
resource distribution decisions are made and how to address perceived problems in
resource management may improve equity for Aboriginal clients. Support is also needed
from governments in their policy decisions and funding allocations.

12. Conclusion: Equity of access to community care

Evidence has been presented that poor resources compromised the community care of
terminally ill Aboriginal clients. There is differential access to professional care, non
professional family supports and equipment for care for Aboriginal families, particularly
those living in bush communities and on Town Camps. To some extent this is due to the
concentration of services in urban locations, but Territory Government departmental
service policies also impact differently on Aboriginal and non-Aboriginal clients. Equity
of access to community care for terminally ill Aboriginal people will depend on
governments addressing resource allocation.

Additionally, improving equity and quality of care requires us to address attitudes and
behaviours that result in discrimination.

Because many Aboriginal people live in

conditions of poverty, home care of their sick is problematic. Despite good intentions
towards their clients, some health professionals judged the care provided in the home by
family carers as being inadequate. While professing they provided care to their best
ability and without favour, some were found to act in ways that bordered on
discrimination. Ignorance, exhaustion, frustration and low staff morale all contributed to
this negativity, exposing pre-existing societal patterns of poor relations between
Aboriginal and non-Aboriginal Australians.

This distressing picture is however counterbalanced by the concern and great efforts made
by many workers to enable Aboriginal clients to be cared for where they wanted, on their
own country and amongst their kin. From them we have learnt to try to evaluate the
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health care situation within the client's terms, to develop innovative methods of service
delivery and to be guided by compassion in the care of the terminally ill.
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Chapter 8

The network of care

1. Introduction

A discussion of the community care of terminally ill patients is incomplete without
attention to institutional support services including hospitals and nursing homes, centrally
located service providers and the transportation that permits access to these.

In this

chapter I describe this wider care network and the practical realities faced by terminally ill
Aboriginal people in accessing it. Figure 12 summarises some of the concerns raised
during this study about the adequacy and function of the network of care.

Figure 12. Concerns about the wider network of care, in
order of frequency.

Respite care difficulties

Transport difficulties

Discriminatory treatment

Hospital care refused

Hospital care problematic

Percentage of respondents raising issue.

Maddocks’ model ‘Network of Palliative Care’ (1994) sited community care in relation to
other potential care agencies including hospitals, nursing homes and the hospice,
providing a means of conceptualising the totality of care delivery for terminally ill people.
This model must of course be modified to suit local circumstances.
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In Central Australia, there is currently no hospice, and specialist medical units providing
many diagnostic and treatment facilities for terminally ill people are only available in
Adelaide or Darwin. Because clients are geographically dispersed, the services they need
may be located at some distance from their homes.

Regardless of their access to

telecommunications, there remains a need for transport, either of goods and services to the
home community or of patients and families to urban centres for diagnosis, treatment and
respite or terminal care. The development of decentralised services may offer some
advantages, including meeting some of Aboriginal clients’ cultural needs.

If the network of care is to adequately support clients, its elements must function as a
whole. Territory Palliative Care wishes to develop a "seamless" service (THS 1998)
which will require a smooth interface and shared treatment goals between community and
institutional service providers. These less tangible but vital aspects of the care system are
in an early stage of development in Central Australia.

2. Transport

For people living in remote locations, transport is vital for accessing services (Wakerman
et al 1997). The town of Alice Springs is itself remote from some services needed by
terminally ill people, including diagnostic tools such as Magnetic Resonance Imaging
[MRI], and treatment modalities such as radiotherapy, which are available in Adelaide,
1500 kms away. Those living on bush communities must make the additional journey
into Alice Springs.

Private vehicles are scarce, and most roads in the Territory are

unmade. Public transport is limited, infrequent and expensive. Because of the distances
involved, some public transport is by air, either on regular airlines flying between towns
or on mail charter flights to remote communities. Recent media reports debating whether
mail charter planes will continue to be licensed for carrying passengers (Kelly 1999)
emphasise the tenuousness of the existing transport network.

The physical condition of a terminally ill person may itself make transport for care
difficult. In three of the interviews and three case studies transport difficulties were
nominated as a major concern for client care:
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...anticipating problems down the line with these palliative care patients is so
important...it has a lot to do with transport and accessibility...If you don't put the
plan in place early when they are relatively well and get things done, by the time
they get really ill you cannot transport them any where easily...that has a lot to do
with distance... it is very difficult if you are sitting in an Aboriginal community 2000
miles [sic] away from Adelaide. - bush doctor

It is often considered that aerial medical services45 have overcome the distance
disadvantage for remote patients, however there remain significant practical difficulties.
The Royal Flying Doctor service prioritises emergency retrieval and regular community
clinics. A patient needing transport for non-emergency care, for example in order to see a
specialist or access respite care, can sometimes "hitch-hike" on emergency or clinic
transport, but is not assured passage and may also find difficulties getting home.

Emergency evacuations can themselves be difficult. Poor weather conditions including
fog and heavy rain can render a bush landing strip unusable. Not all community airfields
can be used at night. A night evacuation can therefore mean transporting the patient some
or all the way by road. In certain situations the patient's condition needs to be medically
stabilised before they can be transported.

One example was the emergency night

evacuation from a community without a night airstrip of a petrol sniffer now suffering
from terminal respiratory failure and needing urgent symptom control.

Initially, his

evacuation was delayed because he was considered a transport risk:
With his fitting and his aggressive behaviour... the RFDS won't take anyone who is
aggressive like that...And any sort o f sedation would have made his respiratory
status worse...it took two o f us to hold him down...for three or four hours...it is a
100 km drive to the air strip so we had to take him at about 2am... We made him a
bed in the back o f the Toyota... I drove and the male nurse sat in the back with him.
We had constant oxygen on him. - bush nurse

45 In Central Australia, aerial medical services are provided by the RFDS in conjunction with Territory
Health’s Remote Health Services.
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In addition to these practical matters, there were cultural issues affecting transport, such
as the creation of "no go" areas during ceremonial business46. One example was the delay
in a bush patient's admission to hospital for assessment and diagnosis when the only road
into Alice Springs was blocked during ceremony time. The major cultural issue, however,
was the need of Aboriginal patients to be transported home in order to die on their own
country:
They had often been staying in [Alice Springs] Town Camps because they were
crook and they would come in to find out what was wrong with them and they
would be having treatment...but when it became apparent that this was finishing up
time for them then it becomes my country time for finishing up. - palliative care
worker

“Finishing up” (dying) was perceived as something to be done on one’s home country.
Although individual health care workers who recognised this need attempted to facilitate
it, the available mechanisms for repatriation were limited and did not take these cultural
considerations into account. These patients were often too ill to go home without specific
medical transportation. The RFDS cannot, for reasons of economy, repatriate patients
unless there is room on an existing flight. In practice this means a patient can die while
waiting for transport home. Road ambulance services will in theory assist if requested to
do so47, however they too have limited resources and many of their vehicles are not suited
to unmade roads. A journey to a distant community may take officers and the vehicle
away from Alice Springs (and from availability for emergency work) for many hours and
is not really practical. Assistance is more commonly sought for a "half way meet" with
community clinic staff, generally in the emergency scenario, which does not include
transport to die at home.

Uncertainty about whether patients could be transported home to die caused great concern
for them, their families and community health workers. In some of the cases I have
followed, it was an important factor in decisions about whether to go into hospital for
diagnosis or treatment. The implications became very clear in several of the case studies.

46 Cultural ceremonies. It is considered dangerous for some people to be present at these or to meet with
those who conduct them.
47 Personal communication Steve Speers, Alice Springs St. John Ambulance Service, 1998.
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One patient who had been hospitalised in Alice Springs for a palliative procedure was
waiting for RFDS transport to become available when the community nurse, who was in
town on other business, arranged to drive him home. This enabled him to die on his own
country, which was very much appreciated by his family, who subsequently (and
exceptionally) honoured the nurse at his funeral. This option was only possible because
the patient lived on a community relatively close to (within three hours drive of) Alice
Springs.

Another patient living on a much more remote community did not have this option and
spent so many weeks in hospital waiting for RFDS to transport her home that she became
increasingly ill and disabled, and eventually mentally incompetent, which meant that she
was no longer able to participate in care decisions and to argue for her right to go home.

A further tragic case concerned a patient admitted for symptom management who,
because of the time taken to develop a consensus about sending him home and the lack of
available transport, died in hospital. The treating hospital staff had officially "discharged"
him pending transport. Because, in this treatment limbo, he did not receive the intensive
palliative care that would have enabled him to remain in a fit enough condition to be
transported home, he deteriorated and eventually was taken off the transportation list.
Hospital staff were apparently unable to understand the importance, to him and his family,
of his coming home.

Transportation for terminally ill Aboriginal people should therefore ideally be a two-way
system, which not only allows access for diagnosis, treatment or respite care, but also
permits repatriation home on cultural grounds.

3. Respite care

Respite care supports home carers by enabling them periods of rest and a safety net should
they temporarily be unable to continue home care. In the longer term, patients are assisted
to remain at home and to die on country. Respite care may be provided “in home” or in a
care facility.
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Despite these advantages, this type of care has had a very low priority in Central
Australia. There are no respite beds in the Alice Springs Hospital, those in the nursing
homes are in short supply, and transportation for respite care poses considerable
problems. Despite previous recommendations to THS (Packham and Worrall 1997) the
CAPCS has no budget to fund palliative respite care48.

Residential respite care is provided to patients with a variety of conditions associated with
ageing and disability. Palliative patients’ use of respite beds is limited by their changing
and often unpredictable circumstances.

All patients enter nursing homes subject to

approval by the Territory Government's Aged Care Assessment Team [ACAT], which is
town-based but provides some visiting services to the bush.

This assessment procedure

generally lends itself better to conditions with a more stable prognosis.

The maximum permitted respite care days for any given patient is 63 per year, although
extensions for a further 21 days can be requested. Currently, both Old Timers and Hetti
Perkins nursing homes have approximately two beds at any time being used for respite
care49. Because they are under different managements, regulations vary, but both attempt
to provide as flexible a service as is possible and to accommodate emergency needs. Old
Timers is allocated 760 respite bed-days per year and the waiting list for a planned two or
three week period of respite care is approximately 2.5 months. Hetti Perkins currently has
up to twenty people waiting for respite beds at any time and therefore puts a two week
limit on their respite program.

Respite care was discussed by three interviewees but did not appear to have a significant
role, possibly because it wasn’t readily accessible and could not be included in their care
plans. One bush nurse stated that respite care was not needed because people come home
to their bush communities to die.

This ignores the uncertain prognosis and care

difficulties in many terminal illnesses, which places a burden on carers that can only be
ameliorated by periods of respite.
48

Personal communication, Ros Albiston, manager, Adolescent and Adult Health Services, Community
Health, Alice Springs, 1999.

49

Sr. Mary Miles, Old Timers Nursing Home and Sr. Sue Brentnall, Hetti Perkins' Nursing Home, 1999.
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The importance of access to respite care was best demonstrated while monitoring the
unfolding of the care plan during the Prospective Case Studies. One bush nurse felt that
without planned periods of respite the family of one patient would have been unable to
continue home care. The patient’s fear of being unable to return home from a period of
respite care in town provided an unexpected obstacle to this plan.

Because the

community was ’’only" two hundred kilometres from Alice Springs, the nurse, a solo
practitioner, transported the patient in the clinic vehicle. In her opinion, a community
based option for respite care would have alleviated these problems.

Another bush nurse described a patient waiting five months for a respite bed, rather a long
time for somebody who was terminally ill! During those five months she reported the
difficulties of continuing community care. Because she had two dependent patients both
of whom wanted to be cared for on their community but needed periods of nursing home
respite, she proposed a creative solution whereby they could "bed-share" one nursing
home bed, each spending alternative periods in respite care and in community "reverse
respite". She also willingly accepted the task of driving each back and forth from the
community, a journey of over three hours each way. This plan was foiled by nursing
home regulations but once again it illustrates the commitment of some bush staff to
supporting community care.

This last case also demonstrated both the role and some of the difficulties of reverse
respite care.

Requirements for successful reverse respite include appropriate

accommodation and equipment, transport, finance to support the person in the community
setting and the availability of community carers. In the above case, one patient returned
from the nursing home to her somewhat dysfunctional community into the care of a
relative who subsequently started drinking, whereupon care devolved on a family of
children without adult support. The oldest girls, aged twelve and fourteen, provided most
of the care, however when they had to leave the community for schooling, home care was
unable to be sustained even with the nurse's support. Financial considerations were also
important, as the patient's pension stayed with the nursing home during the period of
reverse respite, and the already strained resources of the family were insufficient for the
patient's upkeep.
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Transportation of the palliative respite care patient is not generally available through the
medical transportation services. RFDS attempts to "bend the rules" to transport some
respite care patients, usually under the guise of patient "assessment"50. This is only
possible for patients living in the Northern Territory and is easier for those living on
communities serviced by THS clinics. Clinic staff liaise with Remote Health Services in
order to ensure transport both ways is available for patients coming into town for respite
care. This usually means coordinating with regular RFDS clinic flights. For patients
coming in from ACCHS and from the cross-border regions, the situation is more
complex. Patients may need to travel by commercial or private transport or in the clinic
vehicle. It must be remembered that distances are vast, roads often rough, and the patients
are frequently frail.

One plan to provide respite care in Alice Springs to a patient from a cross border
community was nearly abandoned due to lack of transport. The patient was an old man
with widely metastatic cancer, who spoke no English and was said to be very afraid of
flying. For lack of any other option, he travelled unescorted on the mail plane, a long
journey with many stops on a small, un-pressurised aircraft. The return journey was made
in two stages; having waited an additional three days in town, he was able to "hitch-hike"
on an RFDS emergency flight to a nearby community, from where he was retrieved by the
community doctor, an hour's journey over rough roads.

While this placement was

problematic, it ultimately proved successful by enabling his family to cope with the rest of
his illness, and the patient died on his country as he wished.

The limited current availability of respite care is dependent more on good will, "bending
the rules" and evanescent local expertise about the complexities of patients' situations
than on formal institutional procedures or dedicated funding. Its fragile infrastructure is
subject to external change. Addressing these shortfalls will benefit those terminally ill
patients and their families who for personal or cultural reasons wish home care.

50Personal communication Dr. Nick Williams, Senior Medical Officer for Remote Health Services, 1998.

191

4. Hospital care

Terminally ill patients may require hospital care for diagnosis or symptom control,
because of an intercurrent illness, or for terminal care. Community-based practitioners
welcomed the support provided by the hospital, but nevertheless offered a number of
criticisms of hospital care. Such criticisms must be evaluated in the light of a degree of
mutual distrust between community and hospital workers derived from somewhat
differing perceptions of the goals of treatment.

Six of the twenty-one interviewees and three of the six practitioners contributing case
studies documented significant concerns about the care their patients had received while
in hospital. The most important of these was a failure to understand the needs and home
situations of Aboriginal patients:
I think some o f the concepts that even our local hospital has o f how Aboriginal
people are going to cope is...woeful...that they don't particularly need
interpreters...don't need family...don't need other people to make decisions with
them - they can go away and sit there for two or three weeks or a month and not
feel homesick or lonely and comply with their medication...when people come back
their expectations [are] sometimes out o f context as well. They don't understand
what sort o f situation people are going home to in terms o f transport, follow-up and
so on. - town doctor

Concerns were raised about access to hospital admission in situations where the patient
was perceived as being “non-compliant” with treatment. Two doctors alleged they had to
fight for their patients to be admitted when community based staff and families could no
longer cope:
Negotiating with the hospital was a problem because they would refuse to admit
her...She had often signed herself out o f hospital and I'd have to argue for her
admission when she got so sick that she couldn't be treated as an out-patient. - doctor
While the hospital may have some rights in declining admission to patients in particular
circumstances, there may be no alternative form of care.
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Allegations were made of inadequate case management and poor symptom control.
Informants recognised there was a risk of their terminally ill patient's underlying condition
deteriorating during their hospital admission, but some felt that the assessment and the
care available in an institutional setting could be suboptimal. A hospital admission also
posed risks of both iatrogenic illness and nosocomial infections.

One example was a patient admitted to hospital for symptom control who developed an
intercurrent infection in hospital, which delayed his discharge and compromised his
general condition. In the process of "stabilisation", all his medications were changed, and
the number of medications (with their potential interactions) increased, at great cost to his
alertness and orientation. This was not recognised while he was in hospital, presumably
because the staff did not know him well and could not communicate with him. This man
returned to his community "rama rama" (mad), unable to recognise his relatives and
distressed. The community doctor had to rationalise his medications and call upon the
Ngangkari to remedy his agitation. It was felt that this admission, although necessary, had
been counterproductive.

Hospital staff were also criticised for making inadequate discharge arrangements,
including poor communication with community workers and inadequate follow-up:
I was upset at the way he came out...at the weekend...He was just dumped in the
camp and no one told me...The shop was closed. She didn't have blankets or a
mattress or anything for him... they came and told me in the clinic on the Monday
morning...this poor old man had nothing...people were just not prepared. - bush
nurse

In the last several years, priority has been given to improving discharge arrangements with
the employment of a dedicated Discharge Planning Nurse for the Alice Springs Hospital.
Despite this, discharges appeared to be rather variable. A nurse who cared for a nonAboriginal patient on a remote Aboriginal community made the following observation,
contrasting the discharge arrangements made for that patient with her wide experience of
receiving Aboriginal patients back from hospital care:
...you don't get very much information from them...probably with the big staff
turnover at Alice Springs [Hospital] people don't follow patients through in ways
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that we might expect in other places...as far as the care o f Aboriginal people
goes...[I]t was certainly quite different when [non-Aboriginal patient] came
back...He was being taken care o f by a palliative care doctor in Adelaide and
everything... was documented in such a way that it was so easy to follow, that you
knew exactly what was happening.
The difference was not because the patient had been in Adelaide as many Aboriginal
patients also received some treatment there. In this type of study it is not possible to
verify whether Aboriginal and non-Aboriginal patients have different discharge
conditions, however this comment again flags the need to monitor equity of access to
care.

In summary, primary health care workers were troubled about access to hospital
admission and inadequate case management, discharge and follow-up arrangements. Their
concerns about the failure of the process of obtaining informed consent to treatment
during hospital care have previously been discussed (Chapter 6).

Aboriginal community members have also expressed concerns about the hospital care
available to terminally ill Aboriginal people, but for different reasons. During the debate
over the Northern Territory's Rights o f the Terminally III Legislation it was suggested that
they feared hospital admission because of a perception they might be subjected to
euthanasia (Legislative Assembly NT 1995:42-5; Weeramanthri et al 1995).

More

generally, Australian students of Indigenous palliative care have identified a historical
distrust of institutional care, feelings of alienation, and prior experience of
communication failure, lack of respect or frank discrimination (Aboriginal Research
Institute 1998; Wagstaff 1997; Collis McAnespie et al 1997; Williamson 1996). Such
issues appear to be common to Indigenous people who are minorities in their own
countries and have experienced colonial domination (Mercer 1996; Hepburn and Reed
1995; Halfe 1989).

Adopting Ramsden's concept of cultural safety/danger (Papps and Ramsden 1996),
Eckermann et al described the hospital as a potential site of cultural harm, where:
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"indigenous worth is not recognised when one cultural system restricts the level of
choice of health care facilities, health values and attitudes"

(Eckermann et al

1992:212-5).
Oliviere (1999) notes that in discussions of the multifaceted concept of “total pain”
(which includes physical, emotional, psychological, spiritual, interpersonal, social and
even in some discourses financial pain), cultural sources of pain tend to be ignored. He
argues that, in a multicultural society, if the concepts of cultural pain and cultural care are
not made explicit, their importance in good patient care may be ignored. In this study,
Aboriginal people were said to be worried about being admitted to hospital in case they
were unable to return to their own country to die. This might be considered to be a form
of cultural suffering which can only be addressed by formal acknowledgment and
practical measures, including transport provision and support for community care, that
facilitate return to country.

An evaluation of the Northern Territory’s palliative care services (Young 1997) found that
the hospital/community interface vital to patients’ continuity of care was not yet
“seamless”. In this study, hospital care was viewed with mixed feelings because it was
seen to not be adequately meeting the support needs of community health workers and
their clients. The study specifically sought the views of non-Indigenous community-based
health professionals and a different view may be obtained from a broader range of
informants. If we are to hone the existing network of care into the desired "seamless
service", that analysis will need to be completed.

5. The nursing home alternative

Nursing homes in Central Australia offer an alternative to acute hospital care for
terminally ill patients. They are also the only providers of temporary beds for respite care.
There are two nursing homes in Alice Springs and one in Tennant Creek.

In Alice

Springs, Hetti Perkins is a specific provider for the Aboriginal aged whereas Old Timers,
run by the Uniting Church, caters for both Aboriginal and non-Aboriginal clients, as does
Pulka Pulkka Karri in Tennant Creek. All three institutions have been open to exploring
palliative options for care.

Nursing homes receive medical support from general

practitioners and palliative care support and education from the CAPCS.
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The major problem with nursing home care, as previously documented, is bed availability.
All the region’s nursing homes have lengthy waiting lists for both permanent and respite
beds. This is problematic for patients with limited life expectancy, whose condition may
change suddenly and in unexpected ways. The palliative care patient does not fit easily
into either a "respite" (short fixed stay) or "permanent" care category, as their needs are
often urgent and changing.

Institutional care, whether delivered by an Aboriginal or mainstream provider, appears to
be alien to Aboriginal community ways. An additional problem is the need for some
patients to relocate from bush communities away from kin and country. In recent years
efforts have been made to support the wishes of the aged and frail to remain on country
(see Woenne-Green 1995; Lucas 1996).

Several informants felt that a solution to these problems would be the provision of
community based palliative care facilities. These could be purpose built or form part of
existing services such as aged care hostels.

Some Northern Territory Aboriginal

communities, such as Docker River and Mt. Leibig, already have some form of old
people's homes, and others, such as Willowra and Yuendumu, have run outreach aged
care programs.

Currently, residential facilities are being built for Warlpiri elders at

Yuendumu, mainly to provide respite care, and for Pitjantjatjara residents at Emabella,
and aged care programs are being developed throughout the Pitjanjatjara and
Ngaangyatjarra lands.

The Docker River Tjilpi Pampaku Ngura is the oldest and most developed of the existing
residential facilities, having been operating on and off since 1993. Its target population is
the disabled and aged, defined in accordance with the known lower life expectancy of
Aboriginal people, and its brief is to provide culturally appropriate nursing home and
hostel facilities that would enable residents to remain on country and participate as much
as possible in traditional and community life (Woenne-Green 1995). A local community
nurse stated that the Ngura provided good alternative care for some terminally ill patients:
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Now, o f course, it's first class care because the Pensioner's Home... that is part o f
their mandate they will take terminally ill patients... You could not keep the same
level o f care o f someone in the camp as they can there. - bush nurse

These programs for the frail aged hope to offer some support to people who are terminally
ill, but unless they are provided with adequate funding, staff and skills51 they will be
unable to provide a real alternative for their community care. There is some dispute about
the extent to which aged care services can provide for the rather different needs of
terminally ill people. The aged generally need less intensive care but over a longer time
compared with those who are terminally ill, and their families are not as likely to be
frightened and to need continuing staff support. Because resources are limited in Central
Australia, some compromises will no doubt need to be made. The gains for clients of
being able to remain on country will need to be balanced against the possible
configurations of such a dual-purpose service. Studies like this may contribute to an
appropriate resourcing of such facilities.

6. Town-based support staff

In Central Australia, many service providers are based in urban areas but have a regional
responsibility. Because of limited staff numbers and transport difficulties, their services
tend to be more easily available to urban than to remote clients. While much can no
doubt be achieved by means of telephone consultations and in-service education for
remote staff, there remains no substitute for hands-on patient care.

Allied health

professionals and palliative care practitioners are amongst those workers who attempt to
provide an urban-based regional service with minimal resources.

Allied health services, such as physiotherapy, occupational therapy, speech pathology,
counselling and social work, are considered important components of palliative care,
however in Central Australia access to them is poor. There is only one physiotherapist
and one occupational therapist to service the needs of remote clients in the southern part
of the Northern Territory, and none in the cross border regions, a situation which has
51 Nganampa Health Council currently employs one community nurse who has palliative care skills.,
however this is not a dedicated palliative care position.
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caused distress for many years. Some home care situations that depended on treatment
modalities normally delivered by allied health practitioners were therefore virtually
insupportable:
This young man...has a very poor outlook, with a reduced cardiac output as well as
poor lung function... They have just got an oxygen concentrator for him... He's also
supposed to have physiotherapy. There is no physiotherapist on the lands. The
clinic have some instructions, and his mum's supposed to be giving him the physio...
- bush nurse from cross border community
The most common allied health referrals were for equipment and aids in the home or for
organising assessments for nursing home placements. It would be hard to see how any
more developed role is possible with so few resources.

The situation is better for town patients, but is not considered adequate (Boyce and
Bishop 1998). An urban Aboriginal patient of the CAPCS, for example, recently waited
ten days before she could be visited at home for lymphoedema massage, and by the time a
second visit was possible, she had been admitted into hospital for symptom management.

The Palliative Care Service did not feature prominently in the care of those clients
discussed by informants. At the time of the interviews, it had been operating for less than
two years, and several informants remained unaware of its existence, suggesting that
knowledge about it may not yet have penetrated the health care community. This study
has demonstrated a largely unmet need.

Of ninety primary care cases discussed at

interview, (of which, at a conservative estimate, fifty had actually occurred within the
previous two years) only four people had been referred for palliative care, and only two of
these had used the CAPCS, of which one had been seen by a service worker and the other
was assisted with telephone medical advice and equipment loans. Commentary on the
service was limited but positive:
...the doctor who is doing palliative care...has been very helpful... Two years ago
you couldn't really do that...the kind o f people that I was calling then was people
that I knew from Sydney who, o f course, have no idea o f the local situation. And so
that is a real advance - bush doctor
The difficulty of providing specialist advice without that local knowledge will have
perhaps by now become apparent. Without understanding the organisational, historical,
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resource and particularly cultural determinants of health care provision for Aboriginal
people, the advice given may simply be impractical.

According to the palliative care practitioners themselves, their input into patient care was
extremely variable, ranging from the supply of simple equipment to the provision of
specialist advice to primary and hospital health care staff. They participated in case
conferences, assisted in solving difficult care problems and facilitated home care:
...he wanted a mosquito net because he was too weak and frail to kick the dogs off
his mattress. I f the family tucked the mosquito net tightly around the bottom o f his
mattress then the dogs couldn't get on him. That was basically the contribution the
Palliative Care Service made to that man...I was [also] talking to his local doctor
about morphine doses...He didn't want anything that would stop him being able to
stay at home. - palliative care practitioner

As well as being in an early phase of its development, the CAPCS only employed one full
time nurse and a doctor eight hours a week, which would have limited its availability,
particularly to bush clients52. As more Aboriginal clients live out bush, their access to
this service would once again have been reduced compared with the more urban-based
non-Aboriginal clientele.

7. Conclusion: Holes in the net

Sustaining the care of terminally ill Aboriginal people in the community requires access
to a range of institutional and community-based service providers.

Because of the

geographical dispersion of Central Australian communities and the urban concentration of
most of the health care agencies that comprise such a network, transport and
communications are both vital for enabling access to that network of care. As Aboriginal
clients are more likely to live in locations remote from that network, their access is
relatively more difficult.

52

^

At the time o f writing, the service has grown to 2.5 staff.
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In this chapter I have described some o f the limitations o f transport services including the
lack o f consideration o f cultural needs in planning transport. Respite care has been seen
to be necessary for supporting community care but limited in availability. Hospital care
has been criticised on a number o f practical and cultural grounds. Existing nursing homes
provide a potential alternative to community or hospital care, but they too are generally
located in the towns and have a limited bed capacity. The development o f communitybased residential care options is in its infancy, but if it can be appropriately resourced it
raises exciting prospects for improving the existing network o f care.

Overall, the network o f care in the region is currently under-developed in terms o f its
suitability to meet the needs o f terminally ill Aboriginal clients. Their use o f the network
is restricted by funding and policy considerations and by lack o f understanding, amongst
practitioners and health care institutions, o f what is important for their well-being. As a
result, clients tend either to remain relatively unsupported in the community or to suffer
unwanted, extensive and arguably expensive institutional care in the towns.
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Chapter 9

The health care team

1. Introduction

This chapter explores aspects of health team function and the satisfactions and difficulties
that arise when caring for their terminally ill Aboriginal patients. Health care teams in
Central Australia were potentially enriched by their cultural complexity, however it also
generated workplace tensions. Practitioners suffered not only the stresses inherent in the
care of the sick and dying, but also those due to working within situations of client
poverty, isolation, or cultural difference. The latter resulted in a range of ethical case
management dilemmas different from those generally experienced when working with a
clientele culturally similar to the care provider.

By enhancing workers' preparation for cross cultural practice and guiding and supporting
their analysis of difficult care situations, it may be possible to reduce the stress of
providing cross cultural terminal care and improve services for Aboriginal clients and
families.

2. An interdisciplinary team?

The concept of the multidisciplinary health care team is valued within many contexts,
including rural and remote health services (THS 1995/6:43; Wakerman et al 1997:38).
Such a team is likely to enable better use of scarce personnel, a broader response to
complex care issues, and a sharing of the grave responsibilities of decision making and
care. The team approach is also useful for addressing the multiple and complex needs of
terminally ill people (Zollo 1999).

The traditional team within the medical model consists of a collection of professionals
generally working within a hierarchical structure.
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By contrast, in the palliative care

model, the interdisciplinary team, rather than particular professionals within it, is the
vehicle of action, goals are developed together, and information and leadership are shared.
Interactive processes are very important for the function of such a team (Zollo 1999,
Cummings 1998). Collaborative interdisciplinary teamwork is generally fostered within
palliative care settings but it may not be a priority elsewhere. The composition of a
palliative care team will vary according to circumstances and need but generally includes
nurses, doctors, allied health workers, psychological and spiritual counsellors and social
workers, as well as non-professional carers. In a cross cultural setting, interpreters and
cultural brokers should also be part of the team, and teamwork will require skills in cross
cultural communication.

In Central Australia, where professional resources are scarce, the team caring for
terminally ill Aboriginal patients was generally small, comprising the doctor, community
nurses and sometimes, but not always, Aboriginal health workers.
communication and leadership were found to be very variable.

The quality of

Bush patients were

usually dependent on community nurses to coordinate their care. As knowledge of the
care network depended on local experience, the level of job mobility amongst nonAboriginal staff was one determinant of the quality of care. Interviewees tended to be
bemused at the idea that they might be part of a team. This DMO described the "best
case" scenario for bush patients:
The health workers...give us the feedback about the family situation... The nurses
are actually the ones ...administering... medications ...and if there was a crisis or
anything. The OT or physio person would be involved in... making sure the housing
was appropriate...As a DMO I would be getting advice from whichever specialist
had been involved at the hospital as to ...medications ...ordering it and discussing
with the health team out on the community how to go about it.
In fact, most bush cases described to me had fewer professional care resources. This was
partly due to limited access to town-based staff such as allied health personnel and
DMOs. Clinic nurses and Aboriginal health workers were community residents but both
had multiple responsibilities in addition to the care of terminally ill patients and in several
cases AHW's were, for a variety of reasons, unavailable.
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The one exception in the size and composition of the care team for a bush patient was the
case of a non-Aboriginal patient who died of a terminal illness on an Aboriginal
community some four hours by road from Alice Springs. The solo community nurse
described the following sources of additional support, which were provided by townbased members of the care team. The emphases are my own:
...although he was white, he died on an Aboriginal...remote community...I'm sure
that i f T had been an Aboriginal person in the same community, then the same
help would have been given from the Cancer Council...She came out to the
community two or three times to see T...(in the) six months between his final
treatment and dying... the OT and the physiotherapist from Alice Springs...came out
on numerous occasions and... the DMO...they supported the family and...me and i f it
had been an Aboriginal person in that situation, I think they would have got
exactly the same care... The other people that came out to see T as well was the
psych nurse...And, o f course, the...chaplain...came around two or three times...he
helped Vs wife and I know that all those same services would have been extended
to whoever else would have been terminally ill in that community.

In fact, no other patient amongst over one hundred cases described to me in this study (all
Aboriginal people) was offered anything like this sort of support. This informant's own
evidence from other (Aboriginal) cases contradicted her insistence that equity prevailed.
This single case of a non-Aboriginal person dying on a remote Aboriginal community
raises questions about differential access to services, in addition to those broached
elsewhere in the study. During this study, interviewees who perceived inequity responded
with either outrage or denial. The above quotation may be an example of the latter
reaction.

Although a wider range of services was available in Alice Springs, it was not equally
available to all residents. Aboriginal Town Camp residents for example, as previously
mentioned, lacked home nursing support.

It seems, therefore, that there is a considerable gap between the theory of the
interdisciplinary care team and what actually exists to support the terminally ill
Aboriginal patient. What is "interdisciplinary" is the range of tasks and responsibilities
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required of individual workers, many of whom, particularly those out bush, of necessity
performed a far wider range of tasks than was usual in their profession.

2.1 The role of nurses
Historically, the care of terminally ill people, once their diagnosis was made and their
prognosis was established, has devolved more on nurses than on doctors (Maddocks
1990). A similar picture has emerged from this study. Nurses formed the mainstay of
professional support for terminally ill patients. Their work in making care decisions,
coordinating care and providing practical care has already been described.

The extra nursing care required by terminally ill patients was seen to be particularly
problematic in the bush, where there were fewer supports:
The most difficult thing, is maintaining good care...analgesia, those practical
things, pressure area care... Checking their nutritional status ...when there is just
two o f you... one who is on-call and the other one is trying to have the night off, and
this is a four hourly thing and it goes on and on and on. Trying to maintain that
level o f care is incredibly tiring. - bush nurse

Nurses trying to support patients in the bush were also obliged to take on an extended
nursing role. This solo nurse, for example, provided regular paracentesis during the last
six months of her patient's life.

The only alternatives would have been hospital

admission, which was against the expressed wishes of the patient, or an earlier and
uncomfortable death:
...she was needing to have her ascites drained off virtually three times a week
and...she was increasingly becoming debilitated, she was now incontinent ...for me
to be doing that... was very difficult... You know, there is all o f the normal clinic
stuff that you have to do... This business was taking out two hours o f clinic time
three days a week [and] was very time-consuming... - bush nurse

In Central Australia as elsewhere, remote health practitioners, including nurses, have had
to expand their professional roles to compensate for the limited availability of other health
personnel (Kelly 1998, Hegney 1996, Tmobranski 1994). For example, GP services may
be substituted by those of nurses or Aboriginal health workers. Of necessity, remote

206

practitioners operate beyond established legal and professional boundaries (Kelly 1998).
The nurse practitioner "borrows" tasks from other professions (Mitchinson and Goodlad
1996), in this case extending the care role into the medical domain, which Fagin (1992)
has described as technological, scientific and focused on diagnoses and treatment
strategies.

Keyzer has however argued (1997) that advanced nurse practitioners are

neither surrogates of nor assistants to medical practitioners, but rather that they have
developed nursing practice, based on concepts of care, to higher levels of decision making
and skills. While many nurses enjoy working in an extended role (Huntley 1994/5) the
additional work and responsibility may also prove stressful.

Nurses in this study tended to accept whatever challenges arose. They often worked in
innovative ways, drawing on a variety of skills and learning new ones as required, and as
a result enabled many of their patients to pass away at home.

2.2 The role of doctors
With the emergence of the modem discipline of palliative medicine, doctors may have an
increasing role to play in symptom control, however data from this study indicates that
palliative medicine appears not to have penetrated well into local practice. All doctors
interviewed provided general expertise and services in decision making, specialist referral
and liaison which were pivotal for the proper care of their terminally ill patients. As one
bush doctor cautioned:
...if...people aren't confident that they have had everything done for them...their
management becomes quite difficult. When somebody is about to die, you will have
people saying "well, what about you send them to Adelaide? They might be able to
be fixed up there"...it's important that they have seen a specialist with credibility
and that they can be confident that the right diagnosis has been made...there has
been appropriate treatment and liaison with the local doctor, so that they can...be
very clear that...nothing more...can be offered.
This seems to be such a reasonable expectation of professional medical care that the fact it
needs to be emphasised is itself of concern.

Urban patients tended to have good access to their general practitioner and made
additional therapeutic relationships with visiting specialist and hospital medical
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personnel. Most remote communities did not have a resident doctor and between doctor’s
visits (which varied from weekly to monthly) relied on telephone advice and support from
DMOs based elsewhere. Their medical care might be considered, as being delivered, at
least in part, by a "long distance team".

Bush nurses stated that visiting DMOs provided little hands-on care. In contrast, those
doctors who did live on remote Aboriginal communities53 tended to have a wider range of
roles including establishing a diagnosis, making a range of management decisions and
providing direct care. This bush doctor described the period from a patient's presentation
to his death. The work extended beyond the death to taking postmortem pathological
specimens for confirming the diagnosis and making arrangements for maintenance and
then burial of the body:
...we had to make some acute treatment decisions. Would we give him fluids, would
we give him antibiotics, in the hope that there might be some reversible problem.
Who would we get to look after him?...how long could we try and keep him alive
for? So we worked really hard on him. He couldn't be allowed to go home because
he was too confused...he had to be nursed in the clinic. And we had to sleep with
him because there wasn't anyone else there. We nursed him for about ten days... he
had very bad ascites, he hadn't opened his bowels the whole time. 1 had to increase
the morphine dose because o f his pain.

Finally he passed away... And then I

biopsied him.

Terminally ill people may need access to their doctor at any time. In the bush, emergency
medical consultation was available, generally by telephone, twenty-four hours a day. In
the towns, after-hours arrangements for primary medical care varied from a roster of inhouse practitioners, through to private arrangements between individual doctors and
patients, although some practices provided no after-hours services. The hospital provided
24-hour backup. All contributors to this study worked for practices with a rostered afterhours service.

53At the time o f the interviews there were six such medical positions in Central Australia, and all were in
Aboriginal community controlled health services.

208

In addition to their general on-call medical service, CAAC provided twenty-four hour
emergency care to clients of their Frail Aged and Disabled Program [FAAD], which
included those who were terminally ill. Until recently, the same doctor was employed in
both the latter program and the Palliative Care Service. The CAPCS did not pay their
doctor to be on call (in fact that position was only funded for eight hours a week)54, and it
was the support from the Congress FAAD program that enabled palliative care to be
provided (including to non-CAAC patients) after hours.

Effectively, Congress was

subsidising Territory Palliative Care. With staff changes, this arrangement has lapsed,
however the CAPCS is now developing its own model of after-hours medical care.

3. A cross cultural team?

The team caring for a terminally ill Aboriginal person in Central Australia comprised
people from different cultures.

Non-Aboriginal doctors, nurses and allied health

professionals provided care together with Aboriginal families, health workers and
traditional healers. AHWs worked with non-Aboriginal staff within the Western health
care system (but possibly in non-Westem ways) whereas Ngangkaris provided care
separately within an Aboriginal model.

The latter situation may in fact facilitate

cooperative care because of this separation of professional domains. It could be argued
that it requires less in the way of cultural accommodation and of meaningful responses to
status and power differentials, whereas the “fit” between non-Aboriginal and Aboriginal
health care workers within the Western health care system may be more problematic.

According to Carroll (1995), in the ideal situation a cross cultural team should include
Aboriginal and non-Aboriginal members who are fully bilingual and bicultural.

The

notion of a “team” implies a sense of equality and reciprocity, but its actual function will
depend on underlying relationships within the wider society and on existing
circumstances.

My informants described a different reality, one of non-Aboriginal

cultural dominance, and with only limited linguistic and cultural overlap between team
members. Working within this sort of team conferred both potential benefits and
difficulties. In general, the benefits were felt to be the language and cultural expertise
54The Central Australian Palliative Care Medical Officer position was gazetted at an increased twenty hours
per week in July 1998. A year later the position was recognised as having an on call component.
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Aboriginal workers brought to the workplace. The difficulties arose from communication
problems and cultural differences in perceptions of health and illness and in working
styles. Vachon (1998:922-5) considered that communication problems within the care
team or health care system were significant occupational stressors for palliative care
workers. Collaborative teamwork depends on effective communication (Zollo 1999),
which, as has been previously discussed, may be compromised in the cross cultural
workplace. Nevertheless:
There aren't insurmountable problems.

Sometimes my expectations o f what

Aboriginal Health Workers should do are different from theirs but you can
negotiate and you can give training about some things...It's easier in the town
situation. - doctor
Presumably it was easier for Western practitioners in the town situation because urban
AHWs were more acculturated to Western ways and spoke better English. Inevitably, the
framework remained a Western one and Aboriginal workers were required to adapt in
order for the process of inclusion to occur.

True cross cultural practice should favour neither domain.

Alternatively, it could be

argued that if practice is to best serve Aboriginal patients it should prioritise the
Aboriginal domain. In fact, it is far more common for an Aboriginal team member to step
across into the Western, English speaking world, than the reverse situation. This occurs
with language, communication behaviours and health related concepts. Trigger (1986)
noted that most “Whites” did not significantly modify their communicative behaviour or
speech when in the “Blackfella domain”, whereas Aboriginal people modified their own
speech and behaviour where necessary. This reflects the dominance of Anglo-Australian
culture within the broader society and its institutions. Similarly, the ensuing discussion of
non-Aboriginal health practitioners’ experiences within a cross cultural work team
presents a dominant-culture view. The fact that no non-Aboriginal informant brought up
the issue of a power imbalance within that team is hardly surprising, as any such
imbalance would tend to favour them, and therefore not be easily recognised.
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3.1 Working with Aboriginal health workers
Most informants considered that they had good working relationships with their
Aboriginal colleagues within the limits of the difficulties of cross cultural
communication:
I like to think 1 have [a good working relationship] but I'm never quite
sure...because Aboriginal people don't ever tell you - bush nurse
The development of a working relationship required time and trust but could be thwarted
by culturally based misunderstandings. One example was the embarrassment experienced
by a bush nurse who, not understanding the kin relationship between her AHW colleague
and a recently deceased person, had angered her by comments made about that death.
Another example was the perplexity and sense of betrayal occasioned when a town doctor
missed her patient's funeral because her expectations of being informed by her Aboriginal
colleagues were not fulfilled:
You know, normally two people working together, you would expect them to tell
you... I had a good relationship with the health workers and staff there...

Non-Aboriginal health professionals stated that AHWs worked as interpreters, provided
family liaison and patient transport and delivered medications. AHWs were also expected
to provide cultural teaching and guidance (although only one informant provided an
explicit example and that had occurred on a West Australian Aboriginal community). As
a group, however, informants did not acknowledge that Indigenous staff members had any
specific role in the care of terminally ill people.

AHWs may of course have undertaken tasks not recognised by non-Aboriginal health care
staff. Additionally, nurses and doctors appeared to have different expectations of the role
of AHWs compared with those of Aboriginal clients and colleagues.

For example,

AHWs tended not to offer assistance except at the request of family members, which may
be at odds with the more pro-active role and felt duty of care of some non-Aboriginal
workers:
Often the health workers would say, "No, that's family business.

They can look

after that"...But...sometimes it was necessary to remind them that maybe other
things needed to be done as well that the family might not be able to manage. - bush
nurse
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AHWs were often unavailable to care for terminally ill patients. In the towns, they were
not a formal part of the care system provided by private general practitioners. Nine
interviewees working on remote communities or in ACCHS, which did employ AHWs,
stated they were unavailable either because the position was not filled, because they had
alternative cultural commitments, or because they were not of the appropriate gender or
kin relationship to the patient.

Kinship issues provided significant barriers to their

participation in care:
...you have got to have people who...are allowed to be there and not to create more
issues by having people there who are inappropriate...working in small
places...everyone is related to everyone else. - town doctor
Some were frustrated by the perceived lack of AHW support while others accepted that
there were generally valid, if obscure, cultural reasons for what appeared to be a
considerable service gap:
...but he's just not there when he's needed...I don't know [why]...I have a fair
amount o f confidence that whatever goes on, goes on because that's the way it has
to be culturally and that if there were other resources available culturally, that they
would provide them for me. - bush nurse

Lack of relevant training also limited AHWs’ participation in care:
Health Workers have not been trained to deal with people who are...dying...It
results in a degree o f reluctance to get involved without the doctor ...they don't take
responsibility in making themselves available out o f hours... I have never struck that
same sense o f duty amongst any Health Worker ...obviously they could be trained
and if they are they should be expected to take that sort o f responsibility and to be
available. - town doctor
This practitioner’s comment also demonstrates a lack of faith in AHWs’ commitment to
patient care. Such concerns were sometimes attributed to their perceived fear of being
blamed for the death of a terminally ill patient:
...we...got the impression that [the Aboriginal health workers] were scared o f
treating him or helping in case something went wrong and they got blamed. That
was...how the nursing staff and I interpreted what was going on.
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They almost

always, when they were called by [the patient's] family, called the clinic nurses for
back-up. - DMO

Although approximately half the clientele of the CAPCS were Aboriginal people, the
service employed no AHW and had no formal links with any Aboriginal organisation.
Aboriginal liaison workers from other services were in theory available but were rarely
used. The palliative care doctor, who fortuitously also worked for the Aboriginal health
organisation Congress, admitted that without this link any Aboriginal liaison would be
difficult. The nurse, who had no such link, left all negotiations about Aboriginal clients to
the doctor. Aboriginal liaison therefore appeared to be person-dependent and vulnerable
to staff changes, rather than formally integrated into the service.

It seems there is a potential service gap in providing appropriate palliative care to
Aboriginal clients. Despite previous recommendations that an AHW position be created
within the CAPCS (Sampson 1996), at the present time the process of approval for this
position remains stalled. An AHW was appointed to the Top End Palliative Care Unit
during 199855, joining a staff of ten non-Aboriginal workers some eight years after the
commencement of services in the Northern Territory.

In addition to any administrative or funding obstacles in appointing an AHW to the
CAPCS, palliative care workers themselves appeared ambivalent about working with an
AHW colleague. Their expressed concerns were of two sorts, firstly that one worker
could not fulfil the cultural requirements of the heterogeneous Indigenous community,
and secondly that the worker would be subjected to considerable community pressure and
to blame and payback. Both concerns are valid, however solutions may be found if the
Aboriginal community and AHWs themselves were consulted. The experience of the Top
End Palliative Care Aboriginal Health Worker has been that these considerations are
manageable56. In the light of various comments made during these interviews, nonAboriginal palliative care workers may also have had other, unexpressed, concerns about
working with an AHW colleague. These are more likely to arise from the persisting
55 Approximately 25% o f clients o f the Top End Palliative Care Service are Indigenous people, compared
with 50% o f the Central Australian Unit’s clientele. The appointment o f an AHW to the Top End unit
probably reflects their greater resource base.

213

difficulties of race relations in Australia (Reynolds 1999) than from any external factor
such as those discussed above.

3.2 Working with Ngangkaris
Another Indigenous service provider involved in the care of terminally ill Aboriginal
patients was the Ngangkari or traditional healer.

People having varying degrees of

traditional affiliation and living in both urban and remote communities consulted
Ngangkaris. Their work was recognised to a variable degree by the Western health care
system.

Some Aboriginal community controlled health services employ Ngangkaris

(Tregenza and Abbott 1995:18).
The Ngangkari is a part o f every health team... Our team has got two Ngangkaris on
the payroll but our community ...has many more people who practice as
Ngangkaris... [and] are involved usually at the patient's and family's request but
sometimes at my request or other members o f the clinic staff. - bush doctor

Although Western interviewees were sometimes sceptical about aspects of the
Ngangkaris' work, they tended to be pragmatic in their approach to shared care. They
understood the psychological benefits Ngangkaris provided for the patient and the
benefits for their own work of a two-pronged approach. Despite their differing belief
systems, there were things the Western practitioner could learn from the Indigenous one.
With terminally ill people, there was a perception that the involvement of the Ngangkari
eventually became untenable and care then devolved on the non-Aboriginal team
members:
Last week this man... came back from hospital incredibly confused and so the first
person I got to see him was his Ngangkari...Ngangkaris are...involved in lots o f
aspects o f health care... I don't have any grounding or belief in Ngangkaris... I am a
pragmatic, scientific, medical doctor but, in terms, o f the way patients think about
their illness and...settle in a situation, and their faith in what you're doing too, I
think all o f that is influenced by interactions through Ngangkaris ...working with a
Ngangkari can often validate your actions and sometimes you validate
theirs ...though I must say it is always the Ngangkari who gets the

56 Personal communication, Bev Derschow, Top End Palliative Care Aboriginal Health Worker, 1999.
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credit...sometimes they give extremely good advice. I f you watch them examining
people you often find a lot o f information out...Ngangkaris usually produce some
object from a person and so where that comes from is often the clue to where the
illness might be or where the person thinks the illness is. Which...from a person's
history can be...extremely difficult...I don't think there is discord with the
Ngangkaris on many things although sometimes they will assess an illness as being
much more serious than you have and then there's often pressure to do things that
you don't actually want to do...[they] like to be involved where they can win...I
don't think they like to see people who are on the way out, quite frankly. - bush
doctor

Ngangkaris provided care within a parallel system, which did not specifically challenge
Western health care practice, and this may have enabled the development of a more
comfortable working relationship. It is possible that the non-Aboriginal practitioner finds
it easier to recognise the work of the Ngangkari, who works separately, than of the AHW,
with whom they must engage across the cultural divide to deliver health care within a
Western model.

4. A gendered team?

It could be argued that all health care is inherently gendered, however gender assumes
particular importance within some cultural groups, including Central Australian
Aboriginal people. Eight contributors to this study discussed the importance of gender for
the care of a terminally ill person. Procedures and care involving the genital and rectal
areas posed the greatest problems, particularly for male patients in the presence of a
predominantly female nursing workforce. If a worker of the appropriate gender was not
available, non-Aboriginal health care staff members were sometimes able to function in a
gender "neutral" manner, however this was not generally true of Aboriginal staff. The
issue of gender should be therefore seen as sensitive but negotiable.

Ideally the care team should be able to provide patients with a choice of access to health
care workers of appropriate gender. This (male) town doctor recognised the need for
practitioners of both genders but argued that unless patients were treated as individuals
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and given choices they could miss out on services. While this was an isolated comment it
deserves consideration as a counterpoint to hasty rules that may result in disadvantage:
There was a female nurse in [bush town] and they [THS] said that female couldn't
see male Aboriginal people...I think it is wrong for the Service to be making that
decision without asking the patient...we [ACCHS] argued that they should have
two part-time jobs for a male and female...You see, there was only one full-time
position for a domiciliary nurse and it has to service the Aboriginal community.

It is likely that it was easier for staff to discuss practical aspects of gendered care rather
than those to do with relationships. A female bush nurse made another isolated but
thought-provoking comment, declaring that gender relations posed problems for
communication. No male interviewee made similar comments, which is not surprising as
(according to the female nurse) the males apparently got a better deal:
It is just not acceptable [for a female nurse] to speak...to an Aboriginal male...they
won't listen to you or they might just turn their back on you or they might tell you
not to be cheeky ...Males to males is different... a male nurse in the clinic... is treated
quite differently to the way that we are treated by the Aboriginal female health
workers.

He gets a lot more leniency...The male nurse might not see it but I

certainly see it.

A gender analysis of the interviews was limited by the relatively small sample and the
presence of other variables such as profession, work location and employer. Comparative
data was limited and the interview questionnaire was not designed specifically to probe
gender.

It was therefore difficult to tease out which aspects of a relationship were

specifically due to gender. Dominance, for example, is a characteristic of the interactive
patterns of both medical practitioners and males (Willis 1989). The outcomes of a study
examining gender aspects of care would be of benefit for the delivery of health care in
Central Australia.

5. The satisfactions of caring for terminally ill Aboriginal people

One third of all interviewees expressed satisfaction with this work, which was seen as
being inherently rewarding, as described by this bush nurse:
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Actually some o f my fondest memories are sitting in camp with people - towards the
end people sit up and stay awake with the patient, unless the patient is
unconscious ...watching the first rays o f the sun come up, everything is very quiet,
and people are talking in hushed voices... It is a very special time.
If the work was well done there was a sense of professional pride in providing the
possibility of a "good death", both in their own and in their clients' terms, under difficult
circumstances.
I really felt that I was doing the best care possible and I felt satisfied where she had
indicated to me she had wanted to die and that I had given the family as much
support that was physically and emotionally possible for me to do on that
community... I feel that I'm helping facilitate their death in a way that has quality.

-

bush nurse [my emphasis]
Other benefits included the opportunity to learn about death and dying and to participate
in a positive experience of dying.

A bush doctor described the healing effect of

participating in the peaceful, well-supported and overall "good" death of a community
patient. He had previously described the difficult death of his mother:
I found the whole thing highly satisfying... I couldn't help comparing this with my
own mother's death... I have never seen such acceptance o f death in white people.

It is well to keep in mind the courage, humanity and good humour of these staff members
while reading the rest of this section, which will describe those things they found most
stressful in more detail.

6. The difficulties of caring for terminally ill Aboriginal people

The purpose of examining the strains inherent in this work goes beyond description and
acknowledgment towards enabling practitioners to understand and perhaps resolve some
of the difficulties of caring for their terminally ill Aboriginal clientele.

Employing

organisations also need to understand these in order to make any necessary changes and
provide adequate support.

Nurses and doctors interviewed described four types of difficulties in their care of
terminally ill Aboriginal patients (Fig 13).

217

Figure 13. Sources of difficulty experienced by non-Aboriginal practitioners caring
for terminally ill Aboriginal people in Central Australia.

The first group of issues, which is the focus of this section, was associated with working
in the cross cultural context. Included here are communication difficulties (Chapter 5),
appropriate end-of-life decision making (Chapter 6) and cultural and ethical conflicts in
their professional practice.

Problems arising in the cross cultural arena resulted in

considerable confusion, frustration, anxiety and fear.

At times, difficulties arising

elsewhere were inappropriately attributed to cultural causes.

The second broad area of difficulty was associated with working in the remote context
with its associated resource maldistribution, and the third was the poverty experienced by
many Aboriginal clients.

These two exigencies often coexisted, resulting in a

considerable level of work strain:
...if you get somebody who

is really,

really sick

in an Aboriginal

community ...where for most o f the houses there is no front door... no windows or
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flywire screens - toilets are blocked and showers are not working...there are no
washing machine facilities, there is no homemaker or coordinator to help the
women with those sorts o f things. The only person in the community ...to support
these people is the nurse...And they can only help to a certain degree - they've got
so many other community things to deal with. - bush nurse
The care of terminally ill Aboriginal people was curtailed by limited access to diagnostic
and treatment facilities (Chapter 8) and the paucity of practical services to support
community care (Chapter 7). In general, those living out bush had poorer facilities than
urban dwellers. Workers trying to provide a decent service to a poor and disadvantaged
clientele with limited resources became resentful and sometimes angry.

This could

however become a stimulus for positive action, as with this doctor who tried to address
perceived health care inequities politically:
The anger and frustration that you feel about patients not being adequately
diagnosed and not getting proper treatment ...becomes a real stressor. But...you
have to get angry before you can get organised... channelling that anger in the right
way such as writing letters and having coronial inquests and trying to get some o f
that stuff sorted out.

The fourth area of difficulty was due to working with the dying, and included the
challenges of symptom control and of coping with the grief aroused by multiple deaths,
which all too frequently went unrecognised and unsupported. These interviews provided
an unusual opportunity for practitioners to confront some difficult emotions and their
bereavement and grief experiences will be addressed in Chapter 10.

Providing medical and nursing care to terminally ill people was time and energy
consuming and emotionally draining, particularly for the sole practitioner:
One o f the problems ...was ...I was the only doctor on call... I think the stresses have
been just the onerous requirements o f service provision. - doctor
Workers complained of extreme tiredness, particularly when a high level of care needed
to be maintained over the course of a long illness, often with no accurate idea of the
patient's prognosis. This bush nurse was one of two providing home care on a remote
community serviced with monthly doctor visits:
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...the person we looked after for a long time probably a year and a half whom
everyone expected to last a few months...His anxiety, his emotional... and physical
demands were very tiring... we just served it really the whole time... we would have
spent twenty hours a week o f our time with him... at least one call out a day... He
was exceedingly hard work.

Both nursing and medical interviewees had to deal with the same range of specific
symptom control and illness problems as we would expect of terminally ill patients
anywhere, namely pain control, nausea and vomiting, weakness and immobility, ascites,
incontinence, constipation, dyspnoea and psychological problems. Palliative symptom
control was made more difficult by a perception within the Aboriginal community that the
use of parenteral medications, particularly of opiates, was akin to euthanasia. This study
was conducted at a time when these issues were prominent in the public arena and clients’
concerns may have been exaggerated by a historical fear of hospital care and suspicion of
white professionals (Varghese 1995). Practitioners’ fear of being blamed for a death also
played a part in determining what was acceptable palliative practice.

6.1 Providing terminal care in a cross cultural context
The differing cultural views of non-Aboriginal health professionals and Aboriginal
patients and families provide a continuing challenge for establishing "best practice"57 in
care.

For non-Aboriginal nurses and doctors looking after terminally ill Aboriginal

clients, communication is more difficult, the development of a care relationship can be
problematic and decision making and practical management are more complex because of
differing perceptions, causative explanations, values, expectations and ethical judgements.
When entering a new cultural environment such as an Aboriginal community, they tend to
suffer perplexity and alienation, or:
"Culture shock...an occupational disease of people who have suddenly been
transplanted culturally...precipitated by the anxiety that results from finding that all

57The concept o f "best practice", which derives from manufacturing, means what will most efficiently
produce the best possible outcomes for clients. In palliative care defining outcomes can be problematic and
there are multiple clients. The difficulties o f addressing Quality Assurance in palliative care have been
documented by Ingleton and and Faulkner (1994). Australian Standards and Accreditation Guidelines for
palliative care have been developed (PCA 1998), but it is arguable whether these are entirely transposable to
the care o f the terminally ill by primary health practitioners in Central Australia. Standards relevant to
primary care and to Indigenous perspectives (eg. Nganampa Health 1993) should also be considered.
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one's...prejudices no longer apply...best treated by an active immersion in the new
ways of life so that one has a chance of acquiring the pre-judgements and cues
necessary for effective functioning." (Crawford 1989:24-5)

Culture shock diminishes with increased length of experience in the field but tends not to
altogether disappear. Amongst my interviewees, those more "actively immersed" in the
Aboriginal world tended to be more knowledgeable about and less fearful of cultural
difference. Time did not in itself ensure either understanding or ease. What was more
significant was their experience of living on Aboriginal communities or working within
Aboriginal community controlled organisations, where they were a minority, some types
of power were vested in that community and an Aboriginal-oriented ethos may have
prevailed. Practitioners working in a predominantly Western environment, such as a town
based general practice, hospital or government clinic are not confronted to the same
extent by cultural difference or altered power relationships, do not generally have to make
the same adjustments, and are perhaps less likely to resolve some issues.

6.1.1 Ethical dilemmas
Beliefs about what constitutes "good care" were deeply held. Differences in the values
and expectations regarding patient care held by non-Aboriginal health care staff and
Aboriginal families challenged practitioners' professional and personal expectations:
...it can become stressful for white health professionals when you begin to think
that the local population are not caring for their old and sick and dying with daily
baths if they are incontinent, making sure that they have their medicine, good meals
and so one... with old people who are sick and maybe getting dehydrated they won't
force fluids down their throat, whereas us as nurses might have been trained to
force dying people to drink because that way they won't get dehydrated...there's
definitely a dilemma there. - bush nurse

In the example above, the emphases on hygiene, "good" meals and avoiding dehydration
reflect common Western concerns, but also raise professional conflicts. The goal of
contemporary palliative care is the patient's comfort, therefore feeding and hydration is
only necessary if the patient is conscious and hungry or thirsty. In the last stage of a
terminal illness, "good" (normal) hydration may actually cause additional problems.
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From this perspective, the practice of the Aboriginal family described above appears
closer to good palliative care than that of the nurse. Guidance regarding appropriate goals
for palliative management, defined in accordance with patient and family wishes and
aimed towards quality of life and patient comfort, may therefore assist in resolving some
apparently “cultural” ethical dilemmas faced by non-Aboriginal practitioners.

Despite their professional and ethical concerns, some practitioners tried to accept
families’ rights to conduct things in their own way, but at some personal cost. Thus in the
following example, also a hydration and feeding issue, the patient was said to be willing
to drink, but family members restricted fluids, thus determining the timing and manner of
her death.

The bush nurse believed they acted out of love, but admitted to private

concerns:
The old woman... wasn't fed for a week, not even fluids... she was a lady who was
very much loved... I would make up nutritious, fluidy kinds o f things that she could
dr ink... they were quite accepting o f that but as she got closer to death... they
wouldn't give it to her...the day that she died...I went down there and left the
fluids...and it wasn't given...I remember sensing very strongly that they really
didn't want me to do it...so I didn't persist...and she died early afternoon... that day
was pretty upsetting.

Recognising the importance of culture and the rights of families does not guarantee peace
of mind for the practitioner caught between different cultural values. Regardless of their
efforts to be culturally open and professionally even-handed, some ethical situations were
not able to be internally resolved. In the following case a very ill young petrol sniffer was
denied what the nurse considered appropriate care. She acknowledged the family’s rights
in this situation but was still distraught by this experience when interviewed several years
later:
...petrol sniffers are viewed when they get to a particular stage as already being
lost...[the family's] acceptance...of this child's demise was very difficult for
me... my perceptions o f his needfor that terminal care... was at complete variance to
what was available to him... I didn't feel happy with what I was doing but I knew
that there was no other way that I could do it simply because I had to be directed by
the family and the community...because culturally it's their business not mine and
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/ can ft impose my needs to satisfy my emotions in the care o f this person when
they were very clearly saying this is the way it had to be. It was the cultural thing
that I had a lot o f problems with, [my emphasis]

Many experienced staff members admitted they could not understand why the pattern of
care amongst Aboriginal families differed from their own expectations. At its extreme
this was conceived as a lack of willingness to provide that care:
...with the care o f dying Aboriginal patients that care stuff can become very
stressful...That old lady...did need a bath every day...and I would think why are
they not bringing her in everyday for a bath... that was a dilemma for me... she had
a lot o f fits...often [her medication] wouldn't be given...Maybe they didn't think it
was very important...I don't know. It's that thing about not really knowing. And
sometimes you would ask the [Aboriginal] health workers "why aren't they" but
they couldn't really answer. It's a real whitefella way o f thinking sometimes. - bush
nurse

Other deaths were perceived as being hastened by the actions of family members. In the
following case, the community nurse was ambivalent, initially trying to prevent the person
dying in this way (labelling it as “euthanasia”) but ultimately accepting it:
That was a euthanasia case in the end...It was the winter time. The poor old man
was... horribly incontinent. We couldn't look after him as well as we wanted to. He
developed a pressure sore. Every morning we would go down there and pull his
mattress into the sun. Every afternoon his mattress would be back in the freezing
cold under the verandah. At night time, I would go down there and he would be
covered in a cotton quilt. They would have stripped off his new shirts and his clean
blankets because they did not want to burn them if he died in the night... He did die
in the night... They told me at about 6 o'clock in the morning. It was a freezing cold
morning. My hands were numb on the wheel o f the car as I drove down. He was
covered in a cotton quilt. He had died o f hypothermia...I think they thought his
time was nigh and hypothermia is not, after all, such a bad death, is it?
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Some practitioners attempted to explain these ethical discrepancies by suggesting a
historical precedent for a perceived lack of interest in caring for sick and dependent
persons:
I think their culture is that they used to...let them die... You couldn't afford to nurse
people for a longer time because maybe then the rest o f you would die. I don't
know if that's still in their culture, but especially out bush with traditional people,
every time it's been very hard to get them to look after people...It's almost as though
people distance themselves...and leave it up to white people to look after them. town doctor
The stereotyped perception here was that Aboriginal families never have and do not now
care for their aged and ill. Such views were not supported by analysis of any particular
situation, for example how long it has been going on, the available resources and
supports, and the reasons why a crisis of care may have emerged.

Other interviewees strongly disputed such historical explanations for a presumed culture
of abandonment:
I don't think there is any evidence that where people's survival was not at risk that
they would wilfully leave someone to die...to actually assume that... in this day and
age when a family is unable to care for someone...they want them to die is
nonsense...I have talked to a lot o f people about it who have said that they never,
never left old people to die. That they always looked after old people. - town doctor
Evidence from contemporary Aboriginal people suggests that historically there has been a
high level of commitment by families to the continuing care of old, sick and dying
persons (Devitt and McMasters 1998; Woenne-Green 1995).

Significant changes in

Aboriginal society are likely to have disrupted previous patterns of responsibility and care
(Gray, Trompf and Houston 1991; Sykes 1988). It may be therefore that what is being
experienced is not a continuity of any historical trend but the result of cultural disruption.

6.1.2 Blame: "somebody would end up getting hurt"
Aboriginal people sometimes attribute supernatural aetiologies, frequently manifested
through human agents, to certain illnesses and deaths (Scrimgeour et al 1997:28-33).
The intertwined concepts of supernatural causation and personal responsibility for illness
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and death create a discourse of blame within the Aboriginal domain, but also challenges
for non-Aboriginal service providers, as described by this town doctor:
...there are forces outside o f medicine which are involved to someone who is
dying...And that is certainly different to the non-Aboriginal patients.

I guess I

really mean that someone is responsible or something has happened... it makes
me... careful... that I present possibilities to people... more sensitively so that I don't
seem to be over-riding those other cultural factors that are obviously important to
the family...I have to understand when people make decisions that are not totally
"rational" that there are other factors that I couldn't hope to understand.
Western biomedical models may be unable to deal with the causation of illness in a
manner that is satisfactory to some Aboriginal clients. In these cases, practitioners found
themselves between conceptual worlds, juggling both biomedical and supernatural illness
explanations:
There were a lot o f discussions and meetings about the cause o f her illness. There
was a perception that she was sick because o f a disagreement between some senior
man and this woman's mother and that she may have been killed by a senior man. I
was actually asked whether she had a white man's illness or whether it was due to
other causes...I tried to explain the nature o f cancer as...a very bad sore inside
you... after she died the man who had been accused o f pointing the bone left the
area and hasn't returned...I don't really know why. - bush doctor

This research demonstrated that the perception of responsibility and the discourse about
blame appears to have extended beyond the Aboriginal domain, to include non-Aboriginal
health care workers. Nine interviewees expressed concerns about being blamed for a
patient's death and inviting payback, particularly in the case of a sudden death (see
Weeramanthri 1997), however only three of these had any personal experience of this
phenomenon. Regardless of personal experience, the prevailing anxiety tended to impact
on practitioners' decision making and management. Of all the interviewees only one
doctor was sanguine about blame, denying there was any problem:
as long as you are up-front with people and you let them know what you are doing
and they know that you are trying your best...
This “rational” explanation was in spite of the recent experience of a nurse colleague
blamed for contributing to a patient's death by giving palliative medications.
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Of those interviewees with personal experience of blame, two were in the more likely
context of an acute death and the third involved concerns about palliative drug treatment:
...the fam ily felt that my use o f opiates was too great.

And the man actually

committed suicide in the end and they felt that in some way that was due to opiate
dependence and so a section o f the family blamed me fo r having got him dependent
on his opiates, which I thought was unfair...It certainly was part o f the general
grieving but some o f them should have known better. - town doctor

Two other cases involving third parties were described, both concerned with the use of
palliative medications.

The use of opiates engendered considerable anxiety and the fear of blame at times
constrained palliation. During the period of the interviews, the euthanasia debate was
raging in the Northern Territory and may have influenced both practitioners and clients:
Unfortunately, with this euthanasia thing in the news... that puts an end to morphine
infusions...syringe pum ps...I was only giving 1 milligram [o f morphine] because it
was so very important with everyone away at [cultural] business that this man
wasn't seen to be passing away due to the medication that I was giving...it added
another pressure, another stress... The inevitable analgesia that you have to give. I
don't think that the community... understands... - bush nurse

Neither did practitioners always understand the reactions of the family and community.
This bush doctor described what happened when a colleague’s offer of analgesia was
misperceived as euthanasia:
The sister said... she could give her a needle fo r the pain. Everybody got very angry
and... they didn't want to see that sister again... It was only a fortnight after she died
that we realised that the offer o f an injection was interpreted as an offer to kill
her... the sister involved was quite distraught...I'm not quite sure why they patched
it up.

The women...made it clear that they were sorry about what had

happened... she was forgiven but she was still very confused.

Practitioners’ failure to understand what family members believed resulted in a sense of
injustice about the outcomes of what they saw as good care.
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It could also be that

community perceptions shifted towards attribution of blame during the course of an
illness and after a death:
...he was on a syringe driver towards the end o f his life... with a morphine infusion
for pain... we thought people knew why he was getting that. After he died, people
said that the syringe driver was the same thing that they used in hospital to kill
Aboriginal people and that was the wrong thing to do...they were talking about
euthanasia.

Even though everyone knew how sick this man was, it was still

said... there are always people who don't understand what's going on...But the staff
that were looking after the person...took the comments quite badly and I thought,
under the circumstances, that was really unfair and unfortunate.

Many interviewees’ fear of blame and payback was attributed in the cultural domain, as a
concern about the potential consequences of Aboriginal beliefs, however others denied
cultural specificity. They gave explanations in Western terms, for example that blame
was a manifestation of grief, a response to perceived injustice (such as Westerners might
take to the courts), an excuse for feelings of guilt or poor family dynamics, or part of the
modem inability to accept death. Often these beliefs coexisted.

Apportioning responsibility, in a cultural sense, for a death is more likely to impact on
patients' relatives or community members than on non-Aboriginal health care staff.
Aboriginal health workers were seen to be in a particularly vulnerable position as
community members who were also health care providers:
I can never really imagine what it must be like...to be an Aboriginal that has lived
in one place all your life and you know everybody ...to be a health worker in the
middle o f it, it must be really scary stuff. I f you do anything wrong you know
exactly who is going to get you first and who is going to get you second and on and
on and on it goes. - bush nurse

Although they were less likely to be recipients of culturally attributed blame, nonAboriginal workers nevertheless had significant concerns. Much of their anxiety however
lacked focus and confused an Aboriginal cultural agenda with other discourses.
Practitioners caring for any terminally ill client, regardless of culture, may fear blame
either because they bear “bad news” or because both medical training and medicolegal
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practice reinforce the concept that someone is at fault when a patient’s health deteriorates
(Buckman 1998:143). Concerns about palliative treatments being perceived as a means of
euthanasia have their roots in medical, legal and social history, not in Aboriginal cultural
tradition. Analysing the components of these fears may assist in guiding future conduct
and alleviating such distress.

7. Conclusion: Developing the care team

The ideal of the multidisciplinary health care team working together towards common
goals in the care of terminally ill Aboriginal patients was not able to be sustained in the
Central Australian context. Such teams were seen to be resource-poor and over-stretched
in trying to meet clients' needs. Despite being culturally mixed, they did not necessarily
function effectively in a cross cultural way. Non-Aboriginal nurses and doctors did not
perceive any particular role, apart from general cultural liaison, for Aboriginal health
workers in caring for the terminally ill.

The specific role of Ngangkaris was better

recognised, possibly because they worked alongside, rather than within the Western health
care system. Such views are likely to reflect the prejudices and cultural blindness of
interviewees rather than the potential of the cross cultural health care team. Developing a
truly cross cultural team model for the care of terminally ill Aboriginal people will require
improved communication, training in palliative care methods and concepts for both
Aboriginal and non-Aboriginal workers and empowerment of Aboriginal workers within
the team.

The difficulties of caring for these patients were exacerbated by poverty, geographical
isolation and cultural difference. It may be helpful for practitioners to learn to differentiate
these in order to separate problems they can deal with from those that require an
organisational or a society-based response. Additionally, practitioners need guidance in
dealing with the ethical challenges, anxieties and concerns that arise from cross cultural
practice. Such training could provide the basis of a locally relevant approach to the care
of the terminally ill.
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Chapter 10
Sorry Business
1. Introduction: A Western understanding

The term "Sorry Business", as used by Aboriginal people in Central Australia, is
commonly understood to mean the experience of and practices associated with
bereavement. This chapter discusses the experiences and concerns of non-Aboriginal
health care workers during and after the death of an Aboriginal patient.

The beliefs and practices of local Aboriginal people in relation to bereavement are
culturally heterogeneous58 and constantly adapting to changing circumstances.

This

makes it difficult to offer prescriptive advice about them to non-Aboriginal workers.
They are invested with significant cultural and spiritual meaning, which makes it
inappropriate for a non-Aboriginal observer, such as my informants and myself, to speak
with any authority on these matters. In this chapter I will therefore be restricting my
comments to understanding the practice of non-Aboriginal health care workers and
addressing how they can most sensitively assist Aboriginal clients facing death and
bereavement.

The chapter begins by examining the concept of the "good death" as perceived by
informants to this study, in order to explore how death is valued in the cross cultural
setting. It then describes how non-Aboriginal practitioners learn about Aboriginal Sorry
Business, arguing that the group specificity and historical dynamism shaping local Sorry
practices renders any simplistic teaching inaccurate. The chapter proceeds by examining
doctors' and nurses' participation in the preparation, storage and disposal of a person's
body after death, their involvement in their patients’ funerals and their support of the
bereaved. It concludes by considering the grief experiences of doctors and nurses caring
for Aboriginal patients who subsequently died.

58 Anthropological accounts o f practices specific to particular groups o f local Aboriginal people are
available (eg. Meggitt 1962: 317-30).
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2. The ’’good death”

The reason for examining the notion of the “good death” is that it provides a means of
grasping values within the cross cultural care context.

An illness and death is

experienced, and judged, not only by the dying patient but also by their family,
community and carers (McNamara et al 1994). The “good death” is a culturally scripted
ideal and the scripts of patients, relatives and health care professionals, (what makes a
death a good one for each) may differ (Payne et al 1996; Hunt 1992).

In the course of analysing these interviews, it became apparent that informants frequently
identified the deaths of their patients as either "good" (14 cases) or "bad" (26 cases). In so
doing, they reflected both their own feelings and their understandings of what was
important for their clients. A secondary analysis was therefore made of that portion of the
data (40 cases contributed by 13 informants) that had yielded such judgements.

The elements of these cases that contributed to a death being labelled "good" or "bad" are
tabled below, in descending order of frequency, and discussed in the ensuing section.

Table 8. “Good” and “bad” features identified in forty deaths

Good features

Bad features
Young age

Old age

Poor investigation, treatment, symptom control
or care

Patient's wishes respected:
- to die at home/in own country
- to refuse or cease treatment
- to attend to own business

Patient's wishes not respected:
- unable to be cared for/die in own country

Care placement acceptable to patient and family

- treatment without informed consent

Death at home

- treatment against patient's will

Peaceful death or died in sleep

Death in hospital

Good discharge arrangements, home care and
other support services

Care placement not acceptable to patient and/or
family

Dying surrounded by family and friends
Good treatment, symptom control and care

Inadequate discharge arrangements or home
support services

Informed decision making

Poor communication
Poor adjustment to nature o f condition
Family unavailable for care
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2.1 Preventable deaths in young people
All fourteen "good" deaths were in adults, twelve of them (85.7%) being in old people
and two (14.3%) in middle aged adults. In contrast thirteen of twenty-six "bad" deaths
(50%) were of children, youths or young adults. In addition to the sadness inhering in the
deaths of younger people, there was also anger that they had not been prevented.
Preventability and youth were strongly associated in deaths due to petrol sniffing, alcohol
misuse and heart disease (mostly due to rheumatic fever), which were all perceived as
"bad".

2.2 Disempowerment
Adherence to the wishes of the patient and their family was important for two aspects of
the good death, their adequately informed consent to treatment and their wishes about
where they should be cared for. Thus it was considered that a patient whose decision to
desist from further treatment was respected died peacefully, whereas others who had
treatment against their will died miserably. This accords with the importance of patient
autonomy and good communication in the Western “good death” model. "Good" deaths
were also marked by concordance between the wishes of patients and their families about
how and where they should be cared for. In contrast, in only five of those judged as "bad"
did patients and families agree about where the patient should be cared for, and in three of
these the death occurred where neither party wanted.

2.3 Place of death
In general, home deaths were favourably perceived.

Where the person died in a

community other than his own, the death was seen as "bad". Hospital deaths were all in
the "bad" death category, whereas deaths in nursing homes were evenly distributed.
Because all those interviewed were working in the community sector, there may have
been some bias towards community care. One related marker of a "good" death was the
presence of family carers. Families were involved in the care of all but two "good"
deaths, but in only five of the "bad" death cases. When patients’ homes and communities
are remote from urban hospitals, they are much less likely to have the support of family
carers if they are institutionalised. Another was the presence of appropriate arrangements
and supports for home care.

Making social adjustments, personal preparations and
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farewells are important aspects of the Western “good death” (Kellehear 1990) and this
may also be true, albeit differently construed, amongst Aboriginal people. Such activities
are far more likely to take place when patients are at home amongst their families.

2.4 Treatment issues
The adequacy, appropriateness and availability of treatment formed a major disjunction
between a "good" or "bad" death. Thus, in the renal, cardiac and some other cases, lack of
availability of suitable treatments resulted in an early, arguably preventable and therefore
“bad” death. While deaths from both cancer and renal disease were evenly distributed
between perceived "good" and "bad" deaths, all "good" renal deaths occurred after a
voluntary decision against dialysis, whereas all "bad" renal deaths occurred in patients
never offered dialysis or who had "failed" dialysis59. These “bad” deaths therefore
reflected the practitioner’s concerns about the nature, sustainability or equity of the
treatment offered the patient.

As in the Western literature (eg Payne et al 1996; Hunt 1992) good symptom control and
perceived “peacefulness" in the final illness and death were important determinants of a
"good" death.

Interestingly, there were few reports of patient having poor symptom

control or not being peaceful at the time of death, even in some cases described by
practitioners as "bad" deaths.

This may be due to inadequate communication or

assessment. Alternatively, it may indicate a discrepancy between practitioners’ views
about and patients’ experiences of a good death.

2.5 A litmus test for the quality of care
Overall, non-Aboriginal practitioners evaluated the quality of their Aboriginal patients’
deaths according to a mixture of notions that were arguably Western (such as patient
autonomy) and of Aboriginal understandings (for example the importance of dying on
country).

Beyond this, their views reflected perceptions of the equity of available

treatments, the adequacy of support and care and the extent to which clients were

59 These are patients who are unable to sustain the commitment to regular dialysis in Alice Springs, or who
are judged “non-compliant”.
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empowered. The “good death” 'is thus more than a personal experience. It provides a
commentary on society’s approach to health care.

A further study focusing on the meaning of a good death from the perspectives of
Aboriginal clients and workers would help to clarify some of the questions raised by this
analysis.

3. Learning about Sorry

The process of weaving a cross cultural understanding of the “good death” from both
Western and Aboriginal notions and values requires that non-Aboriginal practitioners
learn about Aboriginal ways. Contributors to this study were very concerned to act
appropriately and not to give offence to the bereaved. Learning about Aboriginal Sorry
Business was however problematic. As previously described, most practitioners had no
instruction about the relevant local Aboriginal beliefs and practices prior to starting their
work. Only one informant had received prior guidance from Aboriginal health workers
about how to act at the time of death. This occurred while she was employed in a West
Australian Aboriginal community and while it may have sensitised her to other similar
situations, it is clear from her account that the information would not translate well to
other contexts:
I think it was their job to introduce us to the kinship relationships within the
community ...when a person dies who can be there and who cannot... Who can touch
the body and who can't... How we were to collect the hair ...and...the clothes for
Sorry Business and ceremonies...we were given skin names and even some o f the
nurses with the wrong skin name could not handle those particular precious items
to be given to the relatives or to the person that was in charge o f that... We hadfour
or five people die in the community whilst I was there and it was explained to us
how we were to show that we were sorry.

Of all the rituals associated with a death, the most widely understood and freely taught
piece of cultural information was the ban on using the name of the deceased
(Weeramanthri 1998; Crawford 1989). One community nurse told me that it was in fact
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the only piece of cultural information she was given on starting in her new position by the
previous incumbent, in order that she avoided trouble:
The only thing I was told before I went out to [the community] was never to
mention a dead person's name...I suppose because she had seen so many people
getting into a flap for using a dead person's name. - bush nurse

Most information about cultural aspects of death and mourning seemed to be less easily
available and was learnt on the job, in response to individual situations. The stress of a
bereavement might be considered to mitigate against instruction at this time, however
where appropriate, local people did provide guidance, occasionally even inviting the
practitioner to participate in the process:
...the Sorry Business started before she died... They burned the camp...The women
painted themselves and shaved their heads...whilst she was still conscious, I was
given a pair o f scissors by one o f the senior women and told to cut off some o f her
hair... There was already a lot o f wailing going on whilst she was still awake... They
would ask me how long she had to go and I had to tell them 1 didn't know but they
broke camp and then they had to light all these fires to keep warm whilst they
waitedfor her to die. - bush doctor
In order to learn about Sorry Business in this way, a practitioner needed to be sensitive to
the requirements of the situation and committed to working with the community, thus
enabling the development of trust. An inappropriate imposition of the practitioner’s own
cultural values or excessive staff mobility proved impediments to such learning.

Non-Aboriginal workers are often keen to have some sort of simple checklist or guide to
ritual practices important to Aboriginal clients, but these will differ according to the
individual circumstance. Assumptions made on the basis of any rigid set of rules can lead
to mistakes. The most useful advice for a novice to any new community is to seek local
guidance, and this is certainly true of learning about Aboriginal Sorry Business.
Nevertheless, the preparation practitioners have for dealing with and learning from a
given death can be improved.

Recognition of the complex and dynamic nature of

Aboriginal societies, a critical examination of one’s own beliefs and values, consideration
of the practical work involved and advice about the cultural mentoring process can all be
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valuable tools in constructing an appropriate cross cultural response to Aboriginal Sorry
Business.

4. Cultures in flux: tradition and spirituality

Maddock (1972) describes three functions at the core of death rites throughout Aboriginal
Australia. The first is to separate body and spirit, the second to dispose of the body and
the third is to settle the spirit. Such a Western conceptual division is likely to fall short of
any Aboriginal understanding, but it does provide a schema for the further examination of
Sorry Business in this study.

Practices associated with separation of the body from the spirit include not using the dead
person's name and ritually smoking or abandoning the dead person's camp. Burial is the
only type of body disposal that appears to be practiced in contemporary Central
Australia60, and may be accompanied by funerary rites of both Indigenous and Christian
origin. A range of secondary rites significant for the well being of the mourners as well as
the spirit of the deceased are practiced in fulfilment of the third function.
%

Some practitioners assumed that urban (and by inference "Westernised") Aboriginal
people did not place importance on traditional practices but this was not borne out by
others' testimonies.

For example, a town doctor described urban Aboriginal people

vacating the house where a person had died, and in another case ritually smoking the
house without leaving it. Similarly, rituals associated with the ceremonial use of the
clothing and hair of the deceased, as described by three informants to this study, are
contemporary practice, even in an urban setting (see Sansom 1980).

It is however possible that contemporary Aboriginal people may be subjected to
conflicting influences.

This was certainly the view of this palliative care worker

regarding an urbanised Aboriginal patient whom she felt was alienated and oppressed by
some traditional responses to her terminal illness:

60 Elliot (1991) considers that in Arnhem Land, the outstation movement has contributed to the resurgence
o f traditional practices such as exhumation and second burial, because it has permitted greater Aboriginal
control over making decisions.
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For her it's part o f this being caught between the two cultures. She has spent all
her life doing whitefella stuff like acquiring a house and a car and all that.
Suddenly she knows that when she dies the chances are that the fundamental culture
to which she belongs will take over and wipe everything she owns away. For her
it's a burden.
In such a complex situation, not only are simplistic assumptions unlikely to be accurate or
helpful, but the patient may also require special understanding and support.

Aboriginal people's experience of the spiritual aspects of death and bereavement is
influenced not only by traditional cultural practice but by the religions imported by the
colonisers. Christianity has, particularly in areas previously under missionary influence,
become important in many Aboriginal peoples' lives, and may coexist with traditional
aspects of their spirituality. One example was this story of an important traditional elder
who received Christian pastoral care, but had her home vacated, was nursed in a bush
camp which was burned in the traditional way and underwent traditional Aboriginal
rituals while dying. A perplexed (but impressed) bush doctor commented:
/ don't know what this lady believed in but her family had asked the... missionary to
sit with her every morning and evening for those last two weeks and I had seen her
with a bible.

I don't know what synthesis o f Christian and Aboriginal beliefs

sustained her.

The spiritual domain is recognised as being important for palliative care service provision
(PCA 1999:17), however no interviewee spontaneously nominated pastoral care as
necessary for their terminally ill patients. It was seen as an "optional extra" and, without
exception, interpreted as implying Christianity. This no doubt reflects the ethnocentrism
within our health care system, the secular nature of our society and the lack of
understanding many health care workers have of what is likely to be important to the
dying and bereaved. When specifically questioned, there was some discussion of the role
of the Ngangkari, who was seen as both a spiritual and a physical healer:
He's part o f the traditional way - more than the ordained pastor because I think
they believe far more in that still whilst they might pay lip service to the Christian
religion. Culture is still strong out there. - bush nurse
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Cultural transformation has been rapid for all contemporary Australians, but perhaps more
so for Aboriginal people in Central Australia. While this study did not enable a formal
historical perspective, informants to it, some with many years of local experience,
described a broad and changing range of Aboriginal cultural practices. By illustrating the
variety of cultural and historical influences that impacted on Aboriginal beliefs and
practices, it demonstrated the potential limitations of any static cultural description or
guide.

5. Caring for the body after death

The range of tasks required of the doctor or nurse caring for a terminally ill person on a
remote Aboriginal community included preparation and disposal of the body after death.
Out bush there may be no one with specific responsibility for mortuary work or for
arranging funerals.

While nurses may have some experience of laying out a corpse,

doctors generally do not, and neither is likely to have previous experience of organising
body bags, mortuary space or funeral arrangements. They may not understand either the
Western requirements (documentation and notification) or the Aboriginal cultural
practices that need to be followed after a death. Families, too, are frequently unfamiliar
with the bureaucratic and legal requirements after a death (Weeramanthri 1996). This
section describes practitioners’ work from the time of a death to the burial of the body.

5.1 Laying out the body
As has been previously described for many other areas of the care of terminally ill
Aboriginal clients, there was limited access to mortuary services, particularly in the bush.
One bush nurse expressed concern about the way the bodies of the deceased had been
treated on an Aboriginal community. This may have been because a dedicated service
was unavailable, either from the Aboriginal or the Western side, to do a job that many
ordinary people would find difficult.

Non-Aboriginal community workers were

sometimes forced to deal with such situations without any training or preparation, and
they:
...wanted to just get it over and done with...No respect shown at all and just shoved
into the body bag, just put in the paddy wagon and taken to the morgue...It's just a
corpse.
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In some Aboriginal communities in the Territory family members lay out the body of the
deceased (Weeramanthri 1996:13), but here the task fell to the nurse. He developed a
way of caring for the body after death that satisfied his own sensibilities, despite
recognising that it had no basis in either contemporary or traditional Aboriginal cultural
practice. He noted that traditional practices had lapsed:
I had said to the family, when she dies I would like to take her to the clinic and
wash her and put her in some clean clothes and we will let her stay in the clinic for
a little while and then we will wrap her in one o f her blankets and then she can go
into the coffin and then go to the morgue...I remember telling them that it was not
really whitefella way - although I suppose it is - but... they understood that it was a
respectful thing to do...I really don't know what the traditional way is...but
obviously that sort o f thing hasn't happenedfor a long time.
Despite the dearth of traditional practices, cultural rules remained important:
They nominated two specific people... it could only be those two, a skin brother and
a skin sister o f that woman. They didn't actually help me but they just sat in the
clinic. The sister sat in the same room and the brother sat in another room but they
just stayed there for the whole time she was in the clinic.

Those cultural practices that have survived may still cause concern within some health
care settings. According to one doctor with extensive experience in Central Australia,
there has been longstanding conflict between families’ cultural wishes about how to treat
the body (such as removal of the hair of the deceased for ceremonial use) and Western
practices within the health care institution. He argued that the representations of the
Aboriginal health organisation he worked for had resulted in the evolution of a more
sensitive and culturally appropriate practice. This sort of input from an authoritative
institution may enable non-Indigenous employees to operate with cultural safety:
There are issues...people want hair and clothing...If someone dies at home, the
family can take control o f these things and keep whatever they need before the
patient goes. There are times when patients died at the hospital and those things
became particularly difficult.

That has improved a lot... The mortuary attendants

have become just so well versed in this stuff ...[because of] meeting with them and
telling them that it was going to be an issue for ever more.
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5.2 Storing and transporting the body
In the absence of dedicated workers, what is more usually a community concern can be
(and sometimes must be) taken over by health care staff, raising issues of responsibility
and role boundaries. Thus a bush nurse who was caring for two terminally ill patients
described having to order a second body bag and make sure there were two coffins. In her
opinion, no one else on the community would have thought to organise the arrangements
for the two future corpses and transportation difficulties meant these details needed
consideration well in advance.

Inadequate preparation and knowledge can cause

concerns, as in this case where the deceased’s body was stored on the community until the
appropriate family members were able to travel there for the funeral:
I had him in the fridge for ages and was ringing up funeral directors and asking
"how long can I keep this body in the fridge"? It was quite a horrible situation.

-

bush doctor

After completion of the necessary paperwork, the body can be removed either by
community police, council members or families.

Not all clinics will have suitable

dedicated cold storage facilities where the body can be kept, which may necessitate a
journey into Alice Springs, where the sole Funeral Director is located, and sometimes a
return journey for community burial. In these cases, or with a hospital death, the cost of
transport back to the home community is borne by the family and can cause financial
hardship. Bodies are not generally transported by air ambulance (Weeramanthri 1996).
Bush health care staff themselves sometimes acted as hearse drivers and transported
grieving family members. One doctor suggested this task offered opportunities to console
the family and re-establish a care relationship with mourners, particularly if there was any
concern about how the person had died. This additional work was generally accepted as
part of the complete care of terminally ill people.

5.3 The burial
It was seen as important that Aboriginal people were buried on their country. If the
cultural requirement for burial on country was not fully considered, it could create some
anomalous scenarios, at least from a non-Aboriginal viewpoint, as in this case where a
burial was interrupted midway and then relocated:
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...for these people it is more important to that they die at home in their
country... We have just had a funeral at D... A woman...died in W and her country
was D and her family wanted her buried at D...they started to bury her at W - they
had the service at W - and there were phone calls going left, right and centre and
finally she was driven out to D and buried ...there...from a cultural point o f view,
to bury her at D was the correct thing to do. - bush nurse
Examples like this illustrate the difficulty of imposing Western understandings on the
practices of Aboriginal community members around the time of a death.

Of the twenty-one informants, four nurses and two doctors described participating in the
funerals of patients they had cared for.

Attendance at the funeral reflected their

involvement with the life of the community and engendered a variety of responses. One
doctor who felt a part of the local Aboriginal community after many years of service was
upset at being unable to fulfil her perceived responsibility to her patient’s family when she
could not attend her funeral.

Two bush nurses who had cared for patients during

particularly difficult illnesses described the experience of attending the funeral as
therapeutic. Three informants found the sheer number of funerals and the associated
community grief a source of great distress.

Non-Aboriginal staff tended to remain at the periphery of an Aboriginal person's funeral.
One example of a more active involvement was given by a bush nurse who had the
unusual experience of being ceremoniously taken around the congregation and even
hugged by some of the men.

She had previously made great efforts to provide the

deceased with good and culturally appropriate care and had in fact enabled him to die at
home. She believed the patient's funeral represented an opportunity for members of the
community to express their appreciation.

Wake et al (1999) have suggested that non-Aboriginal health care workers should only
attend funerals at the invitation of and accompanied by relevant members of the
Aboriginal community. This caution, no doubt intended to avert potential social and
cultural mishap, is reasonable, as otherwise the onus is on the worker to know what is
appropriate behaviour. In my own experience, health care workers’ attendance at the
funeral of an Aboriginal patient has generally been welcomed as a sign of respect. Their
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task at the time of a death is to find ways of working that are appropriate to the local
situation, do not offend and permit some sense of personal satisfaction. Their role after
any given death, including at the funeral, will generally be at the invitation and under the
guidance of community members. This understanding may assist the practitioner who is
perplexed or feels alienated by Aboriginal Sorry Business.

6. Mourning

While grief is universal, mourning, which is the public expression of grief, is prescribed
by culture (Blair 1995). Grief can affect bereaved people in superficially different but
comparable ways. We know, for example, that it is not uncommon for spouses to become
depressed or ill or die themselves after being widowed (Schaefer et al 1995; Zisook et al
1994). This bush nurse described the mourning of an Aboriginal widower:
They had been together for a really long time. He just withdrew from her. He used
to say to me "I can't go over there - I'll be too sad"...it has only been a month since
she died and he's really ill in hospital now...The family tell me that he has probably
‘sung’ himself to die... I'm told that's what old people do when they lose a partner.
He was really healthy and now he's got end-stage cardiac failure which he never
had before. He was a Ngangkari.
This poignant description has a significant cultural overlay (a Ngangkari “singing”
himself into serious illness) but the widower’s experience may not be so very different
from that of bereaved persons in other cultures that we cannot empathise with him.
Remembering the universal experiences of human suffering, courage and love can be a
powerful guide when one is bewildered or awed by cultural difference.

6.1 Adaptation of practice during the period of mourning
It is sometimes assumed that non-Aboriginal practitioners have no part to play in
Aboriginal Sorry Business. This ignores the reality that they live and work in partnership
with Aboriginal community members.

This research found that although ritual and

practice around death remained in the Aboriginal domain, it did impact on the work of
non-Aboriginal medical and nursing staff. Practitioners continued to provide health care
to community members after a death, but the nature and location of that care changed in
accordance with Aboriginal cultural requirements.
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Thus after a death, as has been described, mourners often moved. Sometimes a whole
community was abandoned for a time. This had implications for health services, which
now needed to be delivered to the "Sorry Camp"61. Access to the Sorry Camp was
restricted and was only at the invitation of appropriate community members. The clinic
Aboriginal health worker was frequently, but not necessarily, their best guide.

Another example arises from the health sequelae of mourning practices themselves. After
a death some mourners may engage in ritual self-mutilation. One informant described
being called to attend a man following such a "Sorry cut" on the afternoon after his
relative died. Normally such cuts are so inflicted as to avoid serious injury to vessels,
however on this occasion it was at an unusual site and continued to bleed heavily.
Despite her efforts, this man's condition deteriorated and he required evacuation to
hospital.

The entire episode, including attempting to provide community care in

accordance with his wishes to remain part of the Sorry Camp and then driving him half
way to Alice Springs to meet the ambulance, took twelve hours, a not inconsiderable
effort for a practitioner with no role in supporting Aboriginal people engaged in Sorry
Business!

While the need to deliver such practical care was well accepted, the role non-Aboriginal
health care providers played in bereavement support was less clear.

6.2 Bereavement support
Compassion and an understanding of our common human suffering provide the basis for
an approach to cross cultural aspects of bereavement. The training of most health care
workers does not however include the skills and knowledge that would best enable them
to help those who are grieving (Irish et al 1993:1-2). In Western countries, trained
professionals are generally members of the dominant cultural group, and may be
unfamiliar with the death-related beliefs, rituals and behaviours of other cultural groups.
Discussing the American situation, Irish et al have pointed out that:
"lack of cultural understanding and sensitivity to cultural diversity in death and grief
appear to have caused more problems than language barriers" (ibid: 188).
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In order to work effectively with the dying and bereaved of other cultures, practitioners
need to look beyond their own cultural perspective, acknowledge and respect both what is
culturally different and what is individually unique, and be willing to learn from
experience (ibid: 16-7, 187-90).

Cross cultural research on bereavement in Australia has demonstrated a number of areas
of potential conflict and incompatibility between members of various ethnic groups and
the dominant society, and demonstrated the inadequacy of existing monocultural health
care and psychiatric services for meeting their needs (Ata 1994:93-8). Western strategies
for grief counselling may in fact be harmful for non-Western clients (Eisenbruch 1984).

In this study, some interviewees recognised that current Western ideas about bereavement
may have their limitations when applied to Aboriginal clients:
All this stuff about working people through the phases o f grief and acceptance and
anger ...came out o f the Americans and 1 don't think...it's appropriate for
Australians, let alone Aboriginal Australians.

I just don't push that stuff -

palliative care worker.
The mourning practices of Aboriginal people were poorly understood. Palliative care
practitioners found this particularly difficult because their work is expected, at least in
principle, to extend beyond the death of the patient to the care of the bereaved relatives
(THS 1998), but with Aboriginal families they did not know how to do so.

Other

practitioners generally saw Sorry Business as a family matter, and felt that responsibility
for bereavement support lay either with either families or Aboriginal service providers:
I didn't go back to see them - you know, it was that cultural thing, it wasn't my place
to visit them - I got [the doctor] to arrange for someone through Congress...to
follow them up and see how they were coping...I did feel that I had done my
job... that what they wanted from me was over and I had no more place in their
grieving. - town nurse
This seems an appropriate response, providing the agency referred to has the capacity to
deal with this aspect of the work.

61 Temporary camp for mourners.
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Analysis of these cases, however, suggested that many Aboriginal families had slipped
through the available net of assistance. There was a lack of counselling and support
resources that might appropriately assist Aboriginal families.

Quite apart from the

cultural issues, primary care workers may distance themselves from providing
bereavement support because it is seen as a specialist area, better provided by palliative
care services (Nightingale et al 1998), pastoral care workers or bereavement counsellors,
none of which are widely available in Central Australia.

The common belief was that family members would, and perhaps should, provide any
necessary support. Participants in Sorry Camps may in fact provide excellent mutual
bereavement support.

However, because the grief of many Aboriginal community

members is complicated as a result of multiple losses (Swan 1998), the capacity of
families for internal renewal is likely to become stretched. It could be argued that they are
more likely to need additional help than many non-Aboriginal families. As with other
areas of this study, the expectation seemed to be that Aboriginal families would do more
of the necessary work and with fewer resources than we tend to expect in non-Aboriginal
society.

Both the response of not comprehending the process of Aboriginal mourning and that of
withdrawal from it, are understandable but can be inadequate (Wake et al 1999). So long
as the bereaved is seen as an "other", not able to be understood on cultural grounds, they
will be denied the human and professional support of a person with whom they may have
become close during their relative's illness. The well-recognised need for a culturally
appropriate response to bereavement and for support by Aboriginal workers does not in
my view absolve the non-Aboriginal worker from continuing care after a death. On the
contrary, it flags the need to develop a way of easing cross cultural distance in order to
improve that engagement, preferably in partnership with an Aboriginal worker.

7. “A relentless series of funerals”: grief experiences of nurses and doctors

Despite the difficulties practitioners experienced in making relationships with their clients
because of cultural and language barriers, they did become attached to them during long
periods of care.

The longer they worked within a community and developed these
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relationships, the more difficult it became for them to deal with the grief engendered by
their patients' deaths:
It's getting very hard... The funerals, I find that I just can't go to them any
more...because I end up very, very upset...the care is no problem but just getting
involved in that grieving process is becoming increasingly difficult... [because] I
know families and...it is such a full-on emotional experience. 1 can't do it any
more. - bush nurse

Some sorts of deaths were particularly difficult to deal with. These included the deaths of
children:
1 had to go down to that sorry camp three times within twenty-four hours... To face
those people...to tell them that one o f their children was dead - it was the most
dreadful thing. - bush nurse
In the above case, an added poignancy was due to the fact that there were multiple deaths
and that they were due to an avoidable cause (petrol sniffing). As has been discussed
earlier in this chapter, the avoidable deaths of young people caused anger as well as
sadness:
I get cranky about the slow genocide and the way they die as a result o f motor cars,
petrol and alcohol. - bush nurse
The all too frequent premature deaths of people suffering chronic illnesses resulted in
community losses beyond their individual tragedies, and the deaths of old people meant a
loss of precious knowledge and traditions.

During the interviews, respondents’ accumulated experiences of a range of dying
situations, including those of patients who had not been terminally ill, poured from them,
suggesting they had not had previous opportunity to debrief. The tragedy of frequent
deaths on Aboriginal communities affected staff morale:
...we were just overcome with this feeling o f community grief...And when I say
"we", I mean the community and we are participating in it.,.To see people who
have barely recovered from one horrible tragedy, being plunged into another
one...it's difficult to work and to keep your head above water after one crisis and
then have this other one descend on a family... I just seem to be going through the
same thing over and over again. It's the same faces. I f it's not the same family,
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then it's a closely related family. And if it's not them turning up as mourners at the
funeral then it's them who are giving the body away. You are either one thing or
the other in that tribe and it's just been a relentless series o f funerals. It's just
awful. - bush doctor [my emphasis]

One response to this accumulated grief was to create a protective detachment, but it was
difficult to sustain, as described by this bush nurse:
...I didn't think any more about it other than "well there's another one". I'm sure
now that's how they feel...that's how it appears. It's like they have to build up some
kind o f barrier otherwise you'd be a wreck, just shattered... I just find it heartache
material. You know for the last six Tuesdays...there was a funeral...I have never
actually tried to put myself in their position until...someone said to me "just
imagine if your mother died, then your sister, and two o f your brothers". Well that
would leave me with no sisters and no brothers...when I thought about it like that I
was just devastated.

Given the difficulty of the task taken on by professional staff in caring for the terminally
ill, their many concerns and their significant emotional reactions, support from senior
staff or organisations was conspicuously lacking. This bush nurse described how she
coped alone during an epidemic of petrol sniffer illness that resulted in several deaths:
/ felt washed out...the lack o f support again from town...over a period o f three
weeks...they were getting worse and worse...I was beginning to think...I can't cope
much more...everybody in town knew that this was happening, that they were dying,
but in Nursing Administration...[nobody]...got on the radio...to say "how are you
coping, do you need a break?" ...I was really crying over the radio for I needed that
support.

Bush nurses agreed that support for staff who had participated in a death was very limited,
either due to lack of awareness or of availability or because the actual issues were so
difficult to deal with. As a result, this bush nurse still had considerable unresolved grief
about a patient she had cared for more than ten years previously:
I think probably because I was just so outraged about the whole business [voice
breaking] that I just probably didn't raise it with anyone.
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It seemed that health staff were required to simply get on with the job, to deal with these
difficult situations without support, and they were often too proud to ask for it. Coming
into town from a bush clinic when difficulties arose was professionally difficult because it
left community members without services. Many coped by talking with a trusted friend,
or found support from one another. One male nurse, who had admitted to strong and
difficult emotions, acknowledged, but discounted the lack of any opportunity for health
care staff to debrief after a death. He may have faced an additional barrier because males
in our society are not thought to require emotional support.

Overall, there was a void in the areas of grief counselling, debriefing and general support
for staff caring for terminally ill patients. Non-Aboriginal staff members were rarely
included in the grief process undergone by their patients' families62:
There's an ongoing issue with debriefing for staff which I don't think has been
adequately sorted out... after someone has died we tend to be quite excluded from
what is going on in the family. There's sorry business going on and that's a family
thing and we just stand back and let it happen. - DMO

More recently, the need for grief counselling has been acknowledged (Weeramanthri
1998), however it remains relatively inaccessible. Critical incident debriefing has been
offered to THS bush staff for several years, but is logistically difficult to deliver within
the required time frame and unlikely to be offered to those who have been caring for a
terminally ill patient. A "Bush Crisis Line" was established by the Council of Remote
Area Nurses (CRANA) with Federal funding in 1996. This service, which offers 24-hour
telephone counselling for remote practitioners, has so far been underused by staff caring
for terminally ill patients63. The renal nurse commented that plans for a grief counselling
service for staff of the dialysis unit (whose patients suffer a high death rate) had just been
shelved.

62

Aboriginal health workers, who were generally related to the deceased, were involved in family Sorry
Business.
63 Personal communication, Kerrie Kelly, Bush Crisis Line Coordinator, 1999
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A considerable well of unresolved practitioner grief was uncovered during the conduct of
this study. As a result I began a process of telephoning informants shortly after each
interview in order to inquire how they felt and offer assistance if any problems had arisen
as a result of our discussion. One had been very upset but had used the opportunity to
deal with unresolved grief. Another, who believed his (previously unshared) experiences
to be unique and felt concerned about how his actions would be judged, was surprised and
relieved to learn that his difficulties were common. Fortunately, nineteen interviewees
stated that they were all right, but of these nine had appreciated the (unusual) opportunity
to discuss these aspects of their work and to ventilate their feelings. Six of these found
the discussion had enabled them to consolidate their experience and stimulated further
reflection and useful action. One, for example, had discussed the management of some
cases with a colleague with a positive outcome. Three practitioners were keen to discuss
further cases.

The prospective case studies provided an additional and welcome

opportunity for practitioner support.

It seems therefore that discussion and support for workers providing terminal care may
have significant benefits.

As well as relieving difficult emotional situations, it may

stimulate learning by reflective practice, thus enabling health care workers to provide an
improved service with less difficulty.

Palliative Care Australia has developed standards for service provision that recognise the
impact on staff of providing care to dying patients and their families. According to these,
a palliative care service should have in place guiding policies, education and strategies to
support staff (PCA 1999:11). At present these are not formally available to the staff of
CAPCS, and have certainly not been extended into the primary care arena. A window of
opportunity currently exists for the development of appropriate staff support and for
improving patient services.

8. Conclusion: Towards an Aboriginal “good death”

Consideration of Aboriginal Sorry Business has once again illustrated the disadvantage
suffered by Aboriginal people. They have the potential to suffer more “bad deaths” as a
result of communication failure, paternalistic end of life decision making and inequitable
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treatment, and after a death their families have more limited access to bereavement
support.

Although this study did not solicit information on a model for a “good death”, two-thirds
of interviewees discussed cases in these terms, reflecting both their own cultural values
and those they learnt from clients in their care. In this study, the “good death” was seen to
be a home death, under care conditions chosen by patients and agreed to by family
members. “Bad deaths” were characterised by alienation from land and kin and treatment
that was not in accordance with the patient’s wishes. Additionally, practitioners judged as
bad perceived health care inequity and the all too frequent avoidable deaths of younger
people from preventable or treatable disorders. These latter themes, which have arisen
repeatedly throughout this study, are not found in the existing literature on the “good
death”. The concept of the “good death”, as used by non-Aboriginal health care workers
thus provides both a cross cultural and a public health perspective on the care of
terminally ill Aboriginal people. The former enables an approach to culturally appropriate
care provision, while the latter permits the construction of an equitable service.

Dealing with death provides a great challenge to practitioners working across cultures
because of the sensitivities involved. In this chapter I have described these difficulties
and the potential for ameliorating them by providing appropriate training, guidance and
support. Because of the variety and complexity of Aboriginal Sorry practices, I have
argued against any simplistic checklist approach to cross cultural training in this area for
non-Aboriginal staff. Instead, local guidance from community members and authoritative
Aboriginal organizations is of great importance, but it will only be made available in a
climate of mutual respect and trust. When Aboriginal people recognise the health care
institution and its practitioners as “culturally safe”, they will be more likely to share the
information that enables improved cross cultural care of the dying and the bereaved.

In dealing with Aboriginal Sorry Business, non-Aboriginal practitioners found the cultural
barriers to communication particularly difficult. They tended to better grasp the practical
tasks, many of which themselves required learning new skills, than the emotional work of
supporting the bereaved, leaving this to family members and the wider Aboriginal
community. They justified this withdrawal as being "culturally appropriate". As a result,
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Aboriginal families may have been disadvantaged in being required, as with so many
other aspects of the care of their terminally ill relatives, to find resources for bereavement
care within themselves.

While participants of Aboriginal Sorry Camps are clearly

mutually supportive within a well established, culturally prescribed tradition, there
appears to be a dearth of specific bereavement services to meet the increased needs of
many Aboriginal families.
inequitable.

Bereavement service provision appears therefore to be

Improving these services requires that links are built with authoritative

Aboriginal practitioners and organizations, which themselves must be adequately
resourced, and that further resources are directed towards relevant cross cultural research
and training.

The practical and particularly the emotional work done by nurses and doctors in the care
of the terminally ill and bereaved generally went both unrecognised and unsupported.
Having entered this area of practice relatively unprepared, they had to acquire new skills
in order to provide a helpful and culturally acceptable service.

This required time,

patience and sensitivity as well as guidance from within the Aboriginal client community.
As a result of an institutional expectation that they require no guidance, debriefing or
counselling, participants to this study dealt alone with difficult situations and emotions.
This study demonstrated the potential benefits of changing the workplace culture so as to
enable a freer expression and sharing of these experiences and feelings. By reflecting on
their care experiences, practitioners can build a practice more responsive to local
requirements.

This needs to be done within a culturally and emotionally safe

environment, and facilitated by practitioners with appropriate expertise.

In summary, cultural safety in bereavement care is important for both clients and service
providers, for without it, practitioners cannot assist their Aboriginal clients towards a
“good death”.
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Chapter 11

Cross cultural practice and terminal care in Central Australia

1. Introduction

The study set out to explore terminal care issues within cross cultural primary health
practice in Central Australia through the work experiences of doctors and nurses. Little
was known about palliative care service provision for Aboriginal people, and the new
local palliative care service had been conceived without a rigorous understanding of the
complexities of cross cultural care.

By increasing understanding in this previously

unexplored area of service provision, this research can contribute towards improved
practitioner training and support and institutional policy formation and hence to better
client care.

Because death and bereavement are areas of great sensitivity, cultural issues become
important for developing services relevant to Aboriginal clients’ needs. This study found,
however, that these could not be usefully considered in isolation from other determinants
of health care practice. Geographical isolation, socioeconomic disadvantage, historical
precedent, race relations and institutional cultures and policies all impacted on service
delivery. The study data raised concerns about a number of structural issues within health
care institutions and the wider society, many of which had a cultural component but could
not be addressed solely within the cultural domain. A public health perspective facilitated
clarification of these complex issues, thus enabling a critical service analysis.

A dominant theme arising from this study was client disempowerment, which created
obstacles to the provision of culturally appropriate and ethically sound palliative care. By
reflecting on non-Aboriginal practitioners’ experiences of caring for terminally ill
Aboriginal clients, the research aimed to assist in the development of a culturally safe
practice, one with which clients would feel comfortable, and which would empower them
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to make their care choices in accordance with the philosophy of contemporary palliative
care.

The process of teasing out cultural threads enabled a consideration of the entire fabric of
local practice as it is experienced by non-Aboriginal primary health care practitioners. In
order to further illuminate the canvas of cross cultural terminal care, complementary
studies would need to be undertaken within other health care sectors and from the
perspectives of Aboriginal patients, families and service providers.

2. Service issues arising from the study of cross cultural terminal care in Central
Australia.

The first concern that emerged from the study data was equitable access to existing
services. Informants presented ample evidence that they perceived terminally ill
Aboriginal people to be disadvantaged, not only by their socioeconomic status but in their
access to quality health services. Although the study did not have a comparative design, it
suggested a number of gaps existed in service provision for Aboriginal clients. These
occurred across the range of services required, from the diagnostic process, through
culturally safe and clinically appropriate treatment and care, and extending to
bereavement support. These findings and the recommendations to which they led validate
the use of the public health approach, with its overt concern for equity, in the conduct of
this research.

The second issue was the lack of formal consideration of cultural factors in the planning
and delivery of services. This was particularly relevant for the appropriate development
of the “seamless” net of services supporting community care. Thus interpreter services,
transportation, respite care, hospital treatment, nursing home care, and brokerage funds to
enable equipment purchase and family travel all need to be provided in ways which meet
Aboriginal clients’ cultural needs. No amount of “empathy” or “cultural sensitivity” on
the part of individual practitioners will of itself create a culturally safe environment for
Aboriginal clients if it is not supported by such structural changes.
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Thirdly, poor race-relations had an adverse impact on cross cultural health practice. Good
relationships between Aboriginal and non-Aboriginal people are needed to facilitate cross
cultural team work, communication, end-of-life decision making, resources management
and service policy development.

Although many individual interviewees were well

intentioned, these were not consistently achieved. Such issues were difficult to explore
because problems in race-relations, although both pervasive and powerful, were rarely
acknowledged. Reynolds (1999) has argued that as a result of our colonial history, racism
is an integral but covert part of the fabric of Australian society. Racism in its many
manifestations needs to be addressed with individual practitioners in a safe training and
support environment, and confronted at an institutional level where it impacts on policy
and practice. A culturally safe palliative practice cannot be developed and sustained
unless this work is done.

It may be useful to consider the specific implications cultural issues have for case
management and to differentiate these from other relevant issues. The ensuing discussion
recognises the difficulties of making an unambiguous division into “cultural” and “other”
categories, but its premise is that clarification will be helpful. Table 9 summarises those
considerations, both cultural and structural, which were found to be important at various
stages of the management of cases of terminal illness in Aboriginal people in Central
Australia. It is based on a medical model of care, such as that implicitly used by both
nursing and medical informants to this study, and was constructed by plotting the broad
issues they raised (first column) against the sequence of major management stages they
described (first row). The crosses show which issues were raised at various stages of
client management.

The five issues that stand out as being important for every stage of patient management
are:
(i) Family participation and support.
(ii) Good communication between clients and service providers.
(iii) Patient alienation or institutional barriers to care.
(iv) Transportation.
(v) Access to appropriate professional skills.
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While the first three of these can be construed as being at least in part within the cultural
arena, the last two, which are clearly resource issues, cannot. Neither transportation nor
the distribution of professional resources are solely functions of geographical isolation,
both being amenable to policy and planning.

Table 9. Cultural and other issues relevant to the management of terminally ill
Aboriginal clients.

C o n cern s ra ised

I.

P resen ta tio n

P r a c tic a l c a re
plan an d review

D eath and
S o r r y B u sin ess

1

X

X

X

1

X

X

X

1

X

X

1

X

X

1

X

1

X

X

X

X

X

X

X

X

D ia g n o sis

D e c is io n m a k in g

X

X

X

X

C u l t u r a l is s u e s

F am ily su p p o rt

C o m m u n ic a tio n /
trust
A lien a tio n /
in stitu tio n a l
b a rriers to ca re
G e n d er / k in sh ip
issu es
P a tien t a u to n o m y

X

S p iritu a l / c u ltu ra l
needs

II.

N o n -c u ltu r a l issu e s

Illn ess sta g e

X

1
1
1
1

X

S u p p o rt reso u r c es
T ra n sp o rta tio n
P ro fessio n a l sk ills

X

X

X

X

It is also noteworthy that every issue raised in this study was pertinent to the vital
management stage of decision making. Appropriate and ethical decision making should
be seen as the fulcrum upon which services for terminally ill people are developed. This
thesis has argued for empowerment of Aboriginal clients and workers as a prerequisite for
the development of a culturally safe service. It is their voice that needs to be heard in the
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decision making process, both when services are planned and in individual case
management.

3. Recommendations addressing services currently available for terminally ill
Aboriginal people

The following table summarises the service gaps that have been identified in this study
and makes recommendations to address these.

Table 10. Service gaps identified and recommendations made.

Service Gaps Identified

1. Interpreter and cultural
brokerage services

Recommendations
•

•

That adequate interpreter services are funded,
and interpreters are appropriately trained,
recognised and recompensed
That major health care decisions are made in
the presence of both appropriate family
members and trained interpreters.

•

•

2. Aboriginal staff of CAPCS

•

Employment of Aboriginal staff for CAPCS

3. Funding support for
practical home care

•

That Women’s and Community Centres are
adequately funded to support community care.

•

That brokerage funds are made available to
support the needs of remote clients for transport
and equipment.

4. Professional support for
home care
5. Infrastructure for enabling
access to non-acute medical
care and respite care, taking
into consideration patients’
cultural needs.

•

6. Bereavement support for
Aboriginal families

•

•

•

Responsibility

•

Northern Territory
and Federal
Governments.
Health care
agencies and
providers.
THS
Federal
Government and
ATSIC.
Territory and
Federal
Governments.

That health system policies facilitate equitable
access to home nursing.

•

Health care
providers, THS.

That transport policies take into consideration
the cultural needs of patients to die on country.
That respite care is properly funded and made
practically accessible.

•

RFDS, Ambulance
services and THS.
THS and respite
service providers.

That models be developed with Aboriginal
service providers for bereavement support of
Aboriginal families.
That non-Aboriginal service providers be
trained and supported in providing improved
cross cultural bereavement support.
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•

•

CAPCS, primary
health care
services, and
Aboriginal
counselling
agencies.

S erv ice G a p s Id en tifie d

R ec o m m e n d a tio n s

7. T rain in g fo r p ra ctitio n er s

•

in:
•

p a llia tiv e care

T hat p ractition ers are p r o v id e d tra in in g a b o u t

•

cu ltu ra lly sa fe and m e d ic a lly e f f e c tiv e care fo r

•

th e term in a lly ill.
•

•

cro ss cu ltu ral care and
th e b e lie fs and p r a c tic e s o f

cu ltu ra lly ap propriate and e th ic a l d e c is io n s for

lo ca l A b o r ig in a l p e o p le

h ealth care in c o n c e r t w ith c lie n ts and

that w ill fa c ilita te

ap propriate fa m ily m em b ers.
•

care.

CAPCS
Prim ary h ealth
care a g e n c ie s

•

cu ltu ra lly sa fe term in al

R esp o n sib ility

T hat su c h train in g e n a b le p ra ctitio n er s to m a k e

•

A b o r ig in a l care
and sup p ort
a g e n c ie s

•

T hat prim ary h ealth care w o r k e r s are p r o v id e d

A b o r ig in a l eld ers
and c o m m u n itie s.

w ith a d eq u ate g u id a n c e and p ractical su p p ort
for th is w ork .

8. E m o tio n a l su p p ort and

•

T hat p ractition ers are p r o v id e d o p p o r tu n itie s

•

C A P C S and

d e b r ie fin g fo r p ractition ers

for d e b r ie fin g and g u id e d in d e v e lo p in g

prim ary health

ca rin g for p a tien ts w h o are

r e fle c tiv e p ractice.

care a g e n c ie s .

term in ally ill or h a v e d ied .

4. Training of practitioners for cross cultural palliative practice

This study is based solely on information from non-Aboriginal workers and cannot
therefore provide a comprehensive guide to local practice. Nor, as previously argued,
would prescriptive advice be particularly useful.

What the research has done is to

demonstrate those areas of practice interviewees found most difficult, and hence those
which training could most usefully address. These included improved communication,
ethical decision making and culturally appropriate care planning.

The care of terminally ill Aboriginal people within the cross cultural context is
challenging work.

Training and support, including management guidance and

constructive debriefing, will assist practitioners to meet these challenges, by improving
their capacity to deal with the complexities of their work, reducing its inherent stresses
and enabling better management decisions.

Appropriate training can also facilitate

cultural change within professions and health care organizations, including services caring
for terminally ill people, which will ultimately impact on the wider society (Kellehear
1999:157-8). In the final analysis, the development of a culturally safe palliative practice
for Aboriginal people will require cultural change at all levels of society.

The components of a training and support program which might assist practitioners to
provide terminal care in the cross cultural context are outlined below. These represent a
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potential educational program in its most extended form. Any given program would need
to be tailored to the specific needs o f participants, and may not include every training
element described, however each needs to be informed by the principles o f palliative care
and delivered in a manner conducive to the development o f a culturally safe service.

Table 11. Training for cross cultural care of the terminally ill.

Comment

Training area

.

1

Societal orientation

•

•

2.

Practitioner attitudes

•
•

•

3.

Communication

•

•

•
•
•

Non-Aboriginal health professionals need to understand the
social, political, historical and cultural contexts within
which they practice.
This requires an extensive orientation, for which Territory
Health’s ACAP program provides one model.
Provider attitudes that block clients’ access to services need
to be identified and eliminated.
Ramsden (1995) argued that health professionals, as bearers
of personal and corporate cultures holding considerable
powers, were responsible for this work, however it is
difficult and requires institutional support.
Attitudinal analysis needs to inform the recruitment process
for individual workers, be part of the continuing process of
reflective learning and extend to policy analysis at an
institutional level.
A process of interactive learning will help build skills in
culturally appropriate and polite means of communication
for health care.
This would be most effective as a continuing program made
available throughout the process of acculturation for nonAboriginal workers.
Video techniques and role-plays are well-established
methods for facilitating such learning.
Instruction by Aboriginal colleagues could break down
barriers and assist in team building.
Training in Aboriginal languages can be of immense benefit,
but additionally practitioners need to understand how best to
use both professional and lay interpreters.
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Comment

Training area
4.

Ethical decision making

•

•

•

•

•

5.

Cultural orientation for
sorry business

•

•

•

•

6.

Bereavement support

•

•

•

Practitioners need an approach to making ethical
management decisions in the cross cultural context and
access to ongoing guidance.
The philosophy of palliative care, which prioritises quality
of life and empowerment of the client and their family,
would provide a basis for such judgements.
Non-Aboriginal workers faced with complex care scenarios
can be taught a framework approach of attributing
difficulties into cultural or other domains and assessing the
possibilities of and responsibilities for making any necessary
changes.
Non-Aboriginal practitioners should be advised to include
appropriate family members in end of life decision making
and to relinquish major decisions to patients and their
families.
Aboriginal health and liaison workers can assist in value
clarification across cultural boundaries and in advocacy on
the patient’s behalf.
Cultural orientation for new workers should include a better
introduction to some aspects of dealing with Aboriginal
Sorry Business.
Guidance about specific local beliefs and practices can only
be provided by Aboriginal people with appropriate expertise
and authority and cannot generally be presumed to translate
into different environments.
Non-Aboriginal practitioners need to know how to find the
right persons to assist them in any given situation.
Mentoring by a senior Aboriginal health worker or
community member may be helpful.
Building relationships of trust within Aboriginal
communities and with Aboriginal colleagues is a
prerequisite for this type of learning.
One area of great sensitivity where local guidance is most
important is developing the capacity to support bereaved
relatives.
While bereavement support and counselling are considered
part of the work of palliative care services (PCA 1998),
primary care providers are clients’ first and often only
source of assistance, and may themselves need additional
direction.
Non-Aboriginal practitioners, whether specialist or
generalist, will need advice on cultural aspects of
bereavement support and care. This must be learnt from
(and in general provided in concert with) Aboriginal service
providers or senior community members.
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T r a in in g a rea
7.

P a llia tiv e c a r e

C om m en t
•

Prim ary

h ealth

care

d e v e lo p in g

fie ld

of

o p tim is in g

sy m p to m

w o rk ers

need

p a llia tiv e
c o n tr o l

care
an d

in stru ction
p ra ctice,

in

in

the

both

in

u n d erstan d in g

its

co n c e p tu a l ap p roach to care.
•

A co m b in a tio n o f b r ie f in -s e r v ic e m o d u le s , to g e th e r w ith
c a s e -s p e c ific g u id a n c e , w ill b e st m e e t e x is tin g prim ary care
ed u ca tio n n e e d s in C en tral A u stra lia .

8.

S elf-c a r e

•

F in a lly , p ractition ers n e e d su p p o rt in d e a lin g w ith th eir o w n
e m o tio n s, d e b r ie fin g d u rin g or after a d iffic u lt care situ ation
and g r ie v in g after a death .

•

T h is is lik e ly to co n trib u te to b oth im p r o v e d p ractition er
w e ll-b e in g and im p r o v e d se r v ic e s .

•

A lth o u g h

su p p ort

c o u ld

be

p r o v id e d

w ith in

e x is tin g

n e tw o r k s th is h as n o t th u s far b e e n e ff e c tiv e and ad d ition al
effo r t m ay b e req u ired from th e C A P C S or o th er p rovid ers.

5. Cultural contexts: broad lessons from this study

The employment of non-Aboriginal health care workers is currently a structural feature of
health service delivery for terminally ill Aboriginal people, and therefore requires a
continued focus on the nature of cross cultural care. This study makes a contribution to
this process. It sought data from a range of primary care providers with widely differing
experiences of cross cultural practice. Despite this heterogeneity, similar major themes
consistently emerged. These included addressing issues of power and race-relations, the
need for improved cross cultural communication and enhanced ethical end of life decision
making, practical recognition of the cultural component of suffering, the development of a
resource base to equitably support community care, and the need for improved
practitioner training and support.

The unique characteristics of the local context, namely Central Australia in the late 1990s,
should restrict extrapolation of particular management scenarios elsewhere. Nevertheless,
the approaches developed in this thesis for improving practitioner training and support,
critically examining service provision, and developing a culturally safe practice may be
useful in other cross cultural contexts, particularly where services are being provided to
Aboriginal clients by non-Aboriginal practitioners.
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During the study, it became apparent that practitioners’ cultural understanding and
acceptance was related to their degree of immersion in an Aboriginal context. This may
of course reflect self-selection into particular jobs, but it may also be a consequence of the
work environment. Practitioners who worked for Aboriginal organizations or lived on
Aboriginal communities were themselves exposed to the experience of being in a
minority and of an altered power balance based upon Aboriginal societal constructs. In
general they seemed more comfortable with cross cultural practice and less fearful of
cultural difference when compared with practitioners working for government and urbanbased services. This observation appears to support the concept of providing services for
Aboriginal people under Aboriginal control and within an “Aboriginal space”
(Scrimgeour 1997).

The degree of adaptation non-Aboriginal workers have to cross

cultural practice is likely to be reflected in the nature of the services they provide to
Aboriginal clients. In particular, it may facilitate client empowerment within a health care
system that generally places power with the majority-culture service provider. Although
no interviewee raised the issue of Aboriginal community control of services for the
terminally ill, a similar study with Aboriginal informants may find otherwise.

Inherent in the various service approaches of public health, cultural safety and palliative
care is a tension between respecting the dynamic forces that affect populations and
meeting the unique needs of individuals. Without consideration of group characteristics,
including those based in culture, services can develop no effective means of assisting
clients within our heterogeneous community. Nevertheless, while cultural knowledge and
respect is essential for the care of terminally ill people, its interpretation and application
within the care relationship must reflect the individual client’s situation and wishes.
Caution is needed against the tendency for any type of determinism, including cultural
determinism, that might mitigate against effective care for the individual. Dogmatism, the
simplistic use of categories, or a checklist mentality create a sense of “otherness” which
serves to perpetuate racism. An understanding of our shared humanity provides the basis
for the development of compassion, which is a prerequisite for all good health care.
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6. The need for further studies

Throughout the course of this study, issues were raised which could not be resolved
within its parameters. This exploratory work has potential to expand in many directions,
some of which are described below. Not all of these studies could be usefully conducted
by a non-Aboriginal researcher and some might not be priorities for Aboriginal
communities. Appropriate community consultation will secure optimal conditions for
future research into cross cultural palliative care.

6.1 The epidemiology of terminal illness in Central Australia.
Service planning must be based on an appropriate population analysis of the medical
conditions encountered and the personal and social situations of those affected. This
study makes clear the importance of sourcing such data broadly. The epidemiology of
terminal illness may be changing, as was raised with respect to the increase in renal
disease, the possible increase in prevalence of some cancers and the changing presentation
but intractable nature of petrol sniffing and alcohol abuse.

6.2 Renal disease as a special case of terminal illness.
There is an epidemic of renal disease in Central Australia. The difficulty of providing
renal replacement therapies acceptable to Aboriginal people in the region results in
numbers of people who decline, “fail”, or cease renal replacement treatment, and who are
subsequently treated conservatively, with or without the benefits of any specific palliative
management program.
•

What are the best models of palliative care for patients in the final stages of chronic
diseases such as renal failure, and who should provide it? In what ways might it be
different from that offered to people with cancer?

•

What role can palliative care services have in improving decision making?

•

How can we best support both family and professional carers of patients with ESRD?

•

What might constitute a “good death” from ESRD for Aboriginal patients?
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6.3 Comparative studies of case management for terminally ill Aboriginal and nonAboriginal patients.
Such studies would be inherently confronting and therefore difficult to conduct. Their
potential value lies in exploring those allegations of inequitable management raised
throughout this study and providing tools for addressing any bias found. They could
examine:
•

Decision making processes and their outcomes, including the extent to which there is
informed consent and treatment is given in accordance with the patient’s expressed
wishes.

•

Whether there are differences in the management of similar conditions in Aboriginal
and non-Aboriginal patients, including what treatment choices are offered, and
whether hospital discharge and follow-up arrangements are similar.

•

The extent to which patients are able to access all components of the multidisciplinary
health care team.

6.4 Other possible studies include:
•

The role of AHWs in end of life decision making, care planning and the practical care
of patients who are terminally ill.

•

Health care decision making processes within Aboriginal families.

•

Gender aspects of the care of terminally ill Aboriginal people.

•

A comparative study of Aboriginal and non-Aboriginal perspectives on the “good
death”.

•

A needs analysis of the bereavement support requirements of Aboriginal families.

7. Conclusion

Culture is a dominant theme of service provision in Central Australia. It provides a basis
for addressing the complexities of practitioners’ cross cultural work and for developing
services that meet clients’ needs in a culturally safe manner. Exploration of terminal care
issues within primary care practice using a cultural framework has facilitated a broad
understanding of local service delivery from the perspective of non-Aboriginal service
providers.

This research has established that gaps exist in many non-Aboriginal
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practitioners’ preparation for caring for terminally ill Aboriginal clients and in several
types of services these clients require. It has raised questions about such clients’ equity of
access to existing services and about the degree to which the services offered are
culturally safe.

The information gained in conducting this research will assist in the development of
improved training programs for non-Aboriginal health professionals caring for terminally
ill Aboriginal people and service policies for the agencies employing them. Additional
information brought by Aboriginal clients, community members, workers and
organizations will be integral to appropriate service development and requires further
research.

The questions previously raised regarding Aboriginal control of or an

Aboriginal milieu for such services must be answered in the Aboriginal domain.

Professional health service providers, such as doctors and nurses, who at present and in
the foreseeable future will generally be non-Aboriginal people, need to be cognisant of the
nature of cross cultural care in order to properly assist Aboriginal patients and families.
This study has explored their practice issues and problems and learnt from them ways of
addressing these. Resolution of many of their difficulties, including those with solutions
in non-cultural arenas, will improve the accessibility and cultural acceptability of the
service they provide and hence contribute towards equity of care.
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Appendix 1
Definitions
[English words and phrases]

T erm

D e fin itio n

A b o r ig in a l (a d j .)

T h e A u stra lia n F ed eral G o v e rn m e n t h a s a d o p te d a d e fin itio n w h e re b y an
A b o rig in a l p erso n is o f A b o rig in a l d e sc e n t, id e n tifie s as an A b o rig in a l
p erso n a n d is so id e n tifie d by th e ir c o m m u n ity .
- W h en u se d in A u stralia, th is te rm re fe rs to In d ig e n o u s p eo p le fro m th e
A u stra lia n m a in la n d , T a sm a n ia an d th e T o rre s S tra it Islan d s.

A b o r ig in a l h e a lt h w o r k e r

T ra in e d A b o rig in a l p a ra p ro fe ssio n a l w ith a ra n g e o f p rim a ry h e a lth an d
c ro ss c u ltu ra l c o m m u n ic a tio n sk ills, w h o w o rk s in a h e a lth -re la te d area.

A b o r ig in a l to w n c a m p

D e sig n a te d A b o rig in a l u rb an liv in g a re a, g e n e ra lly a d m in iste re d by an
A b o rig in a l c o m m u n ity o rg a n iz a tio n .

B e r r i m a h L in e

C o llo q u ia l e x p re ssio n re fe rrin g to th e p e rc e iv e d a d m in istra tiv e d isre g a rd
sh o w n by D arw in b u re a u c ra ts to th e re g io n a l a re a s o f th e N o rth e rn
T errito ry .
- B e rrim a h is a d istric t so u th o f th e city o f D a rw in .

C e n tr a l A u s tr a lia

C e n tra l re g io n o f A u stra lia e n c o m p a s s in g th e so u th e rn h a lf o f th e
N o rth e rn T e rrito ry a n d th e c ro s s -b o rd e r re g io n s o f N o rth e rn S o u th
A u stra lia a n d E astern W est A u stra lia .
- C e n tra l A u stra lia is d e fin e d in re la tio n to its se rv ic e c e n tre (A lic e
S p rin g s) an d g e o g ra p h y , ra th e r th a n by S tate a n d T e rrito ry b o rd ers.
- B e ca u se o f th is, its e x a c t size a n d p o p u la tio n are d iffic u lt to d e te rm in e .

C u ltu r e

A se t o f b e h a v io u rs, b e lie fs, v a lu e s, c u s to m s, a rte fa c ts an d social
in stitu tio n s th a t is le arn ed a n d sh a re d by m e m b e rs o f a p a rtic u la r g ro u p
o r so c iety .
- C u ltu re is d y n a m ic , re fle c tin g c h a n g in g c irc u m sta n c e s.

C u ltu r a l b r o k e r

B icu ltu ra l w o rk e r p ro v id in g lia iso n a n d m e d ia tio n b e tw e e n se rv ic e
p ro v id e rs an d c lien ts w h o are o f d iffe re n t c u ltu re s.

C r o s s c u lt u r a l

A te rm re fe rrin g to situ a tio n s w h e re p e o p le are o p e ra tin g ac ro ss o r
b e tw e e n tw o c u ltu re s, b rin g in g to th e in te ra c tio n d iffe rin g
u n d e rsta n d in g s a n d e x p e c ta tio n s.
- In th is th e sis, th e te rm is g e n e ra lly u se d to d iffe re n tia te b e tw e e n
A b o rig in a l a n d n o n -A b o rig in a l c u ltu re s.

C u ltu r a l s a f e ty

A p h ilo s o p h y fo r se rv ic e p ro v isio n in a c ro ss c u ltu ra l c o n te x t w h ic h
p rio ritise s c lie n t e m p o w e rm e n t, c o m fo rt a n d c u ltu ra l se cu rity .

D is tr ic t m e d ic a l o ff ic e r

P rim ary c a re d o c to r se rv ic in g re m o te c o m m u n itie s b y m e a n s o f clin ic al
v isits fro m a ce n tra l base.
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E th n o c e n tr ism

The tendency to believe that one’s own cultural beliefs and values,
behaviours and practices, and social institutions are natural and right and
arguably superior to those of others.

I n d ig e n o u s

Native bom peoples; the original (Aboriginal) inhabitants of a country.
In this thesis, the term is generally used for Australian Aboriginal
people, however it can also refer to Inuit, Maori, Sami, Canadian or
American Indian and other Aboriginal groups.

In te r p r e te r

Person providing oral language interpreting or written language
translation between parties who do not share a common language.
Interpreters may be either professionals trained to various skill standards
(as recognised by NAATI [National Association for the Accreditation of
Translators and Interpreters]) or untrained volunteers.

M a in s tr e a m in g

Policies designed to embed into general service provision the capacity to
meet the needs of all clients, irrespective of their background.

P a llia tiv e c a r e

A concept of care enabling the holistic multidisciplinary support of
people suffering from an illness from which no cure can be anticipated
and from which they are likely to die. The emphasis is on maximising
quality of life.

R a c is m

A power relationship occurring at individual or institutional levels
between dominant and subordinate elements of a society, based on
racial, ethnic or national prejudice.

R em o te

A ‘remote zone’64 is characterised by having few towns, a high
dependency on natural resource based industries, extremes of climate,
low levels of transport and communications infrastructure and public
utilities and of commercial and government service provision, and high
price structure for most goods and services.
- Such a zone can include town centres such as Alice Springs and
Tennant Creek.

S te r e o t y p in g

The tendency to make inaccurate, generalised conclusions based on
inadequate data.

T e r m in a l illn e s s

Such an illness, injury or degeneration of mental or physical faculties
(a) that death would, if extraordinary measures were not taken, be
imminent; and
(b) from which there is no reasonable prospect of a temporary or
permanent recovery, even if extraordinary measures were undertaken?5

T op End

The Northern part of the Northern Territory, centred on Darwin for
administrative purposes and in terms of service provision.

64

Department of Primary Industries and Energy and Department of Human Services and Health (1994)
Rural, Remote and Metropolitan Areas Classification 1991 Census Edition. AGPS, Canberra.
65 Natural Death Act o f the Northern Territory (1988).
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Appendix 2
Glossary
[Aboriginal words and phrases]

Notes:
1. The thesis text contains those Aboriginal words and phrases used by my nonAboriginal interviewees, which do not always accord with Aboriginal usage.
2. Many common words are used in similar ways, albeit with different emphasis or
orthography, across a number o f Aboriginal language groups.
3. As Aboriginal languages have only been written down in recent historical times, the
orthography can be variable.
4. Included here are words in “Aboriginal English”, which can be viewed as a dialect o f
“Standard English”, although as Harkins has argued (1994), with distinctive Aboriginal
constructs and meanings.

Sources:
Goddard C. (1996) Pitjantjara/Yankunytjatjara to English Dictionary. Revised 2nd Ed. Institute for
Aboriginal Development Press, Alice Springs.
Hansen KC and LE. (1992) Pintubi/Luritja Dictionary 3rd Ed. Institute for Aboriginal Development Press,
Alice Springs.
Harkins J. (1994) Bridging Two Worlds: Aboriginal English and Crosscultural Understanding. University
of Queensland Press, St. Lucia.
Horton D. (ed) (1994) The Encyclopaedia o f Aboriginal Australia: Aboriginal and Torres Strait Islander
History, Society and Culture, Vol.l:A-L. Australian Studies Press, Australian Institute for Aboriginal
Torres Strait Islander Studies, Canberra.
Partridge E. (1982) A dictionary o f slang and unconventional English: Colloquialisms and catch-phrases,
Sloecisms and catachreses, Nicknames, Vulgarisms and such Americanisms as have been naturalized.
Mary Martin Books, Routledge and Regan Paul, UK [1st Ed. 1937, 5th Ed. 1961, reprinted in one volume
1982],

Word_________________________Meaning
Anangu

_______________ Language

People in general.
- Used to refer collectively to the Aboriginal
people of the region who belong to
Pitjantjatjara and related language groups.
- The term Anangu tjuta refers more
specifically to Aboriginal people.
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Pitjantjatjara

Business

Cultural matters, often secret/sacred.
- Men’s or Women’s Business refers to
gender-specific cultural ceremony and
matters.
- Sorry Business refers to ritual and
ceremony around death and bereavement.

Aboriginal English

Finishing up

Dying

Aboriginal English

Hump(e)y

Shelter.
- A colloquial term for an Australian native
hut.

Colloquial/Aboriginal
English

Koorie

‘Man’ or ‘people’.
- Like “Murri”, “Nunga”, “Nyungar’, and
other collective terms, it identifies the
Aboriginal people of a region.

Numerous languages of
South-Eastern Australia

Mayatja

One in authority, ‘boss’, leader, supervisor.
- The Health Mayatja is the ‘clinic boss’.

Pitjantjatjara

Ngangkari

Healer or traditional doctor

Pitjantjatjara. The term is
used by other language
groups and there are several
alternative spellings.

Ngura

Camp, home, place where people are
staying.

Pitjantjatjara

No room

Culturally inappropriate personal contact or
relationship

Aboriginal English

Pa ly a

OK, good, alright, well, healthy.

Pitjantjatjara, Luritja,
Pintubi

Pampa

Old woman, senior woman

Pitjantjatjara

Rama-rama

Irresponsible or silly.

Pitjantjatjara

Tjilpi

Old man or elder, often used as a mark of
respect.

Pitjantjatjara

Whitefella

Term used by Aboriginal people to refer to
non-Aboriginal people, whether Caucasian
or not. Reflects not only ethnicity, but
culture and values.
-Blackfella is similarly used by Aboriginal
people to refer to themselves, and
distinguish themselves from non-Aboriginal
people.

Aboriginal English
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Appendix 3
Aboriginal place names and organizations

Aninyingi Congress

Community controlled Aboriginal health organization,
Tennant Creek

Apatula Region

ATSIC administrative region encompassing the south
part of the NT excluding the region around Alice
Springs.

Arrernte Council

Aboriginal service organization, Alice Springs

Central Australian Aboriginal Congress |CAACJ

Community controlled Aboriginal Health
organization, Alice Springs

Ngaanyatjarra Lands

Aboriginal owned lands in West Australia, west of the
NT border.

Nganampa Health Council

Community controlled Aboriginal health organization
servicing the Anangu Pitjantjatjara Lands

NPY Women’s Council

Service and lobbying organization for the women of
the Ngaanyatjarra, Pitjantjatjara and Yankunytjatjara
Aboriginal lands.

Pitjantjatjara Lands

Aboriginal-held lands in South Australia

Tangentyere Council

Aboriginal service organization, Alice Springs
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Appendix 4
Acronyms
AAHPC
ABS
ACAP
ACAT
ACCHS
AG PS
AHMAC
AHW
AIDS
AIHW
ANU
ATSIC
CAAC
CADGP
CAPCS
CARPA
CHASP
CRANA
CT
DHHCS
DMO
ESRD
FAAD
GP
GPRIP
HACC
HIV
HREOC
IAD
MRI
NAATI
NAHS
NHMRC
NPY
NT
NTU
PCA
PHC
RFDS
ROTI
THS
TPC
WHO

Australian Association for Hospice and Palliative Care [Since 1998 Palliative Care Australia]
Australian Bureau of Statistics
Aboriginal Cultural Awareness Program
Aged Care Assessment Team
Aboriginal community controlled health service
Australian Government Printing Service
Australian Heath Ministers’ Advisory Council
Aboriginal health worker
Acquired immune deficiency syndrome
Australian Institute for Health and Welfare
Australian National University
Aboriginal and Torres Strait Islander Council
Central Australian Aboriginal Congress
Central Australian Division of General Practice
Central Australian Palliative Care Service
Central Australian Rural Practitioners’ Association
Community Health Accreditation and Standards Program
Council of Remote Area Nurses
[Also CAT] Computerised axial tomography
Department of Health, Housing and Community Services
District medical officer
End stage renal disease [also End stage renal failure: ESRF]
Frail Aged and Disabled Program (Within CAAC)
General practitioner
General Practice Rural Incentive Program
Home and Community Care
Human immunodeficiency virus
Human Rights and Equal Opportunities Commission
Institute for Aboriginal Development
Magnetic resonance imaging
National Association for the Accreditation of Translators and Interpreters
National Aboriginal Health Strategy
National Health and Medical Research Council
Ngaanyatjarra, Pitjantjatjara and Yankunytjatjara [as in NPY Women's Council]
Northern Territory
Northern Territory University
Palliative Care Australia [Previously Australian Association for Hospice and Palliative Care]
Primary health care
Royal Flying Doctor Service
Rights of the Terminally 111 [Legislation]
Territory Health Services
Territory Palliative Care
World Health Organization
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Appendix 5
Interview Schedule

1. Pilot Interviews [1996]
D ate

In te rv ie w ee

V en u e

S e p te m b e r 1995
2 9 F eb ru ary 1996
16 Ju n e 1996
18 Ju n e 1996
25 Ju n e 1995
2 7 Ju n e 1996
1 Ju ly 1996
2 4 Ju ly 1996

D (i )*
D (ii)
N (i)
D (iii)

R e m o te C o m m u n ity P ra ctice
T e le p h o n e
T e le p h o n e
M e n zie s S ch o o l o f H e a lth R e se a rc h
M e n zie s S c h o o l o f H e a lth R e se a rc h
A lic e S p rin g s H o sp ita l
A lic e S p rin g s
M e n zie s S ch o o l o f H e a lth R e sea rch

N (ii)
N (iii)
D (iv )
N (iv )

* D (i) = DIO in the m ain interview s.

2. Main Interviews [1997]
D ate

In te rv ie w ee

V en u e

25 M arch
3 A pril
3 A p ril
8 A p ril
18 A pril
19 A p ril
2 2 A p ril
2 M ay
9 M ay
11 M ay
12 M ay
21 M ay
4 Ju n e
6 Ju n e
11 Ju n e
12 Ju n e
18 Ju n e
2 7 Ju n e
8 July
12 July
2 4 July

D1
N1
N2
N3
D2
N4
N5
D3
D4
N6
N7
N8
N9
D5
D6
D7
D8
N 10
N il
D9
D IO

D o c to r’s p ra c tic e
N u rs e ’s h o m e
C o m m u n ity H ea lth S e rv ic e s
C o m m u n ity H ea lth S e rv ic e s
R e m o te H ea lth S e rv ic e s
R e se a rc h e r’s h o m e S erv ice s
C o m m u n ity H ea lth S e rv ic e s
R e m o te H ea lth S e rv ic e s
R e m o te H ea lth S e rv ic e s
M e n z ie s S ch o o l o f H ea lth R e se a rc h
M e n z ie s S ch o o l o f H ea lth R e se a rc h
R e se a rc h e r’s h o m e
R e se a rc h e r’s h o m e
R e se a rc h e r’s h o m e
D o c to r’s h o m e
D o c to r’s h o m e
T e le p h o n e
R e se a rc h e r’s h o m e
N u rs e ’s h o tel
D o c to r’s h o m e
M e n z ie s S ch o o l o f H ea lth R e se a rc h
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3. Prospective case studies [1997]
The notation refers to practitioners interviewed for the main part o f the study. Data
presented here includes only those cases and practitioners used in the final analysis.
Hatch-marks [#] denote those situations where the researcher became involved in the
patient’s care during a period o f locum work for the CAPCS.
P ra c titio n er

C o n ta c t d a te

C o n ta c t by

C o n ta c t to

D6

10 Ju ly
5 A u g u st
8 A u g u st

R e se a rc h e r
R e se a rc h e r
D6

D6
D6
R e se a rc h e r

D8

14 Ju ly
14 Ju ly
28 Ju ly
7 A u g u st
12 N o v e m b e r

R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r

D8
N5
D8
D8
D8

N4

19 A p ril
28 M ay
12 Ju n e
7 Ju ly
10 Ju ly
17 Ju ly
28 Ju ly
30 Ju ly
1 A u g u st
8 A u g u st
2 7 A u g u st
9 S e p te m b e r
17 O c to b e r
7 N ovem ber
27 N ovem ber

R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
M e e tin g w ith N 4
R e se a rc h e r
N4
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r

N4
N4
N4
N4
N4
N4
N4
N4
N4
N4
R e se a rc h e r
N4
N4
N4

N6

11 M ay
24 Ju n e
7 Ju ly
7 Ju ly
8 Ju ly
16 Ju ly
28 Ju ly

D isc u ssio n at in te rv ie w
R e se a rc h e r
R e se a rc h e r
N6
N6
R e se a rc h e r
R e se a rc h e r

N6
N6
N6
R e se a rc h e r
R e se a rc h e r
D4
N6

N 10

27 Ju n e
2 Ju ly
15 Ju ly
28 Ju ly
5 A u g u st
13 A u g u st
2 0 A u g u st
2 6 A u g u st*
2 8 -2 9 A u g u st #
3 1 A u g u st #

D isc u ssio n at in te rv ie w
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
R e se a rc h e r
D5
V isits to see p a tie n t in h o sp ita l
D IO

N 10
N 10
N 10
N 10
N 10
N 10
N 10
R e se a rc h e r
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R e se a rc h e r

1 -1 2 S e p te m b e r #

D a i l y v i s i t s t o s e e p a t i e n t in

C lin ic n u rses

h o s p i t a l; p h o n e l i a i s o n w it h

D IO

c o m m u n ity c lin ic s t a f f
14 O cto b e r

R esearch er

D IO

2 5 O c to b e r

R esearch er

D5

8 Ju ly

D i s c u s s i o n a t i n t e r v ie w

N il

2 0 A u g u st

R esearch er

N il

2 4 A u gu st #

M e e tin g

D IO

2 6 A u gu st

D5

R esearch er

31 A u g u st

D IO

R esearch er

11 S e p t e m b e r

R esearch er

N il

15 O c to b e r

R esearch er

N il

2 4 O c to b e r #

M e e tin g

R e n a l a n d p a l li a t i v e c a r e
te a m s

6 N ovem ber

R esearch er

N il

2 8 N ovem ber

R esearch er

N il
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Appendix 6
Interview Questions [Major interviews]
(a)

Questions about you and your work

1. What age are you?
2. Gender?
3. From what ethnic background are you?
4. What is your profession?
5. How long have you worked in this profession?
6. What is your current work situation?
• town or bush? (if bush, distance from town?)
• private practice, government employee or Aboriginal community controlled
organization employee?
7. How long have you been working in this job?
8. What proportion of your patients are Aboriginal people?
9. How many terminally ill Aboriginal people have you cared for in the last two years?
10. From what conditions did they suffer?
11. Have you cared for terminally ill non-Aboriginal patients in this or in another job?
12. What orientation have you had to working within the community of your clients?
• Its history and politics?
• Community structure and social functioning?
• Aboriginal culture?
• Your role within the employing organization?
13. What training, have you had regarding Aboriginal views and practices about health,
illness, death and dying and bereavement?
14. What training, have you had in palliative care or the care of the dying?
• Symptom control, including pain relief?
• Nursing care?
• Grief counselling?
15. Do you speak any Aboriginal languages?
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(b)
Questions about you care of terminally ill Aboriginal patients. Please refer
to cases that have been in your care over the last two years. If you have also cared
for non-Aboriginal terminally ill patients, please consider any comparisons that may
occur to you.
1. How are decisions made regarding the care of dying Aboriginal patients, and who is
involved in the decision-making? (for example, what treatment to give or not to give,
where the person will be cared for and where they will die, who will care for them,
what they are told about their condition).
2. What specific issues arise in establishing a diagnosis and prognosis and in the
ongoing management of a dying Aboriginal patient?
3. What role does the family have when a relative is dying? What issues arise?
4. What issues arise in the provision of personal care to a dying Aboriginal patient?
5. Where are patients cared for when terminally ill? What issues arise in the choice of
place of care (family home, clinic, institutional care, other premises)?
6. Where do they actually die?
7. Who are the members of the health care team that care for the dying Aboriginal
patient and what are their usual roles? What issues arise from the function of this
team?
8. This question is about your communication with the patient their family, and other
service providers:
• Are there any problems or special features of this communication?
• How do you go about it? (interpreters, cultural brokerage)
• Is there mutual understanding in the clinic setting?
9. Are there any particular satisfactions or else worries or stresses that occur when you
are caring for a dying Aboriginal patient? (Worries might be about the care of that
patient, or that affect other areas of your work, or your personal life or coping skills,
or that may remain with you after that person has died). How do you deal with them?
10. What would have helped you provide optimal care to these patients?
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