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ABSTRACT 

In the Kimberley, palliative care has been integrated into the regional kidney disease 

pathway care plan since 2008 but no research has been done to ascertain if health 

services are meeting the palliative care needs of Aboriginal and Torres Strait Islander 

people. With the rising number of Aboriginal and Torres Strait Islander people with 

kidney disease it is pertinent to investigate the timely initiation and delivery of palliative 

care for this cohort of people.  

This study sought to determine the quality of palliative care information, care and 

support being delivered to Kimberley Aboriginal and Torres Strait Islander people with 

end stage kidney disease. A retrospective case note study was conducted to assess 

who received palliative care during their kidney disease trajectory, at what point 

initiation of palliative care discussions began and what palliative support was provided. 

The study also sought the views of Aboriginal and Torres Strait Islander people on their 

end-of-life needs.  

The study involved a semi structured interview process conducted with ten Aboriginal 

and Torres Strait Islander people with end stage kidney disease. Open ended 

questions were implemented to ascertain if there was an awareness of palliative care, if 

so at what stage palliative care had been introduced along the kidney disease 

trajectory and to investigate end-of-life needs and desires. 

All participants were explicit in their end-of-life wishes. It was very clear where they 

wanted to die and who they wanted to be with during those last days. All participants 

emphasised the importance of discussing end-of-life although they differed on what 

point in time these discussions should take place. The findings from the research 

demonstrated that Aboriginal and Torres Strait Islander people with end stage kidney 

disease want to know what palliative care is and what end-of-life support is on offer. 

The interviews raised some confronting questions on end-of-life, yet each participant 

willingly engaged in end-of-life dialogue. 
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CHAPTER ONE: INTRODUCTION     

    1.1 The Kimberley 

The Kimberley is the most remote region within the state of Western Australia covering 

an area of 421,451 square kilometres (1).This is almost twice the size of Victoria and 

about three times the size of the United Kingdom (2). According to the Australian 

Bureau of Statistics Aboriginal and Torres Strait Islander people make up just under 

half of the Kimberley population (1, 3, 4), unlike the rest of Western Australia where 

Aboriginal and Torres Strait Islander people comprise approximately 3% of the total 

population (1, 4). The Pilbara and Goldfield regions of Western Australian have the 

next highest proportion of  Aboriginal and Torres Strait Islander people with 12 - 15% of 

the population being of Aboriginal and Torres Strait Islander background (3).  

In Kununurra, Halls Creek, Derby and Broome there are Aboriginal Community 

Controlled Health Services (ACCHS) that depend on Aboriginal health workers 

providing much of the care for local Aboriginal and Torres Strait Islander people (4). 

Kimberley ACCHS’s have a strong ethos that values culture which is in part 

demonstrated by the employment of Aboriginal health workers who are predominantly 

local people with a sound understanding of family and culture (4, 5). Kimberley 

ACCHS’s support a holistic approach to health care encompassing family, social, 

culture and psychological aspects of health (4). 

There is one hospital located in each of the six towns throughout the Kimberley, three 

secondary hospitals and three smaller local hospitals all managed by the Western 

Australia Country Health Service. Few medical specialists are permanently based in 

the Kimberley and many residents are sent to Perth if needing specialist review and 

treatment. The nearest tertiary hospital within the state is in Perth over two thousand 

kilometres by road from Broome, where the regional hospital is located. 

    1.2 Health disparities   

Aboriginal and Torres Strait Islander people experience higher rates of diabetes, 

cardiovascular, lung and kidney disease compared to other Australians, particularly in 

rural and remote regions (2, 4, 6-12). Not only do they experience poorer health but 

reduced quality of life and greater disability than other Australians (13). Health 

disparities experienced by Aboriginal and Torres Strait Islander people are complex 

related to biological, historical, social, economic and political events that impact on their 

health today (6, 13-17). 
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As a specific example, in some remote areas of Australia the incidence of end 

stage kidney disease among Aboriginal and Torres Strait Islander people is 20 -30 

times higher than the national incidence for all Australians (18-23). Known risk 

factors of kidney disease include diabetes, high blood pressure, obesity and recurrent 

streptococcal infections (2, 20, 24-27). 

Furthermore, internationally Aboriginal and Torres Strait Islander people 

experience greater disparities in life expectancy compared with Indigenous 

people of Canada and America (28). Aboriginal and Torres Strait Islander people 

have a much higher proportion of young people compared to non-Aboriginal 

Australians but these people die younger largely due to chronic illness 

including kidney disease (3, 11, 29). 

1.3 Kidney disease in the Kimberley 

Chronic disease in the Kimberley has been described as a “tidal wave”(4) with the 

burden of kidney disease among Aboriginal and Torres Strait Islander people in 

remote areas  reaching epidemic proportions (22, 24, 25). In chronic kidney disease 

the kidneys are damaged and have reduced function and by the time end stage 

kidney disease is reached renal replacement therapy is needed (13, 30, 31).  

In 2002 in response to this growing need the first dialysis centre in the region 

Kimberley Satellite Dialysis Centre, was opened in Broome (19).This provided 

a much needed opportunity for Kimberley Aboriginal and Torres Strait Islander 

people in Perth to return to Broome to be closer to their communities with the 

possibility of returning home for family or cultural obligations. Forty Aboriginal 

and Torres Strait Islander people returned to Broome to dialyse within the first 

eighteen months (2).By early 2004 the number of Kimberley Aboriginal and 

Torres Strait Islander people requiring haemodialysis had increased to seventy 

with 53% of these people able to dialyse at the Kimberley Satellite Dialysis 

Centre (2).  

It was not until 2013 that further expansion of dialysis centres occurred with new 

centres opening in Kununurra, Fitzroy and Derby enabling over thirty haemodialysis 

clients who had been relocated to Perth to return to the Kimberley for treatment (32). 

Furthermore seven home haemodialysis machines were established in remote 

Kimberley communities increasing the proportion of Aboriginal and Torres Strait 

Islander people receiving haemodialysis in the Kimberley to 88% in 2015 (Kimberley 

Renal Services, 2015 November, personal communication).  
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1.4 Background 

Working in Aboriginal community controlled health organisations in rural and remote 

Western Australia since the nineteen-eighties I am aware of the importance of 

capturing the lived experience of Aboriginal and Torres Strait Islander people in order 

to improve health service delivery. From 2006 – 2009 I was employed as a palliative 

care nurse for the Kimberley Palliative Care Service and for periods of time was the 

Acting Palliative Care Coordinator. In 2006 in response to the growing incidence of 

kidney disease in the Kimberley region relationships were strengthened between the 

Kimberley Palliative Care Service and the Kimberley Renal Services. The objective 

was to begin end-of-life talks at an early stage so when renal clients reached the 

terminal phase of their illness they were familiar with palliative care and had an 

advanced care plan in situ (4).  

Early referral is an evidence based approach that is important for developing good 

therapeutic relationships between renal clients, their families and health practitioners 

(12, 33, 34) and has been recommended for people with kidney disease (35).The 

inclusion of palliative care for people with kidney disease was not as successful as 

hoped mainly due to lack of palliative care skills amongst renal staff and inconsistency 

in the palliative care service delivery (4). 

Palliative care management assists in controlling symptoms that cause distress and 

suffering for people with end stage kidney disease who will often be affected by 

numerous ailments that reduce their quality of life (17, 36).Good palliative care 

management also involves communication, advance care planning and psycho-social 

support for clients and their families based on individual end-of-life wishes to achieve 

optimum quality of life (17, 37, 38). 

As a current employee of Kimberley Aboriginal Medical Services (KAMS) formerly, 

Kimberley Aboriginal Medical Services Council (KAMSC), I am fortunate to work in the 

same organisation that oversees Kimberley Renal Services. The Kimberley Satellite 

Dialysis Centre based in Broome was operated under Broome Regional Aboriginal 

Medical Service (BRAMS) from its establishment in 2002 until 2009 when Kimberley 

Renal Services, under the auspices of KAMS took over management of the centre. The 

kidney disease pathway care plan developed in 2008 by Kimberley Renal Services 

included a palliative pathway (39). This was established to provide a pathway that 

included discussion of treatment options with renal clients. The extent of discussion 

around treatment options and the client’s perception of discussions in this area has not 

been previously documented. 
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This project sought to describe the palliative information, care and support being 

provided to Aboriginal and Torres Strait Islander people with end stage kidney disease 

being dialysed in Broome. In addition it sought to determine the needs and 

expectations of Aboriginal and Torres Strait Islander people with end stage kidney 

disease in their last days and weeks of life. 

It is hoped to increase knowledge through the views and stories of Aboriginal and 

Torres Strait Islander people with end stage kidney disease who may or may not have 

been asked about end-of-life care. Furthermore, it is anticipated that the findings from 

this study may have a positive impact on palliative care service delivery for Aboriginal 

and Torres Strait Islander people with kidney disease in the Kimberley and beyond. It is 

further anticipated that it will add to the knowledge base for future policy development 

and palliative care programs in a culturally appropriate manner. 

1.5 Overview of methodology 

The research was undertaken in two stages. A retrospective case note review of 

Aboriginal and Torres Strait Islander people with kidney disease was undertaken first to 

determine if palliative care had been introduced and if so at what stage this had 

occurred.  

The second stage of this study was a phenomenological research design conducted by 

way of semi-structured interviews using open ended questions (40). This method was 

selected as it provides a rich source of personal experience directly from Aboriginal 

and Torres Strait Islander people with end stage kidney disease. Nine baseline 

questions were selected to guide the interview. Questions were developed in 

collaboration with the Aboriginal liaison officer at Kimberley Renal Services to ensure 

that the questions were culturally safe, clear and concise. The interviews were 

conducted in the client’s place of choice allowing for more autonomy for the interviewee 

and ease of discourse in a familiar setting. Ten participants took part in the interviews. 

Interviews were audio recorded and transcribed verbatim. They were then 

systematically analysed and coded according to subject matter. As themes emerged 

the data was categorised under various subheadings. 
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1.6 Conclusion  

This chapter is an introduction to the research and has provided some background 

material about myself and my work history in the Kimberley. It has given a brief 

outline of the health disparities experienced by Aboriginal and Torres Strait Islander 

people including kidney disease in the Kimberley. A history of palliative care 

involvement within the Kimberley Renal Services followed by a synopsis of the 

conception of the research and methodology implemented to gather information.  

The second chapter is the literature review focusing on palliative care and particularly 

palliative care for Aboriginal and Torres Strait Islander people with kidney disease. 
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CHAPTER TWO: LITERATURE REVIEW 

2.1 Introduction 

Palliative care is an approach that improves the quality of life of patients and 

their families facing the problem associated with life-threatening illness, through 

the prevention and relief of suffering by means of early identification and 

impeccable assessment and treatment of pain and other problems, physical, 

psychosocial and spiritual  (33) p. 1.  

The World Health Organisation estimates that approximately forty million people 

require palliative care support annually (41). With an ageing population globally and 

people living longer with chronic diseases palliative care has become an increasingly 

important component of health care (42). Despite end-of-life supportive care being 

recognised internationally, an ageing population worldwide and the increase in chronic 

disease and malignancies globally, palliative care is still considered to be in its infancy 

(43) with palliative support in end-of-life not available to everyone (44). 

A literature search using the terms Aboriginal, Indigenous, palliative care, terminal 

care, kidney disease, renal disease, end stage kidney disease, end stage renal 

disease, end of life, finishing up, advanced care planning and varied combinations of 

these terms were applied to extrapolate relevant information for the study. MEDLINE, 

Cinahl, PubMed, Joanna Briggs, One Search and Google Scholar were the search 

engines used to identify relevant journal articles throughout the course of the research.  

This chapter reviews the literature relevant to this study and it is discussed under the 

following six sections. The sections are, end stage kidney disease among Aboriginal and 

Torres Strait Islander people, palliative care in chronic conditions, palliative care issues 

for Aboriginal and Torres Strait Islander people, palliative care for Aboriginal and Torres 

Strait Islander people, relocation and communication in end-life-care. 

2.2 End stage kidney disease among Aboriginal and Torres Strait 

Islander people 

The progression of kidney disease follows a distinct pathway from early kidney disease 

when protein is found present in urine (45) to chronic kidney disease and end stage 

kidney disease. End stage kidney disease is when the kidneys are functioning at such a 

reduced level that renal replacement therapy is needed for survival (46, 47).  

Aboriginal and Torres Strait Islander people experience high levels of kidney disease (13, 

18, 48) with an 8 -10 times higher rate than non-Aboriginal Australians (10, 14, 20, 25, 

49-51). In the Kimberley the increase in the number of Aboriginal and Torres Strait 
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Islander people with end stage kidney disease requiring dialysis is an established pattern 

that is continuing at a faster rate than the rest of Western Australia, even surpassing the 

national incidence (2). In 2004 in the Kimberley over 98% of people requiring dialysis 

were Aboriginal and Torres Strait Islander people (2). A similar pattern occurs in the 

Northern Territory (25) where Aboriginal and Torres Strait Islander people account for 

97% of people requiring haemodialysis (24). In addition to this, in 2011 there were 

fourteen hundred Aboriginal and Torres Strait Islander people known to have chronic 

kidney disease in the Kimberley (52). This will place an enormous amount of pressure on 

current health facilities should these people progress to end stage kidney disease. With 

high rates of end stage kidney disease found in rural and remote Australia (53, 54) it will 

not only add to the challenge in delivering health services (55) but place a burden on 

health resources with more hospital presentations and admissions (4, 18).  

In addition Aboriginal and Torres Strait Islander people are younger when they develop 

end stage kidney disease with a higher percentage of females being at risk compared to 

other Australians which has an impact on the end-of-life care in relation to roles within the 

family (2, 10, 20, 56). Furthermore, once end stage kidney disease is reached and 

dialysis is commenced, higher mortality rates are experienced (14, 56).This is attributed 

to the greater incidence of co-morbidities, such as heart disease and diabetes which are 

often the leading cause of death on dialysis (14, 57, 58).  

2.3 Palliative care in chronic conditions  

Non-infectious diseases and in particular chronic conditions are the largest cause of 

mortality in developed countries worldwide (31, 59). With increasing mortality due to 

chronic diseases the importance of palliative care involvement for these people has been 

recognised, however the majority of journal articles retrieved focused on malignant 

conditions (60, 61).  

The Prague Charter promotes access to palliative care as a human right for all people 

with a life-limiting illness and should be available in all countries, in all regions, 

wherever it is needed (59). Within the Australian Palliative Care standards it states that 

palliative care is to be available for all people despite diagnosis, culture and place (62). 

People with a non-malignant life-limiting illness are in need of palliative care 

for symptom management and end of life discussions as much as those with a 

malignant disease (63, 64). A survey conducted in public hospitals in Cape 

Town South Africa found approximately 55% of patients in the medical wards 

met the criteria for palliative support (65) . 
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Although the need for supportive palliative care in non-malignant conditions is 

recognised internationally, it has been reported that people with chronic 

disease are not represented well in palliative care (16, 66-69). A study in the 

United Kingdom found that about only 5% of all palliative care referrals did not 

have a cancer diagnosis (66). Studies across Europe have found similar results 

with approximately 80% of all palliative care clients having a cancer diagnosis 

(50, 66). Similar results have been found in Australia with the majority of palliative 

referrals having a cancer diagnosis (67, 70). Research conducted in Western 

Australia found that only one in ten people with a non-malignant terminal 

illness received specialist palliative care compared to two thirds of those who 

had a cancer diagnosis, Aboriginal and Torres Strait Islander people being the 

least serviced cohort in Western Australia (69). Furthermore, a study 

conducted in the Northern Territory on referral patterns to the Top End 

Palliative Care Service found that 71% of all referrals had a cancer diagnosis 

(16). This is not commensurate with the excess rates of chronic disease 

experienced by Aboriginal and Torres Strait Islander people and the fact that 

they account for 32% of the Territory population (7, 16, 70). People with a life-

limiting chronic disease will suffer from symptoms such as pain, fatigue and breathing 

difficulties and will benefit from palliative support and management along the disease 

trajectory (59, 68).  

The low number of palliative care referrals may reflect some issues 

surrounding chronic disease such as difficulty in determining prognosis of 

some of these diseases and at what point in time it is appropriate to refer to 

palliative care (12, 16, 68, 69). It has been suggested that shifting the focus 

from prognosis to the needs of clients and their families maybe a more suitable 

method of timing referral to palliative care (68).  

It would appear further research is needed to raise awareness and improve 

models of care particularly in chronic life-limiting conditions (69). It is important for 

health systems to include palliative care not only for malignant conditions but for all life 

limiting diseases (71). This is more likely to be achieved if palliative support shifted 

from being an additional item to being an integral part of treatment along the disease 

trajectory of all life-limiting chronic diseases (41).  
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2.4 Palliative care issues for Aboriginal and Torres Strait Islander       

people 

In many communities Aboriginal and Torres Strait Islander people are not aware of the 

existence of palliative care and are therefore less likely to access palliative care 

compared to other Australians (8). Some of the reasons thought to have caused 

barriers for Aboriginal and Torres Strait Islander people accessing palliative care 

include limited palliative care knowledge, cultural diversity, lack of  Aboriginal and 

Torres Strait Islander health professionals, racism and low number of referrals (6, 12, 

16, 70, 72). 

A palliative care needs study in 2003 found a lack of knowledge and information on 

palliative care in Aboriginal and Torres Strait Islander communities (73). In 2004 the 

Australian Medical Association highlighted the importance of ensuring equitable access 

to end-of-life care for Aboriginal and Torres Strait Islander people (29). Indigeneity, 

living in a rural and remote location and socio-economic disadvantage are all 

associated with less access to palliative care services (66). This is the situation for 

many Aboriginal and Torres Strait Islander people and it has been demonstrated that 

they are underrepresented in palliative care (16, 70, 73).  

In her 2007 publication McGrath argued that despite Aboriginal and Torres Strait Islander 

people having a greater incidence of chronic disease and associated death rates 

compared with non-Aboriginal Australians, palliative care access by this cohort of 

Australians had not been well researched (9). She found a deficit in culturally appropriate 

palliative care for Aboriginal and Torres Strait Islander people which was corroborated in 

other studies (9, 34, 74-77). An important recommendation to reduce the cultural divide is 

for more Aboriginal and Torres Strait Islander staff, not only in health care facilities but as 

part of the palliative care team (4, 8). Increasing Aboriginal and Torres Strait Islander 

health workers in the health sector is an important goal to achieve more culturally 

appropriate palliative care service delivery (8, 16, 78).  

Furthermore, cross-cultural knowledge and communication skills are important keys in 

order to develop rapport with people from diverse cultures that have a terminal illness 

(79). Therefore, cultural awareness training has been highlighted as a key component to 

enhance culturally appropriate palliative care as well as providing palliative care education 

for Aboriginal and Torres Strait Islander community members (12, 14, 16, 61, 74). The 

need for ongoing research into Aboriginal and Torres Strait Islander peoples’ experience 

in end stage kidney disease; both from an individual and a community view has been 
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suggested (14) in order to improve cultural understanding and hopefully impact on health 

care delivery in a positive manner (14). 

Aboriginal and Torres Strait Islander people living in rural and remote communities often 

rely on acute care facilities for palliative care support and treatment (9). In remote areas 

access to specialist services such as palliative care are challenging due to vast 

distances, cultural diversity and the cost and time associated with delivering services in 

rural and remote areas (16, 80-82). Including palliative care in the Aboriginal health 

worker curriculum along with providing palliative care education at a local community 

level may assist (9, 75) in supporting  people to remain on country in their final days and 

weeks of life (4). It is a deep-rooted desire of Aboriginal and Torres Strait Islander people 

to return to country and spend the remainder of their days in their community close to 

family when death is imminent  (8, 16, 24, 75, 76). The national Program of Experience in 

the Palliative Approach (PEPA) has been on offer to Aboriginal health workers since 

2010. It is hoped by up-skilling Aboriginal health workers in palliative skills they will be 

able to work more effectively with their own people and hopefully as a result increase the 

palliative care access by Aboriginal and Torres Strait Islander people (70).  

While there are no studies into the success of palliative care training for local Aboriginal 

and Torres Strait Islander people in Australia there is some international evidence of 

the potential success by increasing the number of culturally appropriate staff in 

palliative care. In remote villages in Alaska a palliative care program combining cultural 

practices was implemented in order for local people to remain in country with family in 

their last days of life. “The Helping Hands Program blends cultural practices with 

contemporary palliative care medicine to allow Alaska Natives … living in remote 

communities to be cared for at home through the end of life” (83). Lay people from 

these villages were trained as health workers, supported by a physician who was 

based in a regional hospital (83). Prior to the implementation of this program 33% of 

palliative care clients died at home, within two years of its inception the number had 

risen to 77% of people being able to die at home, in their village with family (83). 

A challenge for palliative care within Australia is to enhance culturally 

appropriate service delivery for Aboriginal and Torres Strait Islander  people 

(46, 67). It has only been in more recent years that Australia has begun 

working towards more culturally appropriate palliative care (77). In order to 

develop and sustain palliative care services that Aboriginal and Torres Strait 

Islander people will access, more research needs to be undertaken to 

investigate spiritual, cultural and community needs in end-of-life care (84, 85).  
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2.5 Palliative care for Aboriginal and Torres Strait Islander people  

2.5.1 Palliative care for Aboriginal and Torres Strait Islander people with end 

stage kidney disease 

The prognosis for many people once end stage kidney disease is reached is similar to 

some cancers (57) and although dialysis may offer life supportive treatment it cannot 

keep someone with end stage kidney disease alive indefinitely (86). Therefore a person 

with end stage kidney disease has a life limiting illness (87). Studies of chronic and end 

stage kidney disease found it was not uncommon for renal clients to believe they could 

be kept alive indefinitely on dialysis not imagining themselves as having a life limiting 

disease (88-90). It has been suggested that a lack of insight into kidney disease may 

stem from a lack of information provided to Aboriginal and Torres Strait Islander people 

(91). 

Mortality rates for people receiving dialysis are higher compared to the general population 

largely due to complications other than kidney disease (14, 34, 56-58, 92). The medium 

survival time once end stage kidney disease is reached for Aboriginal and Torres Strait 

Islander people is short (10, 14, 20) with one study finding the five year survival rate for  

Aboriginal and Torres Strait Islander people to be 60% compared to 80% for non-

Aboriginal Australians (49). A study conducted in the  Kimberley presented quite different 

findings suggesting that outcomes may be as good as non-Aboriginal people with a 

median survival time for Aboriginal and Torres Strait Islander people of approximately ten 

years (25). It was felt that being an Aboriginal Community Controlled dialysis unit with 

Aboriginal and Torres Strait Islander staff as drivers, cleaners, health workers and patient 

care assistants contributed to a feeling of empowerment impacting on the adherence of 

Aboriginal and Torres Strait Islander people to the dialysis regime and therefore better 

survival outcomes (25).  

With the increase in morbidity rates with end stage kidney disease it is important there is 

palliative care involvement (34, 36). It has been documented that palliative care 

involvement in advanced chronic disease can directly impact on quality of life by 

managing symptoms that cause suffering (38, 42). Studies have shown that end stage 

kidney disease clients experience high symptom burden, reduced quality of life and 

similar ailments as people with a terminal cancer such as pain, oedema, nausea, 

vomiting, cramps, depression and fatigue (34, 53, 58, 93-97).   

Providing detailed information in a timely manner for Aboriginal and Torres Strait Islander 

people with end stage kidney disease is a key component of palliative care (88, 89). The 

importance of discussing prognosis prior to commencing dialysis has been highlighted in 

several journal articles (53, 88, 98). Deciding on treatment options is an involved process 
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that preferably takes place over the preceding weeks and months prior to requiring renal 

replacement therapy (99). Informative education is an important component of end-stage 

kidney disease management with three treatment options available dialysis, 

transplant or a conservative pathway. Dialysis does not always provide the best option 

in relation to a person’s quality of life, so it is important to have in depth discussions on 

pathway options and possible outcomes prior to reaching end stage kidney disease (34). 

Irrespective of which pathway is chosen, dialysis, transplant or a conservative option, 

palliative care should be on offer (34, 53, 100).  

There is a growing awareness of the importance of offering a conservative treatment 

option for some people with end stage kidney disease (53, 101, 102). A conservative 

pathway is when no active treatment to prolong life is in place, such as dialysis or 

transplant (53). The key factor for acceptance onto dialysis is whether dialysis is likely to 

be of benefit and improve quality of life (100, 102). Comparable outcomes have been 

demonstrated between opting for a conservative pathway over dialysis for some people 

(34, 58, 103). People with end stage kidney disease with co-morbidities may benefit from 

a conservative pathway with a greater quality of life and less hospital presentations (58, 

100).  

The need for a conservative option to be included in the kidney disease guidelines and 

strategies in Australia has been suggested (19, 34, 53). Furthermore in order to inform 

and develop a comprehensive, evidence based palliative approach for clients with chronic 

kidney disease and / or end stage kidney disease, further research is needed (58, 104).   

Commencing dialysis without prognostic discussions makes it extremely challenging for 

people to make informed decisions around treatment options available to them in addition 

a lack of insight into possible future outcomes makes it difficult if withdrawal from dialysis 

should become a reality (95). A suggested starting point for recommending dialysis is an 

expectation of survival with a quality of life acceptable to that person (53, 100). The 

Caring for Australasians with Renal Impairment (CARI) Guidelines Ethical Considerations 

offers a basic guideline when approaching end stage kidney disease that includes 

supportive care as an option (105).   

A decision to withdraw from dialysis for some Aboriginal and Torres Strait 

Islander people may be made in order to return to country to be with family or after 

experiencing the social isolation, cultural loss and the intensity of the dialysis routine (24, 

73). Withdrawal from dialysis can also happen when dialysis becomes a nonviable 

treatment option (24, 106). Withdrawal from dialysis in Australia is one of the most 

prevalent reasons people with end stage kidney disease die (34, 107) and is therefore an 

important subject that also needs to be discussed (106). Increasingly, withdrawal from 
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dialysis precedes death (108) with one study suggesting that a quarter of all deaths of 

people with end stage kidney disease occurred following a decision to withdraw from 

dialysis (36). According to Devitt and McMasters in 1998 twenty three percent of all 

deaths in the top end of the Northern Territory among Aboriginal and Torres Strait 

Islander people with end stage kidney disease were due to withdrawal from dialysis 

(109). By 2011 over one third of all deaths of dialysis clients with end stage kidney 

disease in Australia were due to withdrawal from dialysis (34, 105). 

An Australian and New Zealand study investigated risk factors for dialysis withdrawal in 

the first year of treatment between the years 1999 – 2009. Some of the reasons thought 

to influence decisions for withdrawal were multiple co-morbidities, older age, late referral 

to dialysis and diabetes. Withdrawal from dialysis accounts for more than one in four 

deaths in Australia and New Zealand. Findings suggested there had been an increase in 

social reasons for withdrawing from dialysis however in this study Aboriginal and Torres 

Strait Islander people were found less likely to withdraw from dialysis than other 

Australians (110).  

Following dialysis withdrawal a person cannot live for very long. Survival may be from 

days to weeks (24, 57, 73, 96, 108, 111) therefore an in-depth explanation of expected 

outcome along with provision of palliative support is important for both client and family 

(34). Even when dialysis ceases Aboriginal and Torres Strait Islander people may not 

always be referred for palliative support and if referred late may not receive the 

information needed to make informed decisions (73).  

2.5.2 Advance care planning  

Advance care planning is a core component to providing comprehensive palliative care in 

cessation of life supportive treatments such as dialysis (112). Advanced Care Planning 

is;  

..the process of preparing for likely scenarios near the end of life that usually 

includes assessment of, and discussion about, a person’s understanding of their 

medical condition and prognosis, values, preferences and personal and family 

resources.  Advance care planning supports patients in communicating their 

wishes about their end of life (113) p.19.  

Advance care planning ideally should take place between the person with the terminal 

condition, the health care team and family, carer or others who are important in that 

person’s life (53). Advance care planning is gaining importance as central to improving 

palliative care delivery particularly in end-of-life (87). With the higher rate of 

comorbidities, symptoms and mortality rates experienced by people with end stage 
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kidney disease it has been suggested that advance care planning is a necessary part 

of their care (36), assisting in preparation for end-of-life. In a position statement 

Palliative Care Western Australia Incorporated states advance care planning should 

be;  

comprehensive, integrated and equitably available to all Western Australians, 

and especially those at the end of life or living with a chronic or life limiting 

illness  (114) p. 3. 

Furthermore, the Alma-Ata declaration clearly states it is the right of every person to 

have input into the planning and implementation of their health care (116) yet there is 

limited research available on advance care planning. A study on advance care planning 

in patients with end stage kidney disease in North America in 2009 found there was no 

research available to provide figures on exact use of advance care planning amongst 

dialysis clients (88).     

For people with end stage kidney disease commencing dialysis the prognosis can be 

similar to patients with some cancer diagnoses yet end-of-life discussions are 

uncommon (117). A questionnaire was completed by 100 renal clients in Canada on 

their initial visit to a renal physician; 97% of the participants desired information on 

expected length of life (117). Furthermore, it was found that there was a preference 

that the information be offered by the physician, without being instigated by the client 

(57, 117). Having prognostic information assists in anticipating the natural history of the 

disease and therefore people with kidney disease can be more prepared (117). 

Research has shown that people with kidney disease are not only willing to enter into 

talks but want to know expected outcomes and anticipate this discussion to be initiated 

by their health care team (90, 117). People with kidney disease viewed advance care 

planning as an important component of health care allaying fears, assisting in 

preparation for death and allowing some control over treatment plans (89). It is 

directed by the client, involves family and the health care team thereby strengthening 

those relationships and can reduce the stress of carrying the decision making (88, 118, 

119). If health practitioners do not feel comfortable instigating talks on end-of-life they are 

unlikely to happen. Renal clients depend on their health practitioners, principally their 

physician to initiate these discussions (57, 89-91). If prognostic information is not clearly 

communicated then people may have deaths they “deplore” and pass away in places 

they “despise” (120) p. 301. 

Prior to withdrawal from dialysis comprehensive palliative care, part of advance care 

planning can be put in place and has been recommended in the CARI guidelines (112). 
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St. George Hospital website has a host of easily accessible information available on 

palliative care in kidney disease inclusive of referral forms, flow charts for symptom 

management and advance care planning (121). Grief and loss can be experienced well 

before a death occurs and emotional support can be offered for this through palliative 

care (34). 

A study in the United Kingdom found not enough time was given to discuss future needs, 

particularly in the declining state of health associated with end stage kidney disease 

(122). Kidney disease progression is often a gradual process which makes it very difficult 

to know when renal clients have reached the final stages of their disease. For this 

reason, discussions on end-of-life care are often left until too late and the client is no 

longer able to make advance care planning decisions for themselves (88). It has been 

suggested that advance care planning should take place early in the disease trajectory 

whilst someone with a life-limiting illness still has capacity to make decisions and be part 

of family meetings (86, 88, 89, 123, 124). One study suggested advance care planning 

be part of all renal clinics to ensure palliative care is an integral part of end of life care; 

without referencing a particular time or stage (112). Another study suggested end of life 

talks should be facilitated in the dialysis units however found this was not happening 

(89). In addition it has been suggested there is no particular period in a client’s disease 

trajectory for initiating these discussions. However it may be appropriate early in the 

illness so palliative care can be introduced to assist in managing symptoms and 

complications (33, 34). 

Prognostic discussions, including likely physical and cognitive symptoms for people with 

kidney disease are sub-optimal at present commonly not meeting the needs of renal 

clients (34, 90, 122, 125). Almost two thirds of the 584 participants surveyed in a 

Canadian research project were remorseful of their decision to commence dialysis with 

the majority of participants having never heard of palliative care (125). A study published 

in 2008 found many Aboriginal and Torres Strait Islander people felt uninformed about 

their kidney disease and felt strongly information needed to be forthcoming from their 

health care providers, not initiated by themselves, the renal client (91). This was similar 

to literature among First Nations People in Canada which accentuated the significance 

renal clients placed on direct communication about their prognosis, withdrawal from 

dialysis and treatment options (90). For people living in rural and remote areas there is 

limited access to palliative care and therefore prognostic information and choices in end-

of-life are more challenging (81, 126).  

Culture has a strong influence on end-of-life decision making and advance care planning 

(127). In a study in America it was suggested that African Americans and Latinos turned 
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to family primarily before making end-of-life care choices while Caucasian participants 

were more likely to make end-of-life choices themselves, ensuring family was aware of 

these preferences (127). The Caucasian cohort  was confident  advance care planning 

discussions would build relationship with their medical officers as opposed to Latinos and 

African Americans who displayed a lack of trust in doctors (12, 127). Feelings of distrust 

and uncertainty towards the information provided by the health care providers has also 

been found reported amongst Aboriginal and Torres Strait Islander people (12, 13, 91).  

Recommendations to implement cultural awareness education for staff may assist in 

contributing to improved cultural understanding, better outcomes for Aboriginal and 

Torres Strait Islander people with kidney disease and at the same time may increase the 

use of advance care planning (14, 34, 74, 91, 128). Inclusion of advance care planning 

along the kidney disease pathway may assist in preparing for end-of-life especially with 

the intensity of symptoms and co-morbidities experienced by clients with end stage 

kidney disease (36, 112). 

2.6 Relocation 

Relocation for people with end stage kidney disease is another reality renal clients and 

their families often face. Almost half of all Aboriginal and Torres Strait Islander people 

with end stage kidney disease live in rural and remote areas without access to dialysis 

(48). This has meant relocation is necessary in order to receive dialysis with separation 

from family and country causing social and emotional issues (2, 14, 18-20, 48). As a 

result Aboriginal and Torres Strait Islander people have felt alone and fearful at times 

when relocating for treatment (14, 75) with language barriers and miscommunication 

experienced in many health centres adding to the isolation felt (14, 75). Different foods, 

foreign places and travel all add to a sense of fear and disempowerment (75). 

For most Aboriginal and Torres Strait Islander people with end stage kidney disease 

needing haemodialysis it means a long term stay initially in urban centres until a position 

is available closer to home in a satellite dialysis unit (2, 18). Prior to 2002 the majority of 

Aboriginal and Torres Strait Islander people with end stage kidney disease from the 

Kimberley were relocated to Perth for haemodialysis (2, 25). This meant many years in 

Perth until a position became available in the Kimberley Satellite Dialysis Centre in 

Broome after its opening (2, 19). There are still  many Aboriginal and Torres Strait 

Islander people receiving haemodialysis in Broome who live a long way from their home 

and family (18).  

Late diagnosis has been an issue with many Aboriginal and Torres Strait Islander people 

being relocated to urban centres immediately for dialysis treatment unaware of the 
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deteriorated condition of their kidneys (48). However a report by the Australia and New 

Zealand Dialysis and Transplant Registry in 2016 has suggested that the number of late 

referrals is decreasing and is currently similar to non-Aboriginal Australians(129).  

Some alternatives that have been suggested to avoid relocation and the issues 

associated with this have been to build local palliative care capacity, to ensure cultural 

safety, and to use extreme caution when relocating Aboriginal and Torres Strait Islander 

people with a terminal illness to avoid undue anxiety and stress (75).  

2.7 Communication in end-of-life care 

Improved communication, including culturally appropriate language has been highlighted 

in order to improve quality of life for Aboriginal and Torres Strait Islander people with end 

stage kidney disease (24). Many Aboriginal and Torres Strait Islander people speak 

multiple languages with English being the second or third language spoken (24, 75). For 

Aboriginal and Torres Strait Islander people, miscommunication can leave them feeling 

uninformed and alone which can impact on their health (48, 91). This is not solely 

because of diverse languages spoken but the way in which health staff communicate with  

Aboriginal and Torres Strait Islander people (48, 75, 91, 130). For instance being aware 

to address the correct family member in a culturally appropriate manner is important for 

many Aboriginal and Torres Strait Islander people (8, 24, 77). Family order is multiplex 

and decisions surrounding health are often made as a family (8). 

The importance of improved communication skills when providing palliative care 

information was a common thread that was raised in many journal articles. Articles from 

Australia  (8, 24, 74, 75, 91), Canada (57, 90, 131, 132), United States of America (133) 

and the United Kingdom (134) all argued the case for improved communication when  

providing  palliative care information. A study of First Nations people of Canada in 2009 

investigated end-of-life care from the perspective of the family (131). One of the main 

themes that emerged following interviews with bereaved family members was 

communication. Family members wanted direct communication without unrealistic 

expectations (131). Furthermore terms commonly applied in palliative care are not always 

understood in the same context, for example some First Nations people believe life 

continues on and terms such as end-of-life are not understood in the same manner (132). 

Similarly in Australia, Aboriginal and Torres Strait Islander people with kidney disease 

have said they have difficulty understanding the language used by health professionals 

(74, 91).  

In a study undertaken across regional, rural and remote areas in Northern Australia, 

language barriers were found to cause fear and intimidate Aboriginal and Torres Strait 
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Islander people (75). In order to build rapport between Aboriginal and Torres Strait 

Islander people and health staff, interpreters may play an important role in assisting with 

communication, particularly when relaying prognostic information (24, 74). Burnette and 

Kickett investigated Aboriginal and Torres Strait Islander people’s experience of 

disempowerment with end stage kidney disease through an interview process (14). 

Findings from the interviews accentuated the fact that  poor communication between staff 

and renal clients can lead to people feeling disempowered (14).  

2.8 Conclusion  

Palliative care as an academic discipline is still in its infancy, beginning in Australia in 

the 1980’s (135). Literature available on palliative care for Aboriginal and Torres Strait 

Islander people has only recently begun to be a priority, evident in the limited research 

published in this area (9, 14, 16, 24, 74-77, 134). Similarities exist internationally with 

limited research into palliative care service delivery, particularly in rural and remote 

areas (125, 126, 136). Over the last few years academic literature has expanded and 

there are now more articles available covering a wider range of aspects but despite this 

there still remains a deficit in rigorous research available on end of life care for 

Aboriginal and Torres Strait Islander people with end stage kidney disease (24, 74, 77, 

104).  

Recommendations for further research have been embedded in multiple journal articles 

not merely to expand the knowledge base available on palliative care in kidney disease 

(34, 137-140) but to improve culturally appropriate palliative care for Indigenous people 

globally (12, 72, 84, 127, 131). In addition further research into palliative care delivery 

in rural areas to support provision of care and inform policy making has been 

recommended (126, 138).  

Also identified in literature has been the need for health professionals to improve 

communication skills in palliative care in order to improve palliative care service 

delivery, particularly for Indigenous people (4, 12, 34, 91, 131). In Australia a key 

component to address this is the provision of cultural awareness training for all staff 

and the employment of Aboriginal and Torres Strait Islander health professionals with 

the goal of providing a culturally appropriate palliative care service (4, 8, 14). 

Partnering with Aboriginal Community Controlled Health Services is considered key to 

building rapport and trust between Aboriginal and Torres Strait Islander people and 

health service providers (62, 72, 73).  

The principal aim of this research was to determine the quality of palliative care 

information, care and support being delivered to Aboriginal and Torres Strait Islander 
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people through the lived experience of Kimberley Aboriginal and Torres Strait Islander 

people with end stage kidney disease. Further goals of this research were to ascertain 

when initial palliative care discussions began and if the content was understood. In 

addition, to explore the end-of-life needs of Aboriginal and Torres Strait Islander people 

in their last days or weeks of life. 

To understand from a personal perspective the journey for someone with end stage 

kidney disease is an important aspect of research that helps to gain insight into the 

palliative care needs of Aboriginal and Torres Strait Islander people with kidney 

disease. This chapter has reviewed the literature pertaining to palliative care in kidney 

disease and particularly for Aboriginal and Torres Strait Islander people. In the next 

chapter the methods implemented in the research will be discussed. 
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CHAPTER 3:  METHODS 

3.1 Introduction 

This chapter outlines the methods used in this research project. The first section 

discusses the ethics process for the study. The second section details the study design 

chosen to elicit in depth information and why this method was chosen. The third 

component of the chapter explains the retrospective examination of case notes 

undertaken. The fourth section outlines the semi-structured interview process including 

the method involved in the participant recruitment and the selection of research 

questions for the interviews. In the fifth section the data analysis is discussed. The 

method for providing feedback to the community and key stakeholders is considered in 

the sixth section and finally a conclusion. 

3.2 Ethics 

Developing the research proposal involved extensive discussion with Kimberley Renal 

Services and KAMSC / KAMS. Support and approval was sought and obtained locally 

from the chief executive officer of KAMS. Approval was also sought and obtained from 

the manager of Kimberley Renal Services, and the Kimberley Satellite Dialysis Centre. 

A project steering group was formed. This consisted of one, and at times two of the 

research supervisors attending regular meetings that were held approximately every 

four to eight weeks. There was always an Aboriginal and Torres Strait Islander health 

professional from KAMS present during these meetings to provide cultural advice on 

the various stages of the research. This included participant recruitment, interview 

questions, data analysis and the interview process. There was also contribution from 

other health staff who attended these meetings. 

Ongoing consultation occurred throughout the study with the Aboriginal liaison officer, 

social worker and Aboriginal health workers to ensure transparency. This ensured 

cultural knowledge and connection essential for the study project to succeed and 

provided guidance as the project progressed. Cultural safety and respect were 

maintained throughout the research project as defined in the National Health and 

Medical Research Council Guidelines for Ethical Conduct in Aboriginal and Torres 

Strait Islander Health Research (141).  

Inviting the Aboriginal liaison officer to be involved in the study gave clarity and insight 

to the research team into the journey of Aboriginal and Torres Strait Islander people 

with kidney disease. Training was provided for the Aboriginal liaison officer to build 

capacity in conducting research, interviewing and analysing data. New skill sets in 



  

21 

 

qualitative research were achieved. Capacity building is a key focus in research 

partnerships with Aboriginal and Torres Strait Islander people (142).  

Inclusion of Aboriginal health professionals in all stages of the research reinforced  

capacity building for future research involvement (141). Having input from Aboriginal 

health professionals in the community consultation process also gave an opportunity to 

voice concerns, reflect on past events and have input into future policy development.  

Ethics approval was obtained from the Human Research Ethics Committee of the 

University of Western Australia. Ethics approval was also obtained from the Western 

Australian Aboriginal Health Ethics Committee (WAAHEC). Permission was granted to 

conduct interviews with a cohort of ten Aboriginal and Torres Strait Islander people with 

end stage kidney disease. At the same time permission was also granted to examine 

case notes of five to ten Aboriginal and Torres Strait Islander people who had end 

stage kidney disease prior to their death. The research was conducted in adherence to 

the core principles of  the National Health and Medical Research Council Guidelines for 

Ethical Conduct in Aboriginal and Torres Strait Islander Health Research. The 

Kimberley Aboriginal Health Planning Forum was also consulted and regular reports 

along the trajectory of the research were provided to the sub-committee. Relevant 

health professionals will be informed of outcomes when information is disseminated to 

key stakeholders and service providers on completion of the research. 

3.3 Methodology 

Research design or the underpinning framework is important in ascertaining the 

resources needed to elicit authentic, sound and useful data which in turn seeks to 

answer the research question (143). Further impacting on the research design is the 

research question which drives and directs the project. Qualitative method designs 

have shown a depth of insight that sits well within research in the health arena (40). 

Qualitative research seeks to examine either an individual or groups lived experience 

to elicit an answer to a question through stories, life experience and personal 

reflections. In this manner the information derived is through the perspective of people 

who have lived a particular experience (40). Qualitative study extrapolates meaning 

from observation, narrative and other sources of data collection which are clustered 

under emerging themes (40).  

The study was non–experimental retrieving data through two approaches. One was 

through an interview process which was audio recorded. The data was then transcribed 

verbatim and was thematically analysed in a phenomenological mode. The other 
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method was collecting past information from the case notes of Aboriginal and Torres 

Strait Islander people with end stage kidney disease and describing the findings. 

Triangulation in research is a term applied to the application of two or more individual 

data sources in the study of a phenomenon (144, 145). Using a triangulated method for 

obtaining data provides the possibility of a broader extraction of information bringing a 

clearer insight to complex issues. It has the probability of providing richer detail and a 

greater knowledge of a particular  phenomenon (146). The data collected in this 

manner added weight to the research by providing more evidence also adding to the 

rigor of the study both in the areas of validity and reliability (145, 147).  

To investigate the research question in depth, the study attempted to review both past 

and present involvement with palliative care and any future palliative care needs of 

Aboriginal and Torres Strait Islander people. The retrospective case note study 

enabled the level of past palliative care usage to be determined. This could provide 

useful information verifying any palliative care involvement in the last days or weeks of 

life.  

The research also sought to gain participants understanding of palliative care through 

an informal semi-structured interview process. In order to elicit this information 

questions were asked to determine if participants had heard of palliative care and if so 

the extent of involvement with palliative care. During the same process, information 

was sought about future palliative care desires and needs.  

In 2006 a Renal Palliative Care Project was carried out as an initiative between the 

Kimberley Palliative Care Service and the Kimberley Renal Services (148). 

Subsequently, in 2008 the palliative care pathway was included in the Kimberley Renal 

Services’ kidney disease pathway care plan. It was hoped that staff would use this as a 

tool to discuss treatment options inclusive of palliation (148). This study is the first 

following the initiation of the care plan to verify if palliative care discussions are 

happening. This is important in determining Aboriginal and Torres Strait Islander 

people’s experience of palliative care and their perspective on end-of-life care 

provision.   

Strict confidentiality was adhered to throughout the research project. All data collected 

was de-identified and no references were made that could link any information back to 

a participant. The interview transcripts were electronically filed in a password protected 

computer. 
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3.4 Retrospective examination of case notes   

The retrospective case note study sought to strengthen the underpinning question 

behind the research project. It was undertaken prior to the semi-structured interviews to 

enhance that component of the research and inform the second part of the study by 

providing insight into specific palliative care issues. Clarification of palliative care 

access in the form of meetings, discussions or direct palliative care involvement, by 

way of symptom management, was investigated. The period of time along the kidney 

disease trajectory this occurred was also noted. This would allow an overall look at 

palliative care inclusion leading up to and including time of death. 

The retrospective case notes study enabled knowledge to be retrieved in a non-

interventional manner. This component of the research was descriptive in a non-

experimental mode. The documented events had already taken place so are studied as 

raw data (149). Primarily, this could affirm any previous communication or / and 

relationship with the palliative care service and so establish any evidence of palliative 

care input and support. Secondly this phase of the research could directly impact the 

interview process by guiding the questions in a different direction dependent on the 

findings of the case note study and thereby allowing a richer extraction of information. 

Using this mix of two types of qualitative methods allows the first data collection 

method to inform the latter method.  

 A purposive cohort was selected to represent the general population of Aboriginal and 

Torres Strait Islander people in the Kimberley who have end stage kidney disease (40). 

Two health facilities were involved in retrieving the case note files. Four questions 

guided the file review. A template (Appendix A) was developed with four questions in 

order to give direction when reviewing the case notes. This provided a guide to stay 

focused and on track. The first question sought palliative care involvement with these 

clients. The remaining questions were designed to further investigate the recorded 

details of palliative care input. Was a plan put in place and documented in the file on 

end of life wishes? What support was provided in the last days and weeks of life?  

 A major focus for most Aboriginal Community Controlled Health Services is 

management of chronic disease (150).The retrospective case note study was thus 

begun at the local Aboriginal Medical Service. All Broome based Aboriginal and Torres 

Strait Islander people with end stage kidney disease receive health care at Broome 

Regional Aboriginal Medical Service (BRAMS).  

Although there had been a shift to a computerised client data base this had only 

happened a few months prior to the commencement of this study and the transition 
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was still not complete. I was able to view some files on the Medical Messaging 

Exchange (MMEx) data base, however, these only contained very recent entries and 

had no palliative care information. Consequently, it was decided to focus on the paper 

based records.  

Files were kept away from the main clinic site in sea containers used to store archived 

records. This proved to be a complicated and arduous process attempting to locate 

specific records. Many obstacles slowed and interrupted the attempts to retrieve these 

files that will be discussed in the next chapter. The case notes were to be retrieved 

from a cohort of Aboriginal and Torres Strait Islander people who had died with end 

stage kidney disease. This proved impossible as there was no order to the archived 

files. From files retrieved two were still active, seven held incomplete records while only 

two appeared complete.  

Within this study the Aboriginal and Torres Strait Islander people with end stage kidney 

disease come from various communities and towns across the Kimberley and until 

recently had to relocate to Broome so they could receive haemodialysis. Finding 

appropriate accommodation can be difficult. Some of the Aboriginal and Torres Strait 

Islander people who needed a substantial degree of supportive care with daily living 

stayed at the local nursing home. Following the unsuccessful attempt to retrieve a 

sufficient number of case notes from BRAMS, the next step was to attempt to review 

files at the local nursing home. 

The local nursing home had an easily accessed archive section where case notes are 

kept on the premises. Nursing home staff retrieved five sets of case notes for me, four 

of which were Aboriginal and Torres Strait Islander people with end stage kidney 

disease who had been permanent residents at the nursing home. The fifth was for a 

person who had stayed solely for a respite period of a few weeks and therefore, was 

not included in the study.    

Initially the timeframe allocated to complete the retrospective case note study, following 

ethics approval, was a few months. The reality was it took a lot longer. This will be 

discussed more fully in the following chapter. 

3.5 Semi-structured interviews  

3.5.1 Participant recruitment and interview process 

Participant selection was discussed with the Aboriginal liaison officer and also with the 

social worker at Kimberley Renal Services. They were keen to support the research 

and participate if needed. Both the social worker and the Aboriginal liaison officer have 

developed long standing relationships with Kimberley Aboriginal and Torres Strait 
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Islander people with end stage kidney disease having worked at the Kimberley Satellite 

Dialysis Centre as part of the support team for many years. The Aboriginal liaison 

officer is a local Aboriginal woman well known to all the clients at the Kimberley 

Satellite Dialysis Centre. Recommendations for participant selection were provided by 

these two people. 

It was felt the Aboriginal liaison officer would be the preferred person to distribute the 

plain language information sheets. The Aboriginal liaison officer distributed the 

participant information sheets and explained the study. Anyone interested in 

participating would then have the opportunity to meet with the researcher and a further 

explanation given of the purpose, content and possible future outcomes and benefits of 

the study. Written consent could be obtained at the same time.  

In order to seek participants and set up interview times and dates often several 

attempts to find someone at home or have the right family member present were 

needed. Delays in proceeding with the interviews happened for many varied reasons 

necessitating many home visits. The Aboriginal and Torres Strait Islander people were 

always obliging and never upset with the many visits. Phone contact was problematic 

and electronic communication non-existent therefore face to face communication was 

the most appropriate communication method. This resulted in a slower but more 

intimate form of relationship building between researcher and the participants.  

Being persistent and patient was necessary in order to achieve the outcome of finding 

ten willing participants to be involved in the interview process. It also built rapport which 

was vital in allaying any fears and doubts and enabled the participants to feel 

comfortable enough to say what they really felt. Allowing ample time to interact and 

follow up on numerous occasions was a vital ingredient in the research process (142).  

The interviews were semi-structured in an open ended style that encouraged 

participants to share their personal stories and feelings on the subject. The setting was 

nominated by each participant according to their own preference and comfort. This 

allowed the participant some degree of control over the interview process. Nine of the 

ten participants wished to be interviewed where they lived only one participant wanted 

to be interviewed away from home and requested to be interviewed at my home. The 

interviews were recorded and then transcribed verbatim a frequently used method in 

qualitative study (138). 

Research can adversely affect vulnerable people (140) so culturally appropriate 

counselling by qualified Aboriginal and Torres Strait Islander people was on offer for all 

participants. The participants had the opportunity to have a family member, Aboriginal 
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liaison officer or Aboriginal health worker present during the interview process and 

could withdraw at any time without affecting their care. If requested their interview 

would be destroyed. It is interesting to note that from the ten participants three wanted 

their spouses present during the interview. There were no requests for the presence of 

an Aboriginal liaison officer or Aboriginal health worker. 

3.5.2 The Interview Framework 

After the initial interview design framework was agreed upon a range of questions were 

developed in consultation with the project steering group to answer the underpinning 

research question. Using open-ended questions allows further follow up with prompts 

from the interviewer to encourage the participant to share their stories in depth (151).It 

allowed flexibility in responses and deviation from the questions if that was how the 

dialogue flowed. This is unlike a structured  interview process where there is a rigid 

format to follow and questions are usually ordered.  

The guiding questions were drafted, reviewed and revised with the aim of being clear, 

relevant and culturally acceptable. Those who assisted in the review and development 

of the final questions included the Aboriginal liaison officer from the Kimberley Renal 

Services and other Aboriginal health professionals. Appendix B contains the set of nine 

questions that guided the interview process. 

The open-ended interview questions covered five areas. The first three questions 

sought to confirm knowledge of palliative care and any previous introduction to this 

service including any communication that had taken place. The following question 

sought permission once more from the participant before proceeding with the interview. 

This gave another opportunity for participants to stop the interview if they desired. All 

ten participants wished to continue. The third area that the questions alluded to was 

who should be present when talking about end of life care. The final questions 

pertained to last days and weeks of life and how health professionals could offer 

support during that time. This was to investigate any preconceived fears the 

participants had about their own death and if health staff could offer support.  

The sensitivity of the subject meant careful consideration was given to the order of the 

questions. As the interview proceeded in an informal manner, this created a relaxed 

environment. The participants selected the venue for the interview; this ensured a 

degree of privacy, comfort and security and gave more autonomy to the participant. 

The outset of the interview was generalised conversation to build rapport until the 

researcher gauged the participant was ready to commence the interview. There were 

occasions a client needed to take a phone call or family arrived and the interview was 

stopped, however, the participants wanted to continue at a later time. Knowing this was 
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an option helped to build and maintain a level of trust, albeit over a short period of time. 

As the interview progressed in an unhurried manner, the questions became more 

personal and directed towards “last days”, “finishing up” and dying as demonstrated in 

questions five to nine.  

3.6 Analysing the data 

3.6.1 Analysing the retrospective case note data 

Analysing the data from the retrospective case note study started with initiation of 

palliative care, the frequency of palliative care entries within the files, palliative care 

support and progressed to end of life wishes, including any advanced care plans. The 

information gathered was collated and analysed to clarify if palliative care was 

instigated along the kidney disease pathway.  

3.6.2 Analysing the interviews  

The interviews were audio recorded then transcribed verbatim and checked for 

accuracy with the participants. The transcripts were then placed in an electronic file. 

Each client was allocated a number and the transcribed interview plus the audio 

recording were filed electronically in a password protected computer and backed up on 

a hard drive.  

Analysis of the qualitative information from the interviews used the theory of data 

saturation (153). Using a phenomenological framework supports the theory of data 

immersion to elicit common threads extrapolated from the narrative. Correlations and 

differences became more visible as the process continued and these personal 

accounts were placed and sorted into sections dependent on the subject matter. The 

descriptive experiences were further placed under emerging themes and analysed. 

Thematic analysis aims to deduce understanding from the interviews in an organised 

manner. 

Initially data from the interviews were transcribed into Microsoft Word 2010 documents. 

Individual documents were amalgamated into a textual database using the tabular 

functions of Word. The project steering group then reviewed and conducted thematic 

analyses of the data. The first part of the process was to create relevant codes under 

which the dialogue from the interviews was placed as it was analysed. The interview 

questions guided the selection of the codes. In this manner the interviews were 

organised into purposeful sections. All participants’ comments and reflections were 

allocated a code and these were then sorted under the varying descriptive categories 

to determine the emerging themes. Initial coding categories were further divided and 

refined and a hierarchical coding scheme was developed based on consensus within 
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the project steering group. The project steering group inclusive of nurses, researchers 

and Aboriginal and Torres Strait Islander health professionals met to discuss and 

analyse these emergent themes and the coded subject matter was further organised 

into clusters. Descriptions at times overlapped or became more prominent so these 

were either combined under one suitable overarching theme or set apart in refined 

themes. These themes were further organised, reorganised and refined using an 

inductive process. 

This project steering group always included input from an Aboriginal and Torres Strait 

Islander health professional when extracting and synthesising the data. This ensured 

content was better understood and a deeper contextual analysis was possible. Themes 

were checked and rechecked for accuracy of content. The themes and coding of the 

interview dialogue were unanimously agreed upon.  

3.7 Feedback 

Participants were given a copy of the transcript of the interview at which time there was 

the opportunity to omit or change anything. Feedback to the medical director of KAMS 

on the findings from the research was initially presented in an informal manner. The 

medical director, an Aboriginal and Torres Strait Islander woman, was involved in the 

data analysis and was also involved in the recommendations that stemmed from the 

study. Her input was invaluable. A hard copy of the findings and recommendations will 

be presented to the chief executive officer of KAMS upon completion of the thesis.  

Some of the staff from the Kimberley Renal Services were invited to attend the data 

analysis as part of the working group. In this manner they were kept informed of the 

progress of the research whilst being able to have input into the data analysis. It is 

expected that information sessions for the staff at the dialysis units and the Aboriginal 

Community Controlled Health Services will be rolled out once the findings have been 

documented in the thesis.  

3.8 Conclusion 

Research in health is usually done to expand knowledge in a specific area which 

ideally is applied to inform policy and practice with the aim of  improving health care for 

people (140). Qualitative research design is considered the best research method for 

investigating many areas of palliative care (140). Implementing a qualitative research 

method with Aboriginal and Torres Strait Islander people via interviews fits well due to 

their value of oral tradition (154).    
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This chapter has outlined the methods used within the study and the reasons these 

methods were implemented in order to capture the lived experience of Aboriginal and 

Torres Strait Islander people with end stage kidney disease. The following chapter will 

discuss personal reflections on the study project. 
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CHAPTER FOUR:  PERSONAL REFLECTIONS 

4.1 Introduction 

Undertaking research is often a challenge. Determining the research question or 

hypothesis, initially, is a mountain to overcome. Selecting the research methodology to 

extrapolate the information to answer the research question or test the hypothesis is a 

crucial step in the process. And so it goes that as one step is taken another is needed 

to maintain direction and stay focused. Apart from the intrepid steps in the beginning of 

this research project there were hiccups along the way that need to be addressed in 

order to proceed. This chapter focuses on my personal reflections of the hurdles 

experienced throughout the course of the project.  

This chapter is divided into seven sections. The first section looks at the process that 

was involved in seeking organisational and community permission which is necessary 

to secure before proceeding with ethics approval. The second part of this chapter deals 

with the obstacles that arose in gaining access to the retrospective case notes and the 

methods implemented to overcome those obstacles. The third section of the chapter 

reveals the process involved in participant recruitment, time spent seeking the desired 

number of participants to participate in the research and the approach implemented in 

the recruitment process. The fourth area of this chapter looks at the interview process 

and personal reflections on that process. The fifth section contextualises the reasons 

some Aboriginal and Torres Strait Islander people with end stage kidney disease did 

not want to participate in the study. The sixth area describes the community 

consultation involved in the data analysis; the final area presents a conclusion.  

4.2 Community and organisational approval 

Prior to submitting the ethics application in 2011, permission to conduct the proposed 

research was sought from the chief executive officer at KAMS. KAMS is an Aboriginal 

community controlled organisation. The board of directors governing the organisation 

are appointed from various regions across the Kimberley to represent and speak on 

behalf of the Kimberley Aboriginal and Torres Strait Islander people. The board is 

responsible for appointing a chief executive officer who is held accountable to the 

board. Approval for the research from the chief executive officer encompasses the 

board of directors and is vital in attaining ethics approval. The Kimberley Satellite 

Dialysis Centre, from where it was hoped to recruit the research participants, is part of 

the Kimberley Renal Services and sits under the umbrella of KAMS.   
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Approval was obtained from the chief executive officer but within a short span of time 

that chief executive officer left the position. A discussion was then held with the new 

chief executive officer to explain the project and the anticipated benefit and to outline 

the impact the research outcomes may have on improving both policy and practice 

within Kimberley Renal Services. Permission was again granted, yet within another 

relatively short period of time, KAMS was seeking a new chief executive officer. On 

three separate occasions within a twelve month period organisational approval was 

pursued. This was a time consuming process and not always a smooth process. It 

often involved lots of arranging and re-arranging meetings, times and days.  

Similarly, approval from the manager of the Kimberley Satellite Dialysis Centre, from 

where the Aboriginal and Torres Strait Islander people with end stage kidney disease 

were being invited to participate in the study was also required. The manager was very 

supportive of the research but left the position within months and the approval needed 

to be sought again from the acting manager. At the same time, the manager of the 

Kimberley Renal Services, whose team deliver education, information and support in 

early stage kidney disease through to end stage kidney disease went on long service 

leave. This meant the verbal pre-approval for the project had to be clarified again with 

the acting manager. Support for the project was also sought and given from the renal 

doctor attached to the Kimberley Satellite Dialysis Centre.  

Consultation with key Aboriginal and Torres Strait Islander members of staff from both 

the Kimberley Satellite Dialysis Centre and the Kimberley Renal Services was 

paramount. This cohort of Aboriginal and Torres Strait Islander people is highly 

respected within the local communities. They work very closely with Aboriginal and 

Torres Strait Islander people with kidney disease, their families and carers and other 

key community figures. It was very important to have their support with the research 

project. They are the conduit between the renal staff, clients and the wider community. 

They are intimately involved with the Aboriginal and Torres Strait Islander people, 

being related to most. They are well aware of the family and cultural commitments and 

the health issues facing the renal clients. In the consultations the project was outlined, 

questions or concerns discussed and support was readily given by all. Following the 

consultation process, community permission was given locally and, along with the 

organisational permission, the ethics application was submitted.  



  

32 

 

4.3 Obstacles obtaining the retrospective case notes  

Ethics approval was granted from the Human Research Ethics Committee of the 

University of Western Australia and the Western Australian Aboriginal Health Ethics 

Committee. It was then decided to commence the research with the retrospective case 

note study for reasons already outlined in the methods chapter. BRAMS is the health 

service for all of the Broome based clients with end stage kidney disease. The case 

notes of Aboriginal and Torres Strait Islander people with end stage kidney disease 

who had died were archived with this medical service.  

There was a tier of management levels to go through initially before permission was 

given to access these case notes. This included the chief executive officer, the deputy 

chief executive officer and the clinic manager. Once granted permission to view the 

files there were many delays. Organising an exact time to meet with the manager of an 

extremely busy clinic was very difficult. There were many appointment changes. 

In December 2012 BRAMS had not long begun using a new electronic database to 

capture all aspects of client records, which included all progress notes. I was able to 

view these files, but only under strict supervision, as there had been some issues with 

information being accessed without permission. As a result the management were very 

wary about non-staff personnel accessing the database. All access, other than to staff, 

was restricted. If allowed access, it was to be supervised at all times. 

Making appointments to meet and conduct a search of the database under supervision 

by the clinic manager was difficult. BRAMS has a very busy clinic and the clinic 

manager was time poor. Eventually after some weeks and many delays we were able 

to find time and begin the task of accessing relevant files from the database. There 

proved to be no valuable information on the database as there were no palliative care 

entries. This meant that all palliative care information was recorded in the hard copy 

files prior to the change over to the electronic database. The next step was to view the 

hard copy files. These files had all been archived and were stored away from the health 

service in locked sea containers in a fenced and padlocked industrial block. 

A time needed to be arranged to drive to the site and again, this needed to be done in 

conjunction with the clinic manager. Finding a time that suited his busy schedule and 

that also took him away from the clinic premises, took some organising. When we did 

manage to meet up and head out together to the industrial area, the key to the locked 

gate needed to access the sea containers, could not be found. The clinic manager was 

hopeful the key would eventually be found by a staff member. Weeks went by whilst 

staff searched for the missing key. Eventually it was concluded that the key was 



  

33 

 

definitely lost. BRAMS was not prepared to pay the money to replace the key. After 

some debate it was decided to purchase a replacement key using research funds in 

order to move ahead with the data collection. A purchase order had to be organised 

between Perth, responsible for the research funds and the Broome office. Some six 

weeks later the key was replaced and eventually access to the sea containers was 

possible. 

Data retrieval from the sea containers proved very difficult to collect. Records were not 

chronologically ordered and were scattered in various boxes in separate storage 

containers throughout the industrial block. Some records were incomplete whilst other 

files had components of the one file in several different boxes.  

All this searching through boxes in sea containers was done in the wet season 

between January - April 2013 when humidity is high and temperatures soar. There 

were no fans or air conditioners and the sea containers were in the sun. It was not 

possible to stay long in the sea containers looking for the records through stacked 

boxes. If files were located it was too hot and humid to read through them inside the 

sea containers. After one or two visits to the site the clinic manager supported the idea 

of reading the files off site. There still remained a lot of time spent searching for 

relevant records through the boxes which were falling apart and in disarray. 

Two complete files were retrieved from the archived records, the remainder were 

incomplete records so could not be used in the research. The attempt had been 

unsuccessful in retrieving the required number of case notes from Aboriginal and 

Torres Strait Islander people who had died with end stage kidney disease. Seven 

months had passed attempting to complete this section of the data collection. 

The next stage in the data collection was to view similar case notes at the local 

nursing home. Approval to retrieve data from archived files was obtained from the 

manager at the local nursing home. Archived records from the nursing home were all 

kept on site. All records had been filed systematically and were easily accessed.  

It took a period of four months to organise and complete the process of data collection 

from the nursing home. Informal meetings needed to be arranged with the manager to 

explain the research project and its hoped impact on future service delivery. A 

convenient time was set up between the researcher and staff at the nursing home so 

files could be retrieved and a degree of supervision organised whilst viewing the 

records. The aim was to meet once a week for an hour however this was not always 

possible and often times needed to be changed. Instead of taking several weeks to 

complete this process took months of coming and going from the nursing home.  
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Five sets of case notes from Aboriginal and Torres Strait Islander people who had 

died with end stage kidney disease were retrieved. The nursing home had only 

accepted a few Aboriginal and Torres Strait Islander people with end stage kidney 

disease as permanent residents since 2008 therefore the case notes were limited in 

number.  

Although all records viewed were complete only four could be used in the study. One 

renal client had only been in the nursing home for a short period of respite and did not 

live there permanently. The record from this client held limited entries, not inclusive of 

palliative care so was excluded from the study. 

4.4 Participant recruitment  

Following consultation with the social worker and the Aboriginal liaison officer from the 

Kimberley Renal Services, it was decided that it would be best for them to recommend 

who would be the most appropriate people to approach to be invited to participate in 

the study. Due to the sensitivity of the subject and the health status of the renal 

clients, it was felt it would be better to follow their lead in selecting clients to approach. 

A list was drawn up of proposed candidates from among the cohort of Aboriginal and 

Torres Strait Islander people with end stage kidney disease. These people all 

attended the Kimberley Satellite Dialysis Centre.  

Initially it was believed the invitation to participate in the research would be better 

suited coming from the Aboriginal liaison officer. The Aboriginal liaison officer is a 

local Aboriginal woman from a large family connected to many Aboriginal and Torres 

Strait Islander people across the Kimberley. Having been employed for many years at 

the Kimberley Renal Services she had built a strong rapport and trust with the renal 

clients, their families and carers.  

This appeared to be a positive method of recruiting participants. Simulations of 

scenarios with fictitious clients were performed prior to commencing recruitment so 

that the Aboriginal liaison officer could gain confidence with the process. It helped 

increase familiarity with use of some of the relevant phrases and terms. It also 

assisted in familiarity with the manner in which to approach such a sensitive subject. 

The Aboriginal liaison officer felt confident to begin and approached the first renal 

client and was clearly informed that it was not appropriate. The client was adamant 

that the Aboriginal liaison officer should have known better than to raise the subject on 

death and dying when the client was already sick, weak and tired. To add an extra 

burden with the topic of death and dying was too much. The response was similar with 

the second and third attempt to approach the Aboriginal and Torres Strait Islander 
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people who had been recommended to participate in the research. The Aboriginal 

liaison officer became quite distressed following these interactions and could not 

assist in recruitment any further, apart from recommending which clients should be 

approached to participate in the study. Closeness between participants and 

researchers has been found to be both a support and an obstacle in narrative enquiry 

as people may avoid communicating or feel obliged to participate (154). 

Following a period of debriefing with the Aboriginal liaison officer it was decided, in 

conjunction with the Aboriginal liaison officer that I would be the person best suited to 

approach the clients. Perhaps being less intimate with the renal clients would make a 

difference to the willingness to talk about such a sensitive subject. 

4.5 The interview process  

Seventeen Aboriginal and Torres Strait Islander people with end stage kidney disease 

were approached over a period of five months and ten from this group were willing to 

participate in the study. All those who were approached to participate in the study 

wanted to understand what palliative care was. The clients, when informed about the 

research, had a better understanding of the project and therefore could make an 

informed decision to participate or not. 

Three Aboriginal and Torres Strait Islander people with end stage kidney disease 

were residents at the local nursing home so it was decided the nursing home would 

be the starting point to provide information about the research and invite these people 

to be involved in the study. I met with each person to explain the interview process 

and the aims of the study. Two clients agreed immediately to be involved in the 

research and to be interviewed. The third renal client at the nursing home had 

dementia and, it was impossible to hold a conversation with this client, as a 

consequence this client was not included in the study.  

Dates and times were organised for the initial interviews, but often when the time 

arrived participants were tired, having supper, feeling unwell or not available. 

Frequently interview times were rearranged. Conducting interviews in the nursing 

home was a relatively smooth process as the participants were generally present at 

meal times, on treatment days and weekends so meetings could be arranged and 

rearranged around these times. Treatment days were not an option if participants had 

morning dialysis as they were generally too tired after dialysis to be interviewed. 

Conducting interviews outside the nursing home in the wider community brought 

many obstacles that needed to be overcome in order to complete the research. Initial 

contact was made opportunistically. The majority of the Aboriginal and Torres Strait 
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Islander people did not have mobile phones and only one participant had a landline. If 

there was a mobile phone, often another family member had the phone or they were 

lost or broken. It was much easier to visit a client at home and seek permission orally 

to talk about the study and this proved to be the optimal method of engaging potential 

participants (154, 155).  

The participants were open to being visited at home to discuss or defer a meeting to 

another more opportune time. This was the preferred method of engagement. With 

some potential participants, it took up to nine or ten visits before a decision was even 

reached whether to participate in the research or not. Time was needed in order to 

come to a decision about inclusion in the study. Once a decision had been reached a 

suitable date and time for the interview was planned. Occasionally the interview was 

carried out at the same time as consent was obtained but most participants preferred 

to set aside another time for the interview.  

Interviews were pre-arranged for a particular time and place to suit each individual 

participant. Eight of the participants were not available on the pre-arranged day. There 

were many reasons for this including funerals, accidents, an opportunity to go for a 

drive or shopping; appointments at the hospital or family had arrived and taken the 

participant out. The structure of life with strict adherence to appointments and 

meetings is not viewed in the same manner as western cultures with family obligations 

overriding other commitments, such as appointments (14). It meant being very fluid 

with schedules and allowing for flexibility throughout the project (142).There were also 

advantages to this outlook in that impromptu visits were acceptable and could often 

lead to long, informal conversations that built rapport between myself and the 

participants. 

The three Aboriginal and Torres Strait Islander people who were initially approached 

by the Aboriginal liaison officer to participate in the project remained on the list of 

recommended clients put forward to be involved in the research. The invitation to 

participate in the project was extended again by myself and all three agreed to be 

involved in the study. This highlights the fact that Aboriginal and Torres Strait Islander 

people were prepared to talk about death and dying, but it had to be with the right 

person (78).   

It took seven attempts to find one of these participants at home. This participant was 

initially willing to be interviewed, but when finally a suitable time and place was 

arranged some weeks later, she no longer wanted to be involved in the study. The 

other two Aboriginal and Torres Strait Islander people participated in the study 

however, it took some weeks of visiting and re-visiting to find a suitable time that was 
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convenient for the interview to take place. On several occasions when a time had 

been pre-arranged the participants were not home and again it took several attempts 

to find them at home. On the occasion when the interviews finally took place it was 

due to an impromptu visit. The participant was available so the interview took place 

then and there. Both interviews went ahead in the early evening, after supper at the 

consent of the participants because they felt ready and comfortable to proceed in that 

moment.   

With one of these participants the preference was to sit outside under a tree at the 

side of the road where it was quiet. It was about seven or eight in the evening. The 

interview went smoothly. When the recording was stopped the participant remained 

talking in the quiet for a long time about family and the difficulties being so far away 

from country and loved ones.    

One man agreed to participate in the interview but wanted to wait until the following 

week when his wife would be home from attending to family business out of town. On 

a weekly basis I would call in and check to see if his wife had returned home on the 

overnight bus from out of town. This went on for four to five weeks. The wife finally 

returned home and we arranged a time and place to hold the interview with his wife 

present. On the appointed afternoon the man seemed agitated and as the discourse 

began he could not settle and kept walking here and there. It was apparent that this 

man was not comfortable with the situation and on seeking further clarification the 

process was stopped immediately. The spouse explained that there had been a loss 

of a relative and that was impacting on the ability to continue with the interview. 

Most of the participants were content to undertake the interview on their own. Three 

participants had their spouses present. There were no requests for health 

professionals or family members, apart from spouses to be present during the 

interview process. Two participants specifically requested to hold discussions away 

from their homes. One participant specifically asked to have dinner at my house and 

the other participant wanted to go somewhere for a cup of tea.  

4.6 Reasons for not participating in the study 

The Aboriginal and Torres Strait Islander people that I approached to partake in the 

study were open and willing to hear and understand the meaning of palliative care. 

This was congruent with findings in another qualitative study amongst Aboriginal and 

Torres Strait Islander people. Similarly that particular cohort was keen to understand 

what palliative care was and valued being informed (130). Once aware of the service 

that palliative care provided and the aims of the research project for someone with a 
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life limiting illness the Aboriginal and Torres Strait Islander person was able to make 

an informed decision whether to participate in the study. 

The participants were very clear about what they would or would not speak about. 

One of the participant’s spouses had died with end stage kidney disease. During the 

interview process this was raised by the participant. When asked if it was alright to 

talk about that subject the participant very clearly declined to talk about anything 

concerning the spouse. One of the Aboriginal and Torres Strait Islander people that 

did not want to partake in the study also gave a clear reason. This client had 

experienced too much death and loss recently to want to talk about end-of-life, it was 

too fresh. 

One of the participants who had agreed to participate initially found it hard to 

communicate a change of mind. Eventually through outward appearances it was clear 

there was an issue and the interview did not go ahead. Another participant was 

profoundly deaf. Every sentence in a conversation had to be repeated several times to 

be understood. It was very difficult for the participant and, when asked again about 

inclusion in the study, declined.  

Two Aboriginal and Torres Strait Islander people when approached about involvement 

in the study were immediately adamant they did not want to participate. No reason 

was given, nor needed to be given. Of the seventeen Aboriginal and Torres Strait 

Islander people approached seven did not want to participate in the study. The 

participants who were involved in the research were very open in talking about death 

and dying, their thoughts and wishes and fears around death.   

4.7 Community consultation in data analysis 

Community consultation in the data analysis was a complex process that took many 

months to complete. Arranging a suitable time to be inclusive of an Aboriginal and 

Torres Strait Islander health professional, a research supervisor and a doctor proved 

to be very difficult. Most individuals were time poor with busy schedules and 

commitments. Meetings to analyse data were often cancelled and re-scheduled.  

Eventually with perseverance and effort, the task of meeting in community 

consultation to analyse data was completed. There was much discussion throughout 

the months and ultimately the project steering group agreed on the emerging themes 

and interpretation of the data. An Aboriginal and Torres Strait Islander health 

professional was involved throughout all of the consultation and analysis process.  
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4.8 Conclusion 

Although many unforeseen obstacles delayed the research considerably and 

extended the time it took to undertake the project, it demonstrated the need to be 

flexible in research (142). The sensitivity of the subject and the vulnerability of this 

cohort of Aboriginal and Torres Strait Islander people with end stage kidney disease 

meant capturing qualitative information can be a slow process (140). There needed to 

be ample time to conduct the research, understanding that an interview may need to 

be conducted over more than one sitting. The unpredictability of the participants, not 

being available at a pre-set time and place to meet or conduct an interview, meant 

that much more time was required to complete the study than I had originally 

predicted. The case notes were difficult to access and when they finally were 

accessed proved not to be complete or in disarray. These obstacles along the study 

pathway highlighted the need for patience, determination, flexibility and resilience 

when undertaking a research project. The importance of meeting face to face with 

Aboriginal and Torres Strait Islander people in an informal manner is best suited in 

qualitative research. Despite being a highly sensitive subject all of the participants 

were open and willing to discuss death and dying.  
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CHAPTER 5:  FINDINGS FROM THE RESEARCH 

5.1 Introduction 

The case note study discussed in chapters three and four was fraught with issues from 

its initiation. All together six complete case note files were retrieved from two different 

health services, with limited palliative care entries in only a few files. The project 

steering group felt that due to insufficient data, the case note study could not be 

included in this study.  

The findings from the interviews will be discussed under seven main areas: palliative 

care knowledge and understanding, end-of-life discussions, who should be talking 

about palliative care with clients with end stage kidney disease, preparation for dying, 

location for last days, location of renal replacement therapy and treatment choices with 

end stage kidney disease. The findings from the project steering group will then be 

presented and lastly a conclusion. Participant quotes used throughout will be 

numbered in order of interview sequence. 

A large amount of raw data was generated from the interviews. The task of sifting 

through the data, interpreting and analysing is time consuming and demanding but 

necessary to provide a rigorous interpretation (156).The importance of flexibility and 

perseverance was paramount to complete the data collection and analysis and present 

the findings.  

The journey for each of the participants has been long and arduous with relocation to 

Perth becoming a reality with progression to end stage kidney disease. For many this 

meant years passed, thousands of kilometres away from country in a foreign city, living 

apart from spouses and children with only occasional trips home, predominantly for 

funerals. The opening of the Kimberley Satellite Dialysis Centre in 2002 meant an 

opportunity to return to Broome to dialyse. The Aboriginal Community Controlled 

delivery of dialysis in Broome has meant Aboriginal and Torres Strait Islander people 

can have haemodialysis near family and country. Aboriginal and Torres Strait Islander 

people are employed as drivers, health workers, care coordinators and patient care 

assistants (25). Some of the outcomes observed having haemodialysis delivered under 

the umbrella of an Aboriginal Community Controlled Organisation are a high level of 

adherence to the dialysis regime and a reduced mortality rate for haemodialysis clients 

(25).  

The ten participants in the study came from communities and towns across the 

Kimberley including One Arm Point, Lombadina-Djarijin, Bidyadanga, Billiluna, Balgo, 

Wyndham, Broome and Halls Creek. Six of the participants were female and four were 
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males. Participants ranged in age from mid-forties to the eldest participant who was 

seventy-seven. This is what the participants had to say. 

    5.2 Palliative care knowledge and understanding  

Only one of the ten Aboriginal and Torres Strait Islander people with end stage kidney 

disease involved in the study stated they had heard of palliative care. This participants’ 

concept of palliative care was the degree of help provided at home and the offer of 

respite in the local nursing home if needed. This may indicate that the participants did 

not fully understand the content or services on offer if and when palliative care was 

raised in a discussion. Miscommunication has been highlighted as an issue between 

Aboriginal and Torres Strait Islander people and health professionals (48, 91). 

Ye, palliative care only that nurse when I was in hospital ... told me about it to 

get any help from them. He never explained anything to me he just asked me if 

I want that palliative care when we at home. But we all right we independent 

between ourselves and I think that new place up here where they got that old 

people area what do you call it?  ..someone came from there talked a little 

about that to us and they wanted to know if I’d go there… but we alright, we 

independent and then she went away again. She wanted me to go there for rest 

days. P7 

These are some of the responses from participants that had not heard of palliative care 

prior to the study. 

 Well the first time I heard it was the today. P5 

No. Um nobody, no one hasn’t told me yet about it, about how you gonna be or 

end up when you like bin very sick. P6 

No one but I didn’t hear anybody coming up, no one ever came to me and said 

what do you think would happen, if what would you like you know and if you 

wouldn’t be able to move around. P9 

All of the participants wanted to gain an understanding of palliative care. During the 

introductory section of the interview I spent time discussing palliative care and the 

support that can be provided for Aboriginal and Torres Strait Islander people with end 

stage kidney disease. This included the discussions that need to take place involving 

end-of-life care.   
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5.3:  End-of-life discussions  

When asked at what stage in the disease trajectory these discussions should ideally 

take place, participant’s responses varied. One participant suggested when an 

Aboriginal and Torres Strait islander person with kidney disease is still well enough. In 

contrast two participants suggested that end-of-life talks should take place when an 

Aboriginal and Torres Strait Islander person with kidney disease is beginning to 

become unwell and is slowing down. 

And the palliative care like you say maybe two or three years down the track, if I 

am still alive yeh you can get more older and age get you and you talk like that 

down the track like you and someone with you we can talk about that and put 

something in place.  P7 

Eight of the ten participants interviewed thought talking about dying would be a difficult 

subject for Aboriginal and Torres Strait Islander people with kidney disease to discuss.  

Several participants agreed that talking about palliative care and “finishing up” was 

uncomfortable. One participant was unsure if it was a good idea to talk about palliative 

care with Aboriginal and Torres Strait Islander people with end stage kidney disease.  “I 

don’t know about that…” (P4) he repeated several times, explaining he had never 

heard of it before. Another participant explained that some Aboriginal and Torres Strait 

Islander people do not like to talk about things like palliative care, but during the 

interview the same participant was very clear and open about where she wanted to die 

and who she would like present with her in the last days. 

 Some people it’s you know, they don’t like to talk about it. P5 

Ye some people they don’t like (to) talk about things like that they just want to 

be alone. P3 

You know some blackfellas are like; they don’t like to talk about dying. P8 

All the participants were open and willing to discuss end-of-life matters during the 

interview process. Seven participants stated end-of-life care was not an easy topic to 

discuss. Three participants felt it was good to talk about end-of-life care. Two 

participants felt it was important that people with end stage kidney disease knew about 

palliative care. 

 ..it is good to talk about it. P10 

Yeh, yeh, yes that is important what they want. Yes you can still ask them in 

good way. P3 
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The participants gave several reasons why bringing up the subject of death and dying 

can be difficult. People with end stage kidney disease are often feeling unwell and 

tired. Another reason given was that Aboriginal and Torres Strait Islander people do not 

like to talk about death and dying; for older renal clients they know they are going to 

“finish up” soon and do not want to talk about end-of-life care.  

  Um Yeh, You, you talking to a lot of sick people like in dialysis. P3 

 You know that some people don’t like talking about last days, it is not 

comfortable for other people too. Like this old lady here, she don’t like talking 

about it, but she know she’s not long, yeh she’s not got long to live. P3 

One lady felt it was better not to talk about end-of-life care at all and another participant 

was not sure how she felt about the subject. However, both of these participants were 

clear that if they became unwell to the point of no further treatment being available for 

them then at that time they would talk about end-of-life care.  

One of the participants had in fact been referred to palliative care several years 

beforehand and had met with the Kimberley palliative care nurse and also the visiting 

palliative care physician in a remote Kimberley town. This participant stated he had 

never heard of the term palliative care before. This suggests that it is important how 

and when palliative care is discussed and the choice of words used. 

  I never heard that before… I don’t know what… P4  

All participants engaged openly when questions were raised on end of life. Some 

participants stated they did not think about last days but were not daunted when asked 

directly about death and dying and were willing to openly discuss their heartfelt 

thoughts and concerns. This was consistent with the literature on end of life 

discussions that states people want to talk about future outcomes and prognosis but 

feel it should be initiated by health professionals (125). 

Sometime after the interviews had taken place one of the participants was involved in a 

family meeting organised by the palliative care team. One of the initial questions asked 

by the palliative care coordinator was if anyone had heard about palliative care. The 

participant was the only person present who indicated that they had an understanding 

of palliative care. 

5.4 Who should be talking about Palliative Care with clients with 

end stage kidney disease? 

Two participants (P1, P2) said that nurses, doctors and health workers should all talk 

about palliative care with dialysis clients. Other participants (P3, P8) felt Aboriginal 
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health workers were most suited to talk about palliative care. Some of the reasons 

given for this were that Aboriginal health workers make the clients feel comfortable and 

communication is easier. 

So they put easy words for us so we can understand because in white man’s 

way when they talk big you know big words we don’t understand. P3 

And get Aboriginal person to talk to that person who’s got the dialysis. They feel 

more better. P8 

One of the participants (P7) felt the Aboriginal health workers should be trained in 

palliative care so they could talk to Aboriginal and Torres Strait Islander people with 

kidney disease. 

This same participant (P7) felt Aboriginal health workers were not suited to discuss 

palliative care and their role is to place the clients on the dialysis machines. The 

Aboriginal health workers talk about day to day things, not dying.   

At dialysis they all involved in setting people up on the machine they don’t talk 

to us about palliative care, nothing. P7 

The renal doctors were seen to hold a position of authority within the dialysis unit. Six 

of the participants (P1, P2, P5, P6. P7, P8) stated doctors needed to be involved in 

end-of-life discussions. One participant expressed comfort talking with the renal 

physician. 

 Everyone knows him. We can ask him anything we like. P6 

…better the doctor explain more to us about down the track because we get  

more older and start to lose you know, lose our bearings… P7 

Two ladies felt the nurses (P9, P6) should be the ones to communicate the message to 

the families when dialysis is no longer a viable treatment option. One of these ladies 

commented that nurses are the closest health professionals to the renal clients so the 

palliative care discussion should be raised by the nurses.  

Well nurses should be (talking about palliative care) you know when we on 

dialysis they should give us some kind of, what you call it  like what would you 

like to happen when you can’t help yourself you know something like that… 

Because they’re more close to the patients, the nurses.  P9 

One of the participants (P3) felt it would be a good thing to gather as a group all the 

Aboriginal and Torres Strait Islander women living at the local hostel with end stage 

kidney disease to talk about palliative care and explain the role of the service to them. 
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The suggestion was for the female Aboriginal liaison officers to be present as they 

have a close connection to these women and can interpret the information as needed. 

Another participant (P1) felt that anyone amongst the health professionals could raise 

the topic of palliative care inclusive of doctors, nurses and Aboriginal health workers.  

Other issues raised in the interviews were the high staff turnover which made it difficult 

to get to know the staff, predominantly nurses and health workers. There is a constant 

change over of nurses not only at the dialysis unit but also amongst the health workers 

at BRAMS. Building relationship with health staff is problematic due to a constant 

stream of new staff because;   

But we don’t know who the health workers are....(at BRAMS) P7 

In regard to the nursing staff. 

...they come and go six months here then they go ... P7 

5.5 Preparation for dying  

When asked about end-of-life talks nine of the participants felt family should be present 

when holding these discussions. Having family members present during meetings to 

discuss a loved one’s health is very important for Aboriginal and Torres Strait Islander 

people (8). One participant was clear that his wife should be present when discussing 

end-of-life issues following which she would take the information back to the rest of the 

family. He also felt it was important to have ongoing discussions because as someone 

becomes more unwell they may forget the previous plans and / or talks.  

All participants indicated that it was their preference to be with family during their last 

days.  

Yeh so my plan is to get back home for my last days and get the family around 

me and don’t say just say hello and all that maybe have a BBQ. And people can 

tell them maybe shut the BBQ off someone tell them what my plan is and then 

people can get sorry after that and come up to me and see me alive and know 

that I am gonna pass away that night or early hours. That’s my plan anyway. 

And also before I go I want to talk to my other family here, my brothers and 

sisters. P7 

I feel I’d like to be with my husband if I die, and the kids. P8 

The majority of participants had thought about dying during the disease trajectory. 

Yeh I think about it a lot. P1 

For another participant thoughts on death and dying were intermittent. 
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 Just comes and goes. P2 

Three participants (P3, P4, P5) did not have thoughts about death and dying.  

Never, I never think about dying I just you know enjoy my life you know one day 

I might go. That’s all I can do. P3 

One participant (P5) did not actively think about dying but acknowledged that it will 

happen one day and when it does, wanted the family to be present;  

           No I don’t think about it I just you know………I live for whatever. P5 

The same participant stated that if they become very unwell they would rather go to 

Perth and attempt other treatment options first. Another participant (P1) was adamant 

that if he died his body was not to be sent to Perth. This is in line with literature 

suggesting that, for some Aboriginal and Torres Strait Island people, it is important for 

the entire body to be buried, including amputations (8). 

Well just say if I would go. I wouldn’t let that mob take my body down to Perth 

and then cut it up. They know we are already sick people and we got kidney 

disease, they should let us go and bury in our own country. ....That’s right, no 

good going making fun of us. Yeh. Just bury me with everything that I got you 

know. P1 

Four of the participants (P1, P7, P8, P10) were not worried about dying; they accepted 

that they were going to die one day. 

 No I‘ve had a good life and we are all going to finish up one day. P10 

Two of the ten participants were scared of dying.   

Yes I’ m scared. P5 

There was lots of reminiscence, a yearning to see the old places, go hunting and 

fishing before dying. When asked who would care for them once home in country the 

response was always family. All of the participants wanted to be buried in their own 

country. 

I would want to go and visit all the old picnic places I used to go to with my mum 

and dad. I used to walk a long way carrying the swag. P10 

One of the participants was very concerned about the family members after they died. 

The responsibility about who would care for the grandchildren was particularly 

concerning.    



  

47 

 

Sometime it scares me to leave the kids behind especially the one you looked 

after, my little grandsons or granddaughter. P6 

Some family members may struggle with a decision to cease dialysis, wanting their 

relative to continue with treatment. One participant (P6) felt that if there had been 

involvement in the decision making process during the family meetings relatives would 

reach an understanding and accept the decision, particularly if it was in the best 

interest of the person with end stage kidney disease. 

One participant had often thought about stopping haemodialysis and going home to be 

with family to die.  

Eh I think a lotta times about stopping dialysis letting this line out and coming 

home to be with my family. P7 

5.6 Location in last days 

Nine of the ten participants clearly stated that they wanted to be at home to die. Being 

back in country with family was very important. Family included siblings, partners, 

children and grandchildren. One of the participants wanted to have photos taken with 

the family in the last days.  

Like when you are up there with the kids like you like your kids to be there next 

to you on the bed, watching you or you might be watching the kids. I want to 

see your face before I go. And all around, yeh I like that. They can take photos 

of me with the kids. With all the grandkids. P6 

A lot of old people have passed away in Perth a long way from their family without 

anyone to be with them. This can happen when people with complications with end 

stage kidney disease such as a blocked fistula, are relocated to Perth for specialist 

treatment. This was very sad and upsetting for some of the participants who did not like 

to see old people dying alone, away from family and country. 

One participant felt strongly that if they couldn’t make it home to country to die, if there 

was a risk of passing away on the road then it would be better to remain in town in the 

local hospital. Family could come and be there, in the hospital (P7). One participant 

preferred to be in the local hospital in the last days because all her family lived in town 

and it would be easy for them to visit there (P9). 

5.7 Location of renal replacement therapy 

Many of the Aboriginal and Torres Strait Island people receiving regular haemodialysis 

in Broome still live a long way from their home and family. Without any family in 
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Broome they need to stay in the local hostel in order to receive treatment, usually three 

times per week. One of the issues raised during the interviews was the need for some 

activities at the hostel where many of the people on dialysis lived. One of the 

participants (P3) suggested a craft session or a fishing trip as there is not a lot of 

entertainment apart from the television at the hostel. When asked how others felt the 

response was that all the Aboriginal and Torres Strait Islander people living at the 

hostel felt the same way. Particularly the older people, they yearned to go hunting and 

fishing again. 

Like we just want to go out you know and take us somewhere not staying here, 

like on the weekend. Go travelling just there to back here. P3 

Families were often separated for years at a time.   

 I waited too long down in Perth .... . There was me and there were twenty or 

thirty  of us. ..P4 

Aboriginal and Torres Strait Islander people with end stage kidney disease from remote 

communities have a strong desire to go home from time to time. For some Aboriginal 

and Torres Strait Islander people travelling to their community meant an all-night bus 

trip followed by a three or four hour car trip before they reached their destination. Once 

there they can only stay for two days at the most before they need to make the return 

trip to Broome for haemodialysis. For one participant it had been a very long time since 

she had visited her community.   

I don’t know what home looks like now I haven’t been there for that long. I 

haven’t even seen my granddaughter she’s three see we bin talking on the 

phone that’s all. P5 

For other participants country and family were quite close, a few hours by car. Despite 

the closer proximity there were only occasional trips home when family could come to 

town and pick up their family members.  

           Yeh the boys pick us up sometimes, when we want to go. P7 

One of the participants had spent twenty years away from her community (P3).  

Another participant (P5) with end stage kidney disease, reliant on regular 

haemodialysis treatment, had not been home in eight years. Some families seldom visit 

particularly if the community they come from is a remote community. 

It has bin too long. You know when we do nothing  they (family member) rang 

us and tell us oh we went hunting for turkey, bush potato and digging what my 
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husband bin show me for turkey, bush potato and kangaroo that’s why I am 

thinking about going back. P3 

 

 

5.8 Treatment choices with end stage kidney disease 

Each participant was asked about their treatment options when reaching end stage 

kidney disease. Three of the participants (P1, P6, P10) would have liked a kidney 

transplant but were not on the transplant list, two were unsure as to the reason.  One 

participant said it was because of a heart condition. Another participant could not 

remember a kidney transplant being offered as a treatment option.   

Five of the participants (P1, P2, P4, P5, P7) expressed the desire to go home 

supported by home haemodialysis in their communities so they could live back at home 

with family. Another request raised was for haemodialysis to be available in remote 

towns closer to their own community so there would be the option to travel home more 

often. There are currently haemodialysis units in Derby, Fitzroy Crossing and 

Kununurra. The towns of Wyndham and Halls Creek do not have dialysis units. The 

majority of the participants in this study have no dialysis units in the closest towns to 

their communities. 

For two of the participants (P4, P9) peritoneal dialysis was the preferred treatment 

option as it provided a greater freedom to move around the countryside. It also meant 

staying in country with family, not having to relocate for treatment so far away which 

brings added stress (19). Unfortunately for these two participants the frequency of 

peritonitis episodes made it impossible to continue on peritoneal dialysis and they were 

commenced on haemodialysis (23). 

     5.9 Project steering group findings 

Concern was raised in discussions within the project steering group that at times family 

members will not want dialysis to stop even when it has been determined that it is of no 

further benefit to dialyse. Another issue that was raised within this group was that at 

times Aboriginal and Torres Strait Islander people with end stage kidney disease pass 

away in hospital away from county and family. Health staff within the project steering 

group had, on occasions, seen this transpire and observed the impact it had on the 

person with end stage kidney disease and their family.  
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Advance care planning was discussed as was the importance of initiating and revisiting 

these talks throughout the kidney disease trajectory. The project steering group invited 

a member from the IT team at KAMS to assist during the data analysis. He provided 

information on how to encompass sharing of advance care plans across health 

services.   

 

5.10 Conclusion 

The findings from this research demonstrate that Aboriginal and Torres Strait Islander 

people with end stage kidney disease want to know and understand about palliative 

care and clearly felt these talks should be coming from the renal staff. This is 

corroborated in studies that have demonstrated people with a terminal illness want to 

talk about the future and their prognosis but are waiting on the health staff to initiate 

dialogue (57, 90, 157). Having family involved in these discussions was agreed upon 

by most of the participants which is consistent with what others have found (8, 88). 

Even though the participants said they had never heard or discussed palliative care 

most of the participants think about death and dying and knew who they would like to 

be with and where they wanted to die.  

The following chapter will discuss the implications of the findings from this research 

project and the recommendations from the study to improve end-of-life care for 

Aboriginal and Torres Strait Islander people with end stage kidney disease. 
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CHAPTER 6:  DISCUSSION 

6.1 Introduction  

This study was intended to explore ways of improving palliative care policy and 

practice, including cultural appropriateness, in the Kimberley. The perspective 

of dialysis clients on various aspects of provision and timing of palliative care 

information, the extent to which these discussions were understood and their 

desires for end-of-life care were explored. A project steering group 

incorporating Aboriginal and non-Aboriginal staff also provided additional 

context to the client’s perspective and information on aspects of care from the 

services perspective. 

One key finding was that participants had very little familiarity with the concept 

of palliative care. Despite this, all the participants had plans for end-of-life care 

and were willing and open to talk about death and dying. Family involvement in 

consultations and palliative care discussions were very important to most of the 

participants. The perception was that health professionals working in the renal 

services were expected to raise end-of-life talks, although participants varied 

on when these talks should occur. Furthermore, the project steering group felt 

these talks should be raised at regular intervals. Nine of the ten participants 

said they wanted to die at home and all of the participants wanted to be with 

family during their last days. 

All those involved in this research share the goal of improving end-of-life care 

for Aboriginal and Torres Strait Islander people with kidney disease. This 

research project hopes to contribute to that goal.  

In this chapter the findings from the research will be discussed in the context of 

possible implications for policy and practice in subsections, followed by a 

discussion of limitations of the study. The final recommendations are then 

presented followed by a brief conclusion. 

6.2 Aboriginal health staff participation in decision making 

In this study five of the participants felt that it was important to have Aboriginal 

health workers present during family meetings and medical consultations. 

Several of the participants highlighted the fact that Aboriginal health workers or 

other Aboriginal health professionals could explain things to them in a manner 

they understood and unlock big words used by health staff. In their study Bird 

and Henderson found that Aboriginal health workers usually have a close 
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relationship with renal clients as clinicians as well as interpreting and liaising 

between health staff and clients (5).  

The Aboriginal and Torres Strait Islander people that work in the renal unit are 

usually local people with a strong knowledge of clients and the dynamics within 

each family as well as understanding health services. This sits well with the 

ethos of Aboriginal Community Controlled Health Services being established 

and managed by Aboriginal people for Aboriginal people (158, 159). The 

underpinning philosophy of Aboriginal Community Controlled Health Services is 

for Aboriginal and Torres Strait Islander people to be involved in decision 

making, health planning and service delivery (158).  

Having an Aboriginal health worker or other Aboriginal health professional 

present can provide support and their very presence, as stated by some of the 

participants, leads to Aboriginal and Torres Strait Islander people feeling more 

comfortable. I am of the same opinion as Maddocks and Rayner that having an 

Aboriginal health worker present can benefit communication both on an 

individual level and a team level (8). The perception of the participants in this 

study was that this does not always happen.  

Where Aboriginal health workers are not available, or where another Aboriginal 

and Torres Strait Islander person may be more appropriate due to their 

relationships, skills or experience an Aboriginal liaison officer (12) or other 

Aboriginal health professional could fulfil this role. In the absence of an 

Aboriginal health worker, Aboriginal liaison officer or other appropriate 

Aboriginal person there is a real risk of decisions being made that may not 

match the wishes of Aboriginal and Torres Strait Islander people with kidney 

disease in the Kimberley, in other remote areas of Australia and probably 

elsewhere.  

A clear protocol ensuring Aboriginal and Torres Strait Islander support for 

decision making by renal clients is needed. This will need to include ensuring 

renal clients have the opportunity to have an Aboriginal health worker or other 

Aboriginal staff member assist them with making decisions about future health 

care and in particular during palliative care discussions. 
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6.3 Initiating palliative care discussions  

Palliative care has been embedded in the kidney disease pathway care plan in the 

Kimberley since 2008. However, only one of the ten Aboriginal and Torres Strait 

Islander people with end stage kidney disease that I spoke with had any memory of 

palliative care discussions taking place. Nearly all participants said they thought about 

dying so it is clearly on the minds of many Aboriginal and Torres Strait Islander people 

with end stage kidney disease. It is possible that palliative care discussions did take 

place with some of these clients but that they do not remember them or did not 

understand what was being discussed. Whatever the reason it appears that effective 

palliative care discussions were often not being carried out by staff.  

While this study did not obtain detailed staff perceptions, based on work elsewhere, it is 

likely that staff may also be reluctant to discuss end of life issues. Health staff may not 

raise the subject of dying and last days due to unfamiliarity in broaching this sensitive 

subject (120). Another reason health staff may avoid raising end-of-life talks is concern 

they will cause undue apprehension and fear (34). Health staff may be anxious they 

“will get it wrong” (p. 1359) or not have enough time or privacy to instigate these 

discussions (86). Fallowfield, Jenkins and Beveridge’s study on palliative care 

communication between health professional and clients found that health professionals 

will sometimes try to protect their clients by not disclosing information (120). Similar 

results were reported in a British guide on end-of-life care in advanced kidney disease, 

which also found that staff may be reluctant to talk about palliative care because they 

are afraid clients and families will become upset (160). Furthermore, it was also 

suggested that while clinically these health professionals may be well skilled, they may 

not have high level communication skills (120).  

Anderson, Cunningham, Devitt, Preece and Cass found in their research that the 

language used by health professionals was at times ambivalent and confusing, 

sometimes renal clients will just nod their heads in agreement in order to be left alone 

(161). It is not uncommon in the health arena that a client’s perception of what was 

discussed does not match that of the health professionals. Good communication is an 

important aspect of care for people with any chronic disease and particularly with 

kidney disease which has a long and often complex course.  

If talks about issues such as palliative care are begun too early they can be forgotten or 

be too overwhelming. Ideally end-of-life discussions should be ongoing at regular 

periods as circumstances may change (53). The literature varies on the appropriate 

time to begin end-of-life discussions. Holley suggested that open communication and in 
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depth discussion on end-of-life may be better placed early in the kidney disease 

trajectory (124). This is also supported by Fischer and Davison, finding people with 

kidney disease prefer honest, prognostic discussions to take place early in the disease 

trajectory (88, 123). White and Fitzpatrick suggested a starting point for initiation of 

talks prior to dialysis (107) while Davison found end-of-life discussions are not bound to 

one particular time and needed to be about the individual who may or may not feel it is 

the right time to discuss such things (89), which is similar to the findings in this study. 

The participants perspective on this demonstrated there was no clear time to begin 

end-of-life talks therefore, I concur with Crail, Walker and Brown, that end-of-life 

discussions should be ongoing, at regular periods as circumstances may change (53).  

The project steering group felt these talks should happen at intervals of six to twelve 

months. In this manner it is hoped the subject around death and dying may be 

somewhat demystified. It is important that clients and staff are made aware that there is 

no fixed commitment to a decision made earlier in the disease trajectory. This 

necessitates that end-of-life talks are revisited, inclusive of family, at regular intervals 

along the disease trajectory. A client with end stage kidney disease who previously 

opted for a conservative pathway may want to change their decision to have renal 

replacement therapy. A client who had decided against travel for further surgery may 

decide that they do want to do this or a client with end stage kidney disease who had 

chosen haemodialysis may decide against this and follow the conservative pathway to 

return to, or remain, in country with family.  

Treatment options, including palliative approaches, need to be raised and clients’ 

responses well documented at particular points along the kidney disease trajectory. 

This includes at an appropriate time prior to renal replacement therapy and again after 

the likelihood of requiring this treatment has become reasonably high. Subsequently, 

these discussions need revisiting once people are established on dialysis and then 

updated at regular intervals as the project steering group suggested. 

6.4 Involving family in discussion on end-of-life wishes 

Family involvement in end-of-life planning and decision making is usually very 

important to Aboriginal and Torres Strait Islander people with kidney disease 

(162). Inviting family members to be included in end-of-life talks may have a 

positive impact on the support and respect for the end-of-life wishes of the 

family member with kidney disease. It may also assist in allaying fears families 

may have surrounding care of loved ones, particularly when family members 
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struggle to accept a medical decision to cease active treatment, such as 

dialysis.  

Nine of the ten participants wanted family to be present during palliative care 

discussions, and to be involved in end-of-life planning and decision making. 

Hines, Glover, Bullock, Maddocks and Rayner also found that family 

involvement was very important in end-of-life care decision making (8, 127, 

163). Including family in meetings to discuss end-of-life guides the planning and 

decision making process and is embedded in the first standard in provision of 

palliative care for all Australians by Palliative Care Australia (62).  

How the clients want family involved in this process and when they would like 

this to occur, needs to form part of early discussions about end-of-life issues. 

Having the right family member(s) involved, in the right way is also very 

important for Aboriginal and Torres Strait Islander people (8, 157). Careful 

discussion with clients to clarify who are the correct family members is required. 

A descriptive protocol needs to be developed that defines the importance of 

family inclusion in end-of-life talks and approaches to encourage this to occur. 

Health staff involved in the project steering group reported that sometimes 

families request treatment to continue even when it is not in the best interest of 

the person with end stage kidney disease. This has also been reported in the 

literature (106, 139). One way of increasing the likelihood of the client’s end-of-

life wishes being respected is to have a family member involved in advance care 

planning, potentially including co-signing. Families being aware of end-of-life 

wishes may help alleviate disputes and increase the likelihood of end-of-life 

wishes being adhered to (53, 87). In this study the perception from the 

participants was that they needed to be provided with opportunities and be 

supported, to involve their family. 

Clear guidelines around family involvement and a culture change to prioritise patient 

centred decision making, which will almost always involve family, would assist staff in 

encouraging family engagement. This could potentially reduce futile and unwanted 

treatment and lead to better outcomes for Aboriginal and Torres Strait Islander people 

with kidney disease and their families in the Kimberley and potentially elsewhere in 

Australia.              

6.5 Shared care of renal clients 

Some of the participants in this study had been upset that on occasions older 

Aboriginal and Torres Strait Islander people with kidney disease had died away 
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from home and family. This was also raised in discussions within the project 

steering group where some health staff have witnessed firsthand distressing 

end-of-life events. Although there have been some accounts of Aboriginal and 

Torres Strait Islander people being able to pass away at home, in community 

with family, other people dying away from family and country are all too familiar. 

While there are multiple reasons why this may occur, one of the problems 

described was information on end-of-life wishes not being readily and clearly 

available to acute health services. 

Communication between health services is important, particularly where 

patients have complex conditions with multiple agencies involved. In the 

Kimberley multiple medical record systems are in use across different services 

and, at the time of the study, this was an additional obstacle to providing 

coordinated care. In the context of planning palliative care and recognising end- 

of-life preferences it is important that health services have this information so it 

is available to all health professionals involved in the care of renal clients (88). 

Crail, Walker and Brown have recommended that advance care plans should be 

made available across health services (53). 

A representative from the IT department involved in developing MMEx, the 

patient computerised management program used by KAMS, was invited to take 

part in the consultation process on advance care planning. The suggestion was 

for an advance care directive document to be embedded within MMEx 

accessible to all health professionals.  

Following the discussions within the project steering group the West Australian 

advance care directive (164) has since been embedded within the 

organisational forms located in MMEx. This research process has enabled 

discussion to take place, a solution to be developed and a system change 

implemented. KAMS allows all emergency departments in hospitals across the 

Kimberley computer access to electronic health records for twenty four hours if 

a client from one of the Aboriginal Medical Services’ presents after hours. On 

the front page of an individual record is an area that shows if an advance care 

directive is in place. This can then be can be located within the file.  

Health services in the Kimberley need to continue to improve real time sharing 

of electronic information between health care facilities. This would include 

advanced care plans for people with serious chronic conditions such as end 

stage kidney disease to ensure end-of-life care matches client’s wishes as 

closely as possible.  
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6.6 Palliative care training 

One of the reasons participants in this study did not receive timely or adequate 

information relating to palliative care and end of life decisions may relate to staff 

skills. Ongoing training in the area of palliative care has been recommended 

elsewhere as essential to improving services in this area (36, 86-92). A survey 

of forty four European countries found one of the main reasons hindering 

advancement of palliative care services was lack of education and training(165). 

Unless professional development is in place for health staff to become familiar 

with these areas and practice raising the questions that drive an informative and 

intimate discussion on end-of-life, palliative care discussions are less likely to 

happen in a timely manner. The need for effective communication between 

renal staff and Aboriginal and Torres Strait Islander people with kidney disease 

about palliative care was seen by participants in this study as essential. 

Skills in culturally appropriate communication when initiating palliative care 

discussions can be developed and strengthened through ongoing training (137). 

This training should use interactive approaches such as role playing and 

reviewing and discussing case studies (137).  

Use of plain language and implementing a reflective listening process to check 

understanding is an important communication tool (88, 89). The type of medical 

language used by health professionals in palliative care discussions can create 

barriers which may lead to confusion and misunderstanding for people with 

kidney disease (89). The perception from the participants was that the use of 

medical jargon and big words was an obstacle in their health care provision. 

Cultural training encompassing appropriate use of language, respect for 

Aboriginal and Torres Strait Islander peoples connection with country and 

diverse views of health and illness (9, 24, 73, 75, 76, 166) should be on offer for 

health staff (74).  

Health services have an opportunity to move towards a culturally sensitive 

service for Aboriginal and Torres Strait Islander people with kidney disease by 

providing professional development and cultural training critical agents of 

change in cross cultural health (6, 73).  

Professional development in palliative care for all renal staff needs to be made a 

priority so that staff are supported to increase understanding of palliative care 

for Aboriginal and Torres Strait Islander people with end stage kidney disease. 

Training needs to include Aboriginal trainers and needs to be delivered 
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appropriately for Aboriginal and non-Aboriginal staff which may include separate 

sessions for different professions as well joint sessions for the whole team. 

Increased palliative care training for Aboriginal health workers is particularly 

important for the delivery of palliative care services for Aboriginal and Torres 

Strait Islander people.  

6.7 Withdrawal from dialysis 

The project steering group suggested that a withdrawal from dialysis guideline 

accessible for health professionals working with Aboriginal and Torres Strait Islander 

people with kidney disease would be a valuable tool.  

Cohen, Germain and Poppel suggested that when it becomes certain that withdrawal 

from dialysis is near it would be useful if standard guidelines were in place to support 

and guide this process (106). A guide assisting health professionals and particularly 

renal doctors to start the decision making process working towards withdrawal from 

dialysis would be beneficial. The American Renal Physicians Association has 

developed a guideline for withdrawal from dialysis. It is a fully comprehensive tool kit to 

assist and support staff and clients through the withdrawal process (167). The 

American Renal Physicians Association guideline for withdrawal from dialysis, and/or 

other similar guidelines, could be used as the basis for developing practical Kimberley 

guidelines. 

A Kimberley guideline for health professionals on withdrawal from dialysis should be 

developed and implemented. The guideline should ideally include comprehensive tools 

to guide discussions on withdrawal from dialysis, advance care directives, and 

preparation for dying. Names and contact details of support services, such as the 

Kimberley Palliative Care Service, local respite services and referral processes could 

be included. The existence of this guideline could be highlighted during induction for all 

new renal staff. A link made available on the kidney disease care plan, that all renal 

clients are placed on, would appropriately direct health professionals to this guideline.  

6.8 Limitations 

This project had a number of limitations. Importantly it focussed on Aboriginal and 

Torres Strait Islander people on dialysis who are mainly from remote communities in 

the Kimberley. Not all of the findings can be generalised to other regions in Australia or 

to more urban populations. 

A further limitation is that all the end stage kidney disease participants received 

haemodialysis at the Kimberley Satellite Dialysis Centre. It does not present the 
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perceptions of Aboriginal and Torres Strait Islander people with end stage kidney 

disease who received peritoneal dialysis, who have had transplants or who have 

decided on a conservative pathway. Nor does it present the perceptions of Aboriginal 

and Torres Strait Islander people with end stage kidney disease in other dialysis units 

across Australia.  

Investigating the lived experience of people through an interview process can be 

a further limitation as the participants’ recollection of an event or experience is 

not necessarily what actually happened (151).This study focused on renal clients 

who attended haemodialysis. The renal staff were not participants in the project, 

and staff viewpoints were not explored in depth, although some staff were on the 

project steering group. Furthermore, this study investigated the narrative of ten 

Aboriginal and Torres Strait Islander people with end stage kidney disease but 

did not make extensive use of other methods to check if palliative care 

discussions were reported by others to have taken place or if there had been 

documented evidence of palliative care involvement in their care. 

This was an in-depth study with ten participants involved in the interview process. The 

participants were recommended by the Aboriginal Liaison officer and the social worker 

at Kimberley Renal Services to cover the range of clients on dialysis at the Kimberley 

Satellite Dialysis Centre. However, not all views are expected to be represented by 

these ten people. The number of participants that was suggested to be included in this 

research was supported by the project steering group with data saturation reached 

after the sixth interview. So while not all views could be covered it is likely that most of 

the perspectives of the 40 renal clients who attend the Kimberley Satellite Dialysis 

Centre were represented. 

6.9 Recommendations    

The palliative care needs of Aboriginal and Torres Strait Islander people with kidney 

disease do not appear to be well addressed in the current model of care. Innovative 

models of palliative care are required in order to meet these needs. The palliative 

pathway, while an important step, did not at the time of the study appear to have been 

fully implemented and palliative care information was not being effectively conveyed to 

Aboriginal and Torres Strait Islander people with end stage kidney disease. It is 

important that changes to the current care plans include a comprehensive palliative 

care approach underpinned by engagement, planning, implementation and evaluation; 

all integral to the change process and continuing quality improvement.  
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Six main recommendations arise from the findings in this research to support a change 

in practice to improve palliative care service delivery for Kimberley Aboriginal and 

Torres Strait Islander people with kidney disease. 

 Establish a clear protocol that defines the importance of an Aboriginal health 

worker or other Aboriginal staff member being present during palliative care 

discussions and end-of-life decision making.  

 Ensure that treatment options and end-of-life care are discussed along the 

kidney disease trajectory. Subsequently, these discussions need revisiting once 

a renal client is established on dialysis and then updated at regular intervals.  

 Implement a patient centred family based model of decision making that has 

clear guidelines in place on family involvement.  

 Ensure that once advance care plans are made, electronic advance care 

directives are available to all health service providers for Aboriginal and Torres 

Strait Islander people with end stage kidney disease.  

 Palliative care training is needed for all renal staff inclusive of communication 

and cross cultural training delivered by Aboriginal and Torres Strait Islander 

people. 

 Develop a withdrawal from dialysis guideline. 

The six recommendations outline a plan for changes to policy and practice. The 

recommendations will be submitted to the senior management within KAMS, 

Kimberley Renal Services and key stakeholders, such as Kimberley Palliative 

Care Service for consideration. Information from this study will be disseminated 

to key stakeholders including KAMS, Kimberley Renal Services, Aboriginal 

Community Controlled Health Services across the Kimberley and the Kimberley 

Palliative Care Service through staff in-services, regional, state and national 

conference delivery and academic journal publication. Information on this study 

will be available on the public KAMS website. 

Further study into palliative care among Aboriginal and Torres Strait Islander 

people with kidney disease, would be valuable. As previously stated there is 

limited material available in this area yet Aboriginal and Torres Strait Islander 

people experience kidney disease and associated death far more frequently 

than non-Aboriginal Australians (9, 24) 

Further research should also be considered to evaluate applied models of care, 

challenges in the rural and remote setting and how palliative care can be 

strengthened for Aboriginal and Torres Strait Islander people (14, 126, 127, 
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132). Beneficial insight may be gained from study into the use of advance care 

planning among Aboriginal and Torres Strait Islander people and bereaved 

family members to gauge their views on the support and care leading up to the 

death of their loved one (131).  

Since the initiation of the study, potentially related to the discussions that 

occurred during and around this project, a defined palliative care role has been 

developed within Kimberley Renal Services. A position for a palliative care 

nurse was advertised and subsequently filled in December 2015. This new role 

sits under the umbrella of KAMS within the Kimberley Renal Services and is 

available for Aboriginal and Torres Strait Islander people with kidney disease 

across the Kimberley. The Aboriginal liaison officer actively engaged in the 

research project believes there has been a positive shift in palliative care 

provision with the commencement of the inaugural, renal palliative care nurse 

role.  

    6.10 Conclusion   

This research project was challenging, though valuable. The experiences 

gained are likely to assist in influencing future study methods and designs. 

Among the challenges faced were the many delays seeking approval and 

support to conduct the study and then setting up interviews that were constantly 

deferred. Patience to persevere when an arranged meeting fell through or 

someone forgot an appointment and was not home due to cultural obligations 

was paramount. These are not uncommon challenges in research but need to 

be considered carefully before conducting research with Aboriginal and Torres 

Strait Islander people (142).  

To be welcome to sit with vulnerable, unwell Aboriginal and Torres Strait 

Islander people who openly shared their stories, experiences and reflections on 

death and dying has been an honour and a privilege. The interviews and 

informal meetings were all part of the journey in this intimate conversation. 

Sadly, in the short time since the interviews took place half of the participants 

have passed away.  

All of the participants had clear end-of-life wishes. They knew exactly where 

they wanted to spend their last days and who they wanted to be with. 

Overwhelming was the desire of all participants in this study to understand what 

palliative care was and then to share this new knowledge with other Aboriginal 

and Torres Strait Islander people with kidney disease.  
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It is hoped that this study will contribute towards an improved quality of life for 

Aboriginal and Torres Strait Islander people with end stage kidney disease by 

supporting them to be able to die where they want, with dignity when the time 

comes. This thesis provides an outline of some important steps towards this 

goal. 
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APPENDICES 

Appendix A. Guiding questions for retrospective case notes 

1: At what point in time was palliative care involved? 

2: What was the involvement of palliative care? 

3: Were end-of-life wishes documented and was there a plan in place for end-of-life?  

4: What palliative care support was available in the last days and weeks of life?  
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Appendix B. Participant research questions 

1:  Have you heard of palliative care?  

2: a)  (If yes) What is your understanding of palliative care? 

 2: b) (If No ) Palliative Care is when treatment is no longer around keeping someone 

alive but allowing them to be as comfortable as possible before they finish up & being 

able to finish up in the place they want with family and friends nearby.    

3:  Has anyone talked about this with you?  

4:  Is it OK with you if we talk about this for a while?  

5:  Should the family be there when talking about dying? 

6:  Some people want to talk about things like where they want to be and who they 

want to be with them before they die and plan some things before they become too 

sick.  Would you like to do that? 

7:  Is there anything you would like to suggest to make looking after you in your last 

days better? 

8:  Anything that the health workers, nurses or doctors can help you with? 

9:  Are you afraid of what might happen when your time comes? 

 

 




