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aBstract

This paper discusses the experience of caring for someone over 65, with a ter-
minal illness, in rural New Zealand. The narratives from seven participants 
contextualise complex lived realities, potentially informing future rural end-of-
life (EoL) care and contributing to contemporary goals of positive ageing and 
dying well. Positioning themselves as carers, rather than as rural people, the 
participants speak about similar issues, with diverging perspectives reflecting 
their different carer standpoints. Limited access to 24 hour support and spe-
cialist palliative care services, and negotiating complex needs are juxtaposed 
with the joys and rewards of caring. Ambivalence and conflict permeate the 
stories, reflecting a particular socio-historical moment as, caught between two 
paradigms of care, the participants vacillate between desiring the empathic, 
compassionate care of yesteryear and the benefits of modern medical technol-
ogy. Overall however, therapeutic relationships unambiguously emerge as the 
most valued aspect of quality EoL care.

introDUction

although how we die is unique to every individual (feifel, 1990; McKechnie 
et al., 2007), the dying process is ‘typically an experience lived out in social 
contexts’ (corr et al., 1999, p. 241). family, friends, informal and formal carers, 
and health specialists interact with dying people as well as with each other to 
share, or withhold, information and support. relationship networks such as 
these construct particular experiences of dying (hedtke & Winslade, 2004). 
from a wider perspective, each experience is located within historical, cultural, 
and political contexts. These create the identifiable patterns (Walter, 1994) and 
the cultural scripts (seale, 1998) we use to respond to dying and death, which 
in turn, influence the kind of end-of-life (Eol) care people expect and receive. 
This paper adds a contextualised perspective to the existing literature on dying 
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well by discussing the experience of caring for dying people in a specific geo-
graphical and historical context: rural new Zealand in the early 21st century.

BacKGroUnD

a contemporary discourse that considers dying a normal, natural process and 
argues that family, friends and neighbours should be supported to take back 
the responsibility of caring for dying people in their own communities (byock 
et al., 2001) is increasingly influencing how we think about Eol care. new 
Zealand’s positive ageing strategy (Ministry of social development, 2001) 
provides support for this ideal through its goal of ageing-in-place. This strategy 
and the health of older people strategy (Ministry of health, 2002) guide the 
service provision of care for older people in this country. underpinning these 
strategies are concepts of independence, autonomy and choice that ostensibly 
enable people to choose where they live and die and the kind of care they 
receive. however, this also perpetuates a neo-liberal focus on ‘the individual’ 
that may not be conducive to quality Eol care. in recent years, hospice, as 
a concept of care for people in the end-stage of any disease, has moved into 
community-based settings such as patients’ homes, residential facilities and 
community or rural hospitals (twycross, 2007). The new Zealand palliative 
care policy (Ministry of health, 2001) supports this move, acknowledging 
the need for local decision-making and community-oriented services. More 
recently the carers’ strategy and five Year action plan (Ministry of social 
development, 2008) highlighted the important contribution made by informal 
carers and provides guidelines to support their caring role in the community. 
together these initiatives have the potential to strengthen the interdependent 
relationships that this study argues are crucial to dying well.

Many older people retire to rural areas for the lifestyle and scenery, to reduce 
the cost of living, and with the expectation that smaller communities are 
more cohesive and supportive (davis & bartlett, 2008)¹. however, as a result 
of economic restructuring and down-grading of services (chalmers & Jo-
seph, 1998), these perceived benefits are counteracted by limited resources 
and services, especially with regard to healthcare (Kelley, 2007). The delivery 
of high quality palliative care, in particular, is variable and a key issue for rural 
areas (goodridge & duggleby, 2010). at the same time, traditional family and 
social support networks are slowly eroding due to the mobility of younger 
people and more transient families (putnam, 2000). This has contributed to 
labour shortages, making it difficult to fill carer roles for home support and 
residential care, which places an extra burden upon those who are already car-
ers, especially older people who are informally caring for each other (seymour 



article · Horrell & Stephens

92

et al., 2005).

older rural people who do not have the social networks, family carers and 
other resources that allow them to age-in-place may move away from the 
smaller rural areas to be closer to more specialised medical care (horrell & 
day, 2007). others, who choose to remain where their roots and friends are, 
may spend their last weeks or days in residential or hospital care because 
there is no 24 hour care available to them at home. Thus, the traditional ru-
ral death (despelder & strickland, 2005) stereotypically portrayed as a ‘good 
death’, at home, surrounded by family and friends, is becoming less achievable. 
furthermore, despite a contemporary discourse that promotes dying at home 
as ideal, the wish to die at home cannot be assumed. Mcnaught’s (2002) new 
Zealand study found that dying at home was not highly ranked by participants 
as an important factor for dying well. similarly, gott et al. (2004) found that 
although older people wanted friends and family around them when they died 
this did not necessarily mean they wanted to die at home. payne et al. (2001) 
suggest that in reality, many rural people rely on hospital or residential care 
at the end of life.

in new Zealand, hospice care varies between regions. for example, the West 
coast of the south island has no community hospice, and in canterbury one 
hospice services up to 450,000 people (hospice new Zealand, 2005). Moreover, 
not all patients take advantage of hospice support, relying instead on hospitals 
and primary care providers for care. Thus, people dying in rural areas depend 
on gps, primary health care nurses, and district nursing services which may 
be limited due to staff shortages. This puts pressure on nursing staff and in-
creases the likelihood of burn-out (casey et al., 2005). furthermore, caring for 
someone that you know personally is especially emotionally draining (dun-
ham et al., 2003), and maintaining professional boundaries between work and 
personal lives is difficult in a small community (goodridge & duggleby, 2010).

Wilson et al. (2006) argue for more support and training for rural nurses and 
other palliative care providers. This need for support also extends to family 
caregivers. providing physical care and witnessing the physical problems of 
their loved ones are the most frequently reported stressful experiences for 
family carers (Wilkes & White, 2005). it is interesting that although the new 
Zealand carers’ strategy (Ministry of social development, 2008), has the 
potential to help the carers of dying people, it focuses mainly on long-term 
carers of people with disabilities rather than a terminal illness. While care may 
be provided for only a few months, weeks or even days, it is typically intensive, 
both physically and emotionally. rural women especially, tend to bear the 
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brunt of the caregiving (crosato & leipert, 2006) and even though caregivers 
may be committed and well-intentioned, the caring experience is challenging 
and exhausting (Wilkes & White, 2005), especially for older carers.

The Eol care research identifies better education, information sharing 
and training as key areas for improved quality of care. This is also evident 
in the rural literature (Wilkes et al. 2000; Kelley et al., 2004; van Vorst et 
al. 2006). although the variability of specialist rural palliative care services 
means that primary care providers play a key role in Eol care, Evans et al.’s 
(2003) literature review of rural palliative care organisation and rural health 
professional’s views, found little information about gp’s perspectives and 
needs. although not specifically a rural study, Walker & Macleod’s (2005) 
study found important knowledge gaps among south island gps, including 
not knowing the appropriate response to certain palliative care emergencies. 
similarly, Mitchell (2002) found that gps in general tend to question their 
own ability to offer adequate palliative care, especially when faced with less 
common symptoms.

The new Zealand palliative care strategy (Ministry of health, 2001) identifies 
rural people with a terminal illness, as a ‘subnational’ group needing particular 
attention, as they transition into palliative care. Yet, despite predictions that 
the relative numbers of older people living, and consequently dying, in rural 
areas will increase in the future (dunstan & Thomson, 2006), and current 
concerns about health care provision, there is a paucity of literature about rural 
Eol care for elders. in addition, given the contemporary discourses around 
ageing in place and dying at home, more understanding of the experience of 
Eol care for older people living in a rural community is needed.

MetHoD

This study aimed to provide some understanding of rural Eol care for older 
people. narrative analysis² was used to analyse the stories of seven carers pro-
viding care for elders. While these stories present a partial, incomplete and 
situated view of the world (denzin & lincoln, 2005), they are rich in contex-
tual detail that enables a deeper understanding of rural Eol care from a lay 
perspective. Ethical approval for the study was obtained from the lower south 
regional Ethics committee.

participants

seven participants responded to local media and community notices: four to 
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an article in the free newspaper; one to a community notice; and two by word 
of mouth. The respondents were all women who had cared for someone, over 
the age of 65 with a terminal illness, within the last eighteen months.

catherine³ was in her seventies and had cared for her spouse. They had lived in 
the community, where the study took place, for most of their lives. Janet, who 
was a similar age and had also cared for her spouse had recently moved into 
the area. diane owned a rest home, neroli and Jill were both nurses, and tavae 
was a residential care assistant. lillian, who was also over seventy, worked as 
an informal and formal carer.

setting

The study took place in a rural district of around 20,000 people. all of the 
participants lived in [town], the main centre for the district. however, older 
[town] residents tend to self-identify as rural people, given the town’s reliance 
on the agricultural sector and history as a service hub for the surrounding 
rural districts (horrell & day, 2007). The nearest tertiary care hospital and 
community hospice were over 100 kilometres away.

interviews

The interviews were conversational in style, both to approximate everyday 
information exchange and support between lay carers and to capture the com-
plexity and subjectivity that is characteristic of everyday talk. having recently 
cared for someone with a terminal illness, the first author’s own experiences 
gave her some ‘insider’ credibility when conducting the interviews. The con-
versations mainly flowed spontaneously, producing insightful narratives, al-
though at times they were stilted, following the question and answer format.

analysis

six of the interviews were recorded. one participant allowed note-taking only 
and during several ‘conversations’ co-produced a set of notes she was com-
fortable with. only one other participant took the opportunity to read her 
transcript. listening to each interview several times facilitated the recall of the 
original conversations while transcribing, and heightened the interpretive pro-
cess as emerging and significant themes were identified. organising the stories 
thematically revealed the convergence and divergence between participants 
around similar issues. during their interviews some individuals expressed 
contradictory views about the same issue. This highlights the complexity that 
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arises from different contextual backgrounds, between individuals and over 
time for the same individuals. although there were some positive and uplift-
ing stories, the general tone was quite negative and critical. This reflected the 
particular agendas participants brought to the interview, which had, for some, 
been the catalyst for their participation in the study. This may have been due to 
the newspaper article and information sheet suggesting that their perspectives 
could help improve future Eol care.

The narratives that elicited an emotional response at the time of the interview, 
due to feelings of sadness, disbelief, sympathy and admiration, became the 
focal point for the study. When they served as support or counter-points to 
the main story, excerpts from other participants were included, even if they 
did not meet the criteria of a narrative (riessman, 2008). The results then, 
are a hybrid of thematic and dialogic narrative analysis (riessman), using 
both a case study approach (radley & chamberlain, 2001) as well as a kind of 
comparative analysis found in grounded theory. it was an eclectic approach, 
which resonates with denzin and lincoln’s (2005) metaphor for the qualitative 
researcher as bricoleur or quilt maker, having stitched together bits and pieces 
to tell a story that takes on a life of its own.

The following results represent an interpretive quilt, or story, stitched together 
from the stories of the seven carers. although the original aim of the study 
was to tell a rural story, the participants resisted attempts to focus only on the 
rural aspects of Eol care as their rural way of life was a taken-for-granted part 
of their every day being. because most of the participants had little experience 
of urban Eol they had no basis on which to make comparisons. however, the 
rural stories emphasise a lack of resources and access to specialist palliative 
care in rural communities as well as challenging stereotypical perceptions of 
rural life. The caring stories strongly reflect the participants’ social location 
in a particular time in the history of dying and their ambivalence regarding 
Eol care. These stories reveal the tension between the ‘medical model’ which 
focuses on fighting or curing the physical disease and a person-centered ap-
proach that acknowledges the physical, psychological and spiritual dimensions 
of the ‘whole’ individual, including them, and their family, in decisions about 
their own care.
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resUlts anD DiscUssion

rural communities

‘There’s this huge myth out there…’

smaller families, filial mobility, and leaving family behind to retire in cheaper 
rural areas means that older people no longer enjoy the traditional extend-
ed family networks that once were characteristic of rural, or pastoral, living 
(Kellehear, 2007). neroli, tavae and diane, had all provided residential care 
for rural people who received few visits from family and friends. according to 
neroli, an enrolled nurse, with thirty-five years experience:

There’s this huge myth out there that all these people have got a fam-
ily because a lot of them don’t. i mean this chap, he used to live in a 
caravan in the [town] camping ground for years and years and years. 
i think he’s got very few family members anywhere.

diane provided examples of her rest home residents who had family overseas 
or were estranged from family:

...we do have people who essentially don’t have family, and some who 
don’t have family that bother with them. You know, because of some 
family dynamics in the past…

tavae, a residential care assistant for nearly twenty years, showed concern for 
residents with no family support:

it’s quite a lot of people i’d be there for them…when they die alone. 
i remember i had to hold the hands of one old man; i think he’s a 
little bit scared to go. Was no family there and so i just talked to him 
and hold his hand and then a few minutes he’s gone.

responding to a question about support from neighbours, lillian mentioned 
the changes in rural living she had witnessed during her seventy-plus years, 
which she attributed to busy working lives and the use of motor vehicles4:

if i look back on my childhood, i can start at the bottom of the hill 
and tell you the neighbours all around the whole street. on both 
sides… i would rashly say that if you asked the majority of the peo-
ple today they would be lucky if they know three to five people in 
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their whole street…

on the other hand, Janet told a more traditional story. she spoke, with a great 
deal of warmth and conviction, about living in a caring, supportive rural com-
munity, ‘i’ve got the most wonderful neighbours in the world.’ having recently 
moved to [town], she and her husband worshipped at a small rural church, 
where paul chose to have his ashes buried. Janet frequently brought our con-
versation back to the church and the care neighbours had shown her, with 
practical help, information and psychological and spiritual support:

i’d say that i have had love given me more than i ever, ever expected 
and people thought when i, paul died, that i would move to [city]…
No! i’m very happy here. i have all the support i need. …and i shall 
live here for as long as i possibly can…

Providing Around the Clock Care

however, the community’s lack of formal support with night care was a source 
of stress for Janet:

i kept wakening…what’s he doing…hop across, see what he’s do-
ing…2 o’clock in the morning, he’s pulled out his catheter, he’s trying 
to get over the cot sides…and you know it was just so hard.

similarly, catherine found providing 24 hour care stressful:

i got terribly tired…you know i wasn’t sleeping because he had a 
little buzzer thing and if he wanted me, he buzzed me.

in contrast, although a similar age to Janet and catherine, as a paid carer lil-
lian worked rotating shifts. she described caring in terms of its rewards:

…that’s why i love being a carer, because you share your life, it’s not 
their life, it’s not your life, it’s combined and by sharing it you en-
chant two lives.

lillian was talking about having the time to sit with an elderly gentleman, in 
his 90s, to reminisce about the past, and recite poetry from their school days. 
similarly, tavae, who worked night shift in a rest home, spoke about her love 
for her work and the residents, reflecting her cultural background in which 
elders are respected and dying is a natural part of life:
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…the residents come first, the elderly come first, we leave everything 
and we go in…we do that to be there for them…the people, that’s 
what we there for, to care for them…like you love your parents that’s 
the way you treat these people.

A Lack of Resources and Specialist Palliative Care

Most participants spoke about a lack of resources and difficulties accessing 
specialist palliative care. neroli told the story of a person who died at the 
weekend, in a small rural township:

… everybody knew she was terminal, but no plan had been put in 
place…it took about two and a half hours to locate a morphine 
pump.

a home death had been planned, but the family did not want the body to 
remain at home. however, she could not be moved until a doctor certified the 
death and there was no doctor on duty. in the more remote rural areas it is 
becoming common for a primary nurse to manage the community after hours, 
with a duty doctor accessible by telephone as back up. neroli expressed con-
cern that the whole situation was ‘unnecessarily traumatic’ for all concerned.

catherine also referred to the lack of specialist palliative care available in her 
rural town …the hospital here weren’t really equipped to let people die…they 
were equipped to keep people alive, an observation that parallels the find-
ings of goodridge and duggleby (2010). Janet too, was disappointed with the 
standard of care provided by the local hospital:

… hospital care was good up to a point, but then i’m an old-timer.

neroli acknowledged the importance of providing old-fashioned care, but 
talked about how time pressures and low staffing levels constrain what nurses 
can do:

so you’ve got people in rest homes, two nurses on doing their best, 
having to cope with 35–40 patients and literally you go in to see if 
they’re dead yet and that’s about all you have time to do.

neroli and diane both spoke about accessing after hours specialist care for 
their residents. neroli, a nurse who was constantly called back on shift to 
do the ‘drug round’ framed this in terms of staff shortages. talking from an 
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owner’s perspective, diane discussed the extra costs incurred, especially now 
that residents have more complex needs and shorter stays than in the past. 
although providing specialist palliative care after hours was unlikely to be 
recovered financially, diane felt a moral responsibility to ensure her residents 
received quality care. given funding issues, it is likely that such care varies 
between residential facilities if prioritising pain relief, and other medical in-
terventions, depends upon the caring ethic of individual owners.

lillian relayed one of the most poignant and troubling stories regarding an 
older couple with no nearby family. she was providing paid home care for a 
lady in her mid-eighties who was herself caring for an older husband in his 
90s. lillian was convinced that the stress of caring for her dependent spouse 
hastened her client’s death:

… she had to go into hospital because she was sick, so [the husband] 
had to go into respite care …after four or five days they would put 
her out of hospital and send her home…she would be allowed the 
next three or four days before her husband was sent back from the 
rest home…that happened three times …she asked them and begged 
them and even though the doctor asked for them to keep him, they 
declined …they said ‘well you’ve used up your respite care’ and she 
said ‘but i’ve had to go to hospital the three previous trips’… three 
days after she came home the last time she took sick and died. i’m 
so angry at that.

Dying at Home

a subtle, often tacit, pressure exists around the belief that dying at home is 
preferable, as a natural and necessary component of the ideal or good death, 
especially in rural areas (Wilson, 2009). This is similar to the morality es-
poused by the natural birth movement, which promotes the personal virtue of 
achieving home delivery or eschewing pain relief. The satisfaction of achieving 
this ideal, is offset by feelings of inadequacy for those who attempt and ‘fail’. 
There may be a risk of this happening with home deaths, when the person who 
is dying does not die at home, as in the case of catherine and graham:

it just isn’t possible to be at home. i mean i couldn’t give him the care 
that hospice did. he didn’t want to go to hospice, but in the final 
analysis it really didn’t make any difference because he didn’t know 
where he was. i felt i let him down.
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catherine was torn between wanting to keep her husband at home and ensur-
ing that he had the best care available, which meant in the end, ‘he couldn’t 
even have his own bed’, because an electric bed made lifting and turning easier 
for the visiting nursing staff. catherine’s story is one of realisation that family 
are not equipped to care for dying people; rather Eol care is a specialised field, 
which for the patient’s sake is best left to the experts.

While moving care to the home setting is usually in deference to personal 
wishes it is likely that unskilled family members are unaware of what this en-
tails, especially with regard to the length and extent of care required. people 
caring for relatives at home may feel the need to be available around the clock, 
especially partners who take on a larger share of the caregiving burden com-
pared to other caregivers (rees et al., 2001). however, the physical demands of 
providing that care are often more than they can cope with. in fact, caregiving 
is considered one of the most stressful social situations (overcamp-Martini, 
2005). This is understandable, given that most family carers have no formal 
nursing training, yet the level of care that they are expected to provide, and 
they themselves want provided, can be as technically complex as that given by 
trained nurses in a hospital setting. in addition, many carers are women over 
the age of 65, with physical limitations.

often practical support is insufficient, which may be due to a lack of informa-
tion sharing (bee et al., 2008). typically, relatives adopt a ‘trial and error’ ap-
proach to palliative care, picking things up in an ad hoc manner, and making 
do as they go along. This was certainly catherine’s experience. unless they 
self-identify as informal carers and enrol in courses that provide information 
about caring, including safe lifting techniques, these people risk jeopardising 
their own health. however, even Janet, who was previously a registered nurse, 
struggled with the demands placed upon her as the primary carer for her hus-
band at home. in this respect, catherine’s story of graham not being able to 
die at home comes as no surprise. a common reason for patient admission to 
institutions is to relieve family of caregiving responsibilities (rees et al., 2001). 
however, the psychological ramifications of not being able to cope with Eol 
care, ‘i felt i let him down’ may be as important as the physical burden of car-
egiving. Even though most people would prefer to be cared for and die at home 
(higginson & sen-gupta, 2000), the majority of people in developed countries 
die in hospital (gomes & higginson, 2008) making it increasingly important 
to address residential and community hospital care for dying people and their 
carers. in new Zealand, the number of people in residential care is likely to 
increase by 83% between 2001 and 2021, despite the ageing-in-place initiative 
to support people to stay in their own homes for longer (cox et al., 2004).
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caring

Between two paradigms

as dying moves back into the community with care increasingly being pro-
vided by the community (heaton, 1999), we need to be aware that processes 
have changed, and that the idealised notion of a good death at home sur-
rounded by loving family and friends may not be a reality for all. it cannot be 
assumed that traditional support networks still exist, even for people living 
rurally. although we might want to reclaim dying as a natural process and part 
of everyday living, it has become a complex, technologically managed process. 
The dying phase is lasting longer, symptoms are more complex, medical tech-
nology has improved, and with that comes an expectation for a kind of care 
for which most carers do not have the life experience, the knowledge or the 
skills to provide. in effect, there is no modern equivalent of the ars moriendi, 
the medieval guide to dying well, embedded within the fabric of society to 
guide the actions of today’s lay carers. although hospice new Zealand offers 
a palliative care for care assistants course, the uptake and implementation of 
this ‘specialist’ knowledge is limited (latta, 2007), as is the uptake of informa-
tion and training offered by various carer support groups in the community, 
despite continuing requests for more information, education and practical 
support for dying people and their carers (phillips & reed, 2009). The stories 
presented here suggest that people are struggling with changing contexts for 
dying, at home, and in residential care.

The people in this study are poised between two different paradigms of care 
for dying people. in other words, their ‘personal troubles’ reflect a particular 
socio-historical moment (Mills, 2000). as a result, the participants’ stories 
convey a degree of ambivalence towards Eol care. a caring ethic has been 
a lived experience for them, learned as a part of growing up. at the same 
time, although they may have had no direct experience of dying in today’s 
world, they are aware of medical advances. so, on the one hand, they value 
traditional, empathic ways of caring, but on the other hand, they want and 
expect the best of modern medical care. in order to create a balance between 
the two worldviews, lay carers will need to work at creating and maintaining 
partnerships with health professionals, just as health professionals need to 
incorporate patient-centred care as part of best practice. otherwise, there is 
a danger that Eol care will remain a specialised field, albeit more visible as it 
moves into the community. neroli was concerned that lay people no longer 
know the proper procedures:
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…it still seems to be the family’s responsibility to find out what help 
is available for them, rather than a person being put in charge of 
organising the support…we haven’t got the support services to deal 
with it. if you are somewhere like [city], the palliative care is abso-
lutely fantastic, mainly through the hospice, so if you are dying of 
something other than cancer i don’t know if you fall through the 
gaps or not.

she compared dying with being born in terms of support, preparation and 
knowledge:

…whereas when we are born it all just gets thrown into action doesn’t 
it?...you had the midwife visiting and it just all got organised for 
you…why is it that when babies are born, we all know they have to 
have this checked and that checked, but here you and i are sitting, 
obviously both over 25 and we don’t even know what the legalities 
of [dying] all are and i’ve been working in this profession forever!

neroli’s observation of society’s differential treatment of birth and death sug-
gests that we are still living in the shadow of a society where death and dying 
was taboo. This echoes o’reilly’s words from almost ten years ago, that, ‘dying 
care, like birthing care, should be available where people want it, and it should 
be quality care wherever it is given’ (2000, p. 16).

Quality of Care: to treat or not to treat?

ambivalence features strongly in the participants’ stories about medical in-
tervention, highlighting the tension between medicine’s curative focus and 
the post-modern expectation that individuals, and their families, should be 
able to choose when to stop treatment. creating the most division between 
the participants, depending on previous experience and personal background, 
this issue was generally framed in terms of a concern for quality, as opposed to 
quantity, of life. Janet, having recently cared for her husband, said:

What i saw happening to paul, the cure was worse than the disease…
but it had to be paul’s decision and he wanted it, because he wanted 
to live… when my time comes i’ll be very happy just to slip away 
and i believe that if paul had never had any chemotherapy he would 
have had a longer and more full life.

and,
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i said, ‘boys this is just nonsense’. Everyone was trying to do things 
for Dad and all they needed to do was just accept our dad is not 
going to live…so what we need to do is give him some quality time.

catherine echoed these sentiments, ‘i knew he had had enough and he just 
wanted to be left to die…but we kept getting these interventions.’ similarly, the 
catalyst for Jill’s participation in the study had been a doctor’s comment, ‘You 
can’t let a patient starve or dehydrate to death.’ Jill believed that:

When patients get to the stage of not eating [or] drinking [and] suf-
fering major weight loss they should let nature take it’s course…[in-
stead, doctors] try to prolong life, regardless …they keep them going 
to do it all over again.

later in the interview, Jill acknowledged that how she cared for a person 
changed depending on her role as a carer. talking about caring, while off-
duty, for a relative who was imminently dying, she said she resisted nursing 
intrusions such as routine turning. although she offered assistance, the nurses 
joked with her saying, ‘now you are being the nurse’ and ‘now you are being 
the [relative].’ Jill also suggested that, ‘some decisions not to treat are easier to 
make because of age.’ on the other hand, tavae, angry about a personal expe-
rience where treatment for a resident in her care had been withheld because 
of age, had this to say:

They said in the hospital they prefer not to treat them because they 
are old…she said we not wasting the medication for people like her, 
and i was really, really angry and said, ‘that is your job’. i said, ‘you 
should do something about this, she pay her tax, everything, she old’.

tavae felt that this was morally wrong. it was this experience that motivated 
tavae to volunteer for the study.

Therapeutic Relationships

Just as the dilemma over providing or with-holding treatment polarised the 
participants, having the time to form therapeutic relationships and ‘just being 
there’ were unambiguously considered key components of Eol care. There are 
times when listening is as important as finding answers to tricky questions or 
offering hope in terms of technological cure, hence Kleinman’s (1988) argu-
ment for empathic witnessing as an important aspect of care. catherine found 
it upsetting that the nurses had no time to treat the patients as people, say-
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ing, ‘they’re busy, put it that way.’ she said, ‘i used to go down every mealtime 
and feed him, when he was in there, otherwise he wouldn’t have eaten.’ Janet 
spoke about a turning point in her husband’s care due to what she perceived 
as neglect in the local hospital:

…and he’s sitting in a chair, slumped over like this, bare feet, no blan-
ket or anything over him…an indication from god to say to me, 
take him home Janet you can do better than this.

she found it inexcusable that the nurses did not have the time to provide basic, 
old-fashioned nursing care, even though they might have wanted to. neroli, a 
nurse, commented:

it’s not about, you know, the two hourly turns and the pressure areas 
and the toileting and na na na, it’s about taking the time to get to 
know the person.

on the other hand, lillian who had the time to build a relationship with her 
elderly client said, ‘instead of being frightened by [him dying] i just had an 
overwhelming, just love of life and love of being there for him.’

diane told the story of a special relationship between a resident and her staff. 
having been sent from hospital with instructions that he should be given only 
ice chips to suck, he showed a desire for more, so the carers introduced a soft 
diet. he lived a further 3 months, maintaining what diane believed was a good 
quality of life. When he fell and broke his femur he asked to be transferred 
back from hospital, because he did not want to die there. The residential facil-
ity had become his ‘home’. it was clear that a special reciprocal relationship 
had developed between this resident and the staff and that how he had lived 
until he died remained as a good memory for all of those involved in his care.

a report from the institute of Medicine (2001) states that patient-centred care, 
which is respectful and responsive to patient needs and abilities to make deci-
sions, is quality care. in this vein, branch (2000), Macleod (2000, 2001) and 
lloyd (2004) all talk about caring in terms of having empathy, compassion and 
respect for others. branch in particular describes the need to build and main-
tain therapeutic relationships. This, he argues, is best achieved by getting to 
know patients, trying to understand their viewpoint and background and then 
negotiating a plan for care, together. buetow (2005) calls this ‘co-providing’, 
whereby physicians, patients and their caregivers have equal input. While a 
more balanced relationship is desirable, older people in particular tend to 
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have high regard for professional opinion and may feel uncomfortable with or 
unwilling to take part in an ‘equal’ partnership. however given time, relation-
ships can be built based around mutual trust and respect. unfortunately, from 
the perspective of the participants in this study, time was a missing dimension 
in their experience of Eol care.

Macleod (2000) argues that as part of their training and medical socialisa-
tion, medical students lose the compassionate attributes that led them into 
medicine in the first place, learning instead to be professionally and emotion-
ally detached. interestingly, several participants argued that empathic caring 
is ‘not something that you can learn’, but is something that you have, ‘the love 
in you can do the work’. one of the nurses in this study spoke about profes-
sional boundaries, identifying detachment as necessary for her personal and 
emotional safety. she said that she is always too busy to attend any kind of 
‘debriefing’ session after a patient’s death, and furthermore it is difficult to get 
everybody together, because the nurses work different shifts. although the 
hospital where she works offers individual counselling, she never takes up the 
offer, preferring to work through issues on her own, or taking a holiday when 
she ‘burns out’.

conclUsion

The conclusions drawn from this research are summarised in terms of disrupt-
ing stereotypical assumptions about rural people, emphasising the impor-
tance of relationship-building as a quality Eol care resource, and finding time 
to ‘just be there’ for dying people, and their families. firstly, the participants’ 
multiple and complex experiences remind us that rural people are not a ho-
mogenous group. ageing, and dying, in a close-knit, supportive community 
is not a universal experience. Each person’s expectations are best understood 
from their own standpoint; coloured by their personal characteristics and 
background yet at the same time nested within a particular set of family or 
community circumstances and wider socio-historical factors, which influ-
ence the kind of care expected and received. preferences and expectations 
vary between patients, between family members and may change over time 
as illnesses progress. This kind of complexity reinforces the notion that car-
ing requires the recognition of difference, which takes time and involvement 
(frank, 1991), and therefore a one-size-fits-all approach often falls short of 
providing best quality care.

at the same time, these stories highlight how difficult it is to provide the sort 
of rural Eol care that will meet everybody’s standards and expectations. if 
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we cannot assume that someone will be available, willing or able to provide 
the kind of care that enables dying people to remain at home until their final 
hour, then rural Eol care planning needs to consider more fully the options 
provided by rest homes and community hospitals. providing more specialist 
palliative care support and including the qualities of ‘home’ in residential fa-
cilities would improve the experience of Eol care for all concerned. increased 
awareness of the positive aspects of residential care, perhaps from the residents’ 
perspectives, would lessen the stigma surrounding these facilities, leading to 
more informed choices about place of death.

secondly, this research highlights the importance of having the time to form 
and maintain caring relationships. This was a common thread that ran through 
all of the participants’ stories; expressed as gratitude when this kind of care 
was present, and disappointment and even anger when it was not. This ap-
preciation for the therapeutic benefit of interconnectedness that results from 
meaningful relationships suggests that we need to re-visit the current focus 
on independence, autonomy and individual choice. getting to know patients, 
their families and their circumstances and being able to work together in col-
laborative ‘partnerships’ has the potential to move us closer to ‘getting services 
right for those sick enough to die’ (dy & lynn 2007, p. 511). sometimes that 
may be as simple as ‘just being there’ for someone who is dying. This was men-
tioned frequently by the participants and parallels McKee et al.’s (2010) study 
of rural hospice volunteers. having the time to talk with people, to listen, to 
appreciate their unique perspectives, and to form caring, meaningful relation-
ships are key concepts for quality Eol care, wherever it is delivered. it must not 
be assumed that this kind of care and support is the norm for all older people 
simply because they live rurally.

notes

1 international research forms the basis of the rural literature review.

2 The first author conducted all the interviews and did the transcribing and analy-
sis.

3 pseudonyms have been used for the purpose of confidentiality.

4 The longer excerpts from the interviews are presented as composite narratives, 
which have been edited for the sake of brevity. The omitted material does not 
detract from the overall meaning.
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