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ABSTRACT

This paper presents the findings of a study of rural palliative care nurses in
Western Australia. The numbers of rural centres in Western Australia offering
palliative care services are increasing; however at present there is little empirical
data available about the roles of the nurses involved. This study was undertaken
to begin to correct thas deficit. The siudy examines basic social processes
associatf with the role of rural palliative care nurses, and identifies issues that
affect the nurses” professional practice.

A modified grounded theory approach was used to form a conceptual
framework that describes rural palliative care nursing.  Theoretical sampling
techniques were used to identify the six palliative care nurses working in rural
Western Australia who panticipated in this study. Data was generated using in-
depth interview and participant observation techniques.

Constant comparative analvsis of the data was employed to allow concepts
to emerge from the data. The central theme that developed from the data Living
Pallative Care descnbes the all-consuming nature of the rural palliative care
nurses’ role. Three related categonics, Wearing AMam: Hats, Being the Expert and
Surviving in Palliaive Care are aiso discussed.

This research has explored issucs that rural palliative care nurses feel are
reievant to their professional practice, and it describes the basic social processes
inherent in the rural patliative care nurse’s role. Recommendations for nursing

research, cducation, administration and clinical practice are presented.
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CHAPTER ONE

Statement Of The Problem

Introduction

Rural palliative care is a relatively new specialty arca in health care. Only
a few years ago people living with a termsnal illness in rural areas of Western
Australia simply had to cope as well as they could. There were few, if any,
dedicated hospice facilities close by and little support could be obtained from
existing medical services. As palliative care has cevolved as a medical and
nursing specialty, palliative care knowiedge has been gradually disseminated mnto
rural areas. Rural palliative care 1s now a developing component of the Western
Australian health care svstem, in response 10 the needs of terminally il residents
in country areas. However, to date, there has been a paucity of research directed
toward rural palliative care nursing { Western Australian Hospice and Palliative
Care Association [WAHPCA), 1996). Despite an increase in the number of
nurses providing palliative care in rural Western Australia, there is little empirical
data regarding this protessional role.

Rural palliative care nursing rematins a largely under-funded senvice. and
as such existing services are under-resourced to respond to increasing demands
for palliative care (Freundenberger, 1991). Furthermore, few nurses practicing
rural palliative care have educational opportunities to develop and advance their
knowledge of palliative care (Bushy & Kost, 1990). The puipose of this research

was 10 describe the role of rural palliative care nurses in Western Australia, to



examine the basic social processes associated with this role, and to identify issues
that affect their professional practice.

This section provides background information regarding provision of
palliative care services in Western Australia, and the extension of these services
into rural areas. The need for research into rural palliative care nursing is

explained, and the specific objectives of this research are described.

Research Aim

There s a notable bias in the available literature towards the difficultics
associated with medical practice in rural Austrabia  Lautle rescarch has been
undertaken to examine the role of rural nurses {Bell. Daly & Chang, 1997 or
palhiative care nursing i rural Australia. Western Austrahia’s size and 1solation.
relatively small popuiation, and the diversity of cultures within the population.,
make it unique in terms of heaith service needs. Austrabian ruvat patliatne care
1ssues have been pourly researched. and in fact there s little Austrahian research
on rural nursing 1ssucs. There appears (o be a predeminance in the hterature of
humourous anccdotes about “nursing in the bush™. but few research papers. The
WAHPCA (1996) emphasises the need for immediate priority (o be given to
research into rural palliative care 1ssues. Therefore, the aim of this research was
to pather empirical data about the prefessional life of rural patliative care nurses
in Western Australia, which will add 1o the small body of knowledge currently
available. As palliative care in rural areas continues to grow, information will be

needed by funding providers, health care planners and nursing educators to make
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informed decisions about the future of this nursing 5pecialty. This study

attempted to begin 10 correct this knowiedge deficit.

Purpose of the Study

The purpose of the study was to gather empirical data about rural
palliative care nursing i Western Australia, A qualitative research method was
chosen due to the lack of empirical data avatlable. Quantitative research may
presuppuse partictpants responses by offering Hmited responses in an instrument
{Patton, 1990). whereas qualitative research can provide a wealth of data
untettered by ihe preconceived ideas of the researcher, Qualitative research
allows the words of the participants to guide the study. A grounded theory
methodology was chosen because it allows examination of “'the richness and
diversity of human experience™ (Struebert & Carpenter, 1995, p. 145). Grounded
theory is a particularly useful method of developing theories of nursing practice
which have been overlooked as research topics in the past (Chenitz & Swanson,
1986). The time and budget constraints assoctated with this project, and the
himited scope ot Master’s level research necessitated the grounded theory
methodology be modified, so that the goals of this project were realistic and
achievable, The specific modifications are discussed in the methodology section
in chapter three of this report.

The specific objectives of this study are as follows:

+ 1o d. .cribe the role of rural palliative care nurses in Western Australia

¢ to examine the basic social processes that occur in rural palliative care nursing



* to begin to develop substantive theory about rural palliative care nursing that
can be substantiated by further qualitative research.
Consisienl with grounded theory, these objectives were made as broad as

possible, lening the words of the panticipants guidc the direction of the study.

Backgrouad and Significance

This sectton presents information related to the stated research aim and
purpose. Issues examined are; palhiative care m Western Austraha, rural Western
Australia. rural health care, rural nursing, patliative care senvice provision in

Western Australia and palhiative care nursing.

Palliative Care in Western Auwstralia

Hospice ‘palliative care began in London in the 1960s when Dame Cecily
Saunders opened St Christopher’s Hospice, 1o provide care for patients dying of a
terminal iliness (Woodruff. 1993). Since then palliative care has developed a
considerable body of knowledge and is now acknowledged as a medical and
nursing specialty (Doyle, Hanks & M°Donald. 1993). The Australian Association
of Hospice and Palliative Care [AAHPC)(1994) defines palliative care as;

a concept of care which provides coordinated medical.
nursing and allied services for people who are terminally
ill, detivered where possible in the environment of the
person’s choice. and provides physical, psychological,
emotional and spiritual support for patients and suppon! for
patients’ families and friends. The provision of Hospice
and Palliative Care Services includes grief and
bereavement support for the family and other carers duning
the life of the patient and continuing after death. (p.i)



For the purpose of this report the terms palliative care and haspice are used
imierchangeably.

In recent vears public awarcness of hospice/palliative care has inereased.
Reasons for the increasing profile of this medical specialty are varied. An
increase in monality associated with malignant disease has meant that more
peoplc are aware of the needs of the termuinally ill. because they have had a
personal association with someone with cancer (Twycross, 1995) The
~cuthanasia debate™, centred around proposed legislation in Oregon in the United
States of Amernica and the Northern Temritory of Australia has also underscored
the needs of people with a terminal iliness, particularly in relation to the
difficultics people have accessing services that provide effective symptom
management. The emotive nature of the euthanasia debate has resulted in
extensive coverage in the popular media, and has thus increased the general
public’s knowledge about end stage malignant disease (Eccleston, 1997). The
euthanasia debate has also led to nurses and other health professionals calling for
a higher calibre of palliative care services being available, and for an increase in
accessibility of palliative care services (McLean, 1997).

The role of palliative care is expanding to include people with non-
malignant terminal jlinesses (Saunders, Baines & Dunlop, 1995). Most notable
in this category are people with HIV/AIDS, whose complex symptoms in the
terminal stages require expert professional care, The incidence of individuals
suffering from the symptomatic effects of AIDS tn Western Australia continues

to rise, and an increasing number of these reside in rural areas (Western



Australian Communicable Diseases Bulletin, 1995). It then follows that as these
people become terminally ill there will be an increasing need for services offering
high quality palliative care (Carwein, Sabo & Berry, 1993). Other people, such
as those suffering from motor neurone disease, end stapge heart disease, renal
failure and pulmonary disease are increasingly being admitted to palliative care
services for control of symptoms related to a terminal iliness.

Western Australia has followed the lead of England, and has a well
established network of hospice facilities. A free-standing 30 bed hospice was
opened in 1987 (Oliver, 1992), and inpatient palliative care services are available
in most general hospitals in the Perth metropolitan area. There is also an
extensive network of community care available throughout the metropolitan area
(Smith & Yuen, 1994). In recent years hospice facilities have become available
in rural areas, and thus palliative care is a growing area of specialisation for rural
health practitioners. The incidence of cancer diagnoses in Western Australia is
expected to increase by 45% by the year 2001 (Threlfall, 1997). It is expected
that the requirement for palliative care will be commensurate with this increasing

cancer mortality,

Rural Western Australia

The population of Western Australia has increased rapidly during the last
10 years, and is presently more than 1.5 million people. The state of Western
Australia covers a vast area, posing unique problems associated with the distance

of trealth care services from rural consumers. Western Australia is the largest and



most isolated state in Australia, being more than 2,400 km from north to south,
and 1,600 km from east to west, and including over 7,000 km of coasllfne. The
southern coastal areas are temperate and densely populated. Northern coastal
regions are tropical and there are several large towns scattered on the northern
coast. Central Western Australia is predominately desert with small isolated
communities, that are generally either mining towns, or indigenous communities
{Webster Publishing, 1996).

Perth, the capital city of Western Australia, is the centre of commerce and
industry. Two thirds of the Western Australian population are found in the Perth
metropolitan area. The remaining population is to be found in rural areas, most
especially in large settlements in the Southern and Mid-West coastal regions.

The population in rural Western Australia has shown a proportionally larger
growth since 1986 than have urban areas. This is an unusual trend in western
countries, but is related to the development of tourist resorts and retirement
communities in coastal rural areas, increased mining interests, the increasing
popularity of hobby-farming in the rural-urban fringe, and an increase in the
numbers of long distance commuters who travel to urban centres for employment
reasons (Shu, Goldlust, M*Kenzie, Struik, & Khoo, 1996). In total,
approximately 570,000 people live in rural Western Australia (Webster

Publishing, 1996).



Rural _Heillllure

Rurality is a difficull concept to define. Definitions of rural, particularly
when supplied by govemnment departments, often define rurality according to the
number of residents per square kilometre (Lee, 1991). However, when discussing
health and healthcare provision in Western Australia this quantifiable type of
definition is iradeyuate because it does not take into account the availability of
healthcare resources and the difficubty experienced accessing health care. Even
larger repional centres with populations of 10,000 people or more may have
limir :d healthcare resources { Australian Institute of Health and Welfare, 1998),
AY people residing in arcas 100 km or more from Perth would be expected to
¢ xperience some difficulty in accessing healthcare resources, regardiess of the
population of the arca in which they live. Therefore, for the purpose of this
study, rural will be defined as being more than 100 km from Perth.

For the purposes of this study a distinction is aiso made between regional
centres and rural towns. A regional centre is an arbitrary title given by
government bodies to a town in rural areas which has a high concentration of
public services (e.g. a regional hospital and a senior high school; Ausiralian
Institute of Health and Welfare, 1998). A rural town is any town i a rural area
not designated as a regional centre.

Rural people experience difficulty accessing health care facilities because
most of the Western Australian health care infrastructure is located in Perth,
There is often limited chotce of health care practitioners and facilities available

to rural communities, and care must be sought at large urban healthcare facilities,



that are often long distances away. Complex diagnoslic. procedures and tréa'tme_nt-
of illness generally occurs in the large melr_opol.iian teaching hqspitals secause
there are few specialist medical services available in rural Western Australia.
There are vast inequities in the Australian healthcare system, particularly when
examining differences between rural and urban healthcare infrastructures
(Humphries & Nichols, 1995). Resources and funding are limited in rural areas,
with most healthcare funding being allocated to large urban health centres. The
cost of increasing healthcare infrastructure in rural areas is high, and population
increases in rural Australia are not often matched with increased service
provision {Shu et al., 1996). Services supplied to rural areas may in many cases
be tnappropriate, because planning is generally undertaken in urban areas with

little input from rural consumers (Harvey, Sandhu & Strasser, 1994).

Rural Nursing Practice

Health and healthcare are social phenomena. Both health and healthcare
provision are closely linked with social organisation (Russell & Schofield, 1986).
[n particular, social stratification and family structure have a large impact on
health beliefs and practices (Bond & Bond, 1986). Nurses must work within
accepted cultural norms to provide appropriate and effective healthcare for the
community in which they pracidce. The sub-culture of rural populations will
impact on the role of the rural nurse, Individuals living in rural communities may

have different health beliefs and definitions of health, and different values related



to personal hcalth_. The diversity of rural populations is a particular ponéideratidn
for rural health nurses (Malone-Rising, 1992). | |

Many Western Australian towns have large imm_i grant populalions, as
well as high numbers of Aboriginal people (Hugo, 1996). Migraﬁt groups often
have health beliefs and health practices dictated by the culture in which they
originate (Gifford, 1991). Aboriginals in Western Australia have complex health
beliefs that are related to traditional health practices and to current social and
environmental disadvantages suffered by this group (Gracey & Veroni, 1995},
The beliefs and practices of both of these groups may differ greatly from the
social norms of the society in which they are now a part. To provide culturally
appropriate care for Aboriginal and migrant groups in the population, nurses must
be aware of the specific needs of each group (Williamson, 1996). This increases
the expectations placed on rural nurses.

Nursing in rural areas is acknowledged as being much different from
nursing in !;:rge urban teaching hospitals (Long & Weinart, 1992). Rural nurses
have a unique approach to giving care, which is a product of working conditions
far different from those of their urban counterparts. Most rural nurses are-
expected to be generalists, providing healthcare for all community members,
Rura! communities often expect that nurses will always know what to do, and be
capable and competent in any situation. Nurses are expected to be available on
demand and to give their time selflessly. Rural nurses are also generally well
known in the community and have little chance of retaining their anonymity and

privacy (Thornton, 1992). The increasing cost of maintaining the healthcare

10



infrastrucfure in rural areas has led to increasing demands being placed on
nursing staff. There are insufficient numbers of medical practitioners avai lable in
rural Australia, requiring nurses in these areﬁs to assume increased
responsibilities. Nurses in rural areas are often expected to fulfill multiple roles,
such as pharmacist, physiotherapist, general practitioner and dietitian (Hegney,

1996).

Palligtive Care Service Provision in Western Australia

In 1995 there were more than 1600 rural Western Australians who were
known to have a cancer diagnosis (Threlfal! & Thompson, 1997). There were
also more than 670 deaths directly attributable to cancer in rural areas. Mortality
rates from cancer were proportionally higher in the Perth metropolitan area,
possibly because people were forced to move to urban areas to access health care
(Threlfall, 1997). The number of rural people dying annually with a terminal
illness should be a significant consideration when planning resource altocation.
However, Threlfall stated that there is insufficient evidence available at present
upon which to base planning of rural cancer services. The needs of mml cancer
sufferers are slowly being recognised, as an increasing number of rural health
services offer palliative care to the communities they serve. In 1993 the directory
of Hospice/Palliative Care Services in Australia listed four services in rural
Western Australia that were providing palliative care (Brown, 1993). In 1997
that number had risen to 14 (AAHPC, 1997). Some larger regional centres in

Western Australia offer both community and inpatient specialist palliative care

11



services. Smaller towns have desi gnited palliative care beds in the local hosﬁita_l,
and some may also offer limited community supporl' as well. Financial su.ppon
for these services has been minimal and uneven. Mhaintenance of rural palliative
care services relies largely on the volunteer sector and the interests of dedicaled
health professionals in rural communities (WAHPCA, 1996).

Many rural people wish to remain within their own community when ill to
be close to their friends and families. This is particularly so when people are
diagnosed as terminally ill (Williamson, 1996). Readily available community
nursing support is a vital component of a competent and viable palliative care
service. However, lack of funding prohibits 24 hour home care in country towns.
The lack of community nursing services leads to more inpatient palliative care
services being used by people who are not able to cope at home without
professional support (Sach, 1997). Unfortunately, inpatient palliative care
services may not be readily available when required.

The Health Department of Western Australia [HDWA] (1998)ina
discussion paper stated it’s goal with regard to providing improved services for
people with a cancer diagnosis as:

all Western Australians with a cancer diagnosis must
have access to high quality care delivered promptly and
with humanity. In all cases care should be provided as
close to the patient’s home as is compatible with high
quality...treatment in keeping with the expressed views
of consumers and carers. (p. 84)
The HDWA also expressed the need for appropriate palliative care services to be

available. The Commonwealth Department of Health and Family Services

{CDHFS) committed increased funding in the 1997-1998 budget for rural

12



healthcare. Particular areas targeted included provision of more ﬁexible models
of health care for rural communities to meet the diverse needs of c_liffere'nl |
communities, and provision o.f funding for both medical and nursing training in
rural healthcare. Palliative care funding was also increased in the same
government budget statement. The increased palliative care funding was
provided 1o ensure that patliative care service provision is equitable and easily
accessible for all Australians, and to develop further community based palliative
care resources (CDHES, 1998a). Sach (1997) underscored the urgent need for
trained palliative care stafl in rural Australia and suggests that recruitment and
training be considered a priority for rural health care planners and funding

providers.

Rural Pallistive Care Nursing

Palliative care is an acknowledged specialty area for nurses, requiring
specific education and training and extensive knowledge and skills. Specialist
Registered Nurses are more likely to be found in larger regional hospitals because
smaller centres do not have the staffing numbers or funding to provide specialist
care (Hegney, 1996). Even nurses who are labelled “specialists” are generally
expected to perform generalist tasks. For example, a palliative care nurse mayb.:
required to be a cancer generalist, providing care and support through diagnosis,
surgical treatment, chemotherapy, and palliative care (Curtiss, 1993).

Palliative care nurses in rural areas may face unique challenges in their

professional life. Social and professional isolation is common for nurses working

13



in rural Australia (Hegney, 1996), and the lack of healthcare resources in rural
araa# poses additional dilemmas for rural palliﬁtivé caré nurses. .The litdle
research data available about rural palliative care nursin g is either frem England :
or the United States of America {USA], and findings may not be applicable to
conditions in Western Australia. | |

Curtiss (1993) discussed the burden to patients of cancer treatment such
as radiotherapy being available only in larger centres, necessitating travelling
over 60 miles from home to receive treatment. In Western Australia, most
diagnosis and treatment ts available only in Perth, and people living in the North-
West of the state may have to travel distances of 3,000 km or more for treatment,
Curtiss also stated that most rural health facilities offer some cancer care, such as
surgery and chemotherapy. Many small rural hospitals in Western Australia do
not offer these options, and in fact may not even have a medical practitioner
available on a full-time basis, The size and isolation of rural Western Australia
make palliative care nursing a unique and challenging occupation.

Australian rural palliative care issues have been overlooked in the past, in
terms of both funding and research (WAHPCA, 1996), Little research has been
conducted on any rural palliative care problems, and the little data that does exist
has been generated primarily in the United Kingdom and North America, making
it difficult to generalise results to the far different conditions in rural Australia.
Funding for rural palliative care has been largely provided by the institution
offering palliative care services, because no specific rural paJliativc care funding

has been made available. Public donations are a necessary but uneven source of

14



ﬁalliativc care funding for rural Service moﬁdcm (Sach, 1997). The 1997-1 998
Aus;mli#n Cqmmonweallh budget statement appears to make some attempt to |
rectify the lack of funds, with Gﬁvemment expenditure in.creascd in the areas of
rural health and palliative care (CDHFS, 1998b, 1998c). However, witﬁ little
“empirical evidence of the characteristics of this sector of the healthcare system,

there is a possibility that inadequate or inappropriate services will be provided.

This chapter has outlined the reason for undertaking a study of rural
palliative care nursing. The field of rural patliative care is new, and growing in
popularity, with ever increasing numbers of health services in rural areas offering
hospice services. To date there has been little research about this nursing
specialty, resulting in a lack of empirical data to guide decisions that affect rural
palliative care nurses. Funding providers, health service develcpment planners
and nurse educators are some of the people who require such data to make
informed decisions which will ultimately impact on palliative care nurses in rural
areas. This qualitative study has elicited detailed descriptive data about rural
palliative care nursing which may provs helpful in planning rural palliative care

nursing services.
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CHAPTER TWO

Review of thé Literature

Traditionally, grounded theory method requires the researcher to enter the
field without exténsive knowledge of the phenomena under examination.
Therefore, a review of the relevant literature would be conducted as part of the
data generation process (Strauss & Corbin, 1990). However, the aim of this
literature review was to identify areas that were possibly relevant to rural
palliative care nursing, and would thus serve to guide sampling and the initial
stages of fieldwork. To this end, a literature review was undertaken using the
CD-ROM databases of CINAHL, Medline and Healthstar, and the electronic
databases OVID and UNCOVER. A manual literature search was also conducted
using the reference lists of related articles. This search revealed a paucity of
empirical data related to rural palliative care nursing. Therefore, the scope of this
literature review was expanded to include related areas with relevance to rural
palliative care nursing,

Three relevant themes emerged from this literature review; studies of rural
palliative care from the perspective of cancer patients and families, research
related to rural nursing, and reports of models of palliative care service provision

used in rural areas.
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Faﬁiliei

Literature describing rural palliative care from the view of cancer s.uffe.rer_s.‘.f _ |
and their families was included in this section. As well, studies that document .t_he. '
health beliefs of rural people were reviewed, to provide a broader context within
which to embed knowledge of rural paliliative care perspectives.

A basic tenet of health care planning is the importance of defining health
from the perspective of rural populations, so that healthcare is planned and
implemented appropriately for the specific needs of the communities (Lee, 1991).
To date there is no empirical data available from rural Australia that describes
health beliefs of rural populations. The literature that does exist comes primarily
from studies of Northern American rural communities. Bushy (1991) and Weinart
and Long (1991) both discuss health beliefs of rural North American populations.
in these studies rural people are characterised as slow to accept change, tending to
maintain more traditional values, such as the stereotypes of men as the
“breadwinners”, and women as the “nurturers and housekeepers”. These
differences shape the health beliefs of the community, and impact on health
professionals in the community. For example, nurses may be viewed as doing
“women’s work”, which is unimportant.

A study of the health beliefs of rural elders found that most participants
viewed #bility to actively contribute to the communtty as the major determinant of
health status (Craig, 1994). The elders valued the ideal of reciprocity with others,
including healthcare professionals. Furthermore, healthcare choices such as -

which medical practitioner to consult were generally related to feelings of
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relationship. That is, elders preferred to consult healthcare professionals with
whom they felt they could have a good relationship. Choices were often made
based upon recommendations of family and friends, and elders tended to “shop
around™ before approaching health professionals.

A major assumption made when researching rural heaith is that rural
people have more difficulty accessing health care than do urban populations
(Sach, 1997). Guidry, Aday, Teleki and Winn (1995) conducted a qualitative
study comparing cancer sufferers in rural and urban Texas, to discover the factors
that rural people perceived as barriers to accessing necessary cancer treatment.
Costs, transportation difficulties, lack of social support, and insufficient
communtication and information sharing with health care professionals were the
barriers that rural respondents reported as limiting their access to treatment. The
urban group also reported that the financial cost of treatment was a deterrent, but
did not name transport as a barrier. Individuals in the urban group also did not
have as a great a need for reassurance as did the rural participants, perhaps
because the urban group had access to more formal support networks, such as
cancer support groups and counselling services. The findings from this study are
limited by the small sample size (n'=42}); however, these results suggest that
innovative methods of health care delivery in rural areas may provide some relief
from the perceived bamers to healthcare.

Wilkes and White (1998) studied the needs of palliative care patients and
their families in rural New South Wales, Australia. Needs were identified by the
patient, the family/caregiver, and by palliative care nurses working in the region.

The most important areas of concem identified were the availability and



accessibility of appropriate services, the need for information, and the need for
guidance and support throughout the illness trajectory and the bereavement phase.
The authors noted that palliative care resources were unevenly distributed
throughout the state, and were not always reflective of the needs of the rural
community. This research highlights the contributions of rural palliative care
nurses in providing direct patient care to cancer sufferers in their community.
Rural palliative care nurses were included in the sample of this study, however, as
the focus of the study was the support needs of patients and caregivers in rural
areas, little data relating specifically to the experiences of rural palliative care
nursing was sought. Although the researchers focused primarily on the needs of
rural patients and their caregivers, the scope of this study did extend to allow the
nurses to comment on aspects of their role that have a direct effect on the support
needs of patients and families. Findings suggest that rural palliative care nurses
work with the limited health care services available in their community to provide
the best possible care for patients and families. Funding limitations often
determine the extent of support offered to terminally ill people in rural areas. The
research also reflects upon the relationship between rural palliative care nurses
and General Practitioners in the community, and the effect that this may have on
the quality of patient care. The researchers do not focus directly on the
experiences of rural palliative care nurses, and therefore do not examine the
specific needs of this group of nurses.

Another Australian study again conducted in New South Wales compared
the adequacy of support systems of paid and unpaid carers for terminally ill

people living in a regional area (Pincombe & Tooth, 1996). The study found that
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unpaid carers placed great value on social support and family unity, suggesting
that the role played by informal support systems may be more significant in th.is
regional area. However, the authors do not comment on the degree of rurality
associated with the sample, therefore it is difficult to apply these results to other
rural populations.

Buehler and Lee (1992) conducted a grounded theory study into the
availability and adequacy of formal resources provided to cancer sufferers and
their families in rural Montana. They found that the resources available to rural
communities were often limited and inadequate, which impacted greatly on the
caregtvers, necessitating major role changes to facilitate coping. The more
isolated the area in which the caregiver lived, the more limited were the
resources, and thus the greater the caregiver burden. Buehler and Lee coined the
term “making do” to describe the coping strategies of rural participants, because
rural families tended to be self sufficient and adapt to the changed situation as
well as they could. Results of this study point to a need for an extension of
existing support services into rural areas. However, the small number of
participants (n=10), and the lengthy illnesses of the cancer sufferers (8 out of 10
had a long dying trajectory characterised by increasing debility and dependence)
suggest that these results may not be generalisable to other rural populations.

Burman and Weinart (1997) studied specific concerns of rural cancer
sufferers and caregivers in rural Montana. Results showed that a significant
proportion of both cancer sufferers and caregivers reported marital difficulties and
social isolation and feelings of “aloneness™, suggesting that there are inadequate

resources to meet their psychosoi:ial and interpersonal needs. Interestingly, a
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number of participants noted that health care professionals, including nurses, were
insensitive to their needs, and 15% of participants in this study felt that their
information needs were not adequately met. These results arc similar to those of
Silvera and Winstead-Fry (1997), who conducted a study of physical and
psychological needs of rural cancer sufferers and their lay caregivers (family or
friends). Personal care needs, involvement in their own health care, and
interpersonal interaction needs were rated by both rural cancer sufferers and
caregivers as very important. Although there were no urban comparison groups in
either study, the results are similar to those found by Longman, Atwood, Sherman,
Benedict and Shang (1992) in a similar study with 2 metropolitan based sample.
However, the tural cancer sufferers and caregivers identified more informational
requirements than the metropolitan sample. The authors suggest that rural
participants are likely to have a greater need for independence than people living
in metropolitan areas, hypothesising that the need for information may be a result
of tnadequate patient education.

Morgan (1997) describes patient teaching as vital in rural palliative care,
because it increases the person’s feelings of control and self-efficacy.
Furthermore, Morgan asserts that providing appropriate information for rural
cancer sufferers and caregivers promotes trust and respect in the relationship with
the rural palliative care nurse, There is a strong suggestion in the literature that
providing for information needs of rural people is a vital part of the rura!
palliative care nurse’s role, however the extent to which the educational aspect of
that role is supported and practiced does not appear to be empirically

documented,
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Few of the research studies cited specified the phase of illness of the
cancer sufferer. The study by Burman and Weinart (1997) states that 90% of
participants described their health as goed, despite their cancer diagnosis.
Therefore, results may over-represent cancer patients at earlier stages of the
tliness continuum, or patients who are less debilitated. It is probable that the
needs of rural cancer sufferers and caregivers will increase as their iliness
progresses. This is supported by Buehler and Lee’s (1992) findings that a longer
dying trajectory and greater physical deterioration increased the burden placed on
the rural caregiver and that resources available to meet caregivers needs were
considered inadequate. However, because these studies do not focus specifically
on the needs of rural people with terminal illnesses, they may understate the
degree of support from rural palliative care services required at this phase.
Furthermore, the majority of the studies cited have been conducted in the United
States, and although they indicate some of the difficulties experienced by cancer
sufferers and their families living in rural areas, results may not apply directly to
conditions facing Australian rural populations. These study limitations have
implications for rural palliative care nurses, who look to the literature for
information to guide their practice.

Palliative care nurses play a vital role in providing support and meeting
the needs of the terminally ill, and thus need to be fully aware of the needs and
expectations of the community in which they work. The literature reviewed in
this section suggests that palliative care nurses in rural areas are a primary source
of support and information for palliative care patients and their caregivers.

However, the research also suggests that available palliative care resources in
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rural areas are limited and often inadequate. How the palliative care nurses cope

with meeting the needs of their patients, and the burdens that this places on them

are not examined.

No literature was found focusing directly on rural palliative care nurses,
their role in rural communities, or the impact of the palliative care role on the
nurse, Therefore, literature that described the experiences of rural nurses was
contrasted with information regarding palliative care nursing in metropolitan
areas. Literature detailing the experience of general practitioners involved in
delivering palliative care in rural Australia was also examined.

Literature pertaining to palliative care in metropolitan areas was examined
briefly to determine major themes that might be appropriate to consider when
examining rural palliative care practice. Several gualitative studies have been
conducted to determine the issues that oncology and palliative care nurses
consider important to their roles, Rasmussen, Norberg and Sandman (1995) |
interviewed staff (n=19) in a newly established hospice in Sweden to describe the
lived experience of being a hospice nurse, and to determine the reason that these
nurses chose to pursue a career in palliative care nursing. The phenomenological
study revealed that the nurses could cope with the stressful aspects of hospice
nursing as long as they felt that they were providing good terminal care, and that
their work had meaning. Nurses interviewed described the following points as
being important in palliative care nursing:

. working in a setting that acknowledges death and dying,
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. developing a close relationship with patients and their families,

. giving holistic care without the re_striclidns imposed in more
instilutio.nalised settings,_

» being able to provide the “personal touch” when giving care,

. being in a supportive work environment.

A follow-up study in the same setting (Rassmussen, Sandman & Norberg, 1997)

looked at the same nurses views of palliative care nursing 13 months later, when

the hospice in which they worked was more established. The results were similar

to the earlier study, but did sugge: that further experience had emphasised the

rewarding aspects of delivering palliative care, such as building relationships with

patients and families. The value of a supportive work environment was

underscored by the nurses as the most important factor in assuring job

satisfaction. Maintaining good working relationships with colleagues was

considered an integral part of being a good palliative care nurse. Also, personal

and professional growth was an important part of palliative care nursing.

Another phenomenological study (Rittman, Paige, Rivera, Sutphin &
Godown, 1997) examined the skills used in giving palliative care, the experiences
nurses had giving palliative care, and the meanings that sustained palliative care
nurses. The small sample size (n=6) and the use of only written narratives limit
this study, however, the themes developed from the data support the findings of
Rassmussen et al. (1995), and Rassmussen et al, (1997),

Two articles (Cohen, Haberman & Steeves, 1994; Cohen, Haberman,
Steeves & Deatrick, 1994) report a phenomenological study of oncology nurses

understanding and descriptions of their work, again with results similar to those
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- prewously menlioned Rewards of oncology nursmg mcluded thc relatlonsh|ps N

L establushed wnh panents and co-workers workmg m a team enwronment, and

g,ammg new sknlls Ieach ng to mcreased profess:onal conf dencc Dlﬂ' cultles

assocmted wnh the role of' oncology nursmg mcluded copmg, wnh angry pauents, . S—

u_npl_oasom dcath scones, relauonshlps wﬂh co—'wo_rker_s whnoh.were'negat_we_and_ E
involved unwarranted criticism, and difﬁcuhy ﬁndin’g heip.- ' |

All of the studies mentioned above found fcsi:lls that wore similar to the
four themes that Dobratz (1990) noted in a review of literature pertaining to
hospice nursing. These themes were:
. intensive caring (clinical skills, compassion, providing psychosocial and

spiritual care)

. collaborative sharing (working within an interdisciplinary team)
. continuous knowing (having an extensive knowledge base)
. continuous giving (selfless care and compassion for others).

However, all studies were conducted in metropolitan areas making it difficult to
ascertain how applicable the results might be to rural palliative care nurses. In
panticular, the importance of working as part of a team and having collegial
support is stressed in each of these studies, however this support may not be |
available to rural nurses, A study by Bell, Daly and Chang (1997) found that fural _
and remote nurses in Australia felt that profcssional isolation experienced by rural C
nurses was an issue that req_uired research This ﬁnding'suggcsts tnat prof_c_:ss_io_r_l.é_.il; o |

isolation, and lack of collegial support may be a p’roblem for rural‘m’:rses

Problems associated with confl 1ct w1thm the mterdtscmlmmy Pﬂlllatlvc c are tea Sl e

may be less important to rura] palllatlve care nurses o



CA study of ruml General Practltloncrs m New South Wales (n-—133) who oL

. were actwely mvolved in prowdmg pall:atwe care m the commumty in whnch R

they pracl:ced found that 55 %o of those surveyed cned a lack of opportumty to
debrief about their work-as a pro_blem, and 36_% lden_nﬁ_ed pro_fessqona_l _IS_Olal.IDll. _
~ as a difficulty (Trollor, 1995)’, Ifis possible that S.imil.a.i' lssuesmay arlse for oil
health professionals providing palliative care in rural areas, although no empiricol
data is available for nursing or other allied health professionals.

The provision of rural health care poses unique challenges to health care
professionals. An Australian s'ﬁxdy (Harvey, Sandhu & Strasser, 1995) surveyed
health professionals who were either practicing in rural areas or who were
involved in certain aspects of rural health care provision, such as educators
(n=317). Issues of particular concern were: inadequate and/or inappropriate
health service delivery, staffing issues such as recruitment and retention, and
provision of adequate staff development. The study noted that issues of
recruitment and retainment of staff were cause for concern because people
working in understaffed rural areas experience a heavy workload and high levels
of work related stress and dissatisfaction. Staff development was affected by tho
problem of undersiafﬁng, because there were no staff available to relievo others
attending education and training sessions. Access and cost were further issues
that prevented many rural health professionals from attending staff development
courses. Unfortunately, this paper presented only preliminary ﬁndiogs of the
study conducted, and did not present a full account of the methodology used to
complete the research. Therefore these results must be viewed cautlously

However, this study does indicate that rural he_al__t_h_ prol_‘ess:onal_s ;m'ay_wo[k_m.'.'. B '-




t’dht_l_iti_@ns that are far from |deal, and may face stressq'r_s'_that are unique to rural L

pr'a.c't.i'ce; |

o Hanson, .Jenkins and R}ah (1990) ccinducted research m;th. rumlnurses :'- |
{n=1 67) in Georgla (USA) to ascertain the factors that contrlbuled to rural nurses”
job satisfaction, and factors that may influence them to resi gn and seek other
employment. The participants surveyed cited being useful and having a
challenging position as important factors related to job satisfaction, Nurses listed
lack of autonemy as their main cause for concern in the workplace. Nurses
stressed the need to be included in decision making which would directly affect
themselves. Lack of autonomy was strongly associated with nurses reported
efforts to look for another job (r=-0.42; p<0.01), and nurses intention to resign
{r=-0.46; p<0.001). No urban comparison was used in this study, therefore it is
difftcult 10 ascertain if the variables listed as impacting on the rural nurses job
satisfaction are directly related to rural practice. It is difficult to generalise these
results to Australian rural nurses, as a literature review pertaining to rural nursing
in Australia (Hegney, 1996) suggests that many nurses in Australian rural prﬁctice
work alone, and are often expected to assume expandéd roles in the absence of
trained health professionals. The making of decisions in complex situations for
which nurses are not adequately trained is a problem for rural nurses in Australia,
but lack of autonomy may be less important. Instead, the issue of concem may be
a lack of support and preparation for an extremely a'utOnomous role.

Rural nurses are ofien expected to be generalists, and to fulf' ll various

roles as required (Hegney, 1995; Thornton, 1992). ‘I'homton suggests that

fulfi Ilmg the generalist role may be difficult for nurses, resultmg in role confh ct i f;_: :. R




: expectattons carmot be met Samarel ( 1989) exnmmed the expe nences o fn o

| __.who are reqmred to care for both termmally lil patlents and those requmng acute j'_ e
‘care, to ascenam the degree ol‘ role transmon and role conﬂlct they expenenced
The f ndmgs su;,gest lhat prowdmg care for two very dlﬂ'erent types of patlcms
did not cause role confhct for the nurses; pnmanly because the nurses reponed
that the caring role had unified their work. Nurses provided reassurance, |
education and support to al! patients, regardless of diagnosis. The author of this
paper did not provide an adequate description of the acute care offered (c.g. acute
oncology, general medical, surgical) making it difficult to judge the
appropriateness of these results in other care settings. However, the differing
views of Thornton and Samarel with regard to role expectations of nurses suggests
that different groups of nurses should be viewed separately, and conclusions about
role conflict in rural palliative care should not be drawn from literature that is not
specific to rural palliative care nursing,

The literature regarding the education needs of rural nurses, and of rural
palliative care professionals suggested that this is an area that may also be of
significance to rural palliative care nurses. A review of relevant medical
literature (Charlton & Ford, 1995) found that, in general, health care professionals
are ill-prepared to provide palliative care. This paper only reviewed medical
literature, and so does not offer insight into the specific eduea_lionai necds of
nurses. Redman, White, Ryan and Hennrikus (1995) studied the p_rofeésidr_lal o
needs of palliative care nurses in New South Wales (n=108) and found tﬁﬂt 42% |
of participants mentioned the need for further educatlon in palllatlve care

However, due to the small sample, compansons between the educanon needs of '




| B rural and metropol 1tan based pamclpams were not made Armstrong, Clark and

| Stuppy (1995) studnod the motwauon of mral and urban regnstcred nurses o '_':: T

o obtam tertlary educatlon quahﬁcatlons (Bachelors Degree) and found that both B

rural ao_d urban:nurses had _s_lo'nlar motw.atl_oo in seeking further_ educano_n. GO
‘However, the study found that roral 'nur_aes had an lncreascd need for profo'ssional'
knowledge than their urban counterparts (1=2.18; p=0.03). This may be related to
an increased need for self reliance in rural areas, where little professional support
is available. The authors also suggest that rural nurses may feel a greater sense of
community than do urban based nurses, and may seek further education to provide
more effective health care for the communities in which they work.

A paper by Kristjanson, Dudgeon, Nelson, Henteleff and Balneaves (1997)
outlined a pilot programme to provide interdisciplinary training in palliative care
for rural health care practitioners in Northern Canada, and evaluated the
effectiveness of the programme. The evaluation found that the programme
improved the clinical knowledge of the participants, and that knowledge was
retained. Attitudes to death and dying were found to be more open and accepting
after the education programme, and prac!itiooors were found to be more confident
and innovative when providing palliative care. This paper demonstrates the value
of providing access to palliative care education for rural health care practitione_ts.
Interestingly, the authors note that several participants had trouble finding
replacement staff for the period they were attending the course. This reiterates
Harvey et al’s (1995) finding that access to staff development can be a problem
for rural health care professionals. As adequate staﬁ' ing levels and cen!rallsed

education centres are 2 problem in Wcstem Ausuaha, lt 1s posmblc that ruml




o -'palllatwe care professmnals mll have smllar dnfﬁculnes accessmg educanona! S

PR 'opponumnes

Whlle the llterature rewewed m thls sectlon dld not speclf cally examme o

the role of the mrnl palhallvc care nurse it docs suggesl some areas lhat are
potemla_lly problematic. These. lnclude social and professional isolation and a

lack of educational resources.

Pallistive Care Service Provision

Literature related to models of palliative care service delivery in rural
areas was reviewed because the structure of the health service within which
nurses work could be expected to have a direct impact on the rural palliative care
nurses in these services. Styles of palliative care services which are appropriate in
city areas are not practical in areas with much smaller populations and much
larger catchment areas. Different pailiative care settings may provide different
amounts of social and professional support, educational opportunities, oi' facil_itiés_-
which provide client services. The literature regarding palliative care s'e'rvic_:e
models in rural areas is limited.

Sach (1997) conducted a study of palliative care service pmvisi_on in_ rural-
Australia, using qualitative and quantitative methods to assess service delivery.
models in rural areas in the states of Victoria, South Australia, New South Wales.
and Queensland. His findings contradict a long he!d my‘lh of rural heallh care

delivery, namcly that most of the rural populatlons in the areas smdled dld not

lwe in lsolated towns, asis the popular concepllon of outback Austmlla. lnslead, -

_most of the rural populahon was fmmd in what Sach terms___"‘wovmclal cities”




| . w1th oniy the mmontv bemg found in’ the rural hmterlan ", s Sach stated that the
: : slandard of pallnatwe care delwered was hl gh contrary to hts expeclallon w1th

_ commumly members betng very satlsf' ed w1th the care recewed Sach suggested .
that palllatwe care s2rvices be tailored to the needs of tndlvldual commumtles ..

Larger rural comm umtu_‘:s should provide both inpatient an_d ou_tpatlteltt serv1ces-to ;0

residents, including a full range of services catering for the bsychosocial needs of

patients and their families. Smaller communities may offer limited services that

provide the opportunity for rural residents to access palliative care facilities close

to-home. Designated beds in small country hospitals could provide some

inpatient services to smaller populations. Sach stresses the importance of

maintaining a local focus when planning for palliative care service proviston.

This study does not examine the issues of palliative care in Western Australian

rural areas, and does not provide any insight into the specific roles of health care

professionals working in rural areas.

A report compiled by the North West Aboriginal Health Strategies Unit
(Wiliamson, 1996) suggested that palliative care in the North West of Western
Australia needs to be available to small communities in the area. The report
suggests that existing palliative care services in the region form a decentraliéed
network, pooling resources and offering extended services in the region. ThisI
study focuses specifically on the palliative care needs of the Aboriginal
population in the North West of Westemn Australia, and stresses the need for

culturally appropriate services to-be provided to cater for the ]a'r'_'gg-Aboﬁ'ginal'

population in the region. Despite the focus on Aboriginal issues, thlspaperoﬂ'ers ey

suggestions that will benefit the entire commumty The._s_tf:'lf\?ia"e structure wi



suggested is particularly appropriate for a region with a small population in a very
lai‘ge area. However, the demands and stresses éf working in a decentralised
service are not known, and the experiences of health care professionals working
in a service .Ii ke this have not been documented.

Providing an appropriate service for a region is a difficult choice, and is
dependent on issues such as funding and availability of resources. Several
innovative models of palliative care provision are mentioned in the literature as
being appropriate for use in rural areas with small populations. Desch, Smith,
Kane, Simonson and Breindel (1992) describe a cancer outreach programme
developed in rural Virginia (USA), between a large teaching hospital and several
small rural hospitals. The outreach programme encouraged a close working
relationship between rural staff and urban based specialists, so that optimum care
was provided in the rural community. Desch et al underscored the importance of
assessing the needs of the rural community, and providing appropriate services.
Smith et al (1996) provided details of an evaluation conducted of this rural cancer
outreach programme, suggesting that treatment provided close to home offered a
viable altemative for rural cancer sufferers. The study also looked at palliative
care delivery before and after commencement of the outreach programme and
measured the total morphine used in the rural oncology service. The authors
found that morphine usage had increased between 500 and 700%. The authors
suggested that increased morphine usage indicated more effective palliative care
was being delivered. However, morphine usage is not an adequate indicator of
the level or quality of palliative care services being offered, and this measure

should be treated with caution. Patient, caregiver and staff satisfaction with the
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outreach services were not measured.. Despite the limitations of these papers, the ._
research suggests that rural cancer outreach programmes can provide adc_qu.ate.
professional support and educational opportunities for rural palliative care |
professionals.

Clarke and Neale (1994) presented two case studies detailing innovative
communtty based hospice programmes in rural Great Britain. Both of the hospice
teams experienced difficulties establishing community based hospice services, as
community members were more interested in developing more traditional
inpatient palliative care facilities. The initial resistance from the communities
and funding providers lessened as the services became more familiar. The small
community based organisations provided care previously unavailable to the rural
communities in their own town, but maintained afTiliations with larger palliative
care service providers in towns close by, The findings of this study highlight the
need for palliative care professionals working in rural areas to remain sensitive to
community needs.

The literature regarding provision of palliative care services in rural areas
focuses primarily on innovative, non-traditional methods of service provi sioﬁ.
There is little empirical data documenting service provision models more
common in Western Australia, such as hospital based palliative care units, or
small community nursing groups who offer palliative care services. Therefore, it
is difficult to ascertain the extent to which the literature regarding rural palliative
care provision may be relevant to Western Australian rural practitioners.

Furthermore, although the literature cited details service proviston models and
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evaluates their effectiveness, it does not examine the effect of these models on

staff working in the services, or on the quality of services lhcy are able to provide. |

Conclusion
This literature review has examined rural palliative care from the

perspectives of rural communities, rural nurses, and health care providers. In

summary, this literature has highlighted the following themes related to patliative

care;

» health beliefs of rural populations may have a direct impact on the delivery of
nursing care

o palliative care nurses in rural areas rnay often have similar experiences to their
urban counterparts

» soctal and professional isolation are potential problems for rural palliative care
nurses

* rural palliative care nurses are likely to have difficulty accessing adequate
educational opportunities

¢ innovative models of palliative care service provision may be utilised to
provide appropriate, financially viable services to isolated communities,

To date, there is no empirical data that proves or disproves these suggestions

when considering rural palliative care nurses. The lack of literature directly

relating to the roles of rural palliative care nurses underscores the need for

research to be conducted that will provide information to illuminate this area.
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CHAPTER THREE

Research Methodology

Introduction

This chapter details the methodology employed to conduct a study of rural
palliative care nursing. The choice of a qualitative methodology is discussed, and
details of a modified grounded theory study are offered. Measures to maintain the
trustworthiness of the research process are examined. Ethical considerations

related to the research are also detailed.

Paradigm

There is minimal empirical data available about palliative care nursing in
rural settings. 1n areas that have been poorly researched in the past, qualitative
methods have definite advantages over more traditional quantitative research.
Quantitative research requires the researcher to decide upon appropriate variables
to examine prior to the commencement of the study. Given the large diversity in
the demographic composition of country towns in Western Australia, it is difficult
to pinpoint specific variables which require research (Malone-Rising, 1992),
Quantitative research relies heavily on instruments, often using a questionnaire
type format, that offer limited response choices to participants. Questionnaires
contain predetermined categones of responses devised by the researcher to test
the hypotheses of interest (Patton, 1990). In the area of rural palliative care

nursing, where there are few hypotheses to be tested, and little preliminary
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research upon which to design a qQuestionnaire, qualitative research methods offer

an appropriate choice.

Qualitative research is a non-i terventionist method. 'I’h.e method involves
observation of people in their natural settings, Qﬁal itative researchers enter the
field with no a prioni hypotheses about the area under i nvestigatidn, and thus chn
search for concepts that have meaning to the participants of the study. Data
collected is not subject to control and standardisation, as in quantitative research,

but reflects the complexity of the social setting (Strauss & Corbin, 1990).

Qualitative researchers look for trends, patterns and styles of behaviour
that are not easily assessed in a quantitative manner and attempt to understand,
rather than to explain human relationships (Fontana & Frey, 1994). This study
proposed to interpret phenomena in terms of the meanings ascribed to them by
rural palliative care nurses. This type of research design allowed participants to
recount their experiences freely in their own words, which were reported by the
researcher without bias (Denzin & Lincoln, 1994). A qualitative study also
allowed the researcher to verify meanings and interpretations given to the data
with the participants themselves, thus increasing validity of the findings (Lincoln

& Guba, 1985).

Methodology

Grounded theory was chosen as the method with which to 'research'ru_ral

palliative care nursing, Grounded theory is a useful qualitative inethodology for

36



examining areas which have not been widely researchéd in.the.past, such as rural
paliiative care nursing (Chenitz & Swﬁnsbﬁ, 1986;" Stern, ]985; Strauss & éb’rbin,
1990). A grounded tlheory ﬁpproach allowed thé researcher to commence the
study with an open mind, and let theory develop from thé data (Morse & Field,
1996). The researcher using grounded theory does not set out to prove or disprove
an existing theory, but develops theory grounded in the data cellected. Strauss
{1987) asserts that theory that is not grounded in empirical data can be considered
speculation only. When researching an area such as rural palliative care nursing,
where there are no existing theories in the literature, it is inappropriate to use a
research methodology which relies on the testing of identified variables, as there
is nothing in the nursing literature on which to base such as study.

Grounded theory attempts to provide explanatory models of human
behaviour, by examining the basic social processes inherent in human interactions
(Morse & Field, 1996). Grounded theory techniques were developed from the
ideas of the “symbolic interactionists”, sociologists at the University of Chicago
in the 1930s. These sociologists believed that seeing the world from anqther’s
viewpoint could enhance understanding of human interaction (Schwant, 1994).
Symbolic interactionists believe that people’s actions are related to meanings
derived from previous social interactions. These meanings are established and
modified via interpretive processes. People are considered to be active
participants in their environment, who assess and interpret ascribed meanings and
temper their reactions accordingly (Craib, 1984).

Grounded theory research methods allowed a ﬁde variety of sources to be

utilised when collecting data (Baker, Wuest & Stem, 1992). Interviews, infdr_ma] .
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discussions, participant observatiqh, organisational manuals and current
professional literature were all.sources of data examined during the data
generation process. Using such diverse sources provided a mbre comprehensive
and in-depth study. The flexibility associated with grounded theory allowed the
researcher to seek data from any source that would contribute to the developing
conceptual framework (Strauss, 1987).

Grounded theory is an appropriate method for researching many nursing
questions, because the method permits study of human experiences, providing
theory grounded in empirical data (Streubert & Carpenter, 1995). Grounded
theory is also helpful to nurse researchers because it can be used to identify and
track solutions to problems in much the same manner as the nursing process
(Stern, 1985). Strauss (1987) stressed the complexity of grounded theories,
suggesting that they mimic the complexity of social phenomena. A grounded
theory study can begin to develop understandings of the many concepts and
variations inherent in the social world of rural palliative care nurses.

The design of this study was specified as a modified grounded theory
method because of the time and scope limitations associated with Masters level
research. Ideally a grounded theory study involves theoretical sampling until
saturation of data is reached. That is, until no new or relevant information is
obtained during data generation (Strauss & Corbin, 1990). Ongoing interviews
and extensive participant observation are conducted until a core category is
identified in the data. However, given the boundaries of this research project, a
modified grounded theory method was employed, with an artificial time limit

placed on the project, thus limiting the depth and breadth of analysis. Theoretical
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sarﬁpling of five care settings occurred. | Specific characteristic;s of care seftiriés :
sampled for were size, age, location an(i model of service provisioh. Participant
observation was limited to a maximum of two working days, and inteﬁiem were
approximately 90 minutes long, with follow-up interviews conducted by |

telephone as required.

Conceptual Framework

Grounded theory methodology suggests that delineation of a conceptual
framework prior to commencing a study is not appropriate. Instead, a conceptual
framework was constructed using themes that emerged from the data collected
throughout the study (Stern, 1985). Sandelowski (1993) suggested that when a
researcher chooses to use a qualitative research method, the adoption of the
theoretical basis of that method is implicit. Therefore, symbolic interactionism,
the theoretical orientation of grounded theory methodology, provided an

orientation for the researcher during the data generation process.

Sample

Samptling in grounded theory studies is theoretical, in that the sample is
chosen based on concepts appearing in the data which appear particularly relevant
(Strauss & Corbin, 1990). Grounded theory methodology dictated that the
researcher begin data collection with no preconceived ideas of the direction the
study would take. The researcher was at first unaware of what to sample for, and
allowed the words of the participants to serve as a guide. As data was coded |

throughout the data generation process, the sample was chosen to provide
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information which would fill gaps in the emergihg conccpfual frame_work. (Glaser, '.
19:78), or to further elaborate on often rep_éated concepts in the data (Stl'ﬁués &
Corbiﬁ, 1990).

For the purpose of this study, participants were sﬁmpled according to the
type of palliative care service with which they were affiliated. Characteristics
sampled were: location of service (regional centre versus rural town), malim‘ly of
service (developing versus established services), and model of palliative care
provision (e.g. single nurse practitioner versus interdisciplinary team), A total of
five palliative care settings were included in the sample.

The sample was drawn from the list of rural hospice agencies listed by the
WAHPCA (1996, pp. 11-26). Helen Walker, Nurse Educator at The Cancer
Foundation Cottage Hospice - Rotary Palliative Care Education Centre, Shenton
Park, Western Australia assisted with sampling. Ms Walker has extensive
knowledge of rural palliative care services in Western Australia gained while
providing palliative care education for health professionals in this area. Six rural
palliative care nurses were selected using the theoretical sampling process. Each
individual was sent a letter outlining the proposed research project, and asking if
they would be willing to participate (see Appendix A). The nurses were asked to
sign the attached consent form and return it in the provided stamped envelope if
they were willing to participate. The resulting sample consisted of six rural
palliative care nurses. All of the nurses have a professional title that includes
their palliative care role, for example “Clinical Nurse Specialist - Palliative

%

Care”.



The sampling procedure was guided by the data collected, therefore it was
impossible to specify the number of participants at the commencement of the
study. Sampling continued until redundancy of data was obtained. There was |
evidence of redundancy of data after conducting four interviews, and the final two
were used to verify themes which were apparent in the data. Although a more
extensive theoretical sampling method may have elicited some additional
information, within the boundaries of this sample and the limits of a Master’s

research plan, redundancy of exemplars was achieved.

Characteristics Of Participants

Participants in this study were chosen according to the model of palliative
care service in which they worked. Five care settings were sampled. The
characteristics of these are presented in Table 1 {p. 42). Four of the five care
settings were regional centres in Western Australia, the fifth was a rural town.
The care settings in this study were chosen in part because of the diversity of
location. The communities in which the rural palliative care nurses who
participated in this study practice were located in towns that ranged in distance
from more than 1,000 km from Perth, to less than 200 km from Perth. Another
determining factor when sampling was the length of time that the service had
been established. One service had yet to be officially opened, another has been
providing palliative care services for more than ten years. The difference amongst
care settings was judged to be adequate to ensure that the data generated
encompassed a range of rural palliative care experiences, and did not present a

unilateral viewpoint.
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Characteristics used for theoretical sampling in care 'setliilgg -

’TABLEI

CHARACTERISTICS SAMPLED

VARIATIONS WITHIN
CHARACTERISTICS

Model of palliative care service

o dedicated palliative care unit in
local hospital

e free standing hospice unit

e community based nursing
organisation

e community and hospital based
organisation

o integrated palliative care
service

N.R. Some participants were involved in more than
one palliative care servies in the community

Community in which palliative
care service is based

e regional centre
e rural town

Distance of community from Perth

Less than 200 km
200 - 499 km

500 -999 km

More than 1000 km

— o D —

Population of community

5000 - 9 999 people
10 000 - 19 999 people
more than 20 000 people

Length of time palliative care
service established

Currently developing
Less than one year
One to five years
More than five years

B e e et | B e D

This table describes the characteristics of the rural palliative care settings

sampled for this research project, and the number of each specific characteristic

sampled.
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TABLE 2

Professional characteristics of participants

PROFESSIONAL VARIATIONS IN .
CHARACTERISTICS OF PROFESSIONAL n
PARTICIPANTS CHARACTERISTICS
Years in nursing o Less than five 0
e Fivetoten 1
o More than ten 5
Years working in pailiative carc o Less than one l
e One to five years 3
e More than § years 2
Professional title ¢ Clinical Nurse Specialist - ]
palliative care
¢ Clinical Coordinator - palliative 1
care
2

» Clinical Nurse Manager -
palliative care

o Clinical Nurse - palliative care

¢ Nurse Manager

This table describes the professional characteristics of each of the rural

palliative care nurses who participated in this research project.
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A total of six ruml palliative care nurses were participants in this study
(sce Tab!c 2, p. 43). Two paxﬁcipants worked in the same community, n
différent health care 6rganisations. All nurses sampled had a professional role |
that includéd at least a proportion of time allocated to palliative care service
provision. Three of the nurses worked svlely in palliative care, the other three had
a range of professional commitments. The six rural palliative care nurses had
widely differing lengths of experiznce in palliative care nursing. One nurse had
been working in palliative care for unly six months, while the most experienced
had been practicing in the palliative care field for 15 years. Again, the diversity in
the backgrounds of each of the nurses served to ensure that a well rounded view

of rural palliative care nursing was presented.

Fieldwork
This study used participant observation and in-depth interviewing methods

to obtain empirical data about rural palliative care nursing. Further information

was obtained from organisational manuals and policy statements, professional

colleagues, and the nursing literature.

Participant Observation

Participant observation necessitated the researcher becoming involved in
the social world of the subject (Schwant, 1994), to view that world as the
participants see it. Participant observation provides the researcher with an
understanding of the meanings given to interactions, as well as a description of

the interactions themselves. Participant observation is a non-interventionist



a'pproacﬁ to q'ual:itative rcsearéh, that allows observation in a n.atura.l' settmg o N
(Adler & Adler, 1994). Four of lhc five caie settinés w_efe obseﬁbd for tWo : -
wpriﬁn_g days per seﬁing. Patton (1990) suggested that fesearcherﬁ emplqy a ..
‘.‘sensitising framework” to assist tl;e researcher to Become sensitive to.t'he |
environment. To this end a brief guide was made to assist with the writing of
fieldnotes (see Appendix B). Extensive field notes were made throughout the
observation period. Notes were written either at the end of the day, or in quiet
times, so as not to seem obtrusive, Patton (1990) warned that the writing of field

notes can be distracting to people being observed, and can affect their behaviour,

Interviewing Technigues

In-depth interviewing was used to provide rich detailed data that
facilitated understanding of the experiences and ascribed meanings of the
participating rural palliative care nurses. Undertaking an in-depth interview
demonstrated an appreciation of the worth of the stories of others (Seidman,
1991). Fontana and Frey (1994) suggested that an interview will be more honest
and provide more sound data if it is conducted as a conversation, rather than using
a formal interview type format. Therefore, the interviews were conducted in an
informal manner. An interview guide was used to provide direction for the
interviews; (see Appendix C) however, it was not rigorously adhered to. The.
words of the participants guided the direction that each interview took. Asthe
research progressed the interview guide was altered to elicit answers to more
specific questions which clarified previous data, or expanded developing themes.

Each interview took approximately 90 minutes, with follow-up interviews being
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conducted by phone to clarify any points if necessary. Data was also clarified

using electronic media (email) if available.

Analysis

All of the interviews conducted throughout this study were tape recorded.
The tapes were transcribed by myself as soon as possible after completion of the
interview. For the purpose of this study, data management was aided by use of
QRS NUD*IST software. As each interview was transcribed, it was coded using
NUD?*IST, along with accompanying field notes. This software allowed the
researcher to move data as required during the coding process, and encouraged
fluidity throughout the coding process (Pateman, 1998).

A modified grounded theory technique required that data collection and
analysis occurred concurrently so that the subsequent data collected venfied
earlier findings (Strauss & Corbin, 1990). This constant comparison method
allowed themes that capture the essence of the data to emerge, thus developing a
conceptual framework related to rural palliative care nursing. Constant
comparison also guided the process of theoretical sampling, so that emerging
themes were expanded upon. Analysis, or “coding”, is discussed below as a three
stage process. It is important to note that the coding process was not always
sequential, as the constant comparison method dictated that the data be
continually re-examined.

The initial phase of the coding process involved identifying words and
phrases which appeared to capture underlying themes in the data. Glaser (1978)

calls this “open coding”. Interview transcripts and field notes were analysed line
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by line to identify concepts in the data. Concepts that emerged from the data
were labelled and similar concepts gfouped together into categories (Strauss &
Corbin, 1990). Fifty two concepts were identified during open coding. Each was
reexamined and grouped with similar concepts, forming a total of nine categories,
and numerous sub-categories. |

Tile next step, axial coding, necessitated intense analysis of each category
separately. Data was re-examined, and connections made between categories and
sub-categories (Strauss & Corbin, 1990). The data was analysed using what
Strauss (1987) termed the “coding paradigm™. This involved examining the data
for conditions, interactions between people, strategies and tactics employed, and
consequences of actions. Axial coding resulted in basic social processes being
identified. Basic social processes link action and interaction to demonstrate how
particular phenomena are managed. Examination of data for basic social
processes allowed conceplualisation of events, explaining how and why problems
occurred {Strauss & Corbin, 1990).

Finally, selective coding was employed to develop themes in the data.
Continuous re-examination of the emerging categories, and consultation with
research colleagues resulted in a central theme and three related categories being
identified. The ultimate aim of grounded theory is to generate a core variable,
that is, a variable which is central to the themes that emerge from the data
(Strauss, 1987). The limits imposed on this research project prevented a core
category being identified. However, a central theme Living Palliative Care was

developed from the data, and together with associated categories and
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subcategories, forms the basis of a conceptual framework which descﬁbes rural -
palliative care nursing. |

Throughout the research procedure, memos were kept detailing the
theoretical thinking of the researcher. Glaser (1978) stressed the need for memos
to be comprehensive. The reasons for making memos included rioting tdeas as
they arise, allowing the freedom to write ideasthypotheses without having to use
“correct” writings styles, providing a “*memo fund” of ideas that were developed
furthier at a later date, providing sortable data that was arranged and rearranged at
will, and finally, memoing slowed down the coding process, encouraging deeper
thought about data. The memos were also managed using NUD"IST software,
and assisted in the formation of the central theme and associated categories

presented in the following section.

Trustworthiness Of The Research Process

Qualitative research is not subject to the checks of validity which govern
quantitative research, because the naturalistic style of qualitative data collection
and analysis do not lend themselves to such checks (Lincoln and Guba, 1985). In
the interest of demonstrating that a qualitative study conforms to the ideals of
“good science”, Lincoln and Guba suggested four tests of the reliability of
qualitative research. These are truth valug, applicability, consistency and
neutrality.

The first test of trustworthiness, truth value, refers to the credibility of the
research. Spending an adequate amount of time in the field, so that a well

rounded, balanced view of the phenomena in question was gained demonstrates
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credibility. For the purpose of this research eight days of participant observation
werc undertaken, as were six interviews with rural palliative care nurses, each one
to one and a half hours in length'. Peer debriefing is another method that was used
to ensure truth value. Open coding was done in part by my principal supervisor,
who coded several interview transcripts to verify the completeness of the open
coding process. Frequent meetings with supervisors, as well as telephone and
email contact, allowed discussion and verification of the categories that emerged
from the data during the coding process, and resulted in data being re-examined
and reflected upon. The categories which emerged from this process were again
examined by myself and my research supervisors, and diagrams and conceptual
maps were drawn to identify the relationships between categories in the emerging
conceptual framework. Furthermore, the categories developed from the data were
also verified with participants. A copy of the themes developed, along with a
definition and exemplar of each were sent to each participant for clarification of
the truth value of the findings (see Appendix D). The participants verified that
the conceptual framework that was developed accurately reflected their
professional role as a rural palliative care nurse.

The applicability of a study is demonstrated if the findings of the research
are found to have relevance in similar settings. Good qualitative research presents
descriptions and interpretations of phenomena that readers can relate to their own
experiences {Sandelowski, 1986),

To demonstrate consistency the research process must be auditable, that is,
all decisions, choices and thoughts that govern the direction that the researcher

takes were clearly documented. Throughout this study memos were made that
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documented all theoretical decision inaking. These memos sérve as a record of
the research process.

Finally, a qualitative research project must demonstrate neutrality.
Neutrality demands that the research be free from bias, During the data collection
and analysis process a diary was kept so that the I could note any preconceptions
and ideas about a palliative care service, and reflect on them. This was of
particular importance because of my familiarity with some of the care settings
sampled, and with several participants.

Patton (1990) stated that the importance of triangulation of data should not
be discounted as a way of demaonstrating methodological rigor. Use of multiple
methoeds of data collection (¢.g. interviews, participant observation, and literature
review) constituted triangulation methods. Ensuring that various different sources
of data were used is also effective triangulation. Using only one source of data
would have presented a skewed view of the phenomena under observation,
Therefore varied participants and care settings were sampled, and varied
perspectives of rural palliative care nursing were obtained. Using triangulation
methods when generating data eliminated unnecessary bias in the study
(Mathison, 1988),

The qualitative researcher is considered the research instrument, and
should thus demonstrate any personal biases, preconceptions and the dégree of
personal involvement with the study (Sandelowski, 1986). Patton (1990)
suggested that if this information is available to the reader, they make their own
decisions regarding the credibility of the researcher. The literature revealed

differing views of the effect of a researcher having prior knowledge of the area
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being studied. Pattoﬁ (1990) cautions that pfe-existing knowlédge may cloud the
researchers view, and thus impose personal biases on the data collected.
However, Cotterill (1992) suggests that involvfng friends and colleagues ina
research project may enhance the quality of the data generated, because the
participants may be more willing to “open up” to a known researcher. During the
data generation and analysis processes associated with this thesis, every attempt
was made to discount personal preconceptions and instead to report the words of
the participants.

A journal was kept for the duration of the study so that all personal
thoughts were recorded and reviewed for the effect they may have on the research
process. This was particularly important as my own experiences in rural
palliative care nursing meant that I could not enter the field free from
preconception, Entries made in the journal while visiting participating services
illustrated that my preconceptions were generally false. For example, prior to
commencing the fieldwork for this study, I believed that rural palliative care
nurses worked in isolated communities where they would be expected to work as
a generalist, with palliative care being a minor part of their workload.
Furthermore, | believed that geographical isolation would severely limit the
amount of palliative care information available to rural palliative care nurses, thus
limiting their specialist palliative care knowledge. Neither of these beliefs proved
to be correct, and were quickly discounted upon spending time in the rural
palliative care services. Also, the possibility that personal knowledge of both the
care setting and people working in that setting would lead to my personal bias

affecting the data generation process when visiting a community that I had lived
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and worked in were acknowledged. However, careful examination of my own
bias, and diligent journal keeping while visiting this setting ensured that personal
biases were minimised, and that the data penerated reflecied the views of the

participant, rather than of myseif.

Ethical Considerations

When conducting any research involving human subjects, it is vital that
ethical considerations be taken into account. The research proposal for this study
was subject to examination by the Edith Cowan University ethics committee. In
particular, the areas of confidentiality and informed consent were addressed prior
to commencement of data generation. This is a low risk study; all participants are
familiar with discussion about patient care, and may have benefitted from the
opportunity to discuss their role. The key to conducting ethical research in this
type of design is respecting the interviewee, and the adherence to participant

confidentizlity. Both were maintained throughout this study.

Confidentiality

Every attempt has been made to guarantee confidentiality of participants
in this study. No names or specific demographic details were noted which could
identify participants. All identifying data has been removed from sections of the
interviews and field notes used to clarify specific ideas in this paper. Robley
(1995) cautioned that the depth of detatl required by qualitative research may be
enough to identify participants. This was a problem for this study, because the

total number of rural palliative care nurses in Western Australia is very small. It
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was difficult to protect the identities of participants in such a small community
(Punch, 1994). However, every effort was made to present results in sucﬁ a way
that individuals cannot be linked to data. To this end, exemblars from interviews
and fieldnotes have not been ascribed any sort of code. Such a code may have
provided a means to identify participants, and was thus judged to be
inappropriate. As well, participants were given the option of withdrawing from
the study at any time, and having all data generated by them destroyed.
Transcripts of the interviews were assigned a numerica! identifier, and no
personal infotration was recorded on the transcripts. All data is stored securely
in a locked cabinet; interview transcripls and fieldnotes are stored separately from
the participants’ personal details. The data will be stored for a period of five
years, after which time it will destroyed by incineration, as per the National

Health and Medical Research Council guidelines.

Informed Consent

It is a requirement of Edith Cowan University that all human research
subjects give their fully informed consent prior to the commencement of data
collection. Participants were sent a letter explaining the purpose and method of
the study, and asked to sign a declaration stating that they had read and
understood this, and given their consent to participate. Raudonis (1992) points
out that the dynamic nature of qualitative inquiry may necessitate changes being
made to the study that may affect the participants decision to contribute. As such,
during this study informed consent was considered an on-going concern. The

subjects’ continued participation in the interview situation was considered to
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constitute continuing consent. Asking participants to review a copy of the final
draft of the research gave them another opportunity to withdraw if they felt

compromised by the final results.

Conclusion
This chapter has described the research paradipm and selected research
method chosen 1o study rural palliative care nursing in Western Australia. The

sampling and data collection techniques have been outlined. Data management

and analysis methods are described. Methods to ensure the trustworthiness of the

research process have been discussed. Finally, ethical considerations have been

addressed.
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CHAPTER FOUR

Findingg

Introduction

This chapter presents the findings of this research project.
Conceptualisation of the central theme that emerged from the data Living
Palliative Care is explained, as are the three associated categories, Wearing Many
Huts, Being the Expert and Surviving in Palliative Care. Subcategories that relate
to each category will also be examined. Examples from the interviews and
fieldnotes are used to support the development of the central theme and

associated categories.

Discussion Of Findings

The central theme discerned from the data generated throughout this study
is that of Living Palliative Care. Three categories emerged that are related to the
central theme, Wearing Muny Huats, Being the Expert and Surviving in Palliative
Care. The conceptual framework was developed through constant comparative
analysis of interview transcripts, ficldnotes, memos and journal entries generated
throughout the research process. The diagrammatic relationship between these
components of the conceptual framework developed is shown in Figure 1 (p.57).
Each of the three categories appear to overlap. However, the exact nature of the
relationship between these categories is not fully apparent. from this analysis.
Rather, this modified grounded theory study has elicited the components of the

rural palliative care nurse role. Greater understanding of th relationships
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amongst the components of the conceptual framework developed in this study
requires prolonged engagement and a larger saﬁ1p|e using more complete
theoretical sampling techniques.

The central theme developed in this study will be discussed, followed by
each of the categories, and related sub-categories. Passages from interview
transcripts and ficldnotes are used to demonstrate specific points. In the interest
of maintaining participant confidentiatity, the source of cach exemplar has not
been revealed, and no pseudonyms or idemifying numerical codes have been
used. Table 3 (pp. 58-59) provides a definition and exemplar of the central theme

and associated components of the conceptual framework.

Living Palliative Care

Living Palliative Care emerged as the central theme in the data during
analysis. Concepts that described the time and effort rural palliative care nurses
devote to their professional role, and concepts associated with the effect palliative
care has had on the lives of the participants, were grouped together to form this
theme. The central theme of Living Palliative Care explains the effect that being
a palliative care nurse has on all aspects of a rural pailiative care nurse’s daily
life. Significant sub-themes within this theme, Going the Extra Mile and
Socialising will also be discussed.

From the point of view of the nurses who participated in this study,
palliative care has become a way of life. They not only have long working days,
and remain on call overnight for emergencies, they also attend community and

fundraising events out of work hours as part of their professional role. As well,

56



FIGURE 1

Diagrammatic Rep[&talion' Of The Conceptual Framework

LIVING PALLIATIVE CARE

Wearing Many
Hats

ST %
1 Surviving In ¢ ;  Being The i
: Palliative Care' P Expert p

This figure illustrates the conceptual framework developed durng data

analysis. The categories of Wearing Many Hats, Being the I’xpert, and Surviving in
Palliative Cure are illustrated as overlapping. The broken lines indicate the lack of

data about the degree and strength of the relationships between these categories.

37



TABLE 3

Definitions Of The Themes And Categories Related To The Conceptual
Framework Describing Rural Palliative Care Nursing

This table presents a brief definition of the central theme, associated

categories, and subcategories, related to the conceptual framework developed

from this research project that describes rural palliative care nursing. An

exemplar from the interview transcripts and fieldnotes is provided to offer further

insight into the meaning of each definition.

THEME DEFINITION EXEMPLAR
1. | LIVING being a palliative care nurse § would work between 40 and 50 hours a
PALLIATIVE CARE | affects all aspects of daily life week, at least. I'm trying to reduce the,
hecause | know in my head it’s not
sensible,

a | Going The Extra Mile | making a special effort to provide | .../w hudd u wish, he wanted to go back 10
for patients and families, his original church and he baptised...and
regardless of the difficulties he had this ceremony and [ ook a pheto,
associated and ... when he died, and all of ... his last

duays in hospital he had that photo up on
his bedside

b | Socialising how the rural palliative care nurse { ... not being seen ax being brash or
role affects the social life of the brusque with any one, and sort of stopping
nurses a grestion or a comersation, just being

very tice, diplomaiic,

2 | WEARING MANY | taking on & large number of § manage the hospice and deal with the

HATS different roles as part of the clinical programmes... | have to make sure
overall rural palliative care nurse | #w building is kept up to scratch and the
role grounds. | have an overview of the

JSundraising organisation, ... have 1o do
quite a lot of ligison work. Amd [ am also
the volunteer coordinator and educator.
fAmd 1] manage the clinical programmes
which are run from the hospice.

a [ Just Being A Nurse having the desire to work solely in [ ... my time is limited it how mch | can
the clinical sphere, and devote give each person, but that time I can give
time primarily to patient care them is dedicared time

b | Caring For All People | providing care that is culturaily So 1 feel like that is very special, we 're
appropriate, and takes into building up that rapport there, and also
account the special needs of nursing the Aboriginals at home. That's
specific groups in the community | what they want. Jt’s wonderful.

¢ | Working Together working with other health We 've worked on that since the beginning,

For Our Patients professionals to ensure that a high | of seeing things as a team. Some have
standard of palliative care is strengths in areas that others don 't have...
delivered
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It’s very difficult for myself because I -

d | Serving Many being responsible to more than

Masters one management body, having really am serving two masters. | work for
commitments 10 1wW0 Of more [the hospital], and [ was trying to support
paliiative care services the Palliative Care Service as well.

e | Maintaining retaining patient and family You van’t do anything about that, and you
Confidentiality confidenttality in smalt townsisa | just know that you 're very confidential

particular chalienge and hope it seeps through,

t | Bang Creative With | searching for new and differem { have to be creative with my funding. ['m
Funding ways of raising money to maintain | not alfocated any money, [ run on

the service donations from conmunity groups

¢ | Planning For the making plans to develop and ...ome af my next developmental ideas is to
Future expand palliative care services in | get a volunteer coordinator. So 'm

rural areas hoping thai that's going to happen in the
Jutnire...

h | Being Other Places having professional commitments | / e ... o work in different areas of the
Too in areas other than palliative care | hospital... fand 1] have o relieve in urgent

care and ICU

3. | BEING THE the expectation that the rural Andd they ring you because you happen to
EXPERT palliative care nurses will assume | e that role... “"Oh my God, better get

the role of palliative care specialist | her over here”
in the community where they
practice

a2 | The Steep Learning commencing in the rural palliative | Anef [ really didn't reafise at first how
Curve - Starting Out | care nurse role necessitates specialised it was. Buf that 's not a
In Palliative Care acquiring large amounts of probiem.

knowledge about palliative care
service delivery -

b { Caring For the expectation that the rural Ay you saw today, they will seek me oul,

Colleagues palliative care nurse, as the head and come and talk to me if they've got a
of the palliative care team, will probiens or just ring me on the phone
take responsibility for helping and
supporting other palliative care
statt who work in the service

4. | SURVIVING IN looking for ways of debriefing, i do recognise that you can't keep doing it
PALLIATIVE CARE | and getting support in a difficult Jorever...and [ have taken breaks... and

and demanding role have done something different,

a | Joining Together: sharing ideas with other rural Your have 1o, you have to liaise with other
Finding Country based palliative care nurses areas in the same field. Because there
Colleagues have been no guidelines,

b | Making City getting help from pailiative care No, they don’t come to me. | know [ can
Connections specialists based in large go to them. The feitvf hospice, they send

metropolitan hezlth services me all their reguiar handouts, like the
courses they have on, but no, nothing. No
talking or anything like that on the phoe,
like chit chat, unless I call them.

¢ | Being Supported By | receiving support from the local -.it 'S very overwhelming, they are very
The Community community, generally in the form | supportive.

of fundraising or as a volunteer
workforce
d | Finding Rewards being sustained by the rewarding | People are just so grateful for the little

aspects of palliative care nursing

things that you do. The gratefulness far

ourweighs the little bit that you did.
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the nurses generally have a high public profile in their community, and this can

affect the way they live their lives. The nurses commit a large amount of their time

to paliiative care, whether that be direct patient care, associated work, or attending
fundraising or education events. All of the nurses that | spoke with worked
substantially more than their paid hours;

[ theoretically work 30 hours a week...but | would work

between 40 and 50 hours a week, at least. I’m trying to

reduce that, because I know in my head it’s not sensible. But

I’'m also uncomfortable never having everything finished. In

terms of administration. Because the people come first.

Another nurse spends much of her out of work time concentrating on fundraising:
I've been guest speaker at Rotary twice now, guest speaker at
Soroptomists, they are a local group of professional women.

I've been to quiz nights, and this is all out of hours, it all
comes out of my private time. I’ve been to schools, baby
shows, fundraised there.

Several of the nurses stated that because of the multiple roles that they are
required to play, they take work home. As sole practitioners, or as the leader of a
palliative care team, there is often no one else¢ to take on the day to day chores
that make the service run smoothly. Only one of the nurses had office support,
and this came only as « result of sacrificing some of her paid working hours.
Taking paperwork home allows the nurses to concentrate on their patients first,
and complete less urgent tasks later. However, it does mean that for these nurses
palliative care can become a seven day a week job. Although the nurses are
aware of the need to have time away from work, they find it difficult to leave
tasks undone. One nurse explained:

I mean [ have taken on more than I ought to have done, and
my head has been aware of it. And I determined right from

the beginning that I wasn’t going to do it. But then because I
cannot bear to have everything unfinished all the time I sort



of get a spurt on and say I'll work this and this and this time
and then "1l be straight, but it never happens.

Being a rural palliative care nurse in 8 small town, with few or no other
palliative care nurses as back up means that often the nurse carries the
responsibility for patients all of the time. Several of the nurses are on call
constantly, whilst others have an on call roster and may work only part of the
week on call. However, all accept that they will get phonecalls at home from
time to time, either from colleagues seeking advice and seassurance, or from
patients requiring help:

I have most weekends on cail. But | have a few nurses now

who can run the hospice so every so often they have the

phone for two or three days.
This level of commitment to work is tiring, and this nurse acknowledged the need
to have time away;

...it started off being one weekend every two months, and

now I’ve got it down to once a month, and now I’m going to

make it alternate weekends and involve more people.

However, despite the stresses associated with being available for patients

24 hours a day, the nurses fee! that it is essential to be seen as approachable:

I try not to show my patients I’m busy. | always have time
for them,

The constancy of being available for patients at all times enhances the
relationships that rural palliative care nurses develop with their patients.

There was a suggestion from one nurse that perhaps as caring
professionals, rural palliative care nurses take ona greater volume of work more

readily than others may:
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Well that’s been the trouble with the caring professions

hasn’t it? Getting the right balance. All along. That’s not

new.
Another nurse comments that wanting to always be there was very typicail of
nurses:

And that’s another thing you know, it’s all conditioning.

You’re preconditioned to be there, like a Florence, you want

to rush in and make things better.

However, one nurse is very disparaging of the need to take on so many

roles;

1 don’t think we have to be everything. [ think this is a

specialty like any other specialty is. And | don’t see why it

can’t be properly funded so that it can be like everything

else. You don’t have this nonsense in coronary care or

maternity.
The suggestion that rural palliative care nurses would not have to shoulder such
targe burdens if funding were adequate was expressed by a few nurses. Others

had a large group of volunteer workers who took some of the burden from them,

leaving them more time to concentrate on patient care issues.

Going The Extra Mile

This scction examines the effort that rural palliative care nurses make in
the care of patients and families, regardless of the personal sacrifices that may be
associated. Rural palliative care nurses also add caring touches that can make a
difference to someone who is dying. The amount of care that nurses devote to
their service is what makes them so special. One nurse told a story of providing

breakfast for a family of seventeen, who had travelled some distance to see a
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dying relative. Another nurse told of the effort that all of the palliative care team
made to help a man go home one last time, to see his house:

...it was wonderful, because we liaised with the St John’s
Ambulance and they brought n volunteer drivers, and we got
tn the ambulance, and we got him home, and he saw his
house for the last time, and he went into his shed, we
wheeled him into his shed, and [his wife] was just so excited,
| mean she had aftemoon tea there for everyone. And the
neighbours came in. He was only out for about an hour or
so. And his old neighbour walked over...

Another nurse described arranging a service for a man who wished to be baptised:

...he had a wish, he wanted to go back to his original church
and be baptised. We got our chaplain involved, and we had a
little ceremony in the home. The chaplain came round and
...our casual RN [registered nurse] came round, and ! came
round. And I took around flowers and [another nurse] made
a cake, and I took a frame and I had my camera... And he
was so happy, he got a suit on, except it was about 20 sizes
too big for him, he had last wom it 20 years ago, and his wife
pot all dressed up. And it was almost quite bizarre that in
this shell of a house that was so run down, and he had this
ceremony and [ took a photo, and to me it was just
fascinating. And we had one of us together, But when he
died, and atl ... his last days in hospital he had that phote up
on his bedstde.

Each nurse participating in this study told similar stories to these, illustrating the
caring and compassion they devote to their patients,

Not only do rural palliative care nurses “go the extra mile” for their
patients, they often quite literally extend the area in which they practice, so that
outlying smaller towns also receive the benefit of their services. This willingness
to help other towns in need, and their nursing colleagues who work there is
extremely generous, particularly wii... you take into account that some of these
nurses are still working on developing their own services. A nurse describing her

plans for extending her service said:
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...at that stage we were talking about the need to reach out to
the smaller communities, and that there were many people in
those places who when they are diagnosed with a terminal
iliness they actually relocate to a larger centre such as [X] or
Perth, and we felt that if we could reach the already rich.
resource of volunteers within these communities, Red Cross,
CWA [Country Women’s Association] and the like, and
provide appropriate education and the like, when the need
came those pcople might have the opportunity to be
supported in their own home throughout the time...[and] at
least pive them the opportunity to stay at home with extra
supports. Red Cross were very interested in that, but of
course without the funding, [we] can’t do that, we would just
have to say enough’s enough.

Unfortunately, as in the above example, nurses’ willingness to extend their
services is hampered. However, many do offer education, bereavement services
or advice and support to others. Much of this work is done out of normal working

hours, and is given to the community free of charge.

Socialising
This section examines how the rural palliative care nurse role affects the
social life of the nurses. The social cost of being a palliative care nurse in a rural
arca is apparent not only in the lack of leisure time available, but also in having to
maintain a public profile as a representative of the palliative care service, One
nurse described how she feels she is always “on duty™
...and not being seen as being brash or brusque with any one,
and sort of stopping a question or a conversation, just being
very nice, diplomatic, you know what | mean?
Another aspect of living in a small town, where you have a high profile, is
the difficulty interacting with other community members, especially for nurses

who are new in town. A nurse said:

...I don’t have any personal friends, or I do, I'm friends with
a lot of the volunteers, but because we also work together



what I’m saying is that relationship is different...and 1
haven’t really had a chance to interact with anybody, any
group that’s not to do with the hospice. Because the whole -
town, from everywhere, has got somebody on the volunteer

panel.

For others, the difficulty lies with knowing everyone in town, which must
inevitably lead to having to nurse a friend or family member who is dying;

..they are issues that you have to deal with, and invariably
you always know these people, or their family.

Living and working in a small community is often fraught with issues such
as these. For rural palliative care nurses the difficulty lies with finding a balance
between giving everything to the town in which you work, and having time out to
relax in anonymity. The aspect which possibly makes obtaining this balance more
difficult for rural palliative care nurses is the sensitivity of the area in which they
work, and the special needs of people whom they meet in the course of their
work,

Living Palliative Cuare describes the total commitment that rural palliative
care nurses give to their profession, and the way it becomes an all-encompassing

part of their lives.

Wearing Many Hats

The category of Weuring Many Hais was formed from combining
numerous smaller categories that deal with specific aspects of the rural palliative
care nurse role. Wearing Many Hats is defined as taking on a large number of
different roles as part of the overall rural palliative care nursing role.
Subcategories within this category that will be discussed are; ./ust Being A Nurse,

Caring For All People, Working Together For Our Patiems, Serving Many
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Masters, Maintaining Confidentiality, Being Creative With IF'unding, Planning
For the Future, and Being Other Places Too. Each of these subcategories
describes one specific role, or “hat”, that rural palliative care nurses wear.

Having to wear many hats is a comment made frequently by rural
palliative care nurscs. Rural palliative care demands that the nurses running these
services be “multiskilled”. Frequently the rural pailiative care nurse is the only
person employed in the health service, or in the town as a whole, to provide
palliative care. Thus, the nurses must assume all of the duties required to run a
health service. One nurse described the palliative care roles she fulfills:

I manage the hospice and deal with the clinical programmes,
so | have to make sure the administration is up to scratch,
and I employ an office manager to do that. | have to make
sure the building is kept up to scratch and the grounds. |
have an overview of the fundraising organisation, because we
rely very heavily on fundraising. 1’m not involved, no, but
all the messages and everything that people leave all come
through here, so | have to do quite a lot of liaison work. And
I am also the volunteer coordinator and educator. | represent
the hospice in the palliative care service, so now we are
coming back into my clinical role, which is to manage the
clinical programmes which are run from the hospice.

Other roles accepted as part of the rural palliative care nurse role include
providing grief and bereavement support, organising and chairing team meetings,
planning capital works projects (e.g. building new hospice buildings), providing
education for other staff, supporting nursing staff through difficult situations,
raising community awareness of palliative care by giving talks and speeches,
attending fundraising events, and liaising with the media. Many of these tasks are

taken on by the rural pailiative care nurse because there is no one else available,

or willing, to take them on.
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Rural palliative care nurses have to be, in effect, 2 palliative care
“generalist”, often performing ali or many of the functions of a interdisciplinary
palliative care team. One nurse discussed the need for nurses to be able to
perform allied health duties, as often there are no allied health professionals
available in the town to provide care:

So I guess nursing staff will pick up on that, if there is any
specific physiotherapy treatment to do, we'll be taught. They
know they are going to be away for four days, they’ll be
educating us what to do, so we’ll be picking up that role.

Another nurse listed the many roles that she plays in the community in
which she works. She not only runs the palliative care programme, but is also
involved in many of the acute oncology programmes in the community. This
same nurse runs the breast cancer support group, the partners support group, is a
Cancer Foundation Resource Nurse, has been instrumental in the regional hospital
commencing chemotherapy clinics for people in the area, and organises education
sessions for the other staff on oncology issues. There are many other ways the
rural palliative care nurses’ role could be extended, however, finding time for
more tasks can be problematic, as one nurse explained:

...as you know a nurse in the country wears many many hats,
and because I’m known to be a grief counsellor, guess what,
I'm overwhelmed with requests and referrals to see people,
and unfortunately 1 cannot, [ have to say look no, [ cannot do
this, this is not part of my job, and I would love to be able to
but I cannot stretch myself. My priority is my palliative care
patients and my hospice bereavement patients, which I'm
really finding I'm having difficuity keeping up with.

The amount of time the nurses spend on work and work related issues

every day is large. This is in part because of the number of different tasks that are
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seen to be the responsibility of the rural palliative care nurse. However, the
nurses were generally philosophical about having to take on so many roles:

... just the fact that you’ve got to slip out of palliative care
mode, into full medical or surgical mode, and then back
again. But that’s the difficulty of being in a small hospiral.
That’s what happens, you’ve got to accept that. Yes it's
frustrating at times, but you’ve got to accept it.

However, the changing of hats is not always easy. When asked if she felt
she would continue her work in palliative care one of the rural palliative care
nurses replied:

] don’t know, I'm not sure. I can’t answer that. [ guess,
well, 1 would like to do palliative care, it’s all the other roles,
the hats we have to wear, That makes it very very difficult.
Because of your mindset, you know, you're for ever
switching from one role to another role, it’s very very
mentally draining, and quite stressful. Very stressful, And I
guess that relates to the fact that I’ve had three lots of the flu,
Well, it’s got to be something. I’'m nomally a healthy
person, and in the [time] I"ve been doing this job I have not
been well. And that’s one thing people have noticed.
Because I'm never sick. And I guess we get run down, we
don’t look after ourselves the best, and there’s always
paperwork and other issues to deal with, Not always to do
with palliative care. You know, there’s the meetings, there’s
all sorts of other things we’ve got to do.

Overall, the demands of multiple roles is a frequently identified stressor in rural
palliative care nursing.
Most of the nurses feel that having to wear so many hats detracts from
what they feel is their most important role, giving patient care. One nurse said;
..well I am first and foremost a clinical nurse and I enjoy
nursing. One of my disappointments... is that I can’t do more
of it. I'd like to be a nurse, a real basic nurse.

The commitment to their patients first and foremost was very evident

when observing all of the palliative care nurses, and is the reason why nurses are
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willing to take on so many other chores that they do not find rewarding or
interesting. Asked what was the least rewarding part of her palliative care role,
one nurse replied:

Having to spend so much time on lobbying, making

submissions, politicising, worrying about money. It’s taken

s0 much time and energy, that’s been the most disappointing.

This nurse stresses that her main focus is on patient care, and anything else is an

unwelcome distraction.

Just Being A Nurse
This subcategory examines the rural palliative care nurses’ desire to .Just
Be 4 Nurse, that is, to have the opportunity to work solely in the clinical sphere,
and devote their time entirely to patient care. Providing the best possible nursing
care for a patient and family is the ultimate aim of all of the rural palliative care
nurses who participated in this study. Scveral nurses stated that in recent years
advances in medical technology have led to them having to spend more of their
time involved in the less human side of patient care. The nurses in this study all
stated that one of their reasons for wanting to become involved in a palliative care
service was (o be able to provide “hands on™ nursing care:
...well, 1 was asked if | was interested in doing it, and ! just
thought that I’d love to do it...] just thought yeah, because
I’m a good nurse, I’'m caring, and [ thought yeah, | knew [
could do a good job.
There is a strong feeling among rural palliative care nurses that they can
improve upon accepted standards of care for terminally ill people. Several nurses

te!l stories about unpleasant experiences they have had with dying patients in the

past. This nurse explained that:
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...having seen poor symptom control in peoplte who are

dying, 1 know there’s a better way, I've leamnt there’s a better

way, and that’s what keeps me going. I know that these

people could die with better symptom control, and live to the

end...

Although all of the nurses were concerned about providing good pain and

symptom relief, all also expressed their belief that providing emotional and
spiritua! support is a crucial part of their role:

...the time spent with the person, and listening to the
situation with them ts such a vital component of the job.

With this aim in mind, the more established rural palliative care services
are beginning to establish programmes to address not only basic symptom control,
but also the more complex psychological issues of the terminally ill and their
families:

I’m only just now starting to do something different, to
develop services like the recollections, and cosmetic care and
things like that. And bereavement drop in is going to happen
next January,

One nurse described the most rewarding part of her job as knowing she
had provided the best possible care for a patient and their family:

[ feel like [ did everything I could to make their time easier
than it was. And you know, even though | just sat there and
said nothing, that was what they wanted.

A nurse who had previously worked in a metropolitan palliative care
service felt that the caring side of their role was something that she had been able
to focus more on in rural practice:

Even though certainly my time is limited in how much I can
give each person, but ... time that I can give them is
dedicated time. Just looking at metro services, the time that

they have is getting more scarce, ... 1 have the luxury up here
of still having that dedicated time, and prioritising.
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Another nurse pointed out that the caring ethos is an historic tenet in
palliative care, and one that should not be overlooked. People who visit her
service are referred to as “guests”, as opposed to the more commonly used term
“patients”. She explained that this is because:

... the word hospice is from the hospitality and host ideas
isn’t it? So that’s what it’s always been and that’s what it
will stay.

However, taking the time to “just be a nurse”, and spending extra time
with patients can be a contentious issug, causing ill-feelings among other staff not
directly associated with palliative care. One nurse said:

They see their nursing as going to do a physical thing, and if

. they haven't got to do a physical thing like put that person to

bed then they don’t go. They don’t see it as providing

support for the whole situation.
The lack of understanding on the part of other professionals about the demands on
the nurse’s time that providing quality care requires is a cause of stress for some
nurses. There is feeling that little appreciation is shown by other health
professionals for the standard of care upon which rural palliative care nurses pride
themselves.

Making sure that patient care needs are met is the goal of all rural
palliative care nurses, and despite their often hectic professional lives, it remains
their focus. Caring for terminally ill people is the reason that these nurses wanted

to practice in palliative care, and it is the reason that they persevere amidst often

difficult work conditions,
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Caring For All People
Working in small communities, rural palliative care nurses express a |
concern that all groups in their communities receive adequate palliative care
when required. This subcategory examines the efforts made to ensure that the
palliative care service is accessible to all community members, and that care is
appropriate to the individual’s specific needs. Several of the rural communities
have large ethnic populations, including Eastern European groups such as Poles
and Ukrainians, Vietnamese and other Asian cultural groups; and indigenous
Australian groups. These groups present specific challenges to rural pailiative
care nurses, atd during participant observation periods it was noted that the
participants in this stnive to provide a high standard of palliative care to these
often marginalised groups. Describing some of the difficulties encountered with a
non English speaking patient, a nurse said:
We’ve got somebody on the ward right at the minute, who is
from a ... [non English speaking background], the family
dynamics are quite poor, and they have to translate for their
father...
The nurses have difficulty accessing professional translator services, and have to.
rely on family members or staff members who speak the same language. In rural
areas there are also the associated problems of providing care in small close knit
community groups, where conflict may ensue from seemingly minor actions.
A number of rural towns, particularly in the North West of Western
Australia have a high percentage of Aboriginal residents. Providing palliative
care that will meet their cultural and spiritual needs is a continuing challenge for

rural palliative care nurses. All of the nurses whose service provides care for

Aboriginal people are diligent in respecting their choices. “Smoking” of hospice .'

72



facilities is a ritual that palliative care nurses abide by, to make the hospice
environment acceptable to patients and their families. A nurse described this
practice as follows:
...if they have an Aboriginal person die in a specific room
that room has to be. smoked. As in their traditional, their
cultural procedures of smoking the room, getting rid of the
bad spirits. Otherwise, no one, if they know about it will go
into that room.... So | guess here, if we have an Aboriginal
person die, it’s a single room, they’ve got extended families
they’ll know about it. 1 guess the elders will come in and do
the smoking process.

The hospice environment is also able to be adapted so that it is as

comfortable as possible for Aboriginal patients and their families:
We’ve pot the outside area there, we’ve got fold up beds,
we’ve got whatever. If that’s where they want to camp that’s
where they camp. They don’t have to be treated in the
formal bedroom.

The palliative care nurses feel a strong sense of satisfaction when they are
accepted into the Aboriginal community in their area, and are able to provide
palliative care as needed:

So I feel like that is very special, we’re building up that
rapport there, and also nursing the Aboriginals at home,
That’s what they want. 1t’s wonderful.

Considerable effort goes into making sure that the palliative care service
provides care for everyone in the town, and an extra effort is made for groups that
are marginalised and hence may miss out on services, such as people from non
English speaking backgrounds and indigenous people. The care and attention that
rural palliative care nurses pay to learning about the culture, language and

religious beliefs of groups in their towns is a fundamental component of their

caring ethos.
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Working Together For Ou: Patients

Teamwork is acknowledged as an essential part of providing palliative
care. The subcategory of Working Together IFor Our Patients is defined as
working with other health professionals to ensure that a high standard of palliative
care is delivered, The interdisciplinary team provides a range of expertise and
experience that compliments the concept of providing holistic care for a
terminally ilt person, Although there is no doubt that rural palliative care nurses
strive to provide holistic care, they may do so with an unconventional team
approach. Some of the rural towns visited during this study did not have a wide
range of medical practitioners and allied health professionais to form part of the
palliative care team. One nurse, who works in a town where staff shortages are a
way of life, bemoaned the lack of a stable palliative care team:

R: Can you see any weaknesses [in your team]?

N: Yes | do. Allied health in this community are so busy,
and they are not always in town, It’s ... access. Ongoing
access and continuity. Even with the doctors. That’s going to
be the big thing. But ’'m aware of those issues, so we’ll just
have to address them as best as we can. They are keen, you
know, ... but once again they spend two or three days away,
whether it be North South, East or West. There are {only]
two physios, and there is just so much work.

Rural palliative care nurses do, however find ways to build teams that are
perhaps not conventional, but that work effectively for them. A nurse working in
an inpatient setting described her relationship with the domiciltary nurses in her
community:

We work very closely, because they continue on the home
care once the patient is discharged. And if there are any
ongoing issues we liaise and discuss. And often the girls will
come in, and I’ve got lots of education material, and I buy
books. And we’ll talk it through, talk about assessment, and

try things, they are part of the team. Definitely. Couldn’t be
without them, And they couldn’t be without us. Because



once they want to come in for respite, this is where they
come, And then they can come in at any time and continue
on their care too, if that is what the patient wants.

Despite the rural palliative care nurse’s resourcefulness in building a team,
there remain some barriers to organising a interdisciplinary palliative care team:

1 think we need to do some team building. In terms of trying
to find ways of working better together. Like some of the
doctors don’t like this business of “medicine by committee”
as they call it.

Overall though, the rural palliative care nurses in this study were observed to have
good working relationships with General Practitioners and other health
professionals in their communities. One nurse said:

...but I have found in palliative care that the doctors are
gaining more and more respect for your opinion, which is
really wonderful. I’'m noticing that now you know. ...And
we’re really getting that recognition from doctors and ! think
they are valuing our service now, and 1 think they are also
recognising that we can help them. And you know a couple
of times they might say “well what do you think?”. That’s
really good to know, that you're working together now, as a
team.

Rural palliative care nurses are positive in their comments about their
teams, and the efforts that the teams go to to ensure that other team members are
well supported, that patient care needs are met, and that the service runs
smoothly. One nurse praises her other nursing colleagues, saying that they
display:

... an incredible feeling [ suppose of loyalty to where they
are. Amazing the efforts that they will go to make sure that
whoever is coming on has got as little [as possible] to do,
everything is completely up to date. A lot of pride in
documentation, making sure things are done properly, and
really very keen on all following through the same way.
We’ve worked on that since the beginning, of seeing things
as a team. Some have strengths in areas that others don’t
have, and I suppose we’ve tended to work with that.
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There is a feeling though, from the nurses who worked in larger
organisations, that their managers have little concept of the palliative care nurse’s
role, and the immense workload rural palliati ve care nurses have. Management
are often ostensibly part of the palliative care team, but are sometimes perceived
to be unaware of the implications that their decisions may have on both the
individual nurse practitioner and the palliative care team as a whole:

.it’s just that there hasn’t been that recognition of palliative
[care], it’s taken a real back seat. I’'m feeling stronger about
it, I do feel like we’re starting to get more recognition.

A nurse manager who discussed her own experiences with palliative care
says that the opening of a palliative care unit in her area represented a new
experience for her. She admitted that when the unit was opened she had little
knowledge of the needs of terminally ill patients, how skilled staff had to be and
the demands placed upon them. Over time she has developed an increasing
understanding of the need to provide adequate numbers of trained staff to work in
the palliative care unit so that patients’ needs can be completely met,

Even nurses who work as part of an established palliative care team
appear to feel some degree of isolation, perhaps because they are generally the
only dedicated palliative care staff in the community. Questioned about the most
difficult aspect of rural palliative care practice, one nurses said that it is:

Working alone in palliative care. 1t’s too much for one
person, to have a patient load. 1 think there’s got to be
somebody for the lone palliative care provider. { don’t mind
it personally, I'm OK with it, but I’ve got opportunities to
debrief, with relationships I’ve built up here. You know,
professional relationships. But ] think it’s a much healthier
approach if there can be two people because I do find there is

a certain amount of dependence from patients when there is-
one person.
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However, despite this recognition of the need for a team approach to
palliative care delivery, funding constraints and only small numbers of términally '
it people requiring palliative care services in each community prohibit staffing

numbers being greatly increased.

Serving Many Masters

Rural palliative care nurses, when carrying out the myriad duties that are
part of their job description, ofien feel torn between the different areas and/or
health services of which they are a part. This subcategory, that examines the
reality of rural palliative care nurses being responsible to more than one
management body, and having commitments to two or more palliative care
services, has been labelled Serving Many Masters. The nurses may be employed
by a local hospital or domicillary care facility, and also be an active member of an
“integrated palliative care service” Although there is an expectation that they will
serve on such committees, they are often not given dedicated time during their
working day.

Several of the palliative care nurses discussed the implications of being a
member of an integrated palliative care service, which consists of four or more
different service providers combining to deliver a “seamless™ palliative care
service. Integrating with other service providers in this way is generally seen as a
positive step. A nurse said of the integration 6f services in the community where
she works:

I think that any group of service providers that get together to
work at a unified project can only be good. Because
everybody starts dropping down those parochial barriers, and
we realise that we’re not just pushing and shoving shoulders

to try and get a better place in it. What we’re all there for is L



to provide better care for our clients. And it’s really nice to _
see that happening. So you’re not veiled in suspicion and
concerned about whose turf you're on.

The nurses involved in this sort of service appeared committed to making

it work effectively, and were observed devoting enormous amounts of time and

energy to making the team function smoothly:

We were determined to make this work. Yes the difficulties
... still exist, but it’s not antagonism like there was before... 1
think learning to take off your own hat, ... | had to really put
aside my [hospital] hat to work within the service, ...[but] we
felt that we couldn’t stop what we were doing, we had to
keep moving forward.

However, juggling the commitments of working for a paying employer,

and continuing invoivement in a voluntary palliative care service is difficult;

It’s very difficult for myself because I really am serving two

masters. | work for [the hospital], and I was trying to support

the palliative care service as well. So there were some

conflicts there and really you did more and more in your own

time, because you couldn’t justify doing it in work time.
[The hospital] have been very supportive, and have allowed
me some non clinical time,

Despile the support of their employees, two of the nurses report feeling
uncomfortable spending paid work time doing tasks not directly related to the

organisation for whom they work. The nurses find that they are compefled to do

more and more work outside their paid working time, because they do not want to

appear to be shirking their duties:

R: What's the hardest part of your role in palliative care?

N: Just trying to keep focused on palliative care. My role is
not in palliative care anymore. [My employer] is very
generous, in as much as they know [ am involved in the
service. They are concerned that it is taking up a great deal
of my time, and that’s why I insist on doing it after hours, so

it doesn’t impact, and {my employer] is not meeting the cost -

of my time in palliative care. But something has to give.



Another master that nurses were observed to be serving is “normal ward
routine”, Nurses who _work'iﬁ a ho_spitail setting feel it necessary to take on aﬁ’ .
extra burdep, _sb that .t_heir pﬁlliative care role does not impact on the. |
ward/hospital routiné, and so that other nursing staff do not have an increased
workload as well. A nurse explained:

I have to be really careful, because if we take a less load,
what was happening was, and it stills happens, is the girls on
the ward take more patients, So then you take more load to
make sure your colleagues on the ward aren’t overloaded.

For this reason, it is not uncommon for rural palliative care nurses to have
one or two paticnts in the palliative care unit, and also have the responsibility of
looking after six or more acute patients as well. There is still a culture of rural
nurses having to “pull their weight”, and during participant observation periods it
appeared that paliiative care was viewed by non-palliative care staff as a position
that allows a nurse to decrease the amount of work he/she does. Rural paliiative

care nurses are compensating for this view by increasing their own workload so

that they may in fact do more work than their non-palliative care colleagues.

Maintaining Confidentiality

In small towns, nurses find that maintaining confidentiality can become an
issue. This section examines the challenges of maintaining confidentiality in a
close knit community. Maintaining confidentiality is a particular issue for the
rural palliative care nurses, who run a palliative care service and must make sure
that confidentiality is maintained by everyone who works within the service.

A nurse with experience in both rural and metropo]it_aﬁ ﬁa!li'at_ive' care

said:



I think really the biggest difference is people knowing _
everyone, and keeping confidentiality.

When everyone knows everyone else, it can be difficult to avoid others who want
to ask questions. A nurse explained how she maintains patient confidentiality:
And 1 do find, in something like that, I do find it really casy
io change the subject and just switch off. I don’t wish to talk
about my patients. So I don’t really find that a problem, I
can quite easily do that....Its happened to me once before too,
’ve been bailed up by someone;. “Oh this woman was a
friend of mine...”.
Maintaining confidentiality throughout the whole service can be a problem
in small communities, and difficulties may arise when choosing staff and
impressing on them the need for confidentiality:
...l mean Perth is a small country town when it comes to
confidentiality, and this is a small country town anyway.
You’d have to scrutinize and interview really very carefully.

In small towns it is inevitable that staff will know people for whom they provide

care, or they may share mutual friends. As one nurse pointed out:

You can’t do anything about that, and you just know that
you’re very confidential and hope it seeps through.

The rural palliative care nurse’s role in maintaining
confidentiality within the palliative care service can be a challenging

one at times,

Being Creative With Funding

This subcategory, Being Creative With Funding describes the
responsibility rural palliative care nurses have for securing funding for their
palliative care service, and discusses their search for new and different ways of
raising money to maintain the service. Funding issues were the_ most oﬂ_e_.n gi_tgd_



o 31mtatlon of rural palhatlve care nurses and all nurses who partlcrpated m thls

s "'study were observed spendmg a sr gm f' cant proportlon of thelr work tlme (ln

o severa] cases up to 25% of thelr workmg day) mvolved wrth fundlng related

: | matters Most servnces do not have recun'ent govemment fundmg, and mstead
~rely on fundmg supplled by grants from g,roups llke the Lotteries Cornmlss:on and
Rotary, or upon donations made from communlty groups, sporting clubs and.
individuats, Securing funding is a srgmﬁcant issue for rural palllatwe care nurses,
as their current precarious funding situation makes continuing high standards of
service provision difficult.

One nurse described how the entire hospice unit she runs has been
furnished by community groups:

..equipment has come from all community groups, whether
it be service clubs, craft groups, individuals, a lot of it has
come from individuals, They gave us [money] for that
electric bed and that alpha x-cell (mattress). The syringe
pump was donated by the Lions Club, they
fundraised...which they do every year....The sofas have come
from community donations, everything, ail of the tables and
chairs are from community funding. The brick pavers were
donated, the plants have all been donated.- Carpet was
donated by a private person, stereo was donated by a private
person, TV .video, microwave was donated by a private.
person. The curtains came from community funding, as did-
the slim line blinds. And all of the linen so far has been
donated by individuals. Vases, plates the whole bit. Every
time 1 saw a need for something, I 'sent out a letter, a general
community letter to a lot of places and they were very
fonhcommg CWA donated money, the pensroners league
donated the birdbath. Volunteers to rotary hoe, to prepare:
for the garden ciub to come and plant ail of thelr gear.

Another nurse explained how the hosplce bur]dmg ztse]f had been funded'.'

for the most part by communlty donatlons All of the rural palhatwe eare nurses



e m thls study were relrant to some degree on commumty fundmg to mamtam RS

. palhatwccarc servrces --

Allhough a great deal of money is rarsed for hosploe/ pallratlve care by
. commumty groups rural pallranve care nurses stlll f' nd 1hemsclves Jugglmg f unds _
to bc able to pay staff wages run cars arid provrdc nccessary equrpmem Onc of
the nurses desc_nbed her funding practices as crcatl ve:
I have to be creative with my funding. I'm not allocated any
money, | run on donations from community groups. [ pay my
RN’s like that.
Even with community donations, there are times when rural palliative care
nurses find it difficult to fund trained nursing staff to provide clinical palliative
care services.
Other nurses discussed how they have to work within specified definitions
to use the funding they are provided:
The funding is mainly for respite, so hopefully a little bit
‘more or less respite will happen, but that’s the only way to
get funding, as a respite service.

Another nurse stated:
There has been some palhatlve care. programme funds that
1ncreased last year. . .[but] that doesn’t meet our needs seeing
as we had 75 palliative clients last.year...So we decided that
those services provided durm;, 3 normal workmp_, y hours could
be dcemed a normal service. Those occasions of service that
occur-out of normal workmg hours (e a Saturday or .
Sunday, or nt ght) they were not normal and that’s what the

extra fundmg would buy. And that gobbl ed up that [money]
very qulckly

The nurses spent a lot of their. time. and effort attemptmg to secure

fundm g Some of the more unusual ways of ral sm g funds mclude a Sponsored N



endurance horseride,  fishing competition, cake stalls, quiz nights and even baby. -
shows.

Writing grant submissions to attempt to seé_ur_e ftilidi_ljg has become an
accepted but disliked part of the rural palliative care nurse role. Allof the nurses
have recently received some government funding, but found grant wn ting
something for which they had had ittle preparation, and for which lhey had little
time:

...you [have to] go into another domain like an administrators
role, which [ haven’t been trained in. If you’re on a ward
you know your forms and your paperwork, but this is
something that you’re going into that’s completely different
and really there are no guidelines, It’s not written down that
you have to have a report go out here, and you have a report
coming out here, you put your submission in here. It’s all
really finding out as you go along.

Discovering possible sources of tunding for palliative care happens in an
ad hoc manner. Nurses hear from another colleague or see an advert in the
newspaper and decide to submit an application “just to have a go”. Seeking
funding is crucial in that finances must be secured to ensure the continuation of

palliative care services in rural areas. As such the rural palliative care nurses are

all concerned with finding new and creative ways to generate funds.

Pianning For The Future

Making plans to develop and expand palliative care services in rural areas
is the concept explored in this subcategory. Self care and redUct_i_oh of workl_o_a_d
is the primary aim of most of the rural palliative CAre NUrses in_i_t_e_fy_iawed. ‘There IS

a recognition amongst these nurses that the amount of work they haveitaken'q'ri .



cannot be sustamed, 50 they are planmng to extend the staff numbers of thelr

' ser\nce 1f possnble A nurse explamed her w15h to delegate some of her workload
one of my next developmenta! ldeas lS to _L_,et a vol unteer | |

'coordmator ‘SoI'm hoping that that’s going to happen in the
future, and that the next [volunteer educatlon] course’ w1ll be:
developed and run by this person. “And the volunteer support
and rostering can be taken over by them which will reduce -
my hours. But also spread the work so that other people can
do it all... :

Other nurses have plans to employ more nursing staff to assist with patient
care tasks, to get assistance with office and administration work, and to increase
volunteer participation in services.

Securing regular education, for themselves and other health professionals
is also planned by most of the nurses. Asked what she would most like to see in
her palliative care service, one nurse replied:

... basically education. Just ongoing education. And offering
and knowing about new procedures, new treatments,
whatever’s going, I guess it’s just ongoing education. Being -
supportive, education to the staff, I’d like to see that be more.
This is more of an issue for the isolated nurses who participated, however, 'e'\_;_e";j. o
the difficulty associated with accessing education when a community is less than.
200 km from Perth can be considerable. Providing palliative care education in -
their own community is a priority for most rural palliative care nurses.

Rural palliative care nurses also feel strongly that i_noreas_ing_awa_r_ene;s:s _of- :
hospice/ palliative care, both among other health professionals and in the gen_efa]
community will be of great benefit to them., One_nurs_e said her aim is to h_aoe:- | =

..l think j Just more commumty awareness and jllSt

gveryone’s awareness.: Havmg a blt more recognltlon of' IR
palllatwe [care] Maybe because it s such 8. short term care

_ many pcop]es lwes and that s why 1t s not got that



recogmtlon I really feel that 1t needs more reeogmtlon,
because lt s not all doom and gloom llke.people _l‘mght thmk o

R ' The a,eneral expectatlov IS that mereased awareness wrl! help to educate £

L ipeople that pa!hauve care is a wable optlon for people wnh a tennlnal lllness " s

- Thls m tum w1ll encoura;,e more referrals to palhatwe carc scrwces in rural areas L

- and Wl“ also empower _eommun_tty members to request pa]_hatwe care. The_ e
palliative care nurses also hope that increased awareness will attract more
fundraising for their services, because without a reliable source of income the
service will be jeopardised.

Two nurses identified the need for improved grief support services in their
communities. Both stressed that unresolved grief was a frequently encountered
problem in their experience. A nurse said:

I think that our government has no understanding of the

pathology of unresolved grief. Especially in rural

communities, where peOpIe fust don’t have access to even.

the basic counselhng services. [ think that that is something

that must be looked at, Because I’d shudder to think of the

total pathological picture that unresolved grief causes,
There are few adequate services to address this problem in rural Western
Australia, however the problem is being tackled by several rural palliative care
services. However, several nurses have plans to extend their bereavement
services, and stress the need for services to examine the issue of non-hospice
bereavements and other grief issues that affect rural communities.

Several palliative care services have plans to develop i_npatient facilities as

a part of their service, or to upgrade the:r exl stmg mpatlent palhattve care

facilities. Other services al ready have mpatlent facmtles al though to date one has _




: : not been fully commlssroned The reed for surtable mpatlent serv:ces' appears to o

be w1dely accepted
: R -The general manager he 3 p,ot hrs |deas of what he wants thrs -
. ;developed to, the.nurse manager has g,ot her tdeas ‘the DON
- {Director of Nursmg,] has got her ideas, and they’re all’
: conﬂlclmg,, they ve all got dlfferem ideas ‘of what lhey want
to see....But as far as settm;, upa palhatwe care umt they are:
all very eager for that to happen.
For some, the planning of a new facility goes beyond merely needing a
building, it also represents a chance to develop relationships with associated
health services:
I think that that will enable us to do this work [together],
because we’ll be closer to one another geographically, and
‘logistically it won’t be so difficult. it will be easier for the
nurses to pop in and see their patient...

Planning for inpatient facilities necessitates nurses taking on new roles,

such as planning and commissioning buildings and arranging

appropriate equipment and furnishings.

Being Oth_er Places Too

The subeategory of Being Other Places Too examines the stresses
associated with havirrg professional commitments in areas other tharl 'patlia_ti_ye
care. Three of the nurses who participated in this st_udy are not _dedieete'd _
palliative care nurses. Each of them has responsibilities that requir_es:them_.t_o :
.work in areas other than palliative care at tlmes These NUrses were observed

Spe"de therr working day not 0“*)’ in the Pallratwe care. umt but also in the R

casualty department, and in the labour ward One told storles of ha\rmg I_to help 1n"'



| me'at;e-aaa recovery, -onﬂme-me'aieav'sa;gic_a;iw and in midwifery as well as
; cann;, for palhatwe care patlems

qunc oﬁcn ll‘you are shon slaffed emergencnes or :

- whatever you are taken ... no matter what you are domg, o -
~work in that other area. So you have to be really versatile,

and have a g,ood knowlcd ge of the overall runming of the

hospital.... it’s hard, it’s very very hard....Then | might add,

amongst alt of this, we carry a page, and are on the

emergency system. So whenever our page goes we have to

run,

Some of the nurses described feeling torn between their administrative and
non-palliative care responsibilitics and the needs of their palliative care patients
and families.

[’m part of the team here, so { have a loyalty to the hospital.
to work-in different areas of the hospital and to be supportive
to what’s happening in the hospital. And then just the fact
that sometimes | may coordinate the hospital, but that
doesn’t happen as often because of the fact that I normally
have to work in this one area, well, on this particular ward,
so I"m not as involved with the acute side of things. To
coordinate here you have to relieve in urgent care and ICU,
and it’s not something | relish.

Having to divide their work day up like this, and having to work in many
different areas is problematic for the nurses. This is how one nurse described the
difficulties she encountered:

R: How do you find changing between palhatwc care and the
acute care?

N: Very difficult, very difficult, as you’ve seen today. I'm
pleased that S is as stable as he is 1oday, and the family.
Because you have to prioritise and you’ve got to end up
leaving your palliative patients... We fought and fought to
make people understand our workloads. It’s very difficult
when you’ve got someone in a 1ermmal phase and you’ve got
four other patients on the ward. Four or five. So changmg
hats changmg your thinking pattem is not easy.




Having to have a working knowledge of so. many specialty areas is not
uncommon among rural palliative care nurses. There is also a feeling that other
nursing staff do not understand the demands of caring for a terminally ill person,
and feel that palliative care nursing 15 a “soft option™ that requires little expertise.
Having to be a nursing generalist as well as a palliative care specialist is difficult
for these nurses, because it requires having extensive knowledge and competence
in many areas of nursing. [t also necessitates balancing the demands of a
specialist palliative care role with other commitments. This compounds the
stresses associated with the rural palliative care nurses” role.

The category of IFearing Muny Hats, and the asseciated subcategorics
have examined the many separate roles that together constitute the rural palliative
care nurse’s role. The time devoted to {ulfilling all of these roles, and the stresses
associated with being multiskilled undoubtedly impact on the life of the rural

palliative care nurses, and contribute to the all-cncompassing nature of their work.

Being the Expert

This catcgory cxamines the concept of Being the tspert, that is, of others
having an expectation that rural palliative care nurscs will assume the role of
palliative care specialist in the community where they practice. Most of the rural
palliative care nurses who participated in this study are sole practitioners, in the
sensc that they are the only dedicated palliative care provider in cither the health
service Jor which they work, or even sn the town in which they work. Because of
this, there is oficn an expectation that the nurses will act in a consultative role,

that is, being the expent in palliative care. Related subcategones. The Sreep



Learning Curve-Starting Out in Palliative Care and Caring I'or Colleagues will
also be described.

Even the most recently employed rural palliative care nurses are looked
upon as being knowledgeable in the field of palliative care, when they are in fact
Just beginners in this area. For most this is an accepted part of their role. All of
the nurses make themselves available 1o other health professionals, including
those from outlving towns, should they require assistance in providing pathative
care. In general this is not a burden, but is actually a positive part of the rural
palliative carc nurse’s rolc. This is how one nurse described her palliative care
consultant role:

...there are the ones who nng vou a1 the drop of a hat because
there’s a pathative care patient there. Nothing that they can’t
solve, even though | do like to know that they are there for
the statistics.....And they ring you because you happen 10
have that role...~Oh myv God, better get her over here™.  And
then there are the ones who are really good. and document a
lot of stulT. and call vou for advice...and 1f | come across and
visd a patient. and | see something that probably could be
improved I suggest that maybe we could try it this way and
see how it goes. Thev are very receptine. Very pleased with
the input. | make life casier for them and the patient.

Somctimes the consuliancy role involves nurses offering advice to other
health professionals, particularly General Practiioners. While this type of
relanonship between  palliative care nurse practitioners and doclors sometimes
presents a probliem initially, the nurses work hard to maintain professional
relationships that facilitate the shanng of ideas. The rural palliative care nurses
who participated in this study found that the medical practitioners in their
communities were very pleased to receive extra help:

[ think it’s just one of those things, if someone else can pick

up on a bit of their workload, they re quite willing 1o pass it

a, % = =



on. ... If there is an issue, or if they want me to liaise with ...
somebody out in the community... yeah, they are very good.

This reciprocal kind of relationship between the rural palliative care nurses and
the doctors enhances the quality of patient care delivery by providing consistent
information for the patient and the family.

However, the role of the palliative care expert can be a burden,
particularly for nurses who also have commitments in clinical arcas other than
patliative care. One nurse described the difficulties she finds fulfilling her role as
“expert”:

1 guess the hard thing for me, this is only for me personally
though, is if they"ve got a palliative care {patient] on [the]
ward and they are having problems, and I'm working in
another arca as a ¢limical nurse, they nng up and they want
vou down there now. And I've got my role to fulfill on the
ward and [ can’t always lcave that arca and go and see the
patient. And ["m frustrated at that because [ can’t go over
and sort something out, and they are frustrated because |
didn’t go. It may be four or five hours before | get there and
i find it very very difficult.

As well as staff having the expectation that the pailiative care nurse will
be available as needed, patients and relatives often have similar expectations, and
want help from “the expert™, This places extra demands on the palliative care
nurse, and can leave her feeling dissatisfied when she 1s unable to fulfill all of her
commitments 1o her own satisfaction. The caring nature of the palliative care
nurses makes it hard for them to not provide care when requested.

Being the only expert in the town places extra demands on the rural
palliative care nurses, as there is no one to take on this role when they are not

available. One nurse lamented the lack of others to take on some of the burden of

being the expen:



What would make it easier is having other staff who are able
to, who are interested enough to attend education sessions
like 1 did, going down to [the city], and then coming back,
and working together. Because I'm it, I’'m the only
one....And it’s always too casy for the staff 1o say oh, she’s
the palliative care specialist. | wouldn’t say [ was a
specialist, it’s just an interest, and I’ve gained a lot of
knowledge. But I would by no means say that Fm a
specialist in that arca.

All of the palhiative care nurses involved in this study were observed
performing multiple tasks in their professional life. During participant
observation, it was noted that the rural palliative care nurses had a sense that they
were solely responsible for the completion of all duties, and thai they must take
on the ultimate responsibility within the palliative care service. Ofien the rural
palliative care nurse is the only person in the commaunity providing a palliative
care service, and if the service is to continue they have to keep performing all of
these roles.

So, you are fairly well a sole practitioner in this arca. Very
much so actually. It's when 1 look back | think “yeah, how
did 1 do this?". And people you know, I've asked...for
information, and they are too busy. It's very difficult.

Some of the nurses expressed hope that as more people became aware of
the role they were playing and the needs of the community, they would no longer
feel compelled to do everything required to maintain the service:

...there’s just you. That will change a bit, and come with
education, and people getting more confident. Hopefully it
will anyway. I mecan, | cant do it, and | accept that. |can’t
do cverybody's joh, because everyone is good at something,
and you can’t be good at everything. There are always other
people who can pick up somewhere else. 1t’s just making
them aware that they can do it just as good.

At times the rural palliative care nurses also take on a more formalised

“expert” role. They are ofien responsible for teaching other staff about palliative

N



care. This lﬁay involve teaching volunteers who work in the service, but several of
the nurses also provide regular education sessions for other health pmféssidnals.
One of the nurses now laugh about commencing the role of palliative care nurse,
and having to prepare a volunteer training course immediately after beginning.
The task was daunting, but it was completed, and now similar courses are run
regularly. This educator role is one which often develops as the palliative care

role expands, and the nurses’ expert status gains credence.

The Steep Learning Curve - Starting Out In Palliative Care

This section discusses how commeancing in the rural palliative care nurse
role necessitates acquiring targe amounss of knowledge about palliative care
service delivery. Several of the rural palliative care nurses who participated in
this study had no previous palliative care experience, and started out with nothing
but a great deal of enthusiasm. One nurse said:

And I really didn’t realise at first how specialised it was. But
that’s not a problem.

Despite having littie knowledge of palliative care. and indeed little
knowledge of how to develop a new service, the nurses had been charged with the
responsibility of providing palliative care to their community and were expected
to deliver. Often they had no help from anyone:

There is very limited suppont, and very little input from
anybody clse, I"ve just been left to my own devices, 10 set it
up the way [ would like to see it. I Fthere have been some
curly issucs I have sought advice but... .there is no commitiee
per se, to help, and 1 have just rung around to other places to

get ideas and see what they have done, and what’s in place,
and things like that,
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Despite the stresses of not always knowing what to do, and the pressure to
perferm, the nurses described their start in palliative care as a cﬁallenge and.
expressed satisfaction at a job well done:

...s¢e this is all new, ... But there’s nothing written, in
concrete. So you're really thinking what would I change
another time? | wouldn’t change anything I’ve done.

One of the nurses was approached to set up a pailiative care service, and
was employed by a health service to do so. Despite this service wanting a
palliative care nurse, there were no guidelines in place, and this nurse didn’t even
have a job description when commencing her role. [n fact, one of her duties while
setting up the service was to write her own job description.

Although the nurses are confident in the quality of the service they
provide, they do bemoan not having other people to compare themselves to, and
welcomed the chance to talk with someone else to get another perspective on their
services;

It’s good 10 get that feedback, because you’ve got no one to
compare anything with.

Despite often only having limited palliative care experience when
commencing in their role, educational opportunities are limited for palliative care
nurses working in rural areas. The monetary and time costs associated with
traveling to Perth for education are prohibitive, and causes the rural palliative
care nurses to seek knowledge from altemative sources. Most of the towns in
which the nurses in this study work have received one or more educational
workshops from palliative care professionals based in Perth, who offer their

services to country towns.
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Holding these types of workshops is a costly option. Some of fhe servi.c.e_s
were able to access some funding from scholarship funds, and from businesses
who sponsor educational events. This lessened the cost and makes these
education sessions a viable option. There is also a yearly televised course in
which nurses in rural areas can participate, again run by palliative care nurses in
Perth. This link up is a valuable source of knowledge for rural nurscs.

Although these education sessions are valuable, they are generally not
aimed at the more experienced nurse practitioner. Because the numbers of rural
palliative care nusses are small, it is impractical to hold seminars for them in the
many towns throughout the state. This leaves the nurses the option of traveling to
Perth for study purposes. However a nurse explained:

...It"s costs, education costs, the distance, we're
geographically isolated, it’s the cost of getting to Perth.

Often, the nurses just learn what is needed as they go along, seeking
appropriate literature and reading in their own time. Of course, there is also some
difficulty associated with accessing professional literature, though the advent of
electronic media such as the internet in rural towns is lessening this problem. ltis
interesting 1o note though, that some rural towns have only had affordable intemmet
access since carly in 1998, so this is a new option for some.

Opportunities to access palliative care education are limited by
geographical isolation. Nevertheless, rural palliative care nurses are expected to

have adequate knowledge to perform their clinical role competently,
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- Ca_rii]g' For Colleagum o
3 Cai‘iﬁg_i'sji_ah 'ackh('_j\_\?l'cd'ged__ partof the rural i:iia_ll_liz.it_ive tﬁ_ﬁfé_’nufses_"_ role.

“This subcategory examines specifically the .ru.ra__l ‘palliative care nurses’ role in
helping and supporting other people involved in the palli;itivc care service, and
the expectation that the rural palliative care nurse, as the head of the palliative
care team, takes responsibility for caring for other palliative care staff who work
in the service. The rural palliative care nurses’ caring role includes not only
palliative care patients and their families, it is extended to encompass colleagues
and sometimes the wider community as well. One nurse deseribed her perception
of the importance of caring for other palliative care staff in her role thus:

... what I sce as the most important thing is getting nurses on

board, and getting a good rapport, and keeping them

interested.  Also getting the rappon with the hospitals,

doctors, so there’s an awful lot of networking as well in this

role.

Several of the nurses appear to be a safe haven for other staff who are
troubled, particutarly if a death has been traumatic, or they have suffered a
bereavement in their own life. One nurse said:

..PCA’s [patiem care assistants}], to enrolied nurses to RN’s
[registered nurses]...as you saw today, they will seek me out,
and come and talk to me if they™ve got a problem or just ring
me on the phone. .

Several nurses have offices that are quite isolated, so that staff feel
comfortable secing them if they require support. Providing this son of informal
support is an invaluable service for other stafl members working within the

palliative care service, but at times may impact on the nurses’ already limited

time.




Sopie other services have a more formal support network, whereplanned .
| teﬁ_rﬁ.'rﬁéc'tings até used for debrieﬁhg: |
| am part of the be_rcavémenl support group. ... And lamthe
counsellor on that group....So we meet once a month to -
support ¢ach other and review our practice and introduce -
new situations.

Another nurse supports her tcam members by assisting them with the
initial patient assessment on admission. In this way she is not only aware of what
is happening in the service, but has a working knowledge of a situation if
someone needs to debrief, and can step in and complete clinical requirements if
the staff need some respite:

But I feel that that's like a [part of my| role, you know, going
in, seeing them, supporting the nurse on the first visit, ... and
that’s working fantastically as you can see. And then if it’s
getting heavy, | can be there as an extra nursing hand if that’s
what’s neceded.

The rural pailiative care nurses that participated in this study showed great
insight into the need 1o be supported when working in palliative care, an area that
may be stressful and draining for staf. Although they may differ in the approach
that they take to support their colleagues, all of the nurses are available to others
who need help, and give their time willingly to help other palliative care
professionals. A nurse, when discussing her support role said that she endeavours
to:

...allow plenty of time to debrief, which often means staying
back a little fonger, and they’!l ring me at hone and stuff.
Which is fine. You know at times you think “huh”, and my
husband says “it’s work again”, but often particularly for the
enrolled nurses, they are there on their own, so if they’d

rather ring me, and !'d rather they did that, and talk about
what’s happening. And then they are reassured.



| Bemg avallable at all tll'l'ICS for others demonstrates thc capaclty for carmé, and .
'compasswn that isa hallmark of the mral palhalwe care nurses Il'l thls study .
H_owever_, at times the expectation that the rural palll_atwe care nu:_sg_s wlll_be _ o
_a'vailablc_: for a_ﬁyone who needs assistance is a burd(_:h, bani_cul.';ﬂy as ihe__réis :
ofien no support for the rural palliative care nurses when needed.

Being the Expert places a burden on the rural palliaﬁvc Care nurses, as
they strive to meet the expectations of others. The strain that this causes the
nurses impacts on their daily life, as they devote increased time 1o completing all

tasks related to their “palliative care expert” role.

Surviving In Rural Palliative Care

This category cxamines the coping strategies that rural palliative care
nurses use in their professional life, including seeking support in a difficult and
demanding role, and finding rewards in palliative cane. The category was
developed from several concepts, identificd during the coding process, that
examined different coping mechanisms and sources of support for the nurses.
The subcategonies discussed within this category are: Joining Together: Finding
Other Country Colleagues, Connecting With the City, Being Supported By the
Community and Finding Rewards.

Few would doubt that working in an area such as palliative care can be
demanding and emotionally draining at times. For palliative care nurses in rural
areas the demands of the job are exacerbated by the conditions under which they-
work. These nurses generally work alone, or in small teams, and lme

considerable responsibility. mherem in their posmon as a solc pmcuuoner These
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" potentlal stressors for rural palllatwe care nurses are combmed w:th msecure and |
. often madequate fundmg, and oﬁen ]mle preparatlon for thenr role All nurses
expressed the. need for some support to be able to survwe in pall:auve care.

Awareness of the need for supporl and underslandlng from those close to.

them is acknowledged by all of Ihe participants in l_lus study. However, the
tendency to overlook this need, and to put others first is atso acknowledged:
| think the one thing that we’re not good at as nurses is
{taking] time out, and recognising that we may also need
some, not counselling, but, you know, we forget to look afier
ourselves basically. *“We can cope, wecando it™. 1t
becomes very hard, very hard, very draining.

The need to take time out, and be away from the demands of palliative
care is recognised by the nurses. One nurse described her approach to sustaining
her energy in a job that regularly places great demands on her:

1 do recognise that you can’t keep doing it forever, and
certainly the pace that. most palliative care nurses work....and
[ have taken breaks... and have done something different.

The greatest source of support for the nurses in this study was their family.
Having family members who understand the dilemmas faced living and working
in a small community provides the succor that the nurses need to be able to
“recharge” and continue their work. A nurse working in a small town discussed
the support she gets from her husband when she is caring for a friend:

... well, he’ll be understanding, but he knows when there is a
family member who | know that is terminally ill, he accepts
that, and he supports me that way. That’s the only support
that I’ve found you get. Occasionally you'll get staff saying
you’re doing a good job, or hang in there, you know, that

kind of thing, but I think it’s family that support you the
most. It is very very difTicult.
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As well as famnly, other health professmnals are cited as bemg supporlwe
_ when needed lnterestmg,ly, few of the people lhe mral palllatwe care nurses -
' _Issted as bem;, supporlwe work directly in the palhalwe care team The support o
-for the rural palllatwe care. nurses lends lo be more mfonnal in nature and is
sought from fnenc_lsm_the workplace rather.t_han palllall ve care:col leagues.

The lack of professional support is an issue for some nurses. This seems
to be particularly true for those who work for a larger organisation, of which
palliative care is only one part. One nurse told of the difficulties of working in an
environment where other staff members have little insight into the stresses she
encounters tn her work:

I know they would be supportive, but it’s like being a, what’s

that, a chameleon? Can vou sce that? And | suppose 1t’s my

nature, | suppose 1t’s something 1 should leam, that not
-everyone’s like me. You know, because 1'm very feeling and
understanding of other people, | sometimes think I wish other

people could be. But then they are coming from different

directions. Everyone’s doing their own thing,

It seems that a lack of understanding of the rural palliative care nurse’s role on the

part of non-palliative care colleagues possibly contributes to their i_n:ib_iiit& to:

provide support.

Joining Together: Finding Country Colleagues

The subcategory of Joining Together: Finding Country Colleagues is
defined as finding other rural palliative care nur_ses with whom ideas can _b-e
shared, and frustrations discussed. Other country palllalwe eare nurses are a

valuable suppon network. Rural palllatwe care nurses feel that Imlung wnh otherﬁ o
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' ._palllatwe care coI leagues isa wtal way of galmng mformatlon pamcularly when o
'_scttmg= up a servnce One nurse statcd that

You have to, you have to llalse wnh other areas\m the same L .'
f eld.. Because there have been no g,uldellnes

Conn_c_cu_ons _\mh other rural m_irscs 'prpvn_d_e insight and |dcas lhathave -
already proven to be cﬁ'eclive in rural areas. One of the_sen'icés_' | vi_si_te& has a '
flourishing volunteer service, which was orchestrated with the help of another
nurse who had already set up a service in her own town. The experienced rural
palliative carc nurse provided assistance with recruiting and training volunteer
carers, who form a vital part of the palliative care service.

Unfortunately, like connections made with palliative care professionals in
the city, connections with rural counterparts are made on an ad hoc basis. Often
the isolation of towns, and the vast distances between them, prohibit nurses
developing relationships with others. Opportunities for “networking™ and social
interaction are few for nurses in more isolated areas, limited by the prohibitive

costs and time involved in travel.

Making City Connections

The subcategory Making City Connections is defined as rural palliative
care nurses seeking guidance from palliative care specialists based in large
-metropolitan health services. Having a connection with palliative care institutions
in Perth is of great comfort and support to many of the nurses, particularly those
who are beginning palliative care practitioners. None of 1he rural palliative care
services have formalised links with metropolitan services, but most of the nmses
have met city based paliiative care professionals at conferemesand wmtshops, —



and make contact with them if they need information or clarification of issues. A

- nurse explained her connection \i'(ith:me'tropolitan palliative oafc ser_vit:es as; v

\\ell ! havea relallonshlp w:th [a city palhatwc care
semce] and | go up there for 2 or 3 days every year to
update myself. And so does one of the casual nurses, I send
uponca year. And we also have a relationship with the [clty
hospice] in that we always get their videos and workbooks,
and 2 people, a nurse and a volunteer always go up and do
the [palliative care] course. And if there are any questions
they want to ask [ ring ... And they have also been helpful to
me and the office manager in terms of trying to setup a
sensible administrative structure. So they are helpful in that
way as well. So we do have a link with them.

One country hospice has a reciprocal arrangement with a city palliative
care professional:

... she comes down for 2 weekends a year, lives in one of the

volunicers houses... for 2 or 3 days, and does a workshop in

return. So she always does the last workshop of the

volunteer course which | run twice a year,
This arrangement is undoubtedly satisfactory to all of the people involved, and
provides an invaluable service to the rural community, as well as offering support
1o the rural palliative care nurse.

The lack of a formalised relationship with a metropolitan institution is
lamented by seme nurses, particularly those just establishing services in their
communities:

‘No, they don’t come to me. [ know { can go to them. No,
they never ring me. | get the palliative care brochure from
the West Australian Palliative Care Association, and that
kecps me a bit up to date with what is going on. The Rotary
¢ oltage Hospice, they send me all their regular handouts,
like the courses they have on, but no, nothing. ‘No talking or

anything like that on the phone, like chit chat, unless I call




.T.he absence of regular support and assistance from experienced palliative
care professionals makes the initial setting uﬁ ofa palliitive care service
problematic at times, and the expertise qf others would assist grutly_in the carly
stages of developing a rural palliative care sérvice. A city connection would also
help beginning nurse practitioners gain confidence in their own decision making.
Several nurses noted that not having anyone who they could “bounce ideas off”

made them feel that they carried the burden of providing palliative care alone.

Getting Support From The Community
This section examines how the rural palliative care nurses receive support
from the local community, generally in the form of fundraising or as a voiunieer
workforce. The enthusiasm and willingness of rural communitics to assist with
hospice services in their town is a catalyst for the commencement of palliative
care services, as this nurse explained:
... iUs very overwhelming, they are very supportive. IU’s new,
something new, and the people that are most interested are
older people....Oh, they’ve heard about the Cottage Hospice
in Perth, and that’s where their friends go, and they have
visited people there, so they've seen the setting, and they can

see there's a need. There’s a need here in {town] to keep
their family members and their friends here as long as

possible.

Many of the observed rural palliative care services are community funded,
and run by a committee of community members. Several nurses discussed the
apparent passion in rural communities for palliative care, and the commitment of
rural people 10 the maintenance of services in their town. One nurse described the
community’s feelings about the hospice unit;

The willingness to leam and change, and aghin with the
community...most people have had an experience with
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hospice, it’s very close to the hearts and there is a real
ownership. Because we are not funded, basically our hospice
is funded by the community, and so there is this ownership of
1t that [ don’t think vou gct in these really big funded type
operations.

The rural communities visited during the data gencration process seemed
to cmbrace palliative care services as their own, and donate enormous amounts of
time, effort and money o cnsunng the success of these fledgling services. As
previously noled, many of the rural palliative care services that participated in this
study rely wholly or in part on funding generated from community sources. The
efforts of community groups fundraising for a palhiative care service were
described by one nurse:

I was never advised about any funding, so then I saw that
maybe community funding was the way to go. So I spoke at
various groups. Each time [1] spoke to one group word
passed around to another group and they invited me back. So
1 did lots and lots of speaking out of hours, and they were all
willing to panticipate and fundraise very gencrously,

The willingness of the communitics visited to back a hospice or palliative
care service in their town helped to make the service successful, and to remain a
viable health care option for these communities, Community support is also often
an incentive for nurses to work hard at ensuring the service provides optimum
care for community members. As a nurse pointed out about the service she works
in:

Oh, it’s definitely a community thing. In fact to be a part of
that you have to embrace them as well....What I love
particularly about being in a rural area is how resourceful
people are. I love their attitude, and I find it very rewarding
to assist people first of all like I said to live their life the way
they want to as much as possible, but empowering people
and their families to share in that, encouraging them tobe a
part of that, and making it a very special time. And I find
that, in my experience again, rural palliative care people,
certainly in this community are very keen to do that. I found
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in [the city] that there was an expectation that, “oh we’ve got

services here, so we’ll use them™. People, families, extended

families, friends, relatives are too busy it’s a ratrace. People

up here they might be busy, they have to work, but they still

find the time, and certainly I think their employers are a bit

more understanding, everybody helps each other, and | think

that ... they just take responsibility, and { find that very

rewarding to be a part of.
This willingness to participate in providing community services, and to take on a
caring role, was prevalent in all of the rural communities that { visited.

Considering the funding crisis in Australian healthcare, and the difficulties
recruiting staff in rural areas, volunteers were observed playing a large role in
staffing rural palliative care services. The role played by volunteer workers is
invaluable, and the experience of working with volunteers is a positive one for
these nurses:

...the volunteers we’ve seen come from all different walks of
life, professional people rubbing shoulders with people who
have been unemployed for many years. All working together
in palliative care. A kind of family is formed. And the
commitment of the volunteers, and the willingness to learn,
and the support. It’s just fabulous. And to get feedback from
them just is amazing.

The support of the community in which they live and work is cited as vital
by the participants in this study, because community support enables them to
continue to provide care when needed. Not only is the financial and physical
support a crucial part of maintaining an underfunded service, but the recognition

and appreciation of their efforts go a long way in encouraging these nurses to

persevere in ‘what may sometimes seem a thankless task.
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Finding Rewards
This subcategory examines the way that rural palliative care nurses are
sustained by the rewarding aspects of palliative care nursing. The rural palliative '
care nurses with whom I have spoken acknowledged that their chosen path is not
always easy, and that at times the support they receive from others is less than
optimal. However, all were quick to add that they love the work that they are
doing, and would not want to work in another area. The caring component of the
rural palliative care nurses’ role is described by all of the nurses in this study as
the most rewarding part of iheir role;
I'’s when you get in the room, and you close the door, and
you’'re just in there making a difference to the patient, you're
Jjust in there giving the best care you can for your patient.
And seeing families respond, and secing peopie respond that
have come in with symptoms out of control. Just knowing
that you are doing it right. Not that you always get it right.
The actual hands on nursing part is really rewarding.
Asked to describe what kept them going on days when things were
difficult, the participants most readily identified the satisfaction of seeing a

patient respond to the care that they receive:

People are just so grateful for the little things that you do.
The gratefulness far outweighs the Little bit that you did.

Another nurse described her reasons for staying in palliative care as being mixed:

1 think it’s a personal thing, it’s something [ set outto do, as |
said I could see a need, and it was a big need. There was a
deficit in the hospital situation, patients were coming in for
respite, and it’s a goal that [ want to achieve, it’s a personal
goal. And also for the community, Because they are so
supportive, and so behind it, and so enthusiastic. 1just
couldn’t dampen their spirits. 1 just couldn’t, evenif]
wanted to I wouldn’t. You know, the support has been just
incredible. Absolutely incredible. '

105



Recognition of the role that they play in their respective communities is
another thing that is an incentive for rural palliative care nurses. One nurse told a
story about how her manager had a talk to her while doing a perfdr_mance
appraisal:

And it was really good for me, and [ feel certain it was
probably good for her. She said “Oh gosh, you’ve done so
much™, and she was really pleased to know. But no one
notices. And you know | think nurses we're fairly
“recognition people™. We like recognition in some form,
And with patients you get recognition by, you know, doing
something and then you’ve made them feel better. And so
you get that nice feeling. It's a feedback thing isn't it?

Rewards also came to the nurses from unexpected sources. One nurse told
how satisfying it can be having student nurses spend time with her. This sharing
of the hospice ideal is not only an indication of the dedication the nurses have to
their chosen profession, but can also yield rewards too:

...| actually had a real reward the other day. [A student] rang
up wanting me to give him a reference. But he also said “I'm
really pleased | worked in hospice for those few months. |
really got to know what basic nursing actually meant”. And
that was great. And he said about how you put love into it.

For this nurse such a simple tribute meant a great deal, and provided the
inspiration to keep going in her demanding role. Rural palliative care nurses do
not advertise their dedication widely, but do gain satisfaction from recognition
and appreciation of the role that they play in their communities.

The category of Surviving in Palliative Cure has examined the coping
strategies that rural palliative care nurses employ to survive in their often
challenging and sometimes stressful professional role. These strategies ensure
that while the nurses may Live Palliative Care, they are able to cope with the

stressors that such a demanding professional may entail.
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Conclusion

This chapter has prcsentéd the findings of this research project. The centr.al.
theme that emerged from the data, Living Palliative Cure is explained, as are the
three related categories, Wearing Many Hats, Being the Expert, and Surviving in
Palliative Care. Subcategories within each category have also been discussed.

Exemplars from the interview transcripts and fieldnotes were used to clanfy

points.
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CHAPTER FIVE

Discussion

Introduction

This chapter discusses the findings of this research project. The
discussion will examine methodological considerations, theoretical issues, and
implications for clinical practice. Recommendations for research, education,
administration and practice will be presented.

This research has developed a conceptual framework that describes the
basic social processes associated with rural palliative care nursing. The central
theme Living Palliative Care discusses the all-encompassing nature of the rural
palliative care nurses’ role, and the effect that this professional role has on all
aspects of the nurses’ lives. Three related categories were developed from the
study. The first, Wearing Many Hats examines the various roles that combine to
form the overall rural palliative care nurse role. The category of Being the Expert
discusses the expectations relating to the rural palliative care nurses’ role as
“specialist” in the community where they practice, Finally, the category of
Surviving in Palliative Care examines the coping strategies employed by the rural
palliative care nurses to lessen the stress related to their professional role. This
category also examines the rewards the nurses identify in their role. These
findings will be discussed in the context of the existing literature, and
recommendations for nursing will be presented based on the findings of this

study.
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ethodological issyes |

Three arcas of methodologigal_ significance have been identified as having
had an impact on this research pfojecl. They are limitations in the sémpling
procedure, issues associated with conducting research involving professional
colleagues and personal friends, and the effect the researcher had on the care
settings during the participant observation/data generation process.

In accordance with a modified grounded theory methodology, the
sampling procedure followed for this study was theoretical in nature, recruiting
participants who had specific characteristics that would enhance theory
generation and provide data to fill in gaps in knowledge (Corbin, 1986). The time
and financial constraints associated with accessing care settings in rural Westen
Australia, as well as the constraints of Masters level research limited the sample
size to five care settings and six participants. However, this number of
participants was sufficient for redundancy of information to be noted.
Sandelowski (1995) cautioned that sample size is not always representative of
quality of data generated, and that “small is beautiful” (p. 179) in some situations.
The data generated for this study was rich and dense, and as such it is considered
suitable for the level of research being conducted, and was adequate to meet the
stated research aims.

Conducting research with participants known to the researcher may be
problematic and pose ethical dilemmas for the researcher (Ribbens, 1989). |
Several of the participants in this research we.re known to me p:rior to-

commencement of the sampling process, _énd I was also familiar with one of the |
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care settings, having lived and worked there myself. Despite concerns thﬁt
personal preconceptions might possibly bias data generated when panicipéms are
known, the interviews with _panjcipants already known proved to be efficient at -
generating rich and detailed data, because there was no need to spend time
developing mutual understandings and trust. Cotterill (1992} discussed the
difficulties associated with interviewing friends for research projects,
commenting on the problems of knowing whether information disclosed is done

in a “friend to frnend” manner, rather than as an “interviewer to participant™. In
this study information was at times disclosed that was not appropriate to be
quoted in the text of this project. However, on each occasion the nurses
concerned added a qualifying statement such as “I hope this won’t be included™.
In these instances the specific passage of the interview was excluded from the
coding process. However, the impressions generated by these comments were
included in memos, and form part of the researcher’s overall impressions of the
setting.

Having prior knowledge and experience of the participants and settings
proved to be an advantage to the research process, Patton (1990) noted the need
for researchers conducting fieldwork to learn the “native language™. Having had
personal experience in rural palliative care nursing in Western Australia resulted
in a deep understanding of shared meanings, and increased reciprocity in the
interviewing process (Cotterill, 1992). Furthermore, the shared “black humour”
of palliative care nurses noted by MbNamara {1996) assisted in setting the

conversational tone of the interviews, that in tumn assisted in generating data that

did not seem stilted and contrived (Fontana & Frey, 1994).
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| The final methodological consideration is the effect of the researcher on
the caré settings m the sample. The duration of participant observation for this |
study was .limiled égain by time consimints, and may have contributed to a
skewed view of the palliative care settings that were observed. Gerrish (1997) |
cautioned that be some distortion of any setting where a researcher is working is
to be expected. In this study, several nurses “saved up™ tasks that they considered
more interesting for the days that the research was being conducted. This may
have led to an over representation in the data of palliative care activilies,
particularly when participants had non-palliative care commitments in addition to
their palliative care role. Generally, in anticipation of my visit, the nurses would
plan to spend more time than usual on palliative care activities. Other nurses with
a more palliative care focused workload may have over-represented the amount of
time spent in the clinical area, as this is the part of their role that they feel
warrants most attention. This distortion of the care settings may have been
lessened by increasing the duration of participation observation, allowing the
researcher to become a more accepted part of the environment {Patton, 1990).

In summary, the methodological issues of significance in this study are;
the limitations of sampling related to time and access issues, working with
research participants known to the researcher was also a consideration, although
in this study it appears to have been a positive factor in data generation, and
finally, the effect the researcher had on the research setting is accepted as being a
contributing factor to possible inaccurate representation of care settings and the

professional role of participants.
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Theoretical Issues

The major theoretical issue noted in this study is the néed_fof further
information relating to the degree of association between the categories identified
from the data. Thé diagrammatic representation of the _relﬁlionship between the
central theme of Living Palliative ( .'uré and the related categories of Wearing
Muny Huts, Being the Fxpert and Surviving in Palliative Cure represents the
reiationship between these elements of the conceptual framework developed in
this research project with a dotted line, indicating a lack of data about the degree
and strength of relationship between categories. Categones are also presented as
inter-connected, but the degree of relatedness between categories was not clearly
revealed in this study. For example, it was apparent that the categories of
Wearing Muny Huts and Being the Expert overlapped in the area of assuming the
role of palliative care educator, which may be considered another “hat” that the
rural palliative care nurses wore, and also a component of the palliative care
“expert” role. Furthermore, Weuring Many Hats and Being the Expert overlap
with the category of Surviving in Falliative Care when considering the
educator/expert role, because assuming multiple roles, and rﬁeeting both personal
expectations and the expectations of others required the rural palliative care
nurses to develop coping strategies that would facilitate survival in an often
difficult and challenging professional role. Other areas of overlap between the
categories include: the relationship between the concepts of Just Being a Nurse
and Finding Rewards, and the apparent connections betwecn Caring for
Colleagues and Caring for all People. However, despite some of the relatedness

between the categories being apparent, the limits imposed on the theoretical
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sampling procedure used in this research project may havc_ prevented fmlhcr data
being genefaled that would have provided more detailed information on the
relationship between the categories and the central theme. |

The concept of palliative care nursing being an all-encompassing role is
one that has not previously been identified in the literature. Hegney (1995) and
Thornton (1992) both identified the social aspects of being a nurse in a rural
community, including extended working hours, community expectations of
constant availability, and loss of anonymity. However, while these two studies
present the social cost of rural nursing as an often negative experience, the nurses
in this study did not cite these areas as being of major concem. This is perhaps
because the nature of palliative care nursing allows the nurses to find rewards in
giving patient care. This idea is supported by McNamara (1996), whose research
found that hospice nurses were sustained by the ideal of providing patients “a
good death” in what has the potential to be a stressful professional role. However,
the impact of living immersed in a demanding profession such as palliative care
nursing requires further examination.

This study found that there was a need for rural palliative care nurses to
develop coping strategies to facilitate survival in their profession. Other research
has examined the relationships between the issues identified. Several studies
have found that teamwork and collegial support is a major factor in relieving
work related stress, and thus assists palliative care professionals to cope in théir
work environment (McNamara, Waddell & quvin, 1995; McWilliam, Burdocic &
Wamsley, 1993; Vachon, 1986). However, the relationship between copiné

strategies and teamwork is not clearly established in the rural palliative care
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setti_n'gr. It seems !ikely. that lbc coping stralegm employed by rural palliative urc
nurses are focused more on family suppoﬁ, and the sustaining aspects of the
pall'ialivc care nurse role. Teamwork is an identified slnissor for some ofﬂle |
nurses, and poses challenges not noted in literature relating to metropolitan
palliative care. However, some nurses also cited members of their tcam asa
source of satisfaction and suppont. This seeming paradox suggests the need to
further examine the relationship between the rural palliative care nurse's role and
it’s associated stressors. The need 10 employ coping strategies to survive in the
rural palliative care nurse role is also not fully examined in this study.
Furthermore, the effectiveness of the coping strategies employed is not explored.

Examination of related research suggests that the concepts developed that
relate to rural palliative care nursing practice are unique, and further research is
required to develop a conceptual framework that demonstrates the strength and
direction of relationship between the central theme and associated categories.

in summary, the conceptual framework regarding rural palliative care
nursing that was developed in this research emphasises the relationship between
the central theme Living Palliative Care, and the categories of Wearing Many
Huts, Being the Expert and Surviving in Palliative Care. However the degree and
strength of the relationships is not fully understood. Therefore, research is

required to further examine these concepts.

Clinical Issues
Two clinical issues of importance to rural palliative care nursing have

been identified in this study. Firstly, there is a clear need for palliative care B
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education 1o be more accessible to rural palliative care nurses. Secondly, the
identified stressors and Iaﬁk:of 5dequale social and profeSsiQna] suppﬁns sﬁggés;t' - | -
that issues of self care are of importance to the wcll-b.eing.of rural palliativc _c_a're" B

This research project has underscﬁred the need for cducat_ion.to be made
accessible 1o rural palliative care practitioners. Having to meet the expectation of
being an expert palliative care clinician with inadequate educational opportunities
is undoubtedly stressful at times. Glen and Waddington (1998) studied the
transition between Staff Nurse and Clinical Nurse Specialist (CNS) roles, and
found that role overload and role ambiguity are sources of stress for the new CNS.
Role overload is described as occurring when “expectations and demands of the
job are in excess of the ability, or perceived ability” (p. 287) of the nurses. Role
ambiguity occurs when expeclation;s of the CNS are unclear. Both role overload
and role ambiguity were problems identified by the rural palliative care nurses in
this study. Although all of the nurses in this study now feel able to perform their _-
duties adequately, they did suggest that they felt inadequately prepared when
commencing the role of rural palliative care nurse. More adequate preparat'ion. for
this specialist role would improve standards of patient care in rural areas and
decrease the stress associated with commencing the rural palliative care nurse
role.

Furthermore, numerous studies into the support needs of palliative carc
patients and their families have found that information nceds are ranked as
extremely important (Hamington, Lackey & Gatés 1992; Hileman & Lackey,

1990; Hileman, Lackey & Hassanein, 1992; Hull, 1989; Kristjanson, 1989; N i



Longman et al., 1992; Wingate & Lackey, 1989). Studies of rural patient and
caregiver needs noted that rural pcople.described'théir information needs as more
important than people in metropolitan areas, perhaps because rural people are
noted to be more self reliant (Buehler & Lee, 1992; Burman & Weinart, 1997;
Morgan, 1998; Silvera & Winstead-Fry, 1997, Wilkes & White, 1998). Nurses
are cited in these papers as being a main source of information for patients and
caregivers. It is then imperative that pailiative care staff be able to provide for
these needs. Therefore, providing access 10 appropriate education for rural
palliative care nurses about disease progression, pain and symptom control,
psychosocial and spinitual aspects of death and dying and bereavement issues is a
necessity if the supporn needs of rural people are to be met.

Several of the nurses in this study discussed the benefits of televised
palliative care education which is currently available. However, it appears that
the frequency of these televised sessions is inadequaite to meet all of the education
needs of the rural palliative care nurses who panticipated in this study. Several
Australian universities now also offer distance education courses in palliative
care, however these are predominantly for post-graduate students, and are
therefore not available to nurses who have not completed an undergraduate
qualification. Offerning more frequent televised palliative care education, and
providing distance education in palliative care related topics for undergraduates
may help to alleviate the difficulties the nurses in this study experienced
accessing appropriate education.

The findings of this research suggest that the role of rural palliative care

nurse can be stressful, and that opportunities 1o debrief and support mechamsms
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may be lackiqg' for ruml nurses, Saunders and Valente (1934) and Vachon (1998)
underscored the imponancé of nm working in the palliative care field caring
for themselves, paying particular attention to grief and bereavement issues. |
Cramer (1995) found that grief reactions in remote area nurses in Australia are
combounded by knowing patients who die. This was also identified as a stressor
by the nurses in this study.

Another identified stressor was the necessity to “change hats”. This
finding contradicts that of Samarel (1989), who found that nurses working in
palliative care and acute areas concurrently did not encounter role conflict.
Samarel proposed that this was because the nurses were adequately prepared for
each role, and transition between the two roles was anticipated and planned for.
Rural palliative care nurses do not always feel adequately prepared for the roles
they are required to fulfill, therefore the transition would be expected to be
stressful at times. Rural palliative care nurses need to be aware of the potential
for occupational stress and burnout, and options that may lessen the impact of
their stressful role require examination.

In summary, the clinical issues that have arisen from the study are the
need for adequate preparation and ongoing education to be able to fulfill the role
of palliative care specialist, and the need for rural pailiative care nurses to

practice self care techniques to minimise the stressful aspects of their role.

Recommendations
This section presents recommendations for research, education,

administration, and practice related to palliative care.
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Rescarch

This study has underscored the need for more research to be conducted
that studies issues related to rural ﬁa_liiative care nursing. A study which extends
the conceptual framework developed in this study would provide further insight
into the problems inherent in rural palliative care practice. Further reséarch into
the relationships between the central theme and associaled categories developed
in this study would provide information that can be used to improve the quality of
palliative care services offered in rural Western Australia, and assist in developing
the role of rural palliative care nurses as service providers. A more extensive
grounded theory study with more complete theoretical sampling techniques may
offer greater insight into these areas. Furthermore, research into palliative care
nursing practice in differing rural locations may provide information about the
effects of isolation on rural palliative care nurses. While there was some
suggestion from this study that isolated rural palliative care nurses encounter
more difficulty accessing educational and support facilities, this was not fully
investigated. Research that examines the social costs of rural palliative care
nursing, and stress and burnout among this group of nurses may offer insights into
methods of assisting sole practitioners te cope effectively with the stresses

associated with their unique place in the health care system,

Edycstion
This research underscores the need for education in rural areas that

addresses the specific needs of rural palliative care nurses. Although the nurses -
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that panicipated. in this study slaled_ that the educational oMﬁuniiia lhcy have
had access to in théir locality to date has been éxcellent, their specialist _role
demands increasing clinical knowledge so that they continue to provide
consultative services when required. The focus of the education. needs to take the
expanded role of rural palliative care nurses into aécount. Education on areas
such as business planning, budget management, human resource management and
writing grant submissions would better equip these nurses to fulfill all
components of their professional role. Furthermore, the lone practitioner status of
many of these nurses suggests that education regarding appropriate coping
strategies, including self care techniques and reflective practice may offer some
benefits.

There is a need for more funding to be made available for rural palliative
care nurses to access education. The 1997-1998 budget statement allocated funds
for palliative care education to be made available for rural General Practitioners
(CDHFS, 1998b). However, the findings of this research suggest that rural
palliative care nurses often take on a specialist consultancy role in the
community, providing assistance to General Practitioners. Therefore it is
necessary, in recognition of this role, that funding also be made available to

upgrade the education offered to rural palliative care nurses.

Administration
This study has demonstrated a need for administrators and health services
managers to be fully conversant with the rural palliative care nurse role.

Recognition by these groups of the demands of a specia_IiSt palliative care tole
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would be beneficial if the stress associated with the multifaceted palli_étivé care _
nurse role is to be alleviated to some degree. Education for administrative staff of
specific manhgemem issues associated with rural palliative care practice may

prove beneficial.

Clinical Practice

Findings of this research have highlighted several issues related to rural
palliative care practice. Firstly, there appears to be a need for a formalised
support network to be intreduced, to assist beginning rural palliative care nurses
in their specialist role. Networking between rural palliative care services would
be beneficial, and could perhaps be arranged through the state palliative care
association. A mentoring arrangement between rural palliative care practitioners
and metropolitan based palliative care services may also be beneficial. Although
rural palliative care nurses currently access metropolitan services for advice if
required, it is an ad hoc arrangement which can leave the rural practitioners
feeling isolated. A more structured relationship may facilitate increased
communication between rural and metropolitan palliative care services, thus
providing much needed support for sole practitioners in rural areas, and

facilitating improved clinical decision making,

Conclusion
This thesis has presented the findings of a modified grounded theory study
of rural palliative care nursing in Western Australia. A central theme Living

Palliative Care was developed from the data, and details the all-encompassing
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' nature of the rural palliative. care nurses” role. Three cat'egon.'ies.were deygiomd
within that theme. Firstly, the category of Wearing Many Hats describes the
mullifaccted nature ol‘;he ru;al palliative care nurse role. The category of Being
the Expert discusses the expectation.that the rural palliative care nurse is an
expert in the field of palliative care, and will offer consultative services to others
as required. Finally, the category of Surviving in Palliative Care describes coping
strategies adopted by rural palliative care nurses, and examines the rewards and
sustaining moments in the rural palliative care nurses professional role. The
findings of this study have been discussed with relation to other literature, and
recommendations for nursing education, practice, administration and research
have been offered. The findings of this research have begun to develop theory in
the area of rural palliative care nursing. Further research is required to build upon

the conceptual framework that was developed from this research.
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Ruth M°Conigley

13 Clifton Crescent
PINJARRA WA 6208
Ph. 08 9531 2678

DATE

1 am a registered nurse, currently working at Murray District Hospital, in
Pinjarra. My experiences of hospice nursing in country Western Australia have
been vastly different from time spent working in Perth as a hospice nurse, | am
currently undertaking a Master’s Degree in Nursing from Edith Cowan
University, and have elected to conduct a research project on the experiences of
other rural palliative care nurses. The aim of the study is to highlight issues that
you beiieve have relevance to your clinical practice, and to make rural palliative
care nurses more visible as a group. 1t is hoped that this research may begin to
impact on some of the difficultics you face in your professional role, by
encouraging others to continue to research this area, and by making planners,

funders and educators more aware of your role in rural communities.

I would like to invite you to participate in this research project. In order to
contribute to this research, you will be asked to take part in an informal interview,
approximately 1'/2 hours long. 1 would also like to spend one or two days with
you at work, to observe your palliative care service. Times for the interview and

observation period will be arranged for your convenience.

All possible attempts will be made to guarantee your confidentiality. No
names will be printed in the final thesis, and all raw data will be seen only by
myself and my university supervisors, Professor Linda Kristjanson and Mr Adrian
Morgan. You will be given the option of reviewing the transcript of your
interview and you may request that any data supplied by you be 'removed if ydu
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are not happy with it. You are also free to leave the study at any time, and all
information you have provided will be destroyed.

If you would like to participate in this étudy, please sign the consent form
below and return it to the address above. Aitcmatively, I can be contacted by
telephone as above, or via email <xcvwsd@echidna.stu.cowan.edu.au>, If you
have any future queries, please do not hesitate to contact me.

Yours sincerely.

Ruth M"Conigley.

Ly e neer , hereby agree to participate in the
study of rural palliative care nursing as outlined above. [ agree that I have read
and understood the outline of the study. 1 understand that the study may be

published, but that my name will not be associated with the research,

Contact phone number...............ccccocevmvrrennnnn.
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Fieldnote Guide

This guide was used when writing fieldnotes during participant

‘observation sessions. It was intended as a guide only.

Physical Environment

describe town

describe buildings/office/patient care area etc.

Social Environment

describe palliative care team (members, structure)

describe groups/ subgroups which are concerned

describe characteristics of participants, & relevant team members
examine interaction pattern within team

examine communication pattern within team

examine decision making process (who, how, why)

find out history of palliative care role

describe planned activities {meetings, classes, support groups)
describe unplanned activities (informal teaching, socialising etc.)
examine relevant documentation

are there any obvious omissions in palliative care nurse role?

Developed from Patton (1990, pp. 216-219).
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“Interview Guide
This interview guide was developed to offer some structure to what were
otherwise informal interviews. The questions are dglibérately_broa(_l, so that the

words of the participants .gu'ide the direction of the interview.

1. What led you to become a palliative care nurse?
How did you get started?
Was it a formalised role?
Were you the only palliative care nurse here?
Did you chose this role, or is it part of your job?
2. How did your role develop?
3. What are your goals as a palliative care nurse?
Are they being met?
4, What are your goals as a service/programme?
Are they being met?
5. Palliative care is renowned for promoting an interdisciplinary team
approach to care provision. Could you describe your team for me.
What are it’s strengths?
What are it’s weaknesses?
What would you like to improve about your team?
6. What part of your role has been most rewarding?
Can you describe a particularly good expeﬁenéc for me?
7. What part of your role has bé'cn tﬁost difficult or demanding? |

Can you describe a particularly difficult time for me?
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What keeps you going whét_l things are difficult?

8. Are there any things which you feel may improve your role, or make it
easier?
9. Are there any other areas which you would like to comment on?
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Ruth McConigley
13 Clifton Cres
PINJARRA WA 6208

DATE

Dear.....ccoovivviiiereicieieiag

Thank you for participating in my research project looking at rural
palliative care nursing in Western Australia. I am now reaching the conclusion of
the project, and have completed analysing all of the information that | obtained.

So that | can be sure that the findings of my research truly reflect the role
that you have as a rural palliative care nurse, [ would be grateful if you could
examine the attached table relating to the findings of this study. The table
presents the central theme and associated categories found in the data, and is used
to form a theoretical framework about rural palliative care nursing. The
information presented should represent what you see as the fundamental aspects
of your professionat role. However, please be aware that because other nurses
also contributed to this study some of the themes may not be wholly
representative of your ideas.

I would be very interested in hearing any comments or suggestions you
may have relating to the themes presented in the table. I can be contacted by
phone, fax or mail as above, or by email <xcvwsd@echidna.stu.cowan.edu.au>,

Again, many thanks for your contribution to this project, and I look

forward to hearing from you.

Yours sincerely,

Ruth McConigley.
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