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Abstract

The purpose of this study was to explore the lived experience of bereaved caregivers who
cared for their loved ones at end of life in rural Ontario home settings. van Manen’s hermeneutic
phenomenology research method was utilized to guide this study and to gain a rich
understanding of the lived experience through participants’ interviews. This study’s sample
consisted of eight participants from rural locations in the Eastern and Waterloo-Wellington
counties of Ontario, Canada. Five themes were uncovered: (1) Facing a Terminal Prognosis and
Deciding to be a Caregiver; (2) Being in it for the Long Haul; (3) Drawing on Sustaining
Reservoirs; (4) Haunting Concerns and Comforting Memories; (5) Reflecting on an Invaluable

Journey.

Key Words: palliative, end of life, terminal, rural, remote, caregiver, bereavement,

phenomenology, qualitative, lived experience
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Chapter One: Coming to the Study

| was a native rural dweller for the first 26 years of my life and lived in a small town of
less than 1000 people. I grew up knowing the bounty the land and animals could provide to
sustain our human existence and was constantly reminded of the natural beauty that surrounded
us in the unspoiled lands. | attended the local elementary school and high school and | went to
school with the same people from kindergarten until twelve grade. In the rural setting everyone
knows one another in some shape or form whether it is being family, friends, neighbours,
classmates, team mates, or coworkers. After graduating high school | went to the local college in
the closest city to attend a collaborative baccalaureate nursing program partnered with an Ontario
University. During my baccalaureate schooling | also continued to attend school with people |
knew from high school and my community. After graduating | became a rural visiting nurse
specializing in palliative care. For the next several years | cared for members of my community
that I either knew directly or indirectly from having grown up in the same community as them.
Practicing as a rural visiting nurse | feel that my nurse-client relationships were on a different
level than the relationships I currently have with clients who are based in urban settings. The
difference is that | often felt more accountable for my actions in rural settings. My clients were
not strangers to me like I experience in an urban setting now and I knew | would be held

answerable to their loved ones when | encountered them in the community.

Over the course of the four years | spent working as a rural visiting nurse | observed the
hardships faced by the caregiver(s) caring for their loved ones dying at home. It often felt like we
were barely able to scrounge up the resources needed to support the caregiver(s) in helping keep
their loved ones at home for end of life (EOL). At times the stress and anguish was written all

over the caregivers’ faces. This professional experience sparked my interest in studying the lived



experience of caregivers in rural home settings. This interest was intensified in 2013/2014 when
| became the caregiver for both my grandmother and mother who both lived their EOL in our
rural town. It was only during this period of my life that | was truly exposed to the reality of rural
caregiving of loved ones at EOL from the perspective of a caregiver. Although as a nurse | had
some previous professional knowledge of the struggles that caregivers faced, my insight into the
severity and at times unremitting nature of the challenges faced by caregivers, was superficial. It
was only through my own experience as a caregiver that | was enabled to see how much of what
clients and their caregivers experience remained hidden and behind the scenes to nurses and
professional staff. | lived and breathed the hardships that came from the lack of services and
coordination at times and | also experienced some of the most beautiful memories that I hold
onto in my times of grief. While the latter experiences were some of the hardest times of my life

| still feel blessed and thankful to have been a part of those sacred journeys with my loved ones.

I have since left my rural setting and live and practice as a palliative care visit nurse in an
urban setting. Transitioning to living and practicing nursing in an urban setting has opened my
eyes to a different way of life that seems stark and less warm or intimate than life in rural
settings. Reflecting on my current practice with caregivers who live in urban settings, and
juxtaposing these thoughts with the experiences of the participants for this study who live in
rural settings has stimulated deeper thought. In particular I have been challenged to consider how
meaning comes to be constituted in webs of relationships influenced by geography (proximity
and distance) and how such considerations bear on what it means to have access to services and

what it means to draw on resources for caregiving.

These insights propelled the drive to become engaged in research with a view to

revealing in a more complete way, the multi-faceted experiences of caregivers in rural settings;



experiences which disclose both the ability to draw upon a unique set of relationships existing in
the community at times, while at other times experiences of feeling overwhelmed and deserted.
My hope is that attending to the finely nuanced expressions of the rural caregivers’ experiences
as well as considering the informal resources that exist in rural settings at a community level will
ultimately have an impact on quality of care so that the resources of clients, informal community
supports and formal care systems can evolve in a way that it is more effective and mutually

enhancing. Therefore there are three questions that this study seeks to answer.

a) What are the meanings of the personal experience of caring for a loved one at home at

EOL in rural settings?

b) What motivates and sustains caregivers to provide care at home for their loved ones?

¢) What specific meanings do caregivers place on providing this care to their loved ones?



Chapter Two: Literature Review

An in-depth search of the current literature related to this study’s research area was
completed utilizing five databases: CINAHL, Medline Ovid, Proquest Nursing and Allied Health
Sources, Proquest Dissertations and Theses and PsychINFO. The initial database search took
place from September 2014 to February 2015 with an update in January 2017 and dated back to
the year 2000. Subject heading and key word searches included: rural health, rural health
personnel, rural health nursing, palliative care, hospice and palliative nursing, terminal care,
hospice care, holistic care, quality of life (QOL), end-of-life or end of life, phenomenology,
phenomenology research, qualitative research, caregivers, caregiver support and home care
services. A total of 45 articles were found and 15 were retained. Relevant articles of a
quantitative or qualitative as well as those that combined methods and used mixed methods
designs were selected. Articles that were not included were those with limited relevance to this
study’s focus, that is, when the research participants were patients or health care providers and

not caregivers and/or that the research was not based in a rural context.

An overview of findings from the literature relevant to this study is provided below.
Each study will be reviewed in regards to purpose, design, sample, reliability/credibility,
findings, limitations, gaps and areas for future research. Although my study is qualitative in
nature, as mentioned above, quantitative studies will also be reviewed as | believe their findings
and identified gaps/areas for future research pertain to this study’s subject area. While this study
explored the lived experience of rural caregivers, this literature review will also include two
studies that looked at the lived experience of nurses. These studies were included because they
also examined caregiver experiences. Some studies with nurse participants as the focus were also

included because they provided an interesting perspective on the extent to which nurses have



insight into the ways in which the provision of and deficits in care affect the lived experience of

caregivers caring for a loved one at EOL.

The literature review is organized into international studies, Canadian studies, and
international comprehensive reviews to provide a sense of what has been done globally and
nationally on the subject area. Please refer to Appendix A for related definitions to this study’s
subject matter (caregiving, family caregivers at EOL, caregiver needs, palliative care, EOL care,

home-based care, hospice and rural).

Qualitative International Studies

Johnston, Milligan, Foster and Kearney (2012) completed a qualitative study that
explored the lived experience of caregiver’s experiences of caring for loved ones with a
diagnosis of cancer at EOL. These researchers completed two sets of unstructured interviews
spaced out two-four weeks apart. Sample size was 20; 13 females and 7 males who ranged in age
from 30-93 from the United Kingdom (UK). It was not stated whether the participants were from
urban or rural settings nor was the type of setting they were providing EOL care provided. Using
a computer software framework approach data analysis method the researchers identified the
following themes: a maintenance of daily life routine; getting ready to die; backing from loved
ones; goals for physical activities of daily living (ADL), and help from health care professionals
(HCPs). The authors of this study concluded that there is a need to examine the lived experience
of caregivers of loved ones at EOL life dying from other disease processes other than strictly

cancer (Johnston et al., 2012).

A qualitative study by Wilkes, White and O’Riordan (2000), set in Australia, examined

the experience of rural family members providing palliative care to their loved ones with cancer.



The researchers also examined the experience of nurses who provided care for EOL clients and
their family caregivers. The researchers utilized a cross-sectional design with unstructured
interviews with a sample size of 19 family members and 10 palliative care nurses. The
researchers demonstrated rigour by outlining their data collection process, coding methods and
theme development. Findings included that families felt their primary physician should have
been more of a main source of information on EOL symptom management/disease progression.
Families also voiced feelings of not being provided with adequate knowledge to make informed
decisions in crisis EOL moments. The families reported a need to be better informed of services
available to them in the area (e.g. counselling, cooked meals) and for the information to be

presented in a manner that fit with their learning style (auditory, visual, kinetic, or mixed).

Wilkes et al. (2000) suggest that HCPs must work with their clients to determine their
learning style and then develop an education plan that incorporates their clients’ preferred
learning style(s) into it. These measures ensure that clients will be provided with a learning
experience that is conducive to their success. Palliative care nurses researched in this study felt
that family physicians and oncology centres need to be providing information to their patients
that is consistent with palliative care plan objectives (comfort, improved QOL) and not engaging
in false pretences related to unrealistic prognosis times. The study concluded that families need
more information around available services, disease processes, prognosis, EOL and EOL
symptom management. Although the authors did not discuss any limitations, one shortcoming
noted in the review of this study was the lack of clarity around the kinds of practice settings in
which clients and nurses were situated (urban or rural) and the education services/tools already

available to them. The researchers concluded that there is a need for the development,



implementation and evaluation of educational packages provided to families taking care of

oncology patients receiving EOL care (Wilkes et al., 2000).

Authors Hatcher et al. (2014) completed a qualitative study using semi-structured
interview methods to explore the experience and decision making around caregivers who
transferred their loved ones from their rural home to the hospital for palliative care services. The
sample consisted of six participants, three of which were female and three of which were male
and all of whom lived in rural Australia. The interviews were conducted in two stages, the first
interview occurred within one week of hospital admission and the second interview occurred
three months later. The researchers maintained auditability by discussing their coding and
thematic analysis methods using an inductive approach. To aid in the rigour of their study the
authors report that they had codes and themes checked by two researchers and that they also

completed member checking with their study’s participants.

Limitations of the study noted by these authors included: small sample size, recruitment
difficulties from a rural setting, and the possibility that those who did not participate might have
chosen not to participate because of negative experiences and this therefore did not get captured
in the descriptions. Hatcher et al. (2014) found three themes which include “(i) making the
decision to transition to hospital; (ii) the transition from home to hospital; and (iii) the care in
hospital” (p. 162). Findings by the authors suggest that unresolved patient anxiety and pain along
with taxing physical demands on the caregiver are the main reasons given by caregivers for the
decision to send their loved ones to hospital. It was found that caregivers discussed their options
about moving the patient to hospital with their community nurses and their loved ones prior to
transferring them. Overall the study found that a smooth transfer from the rural home to hospital

was enabled as long as there was good communication among the caregivers and their



community nurse. In this study all of the caregivers praised the care received at the hospital. An
area for future research suggested by the authors was to complete a large scale study on the same
subject area with a mixed method approach so that the findings could be generalized to the target

population (Hatcher et al., 2014).

Quantitative International Studies

Although the following studies are quantitative in nature and do not aim to reveal the
lived experience of caregivers, they were selected for review because they revealed important
findings that invite further exploration and deeper understanding, which may or may not be done

using multiple methods including qualitative approaches.

A study based in the United Kingdom (UK) by Ingleton et al. (2004) investigated
informal caregivers of loved ones with terminal cancer who died in the home setting or a
residential hospice in both rural and urban settings. The authors utilized a non-experimental cross
sectional research design and sample size was 301 participants. The researchers discussed the
reliability and validity of the satisfaction scale used for measurement and they supported their
choice with reference to the literature, however, no Cronbach alpha scores were provided.

According to the findings, 25% died at home and the remainder died in hospices,
hospitals and long term care facilities. Thirteen percent of caregivers were not happy with the
place of death for their loved one. Dissatisfaction ranged from wishing death had occurred in
hospital if they died at home or vice versa. A major finding from all participants was the general
lack of information they felt they received around the EOL process as a whole. Thirty-three
percent felt they did not receive adequate information about their loved ones’ disease process or
prognosis and 20% reported not being told their loved one would likely die. Of the caregivers in

a home setting, 90% reported being satisfied with the nursing care provided and rated it as either



good or excellent. Even though they reported that 90% of the nursing care was good or excellent,
40% of those respondents reported the need for more nursing support and 20% felt they needed
more personal support worker (PSW) hours. The remaining 30% did not report needing any
additional services. Seventy-two percent were satisfied with the physician managing their loved
ones palliative care needs and reported that physicians listened well and formed mutual
goals/care plans with them. The common areas of deficits in care reported by the caregivers
were: Bereavement support, night nursing support, personal support, communication, and

symptom control related mainly to pain.

Authors acknowledged that the retrospective nature of the method might have allowed for
some inaccuracies given the recollection of events versus actual events that occurred. The
authors noted that they only examined the caregivers’ perspectives and that there is limited
knowledge on patient’s perspectives and that is an area for future research. Researchers also
suggested future research could focus on the implementation and evaluation of uniform palliative
care guidelines aimed at targeting the deficits in support voiced by the caregivers in this study

(Ingleton et al., 2004).

Burns, Grande, Tieman, Abernethy and Currow (2015) investigated the providers of
palliative care in rural and urban settings in South Australia. The study design utilized a
randomized population survey analysis of routine survey findings obtained from the national
health database. The study looked at 6, 849 bereaved participants’ survey results from a mixture
of urban and rural South Australia; 2, 205 of which were from rural South Australia. The
researchers discussed the reliability and validity of the surveys used with reference to supporting
literature but do not provide Cronbach alpha scores. It was found that there was almost identical

access to palliative care services from rural and urban settings but that rural caregivers utilized
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the support of friends and family more than their urban counterparts. Researchers found that the
same number of people died in a home setting in rural and urban settings and there were longer
hospital inpatient stays in rural settings for EOL care. The longer inpatient hospital stays for
patients based in rural settings was attributed to the limited hospice facilities in rural settings.
Greater than half of the rural caregivers felt that caregiving services were better than they
anticipated going into the decision to provide EOL care at home and 18% reported needing more
information about disease progression and care plans from HCPs. Twenty-five percent of

caregivers in the study reported a need for more PSW services at EOL.

In reviewing the survey data that was utilized it was found that the survey was not
administered in any area less than 1000 people. This fact leads to questions regarding the
relevance of the study in capturing a truly remote rural setting and whether the comparison of
rural and urban settings would show more differences if communities with populations of less
than 1000 people were explicitly sampled. The relevance of this quantitative study to aboriginal
populations was questioned given there was a very low survey response from aboriginal persons.
Burns et al. (2015) suggested the need to look into whether there is a difference in care in
communities smaller than 1000 people and the extent to which the experience of the aboriginal

population differs from non-aboriginal caregivers.

Qualitative and Mixed Method Research: Canadian Studies

Pesut, McLeod, Hole, and Dalhuisen (2012) completed a qualitative study with a
secondary analysis of transcripts from two studies guided by two questions about nurses and
caregivers experiences in rural palliative care in British Columbia. The one sample consisted of
26 female nurses with 10-25 years of experience in community palliative care and the other

consisted of 46 male and female caregivers with less than two and half years care-giving
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experience. The researchers demonstrated rigour with detailed information about their study
process, sampling methods, initial and ongoing coding processes and theme development arising
from holding regular meetings to discuss analytic validity. Findings included that there is no
organized framework for palliative care in the community setting and every organization has
different policies and procedures to follow. Such variation in approach only adds more chaos to
an already complex speciality. The study found that although palliative care champions are used
to guide novice nurses in palliative care, this was done as a volunteer role. Study nurses voiced a
need for palliative care teams in rural settings. The palliative care nurse participants practicing in
rural settings expressed that they often know the clients, friends or family members of the
clients. Knowing the client and family may enable a stronger relationship, a greater sense of
loyalty and a stronger commitment to the provision of quality care to the dying person and to
their family caregivers. According to this study, caregivers become preoccupied with time and
are focused on trying to arrange and complete everything before this inevitable end date arrives.
Caregivers expressed that they want nurses present but they do not want them to be intrusive and
that the best nurses were the ones who called them and checked in and told them to contact them

if they had any problems (Pesut et al., 2012).

Caregivers expressed they were not nurses and found it very difficult to try and learn the
‘cheat notes’ version of nursing in a matter of days. They further indicated that they regretted
not having had more formal and proper education. The caregivers also voiced that having a
primary family physician and a primary nurse would have improved their learning experience as
they often felt they were taught differing approaches to care. Lastly, nurses voiced moral distress
when outcomes were negative (dying in acute distress or pain) as nurses felt they were always

going above and beyond what was professionally expected in order to support their rural
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clients/loved ones EOL needs at home. A limitation of this study was that the researchers
completed a secondary analysis of pre-existing transcripts of data from other researchers. Since
researchers were not part of collecting the data themselves from the very beginning, there may
have been some limitations in picking up the finer nuances gained by the personal encounters.
The researchers concluded that there is a need for future research to look more critically into the
needs of rural EOL caregivers and nurses and start developing, implementing and evaluating

uniform community policies and procedures (Pesut et al., 2012).

Taylor (2008) completed her Master’s thesis for the University of Manitoba on the lived
experience of rural female spousal caregivers looking after their husbands with cancer at EOL in
the home setting. Taylor used a narrative research approach with semi-structured interviews and
a sample size of five women. The themes that developed from the study were: Self-care,
communication and support systems. The theme “self-care” represented how the woman’s needs
were put on the back burner while focusing on and providing care to their husband.
Communication was found to be integral in every aspect of the experience, for example, if
inadequate communication between the caregiver and physician occurred it would impact the
whole experience. Support systems consisted of formal support (physicians, nurses, oncologists,
home support) and informal support (friends, family and community members). In conclusion it
was found that women would benefit from having social workers on palliative care teams to help

improve service allocation, psychosocial support and advocacy for their needs.

Among the limitations of Taylor’s (2008) study was that she used phone interviews rather
than in- person interviews which limited the ability to catch non-verbal communication and
develop rapport. According to the author, the small sample size did not reach the initial target

number, and the restriction of the study to only persons with cancer were further limitations of
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this study. In discussing the need for future research it was concluded that there is a need to look
at the full family impact of caring for a dying loved one at home and not only the female role.
Further study into the experience of caregivers of loved ones with different disease processes
other than cancer at EOL, different ethnic groups and different geographic settings is also
needed. As well it would also be beneficial to study the experience of caregivers in non-

heterosexual relationships (Taylor, 2008).

Robinson, Pesut and Bottorf (2012) completed a mixed method convergent parallel study
using a questionnaire and semi-structured interviews to investigate how to support rural family
caregivers providing palliative care. The sample consisted of 23 participants all of whom were
female and from British Columbia. The researchers discussed briefly the reliability and validity
of their questionnaire but did not provide Cronbach alphas. The study processes and coding
approach were outlined only briefly. Thus, rigour could not be assessed. The four themes that
they reported were: a sense of having to become the caregiver; having to become skilled in
palliative care and learn more; providing care while answering to other regular roles and the need
for extra help. Overall they found that nurses play a major role in supporting caregivers in the
rural palliative care community. Limitations: The mixed methods used for this study combined a
quantitative and qualitative approach making the study complex methodologically and
potentially difficult to reproduce. According to the authors of this study, they felt that they had
only skimmed the basics of what caregivers need for support in rural EOL care. They suggested
that further research is required to understand more completely the role nurses can play in better

aiding caregivers during this difficult process (Robinson et al., 2012).

Pesut et al. (2015) are currently working on a longitudinal mixed methods study utilizing

community based research methods to trial a “rural palliative supportive service” (p. 3)
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intervention on members of two rural communities. The study results reported in this article
provide an analysis of the first 17 months of the study. The sample to date consists of 23 patients,
48% of which are female and 52% are male; 10 caregivers, 40% of which are male and 60% are
female. Participants in their sample ranged in age from 57-93 and were recruited from two rural
communities with populations of approximately 10,000 and with no specialized palliative
services. The intervention consisted of a nurse coordinator visiting patients and their caregivers
every two weeks until the patient’s death. The intervention also involved visiting caregivers
within a few days after their loved ones death, then at the one and three month mark. The nurse
coordinator’s role involved completing health teaching on pain and symptom management,
spiritual care, psychological care, advance planning and EOL planning with patients and their

caregivers and then grief support for the caregivers after the loved one died (Pesut et al., 2015).

Pesut et al. (2015) utilized several valid measurement scales to collect their data such as:
‘McGill quality of life questionnaire’, ‘palliative performance scale’ and ‘caregiver needs
survey’. The authors point out that a limitation of their study is its longitudinal nature, at this
time of reporting, the preliminary findings show that their sample size is too small to generalize
any of its findings to the target population. The findings at this stage in the research suggest that
visits by the nurse coordinator were welcomed by the rural communities and they have proven to
be successful in helping patients and their caregivers cope with EOL needs at home as indicated

by the positive QOL scale results (Pesut et al., (2015).

Quantitative Canadian Studies

Brazil, Howell, Bedard and Heidebrecht (2005) completed a study in Ontario looking at
the preferred place of care and death of caregivers of palliative clients. They used a quantitative,

longitudinal descriptive survey design. The sample size was 216 male and female bereaved
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caregivers (partners, children, extended family or friends) from rural and urban areas. The
researchers created a six question survey, however they did not address reliability and validity of

the survey (Brazil et al., 2005).

It was found that 77% of caregivers had a preferred place of death for their loved one and
88.3% wanted it to be at home. Sixty-eight percent of clients had a preferred place of death and
that 93% wanted it to be at home. Rationales provided by caregivers who wanted their loved one
to die at an institutional setting were the wish for their loved one to receive professional care
around the clock in order to properly manage their EOL symptoms and needs. Caregivers who
wanted an at home death valued the dignity, privacy and familiarity of the home setting at EOL.
Interestingly this study found no difference in the number of community services needed in the
home setting (3.8 mean) when compared to the services used in the institutional setting (3.9
mean). Only 12% of caregivers reported paying for additional services not covered under the
publicly funded services when caring for a loved one at home. Fifty-six percent of the study
population died in their home and although it is lower than the number of people who wanted to
die at home, most caregivers reported in retrospect that they feel that their loved one died in the

right place regardless of their original preference.

A study limitation in my opinion arises from the methodological challenges associated
with attempting to derive interpretative meanings from quantitative data. This introduced the
possibility of flawed interpretation of findings since the data collected was to enable quantitative
analysis and were not in narrative format. Had the data been in narrative format, interpretation
would have lent itself more readily to an auditable process. Although the researchers did not
disclose the rate at which clients moved from home settings to institutions at EOL, in analyzing

their data they concluded that there was a preference for death in an institutional setting because
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of the increased capacity to manage EOL issues. No additional information was provided by the
authors in regards to what exactly the EOL issues were and this could be due in part to whether
those issues were captured in the ED registration notes they collected data from. The researchers
thus drew the conclusion that there is a need to implement approaches to improve environmental
aspects of institutional settings to make them feel more like home settings. They conclude that
the latter would be beneficial since although the majority of respondents (both caregivers and
clients) expressed a preference for death at home, a significant proportion of clients died in
institutional settings due to the perception that institutions provide more support for EOL needs

(Brazil et al., 2005).

Lawson, Burge, Mclintyre, Field and Maxwell (2008) completed a non-experimental
design, retrospective study of palliative care clients who sought assessment in emergency
departments (ED). The data was collected from a Nova Scotia ED database containing
demographic and registration information. It was found that 75% of palliative patients enrolled in
comprehensive palliative care programs at home did not visit the ED in the last six months of life
and 25% who did visit the ED in the last six months of their life were not enrolled in palliative
care programs. Sixteen percent of the palliative patients who visited the ED died within two
days. The study did not provide a breakdown of patients from urban and rural settings but did
indicate that 60% of the total number of females from rural settings chose to visit the ER and of
these 57% were transported by ambulance. If the primary caregiver was a parent, friend, or other
relative they were more likely to send the patient to the ED than when the primary caregiver was
a spouse/partner suggesting that spouses or partners are more likely to care for their loved-ones
until the end. More than half of the ED visits resulted in a hospital admission. Those who visited

the ED were three times more likely to die in hospital compared to those who did not visit the
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ED. Rural patients who visited the ED mainly visited in the evenings and weekends leading
researchers to hypothesize that seeking help from emergency services might suggest a perceived

lower availability of community based services at those times (Lawson et al., 2008).

A limitation of this study was that data were analysed from one large urban ED and this
may have excluded a large number of palliative care clients who may have visited a local
hospital near them instead. Another limitation is the use of pre-existing database files which are
not able to disclose the concerns which led to decisions to seek help from institutional settings
such as the ED at EOL. Researchers commented that there is a need for separate databases to
delineate between individuals who died with a palliative diagnosis of cancer or another palliative
care diagnosis such as a chronic disease process. The latter would allow for an improved analysis
between palliative care clients accessing EDs with cancer versus another palliative care
diagnosis. Researchers also suggested that studies are needed to look into ways to improve EOL
symptom management in the home as often the reported reason given by caregivers for their visit
to the ED was concerns about [an] uncontrolled symptom(s) and this lack of specificity in

describing symptom(s) is a limitation to the study (Lawson et al., 2008).

Dumont, Jacobs, Turcotte, Turcotte, & Johnston (2015) completed a quantitative study to
investigate the cost comparisons of palliative care services for the last six months of life between
rural and urban dwellers. The authors used a longitudinal design and collected data through
interviews conducted every two weeks until the patient’s death. Both the rural and urban sample
participants came from various locations across Canada. The rural patient sample had 80
participants, 60% male and 40% female with a mean age of 67.9. The rural caregiver sample had
84 participants, 17.9 % male and 82.1% female with a mean age of 60.7. The urban patient

sample had 125 participants, 47.2 % male and 52.8 % female with a mean age of 66.3. The urban
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caregiver sample had 127 participants, 35.4% male and 64.6% female with a mean age of 56.7

(Dumont et al., 2015).

These researchers utilized a non-parametric estimator to calculate various costs in their
study and a bootstrapping method to obtain statistical confidence in their results. The authors
also refer to various literature to support the reliability and validity of their methods used. The
study found that it costs 16.4% more in Canadian dollars to provide palliative care services to
rural dwellers (31,018) when compared to urban dwellers (26,652). The study found that while
the patient/family costs associated with their palliative designation are similar between rural and
urban dwellers, the rural dwellers had a higher cost burden due to transportation costs,
prescription fees and other expenses. Limitations reported by the researchers include the use of
descriptive and non-parametric estimator methods and the difference in the increased number of
caregivers for urban dwellers compared to rural. Limitations also included how different
provinces in Canada fund palliative care services and that urban and rural participant recruitment
was completed by different individuals in their studies. The researchers suggest that future
studies need to examine the different needs of rural and urban palliative care patients/caregivers

and how that affects costs (Dumont et al., 2015).

International Systematic Reviews

Robinson et al. (2009) completed a systematic review of 79 quantitative and qualitative
international studies on rural palliative care services in homes and institutions. The authors
described their review process and discussed sample sizes, reliability/validity of measurement
tools, rigour, credibility, limitations, gaps and areas for future research. Of the 79 studies, only
24 pertained to caregiver and patient perspectives and out of those 24 only 6 pertained to rural

settings, were qualitative in nature and used sample sizes of 8-27. Out of the 79 studies, 28 of
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them looked at HCPs rural practice issues and found large traveling distances led to less time
with clients and their loved ones. This led to limitations in properly educating caregivers and left
HCPs feeling that they had left clients unprepared to manage psychosocial needs and EOL
symptoms of palliative patients. The remaining 27 studies looked at rural health care services
and found rural individuals seek palliative care mainly in hospitals, hospices and sometimes at
home. It was pointed out that even though there is general acceptance that there is a lack of rural
palliative care services and programs, only five studies looked specifically at implementation of

new programs and evaluation of them (Robinson et al., 2009).

Out of the six studies on rural perspectives, none focused specifically on the perspective
of what it means for rural caregivers to try to meet their loved one’s requests to die at home in a
rural setting. Instead these studies focused on the preferred place of death, pain management or
negative EOL symptom management. Having reviewed the literature on caregiver’s lived
experience of caring for a loved one at EOL in a rural setting, the researchers identified that there
is a only a very small amount of literature on how a rural setting- particularly remote area -
influences the quality of the EOL experience of the client and their caregivers. In addition, there
is a need for research able to elicit in detail the perspectives of rural clients and caregivers, the
resources they call upon to persevere, and the issues that influence the decision to relocate or
change settings for their EOL care in the last phases of their end stage disease process. More
detailed examinations are needed into what it means to live out ones final days at home in a rural
setting at EOL for clients, and what it means for caregivers to try to honour this request, while
attempting to ensure that safe, quality care is offered to their loved one and that they as

caregivers have adequate support (Robinson et al., 2009).
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Funk et al. (2010) completed an international systematic review of qualitative literature
from 1998-2008 on caregiving at EOL in the home setting. As part of this study they also
reviewed 18 mixed method studies. In total, 105 articles were reviewed however; home settings
were not differentiated into rural and urban. Of the articles reviewed, 46% were about current
caregivers, 29% were about bereaved caregivers and the remaining 25% were a mix between the
two types of caregivers. More than half of the studies were about caring for loved ones at EOL
with cancer in the home setting. The authors described their review process and discussed
sample sizes, rigour, credibility, limitations, gaps and areas for future research. It was found that
caregivers voiced the need for more physical, emotional and educational support. It was also
found that caregiving at home at EOL caused frustration, fear, anger, guilt, hopelessness,
helplessness, sleep disturbances and stress; all of which often resulted in caregivers requiring

mental health services following the death of their loved one (Funk et al., 2010).

Funk et al. (2010) also found that the negative outcomes from the caregiving experience
often outweighed the positives leaving caregivers with the trauma of reliving distressful
moments of loved ones suffering and feeling like they didn’t do enough to help their loved ones.
The systemic review of literature included participants who had not passed the one year mark
since the passing of their loved one. The study also found that often caregivers themselves
rejected extra support when it was offered as they tended to choose not to focus on their needs
during the process but instead to focus primarily on the needs of their loved ones. Depending on
the category of caregiver, greater or lesser moral distress was experienced in relation to decision
making. For example, spouses/partners felt more comfortable making decisions rather than
caregivers who were friends. Lastly, it was found that when caregivers discussed the benefits of

caring for their loved ones they also always brought up the negatives. However, they were left
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with a general feeling of accomplishment at the end of the process for having helped their loved

ones move on and have also discovered a new found appreciation for the life and death journey.

Limitations for mixed method studies in this systemic review included small sample sizes
and convenience sampling. Studies using both qualitative and mixed method approaches suffered
from lack of clear terms for caregiver/palliative care and they failed to note the exact location of
care (rural, urban, home or institution). These limitations made it difficult to assess the relevance
of these findings to other target populations. The authors concluded that there is a need to
explore the lived experience of caregivers in order for HCPs to be able to support them with
improved interventions and services. More work needs to be completed in exploring the impact
that geographic location has on the lived experience of caregivers providing EOL care at home.
In addition there is a need for knowledge related to service accessibility from a qualitative stand
point. Lastly this study suggests the need for more precision in documenting the process for
determining who are the primary caregivers and secondary caregivers of loved ones at EOL in
the home setting. The authors suggest that such information might reveal approaches which shed
light on caregiver roles whether they are set in stone or whether are they more flexible in nature

(Funk et al., 2010).

Stajduhar et al. (2010) completed an international systematic review of quantitative
literature from 1998-2008 on caregiving at EOL in the home setting. In total, 123 articles were
reviewed and were not differentiated into rural and urban home settings; instead all article
findings were reviewed together. The authors described their review process and discussed
sample sizes, reliability/validity of measurement tools, limitations, gaps and areas for future
research. It was found that psychological distress was common in caregivers the first year after

the loss of the loved one they cared for at home and resulted in problems with sleep disturbance,
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guilt and general post traumatic distress. Occupational and financial problems were very
common among the caregivers who tried to manage looking after their loved ones at home while
attending to their normal responsibilities at the same time. They also generally found that the
caregiver had trouble providing the care that was needed for their loved one on their own and
needed to rely on support from other services and individuals. Lastly, the researchers found that

2 ¢

common terms such as “caregiver,” “palliative care” had different definitions across different
studies. In responding to this issue, the authors created a definition list of common terms and
they suggested that the terms be utilized going forward in this area of research for uniformity of
terms (Stajduhar et al., 2010). This study is incorporating this advice and is using Stajduhar et al.

(2010) definitions for terms that will be commonly used in this study. Definitions of commonly

used terms are found in Appendix A.

Limitations of the studies reviewed by Stajduhar et al. (2010) included convenience
sampling methods as well as small sample sizes making it difficult to generalize study’s findings
to their target population. Another limitation was the lack of standard definitions for the
researchers to refer to for ‘caregiver’, ‘palliative care’, ‘home care’; these issues made it difficult
for researchers to compare results of one study to other studies and to assess the applicability of a
particular study to one’s practice. When remarking on the need for future studies, researchers
advised that future studies should utilize standard definitions for terms that arise. To help with
the use of standard definitions, the researchers offer definitions that could be used. The authors
felt that currently too many varying definitions are being used and it adds to confusion and
difficulty with comparing research study outcomes in palliative care. The authors also suggested
that future researchers also be more clear on the exact location of their study (rural, urban, home,

institution or mixed) as many studies did not indicate a place or if it was a mix between home
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and institutional care settings. The researchers also felt there is a need for further theoretical and
conceptual framework development to guide palliative care research in the home setting as this
was lacking in most studies. They also suggested that further investigation is required into
whether the approaches used by policy makers cohere with what patient and caregivers say about
their needs. Lastly, more research is needed to assess more accurately the needs of caregivers in
home settings when caring for their loved ones at EOL. This kind of research needs to be
situated, and thereby to take into account how geographical location and access to services

affects their experience (Stajduhar et al., 2010).

Summary of Gaps Identified in Literature Review

Several of the authors in this literature review call for future research on the lived
experience of rural palliative caregivers, how individuals chose to become a caregiver, and on
the education regarding EOL pain and symptom management provided to caregivers. This study
fills a gap by providing rich description of the lived experience of rural caregivers, while
addressing all three of the aforementioned areas for future research. No other study was found
that addressed the lived experience of rural palliative caregivers, how they chose to be caregivers
and their EOL education, which is the purpose of this study. In the next chapter | will outline the

research methodologies utilized to answer the research questions.
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Chapter Three: Research Methodology

This chapter outlines the research method being utilized to guide this research study on
bereaved caregivers who provided care to their palliative loved ones at home in rural Ontario.
Thematic analysis approaches will be discussed as well as the techniques used to support the
rigour and validity of this study. The sampling methods used, setting for the study, participant
recruitment and the interview process for collecting participant experiences will be explained in
detail. In this chapter I also discuss the ethical considerations utilized in this research study with
regards to consent and human participant involvement. Lastly, the risks and benefits of this study
will be shared along with a discussion on the measures put in place to ensure participant

confidentiality and anonymity.

Research Method

The purpose of this study is to access the depth of personal experiences as well as the
internally interpreted meanings of the personal experience of caring for a loved one, at home, at
EOL in a rural setting. As such | am interested in what motivates caregivers to provide EOL care
to their loved ones, what sustains them in times of distress and challenge and | am interested in
uncovering the meaning they place on providing this care to their loved ones. van Manen’s
hermeneutic phenomenology approach was chosen to guide this study since it is concerned with
the life world or human experience as it is lived. According to van Manen (1990, 2016)
phenomenology is the description of the lived experience and hermeneutics involves the
interpretation of the lived experience from text or observation; together the description and
interpretation of lived experience form hermeneutic phenomenology research. The focus of the

research process is illuminating details and aspects within experience that may be taken for
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granted, with the purpose of creating meaning and achieving a sense of understanding (Wilson &

Hutchinson, 1991).

Subscribing to the views of Heidegger about humans as concernful beings who are
always concerned about their fate in the world, Laverty (2003) explains that hermeneutic

phenomenology involves a:

Co-construction of the data with the participant as they engage in a hermeneutic circle of
understanding. The researcher and participant worked together to bring life to the
experience being explored, through the use of imagination, the hermeneutic circle and

attention to language and writing. (p. 30)

Similarly Koch (1995) shares that

Hermeneutics invites participants into an ongoing conversation, but does not provide a
set methodology. Understanding occurs through a fusion of horizons, which is a dialectic
between the preunderstandings of the research process, the interpretive framework and

the sources of information. (p. 835)

van Manen (1990) finds that hermeneutic phenomenology cannot be solely guided by a strict
methodologic approach as that can lead to reducing the quality and meaning of the research
conducted into something that is not as rich of a description of the lived experience. van Manen
(1990) also discusses how the reflective writing that is hermeneutic phenomenology is in essence
the method and in which “writing exercises the ability to see” (p. 129). By this phrase, van
Manen invites an understanding that the process of hermeneutic phenomenology involves a

process of writing that is complex, reflective and full of re-writing and that in the process of re-
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writing depth is achieved in understanding the lived experience and sharing with others. van

Manen (1990) says

to write phenomenologically is the untiring effort to author a sensitive grasp of being
itself—of that which authors us, of that which makes it possible for us to be and speak as

parents and teachers etc., in the first place. (p. 132)

Utilizing this approach, and at the outset of the study, | drew upon my own narrative as a
rural caregiver for my palliative loved ones at home. The purpose of this practice is to enable a
sensitive entry into the phenomenological region of interest (Haase & Johnston, 2012; Johnston,
2007), elicit dimensions of potential interest to be explored in depth and to provide a preliminary
basis from which to open up conversations about differing and common experiences of
caregiving among persons living in a rural setting. Reflecting on my own experience with the
phenomenon being explored offered the opportunity to move into formulating questions
reflective of the experience and to discover experiences that both resonated and differed sharply
from my own experience.

Given that | came to this study with a personal lived experience as a rural caregiver, my
experience was both an advantage and a challenge. Some phenomenologists such as Husserl felt
that researchers needed to separate themselves by bracketing their pre-existing knowledge of the
experience they were researching in order to avoid contaminating the findings, however, van
Manen (1990) does not feel such ‘bracketing’ is needed or even truly possible. In contrast van
Manen (1990) says “to be aware of the structure of one’s own experience of a phenomenon may
provide the researcher with clues for orientating oneself to the phenomenon and thus to all the
other stages of phenomenological research” (p. 57). In this form of research authors tend to use

“I” or “we” because as van Manen (1990) explains “one’s own experiences are the possible
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experiences of others and also that the experiences of others are the possible experiences of
oneself” (p. 58). Through the process of journaling in this study | remained aware of what
surprised and puzzled me and what did not correspond with my own experience and expectations
of what | thought participants would share. The latter approach sets up a methodological issue
relating to rigour in that one can access one’s experience but must at the same time ensure that
one holds one’s experience in abeyance. By maintaining this approach or stance, the unique
experience of the participant comes through clearly and in a manner that is not unduly influenced
by the researcher’s own experience.

Moules, McCaffrey, Field and Laing (2015) in their guide to hermeneutic research write
that often researchers do not start to ask the questions or look at an experience differently until
after they have lived it. Moules et al. (2015) says

Unless something like this happens to us - and we do not will it to happen — we often

continue in our practices in unquestioning ways, assuming taken for granted discourses

and ways of being around what we do in everyday practice. It is, however, the disruption
of success in our everyday practices that allows a topic to emerge, in completely familiar,

but also strange and disrupting ways. (p. 74)

As a nurse providing palliative care to rural dwellers, | had been aware of the difficult experience
rural caregivers faced caring for their palliative loved ones at home but I did not deeply question
the practices of professional caregivers. Nor did I have deep insight into the burdens born by
caregivers and the conditions that sustain them on this journey. As Moules et al. (2015), suggest,
it was only after | personally experienced caring for my loved ones myself, that | began to
question many different aspects of the caregiving experience and my questions motivated me to

undertake this research study.
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Thematic Analysis, Rigour and Validity

van Manen’s (1990, 2016) thematic analysis method was utilized to identify and develop
the themes listed in the next chapter. According to van Manen (1990) thematic analysis is about
trying to “unearth something ‘telling,” something ‘meaningful,” something ‘thematic’ in the
various experiential accounts—we work at mining meaning from them” (p. 86). A theme is about
the meaning of a point, it is a summary of sorts, and helps shine a light on the phenomenon the
researcher is trying to gain further insight into. In relation to the experience being explored in a
study, the theme helps get at the core of the experience and helps to describe it. Getting to the
core is a glimpse into the mystery of the phenomenon as a whole (van Manen, 1990). van Manen
(1990) expressively states that:

Themes are the stars that make up the universes of meaning we live through. By the

light of these themes we can navigate and explore such universes. Themes have

phenomenological power when they allow us to proceed with phenomenological

descriptions. (p. 90)
van Manen (1990) points out that no theme can ever capture the entirety of the whole lived
experience and that although a theme’s role is to shine a light onto a piece of the phenomenon
being explored, the theme is not intended to account for its entirety. Themes can come from
listening to audio recorded interviews, observations or reading text from transcribed participant
transcripts (van Manen, 1990, 2016).

There are three approaches to isolating themes according to van Manen (1990, 2016) and
often hermeneutic phenomenology researchers utilize a mixture of them. These approaches are
1) reading all of the text(s) as a whole and indicating the significant passages, 2) highlighting the

phrases that are essential and affirming to the phenomenon being explored, 3) reading line for
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line of the text(s) and asking what the sentence(s) are saying about the phenomenon (van Manen,
1990, 2016). After the recorded interviews were transcribed, | conducted a thematic analysis of
the participant transcripts to isolate themes and subthemes which constitute interpretations of
meanings that participants gave to their experiences. | utilized a mixture of all three thematic
analysis approaches by van Manen (1990, 2016). As a novice researcher inexperienced in the
process of hermeneutical phenomenology I engaged in a process of “collaborative analysis” (van
Manen, 1990, p. 100) with my thesis advisor whereby “hermeneutic conversations on the themes
and thematic descriptions of a phenomena may also be conducted by a research group or
seminar—these too are helpful in generating deeper insights and understandings” (p. 100).

Accordingly, and in order to gain experience with identifying themes, | coded each
transcript and then drew passages with affinity for each other together under themes and
subthemes. These coded transcripts and drafts of themes and subthemes were then shared with
my thesis advisor and feedback was given. As | read each transcript, coded it and developed
themes and subthemes and received feedback, patterns representing resonances in experience
among participants started to emerge; these were simply noted until the final step. This final step
involved reading across all eight transcripts and attending to the reverberations that echoed
across them. This approach helped aid in the rigour and validity of the thematic findings that are
presented in the next chapter.

van Manen (2016) makes it clear that other techniques related to rigour and validity
techniques can include such procedures as member checking or triangulation which tends to be
utilized in other forms of qualitative research methods (grounded theory, ethnography etc.). He

makes the point, however, that such methods cannot be applied to validate a phenomenology
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research study. Instead van Manen (2016) advises the utilization of the following criteria when
evaluating the validity of a phenomenology study:
Heuristic questioning: Does the text induce a sense of contemplative wonder and
questioning attentiveness?.... Descriptive richness: Does the text contain rich and
recognizable experiential material? Interpretative depth: Does the text offer reflective
insights that go beyond the taken-for-granted understandings of everyday life? Distinctive
rigor: Does the text remain constantly guided by a self-critical question of distinct
meaning of the phenomenon or event? Strong and addressive meaning: Does the text
‘speak’ to and address our sense of embodied being? Experiential awakening: Does the
text awaken prereflective or primal experience through vocative and presentative
language? Inceptual epiphany: Does the study offer us the possibility of deeper and
original insight, and perhaps, an intuitive or inspirited grasp of the ethics and ethos of life
commitments and practices? (p. 355-356)
The criteria described above for validity were kept in mind at all times when completing this
research study. While as a novice researcher it is challenging to necessarily claim that | was able
to awaken ‘primal experience’ or ‘original insight’, I do believe that the interpretive process
utilized enabled an inspirited grasp of the moral principles, tenets and social practices that rural
caregivers live out in caring for their loved ones. Lastly, van Manen (1990) shares the following
test of validity for the themes uncovered in a phenomenology study:
In determining the universal or essential quality of a theme our concern is to discover
aspects of qualities that make a phenomenon what it is and without which the

phenomenon could not be what it is. To this end the phenomenologist uses the method of
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free imaginative variation in order to verify whether a theme belongs to a phenomenon

essentially (rather than incidentally) (p. 107)
van Manen (1990) also poses the following questions: “Is this phenomenon still the same if we
imaginatively change or delete this theme from the phenomenon? Does the phenomenon without
this theme lose its fundamental meaning?” (p. 107). | was guided by this test of validity
particularly at the end of the study. This was a time for contemplating the narrative flow of the
experience along with the intertwining and interpenetration of themes to each other. When
contemplating the fit and flow of themes it became obvious that the parts were constituting the
whole and that the emerging whole was determining how and where the various themes would
fit. | felt that if we were to remove any of the themes it would leave a hole in the story and would
not be a true reflection of the phenomenon being explored in this lived experience of rural
caregivers.

Another criterion that has been used to establish rigour in qualitative research is
auditability which is defined as “the researcher’s development of the research process in a
qualitative study that allows a researcher or reader to follow the thinking or conclusions of the
researcher” (Lobiondo-Wood & Haber, 2009, p. 549). An auditable process documents the
decision trail related to the interpretation of meanings and how these meanings were organized
under themes. This process was developed in consultation with my thesis supervisor as described
above. This enabled the retrieval of each quote or excerpt used to develop each theme to be
traced back to the original transcript and ensured a proper fit with narrative data (Koch, 1996). In
this way the study design, process and thinking followed a systematic process and was
documented throughout the course of the research to help aid in meeting the criteria of

auditability (Lobiondo-Wood & Haber, 2009).
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Sampling Methods, Recruitment of Participants and Setting

A purposive and snowball sampling method was used to select participants from the
target population in order to ensure that the experience of participants fit with the lived
phenomenon that was being explored. Purposive sampling is “a nonprobability sampling Strategy
in which the researcher selects subjects who are considered to be typical of the population”
(Lobiondo-Wood & Haber, 2009, p. 560). Snowball sampling involves “subjects who meet the
eligibility criteria are asked for assistance in getting in touch with others who meet the same
criteria” (Lobiondo-Wood & Haber, 2009, p. 562-563). To be more precise, a sample was
achieved through a recruitment method that involved selecting rural locations in the Eastern and
Waterloo-Wellington Counties of Ontario, Canada. Once these communities were selected
recruitment proceeded by posting and distributing study flyers (Appendix B). Study flyers were
posted in cafes, shops, pharmacies, doctor offices and community boards. In addition to posting
flyers, I completed two interviews with different local newspapers in the rural communities,
whose journalists had noticed my flyers. The snowball sampling method came into play by also
providing study flyers to colleagues in rural palliative care who could help me gain further

access to the targeted population.

The concept of data saturation was used to determine when the sample size was adequate

for this study. Data saturation is:

A point when data collection can cease; data saturation occurs when the information
being shared with the researcher becomes repetitive. Ideas conveyed by the participant
have been shared before by other participants; inclusion of additional participants does

not result in new ideas. (Lobiondo-Wood & Haber, 2009, p. 552)
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When discussing samples, van Manen (2016) feels, however, that phenomenology researchers
should view the adequacy of a sample in terms of the adequacy of gathering compelling
‘examples’ of the lived experience, rather than set numbers of participants. He takes this position
because, according to his experience, phenomenology research findings aim to be compelling in
what they teach us about lived experience rather than enabling generalization from a sample to a
larger targeted population. Regardless of whether one takes the position that rigour is established
by saturation of the data or by the compelling and richness of the narratives, it was noted with
the execution of this study that there was strong resonance across transcripts in the descriptions
of participants that led to themes. In addition, it is my contention that the nature of the quotes

drawn upon to establish themes, speak clearly and convincingly for themselves.

Participants for this study were drawn from rural areas in Ontario, Canada. Rural was
defined as an area outside of urban population centres that is composed of clusters of small
towns and villages surrounded by agricultural lands, wilderness or undeveloped land (Statistics
Canada, 2012). Participants in this study were chosen based on the following inclusion criteria:
18 years of age or older, primary caregiver of an EOL loved one who deceased at least one year
ago and not longer than four years ago, loved ones who died in a rural Ontario home setting in a
town or village of less than 16,000 people, and can communicate in English. Exclusion criteria
involved not meeting any of the inclusion criteria and if the individual was experiencing any
signs of psychological distress/complicated grief. This exclusion criterion was important as |
wished to refrain from inflicting any further trauma on them. This study had 10 individuals
volunteer to participate in the study however, two individuals did not meet the inclusion criteria
as one individual cared for their loved one 10 years ago and the other was actively seeing a

psychologist regarding the loss of their loved one(s). In total this study had eight participants
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from six different families from across the Eastern and Waterloo-Wellington Counties in
Ontario, Canada and six interviews were completed. A fascinating phenomenon that developed
was that two of the interviews completed were done as joint interviews as the caregivers felt they
had experienced caring for their loved one together as a team and wanted to participate in the
study as a team. Although the study aimed to recruit participants from towns or villages less than
16,000, the participants who volunteered for this study and who were included all came from
rural communities with less than 1500 people. Participant age range was from 29 to 74. There
were five female and three male participants and seven self-identified as Caucasian and one as

Aboriginal. For more demographic information please see Appendix C.

Data Gathering

Richly layered descriptions of the experience of being a rural caregiver were invited by
approaching participants to engage in a conversation with the researcher. The semi-structured
research questions (Appendix D) were offered to be shared with the participants in advance of
the interview as a way of helping participants to organize their thoughts in preparation for the
conversation. All participants, however, declined the offer to be sent the questions and waited for
the interview. The interview questions started with an open en