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Navigating the path to care and death at home—it
is not always smooth: a qualitative examination of
the experiences of bereaved family caregivers in
palliative care
Elizabeth A. Lobba,b,∗, Kristin Bindleyc, Christine Sandersona, Roderick MacLeodd, Jane Mowlle

Abstract
Background: Care and death at home are generally thought to be beneficial for families. However, there may be bereavement
experiences and support needs, which are specific to family caregivers providing end-of-life care in their home. The Palliative Care
Home Support Program in New South Wales, Australia, provides end-of-life care packages for patients who wish to die at home.
These packages provide up to 48hours of specialized supportive palliative home-based care, day or night, by community workers
specifically trained for the task, working as part of existing community palliative care multidisciplinary teams. Care packages may
include assistance with personal hygiene, carer respite, and domestic assistance.Methods:As part of a larger longitudinal mixed-
methods study, 28 bereaved caregivers who experienced a home death and/or received the care packages undertook in-depth
interviews. Narrative thematic analysis was undertaken to explore their experiences at 6 months post death.Results: Twenty-eight
caregivers were experienced or planned for a home death and 21 had a package in place. Five themes were identified: “the
achievements of a home death”; “taking on the mantle”; “the burden of witnessing the dying process”; “home as our space/their
space”; and “resistance or submission to the ideals of best place of care for family caregivers.”Conclusions:Bereaved caregivers
provided accounts of their interactions with health care providers depicting a complex relationship with the care system. Some
families struggled tomanage boundaries of home and private space as care needs escalated. Ideals about best care and home death
are sometimes conflicted, without easy consensus between patient, family, and service providers. Significance:Models of care
based on assumptions that home death is straightforwardly beneficial may cause unintended consequences. For future policy,
providing care in the private space of the home requires close attention to family concerns and outcomes.
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1. Introduction

In palliative care, the challenge for professional caregivers is not
only to achieve a “good death” for the patient, but also to provide

support for the caregivers and family to navigate the path of care,
death, and bereavement. Care and death at home are seen as
assisting family members’ perceptions of a “good death,” leading
to less bereavement-related distress.[1–4] Features of a “good
death” include not being over-whelmed by the physical
management of the dying process and the preferred place of
death being seen as a “safe place” regardless of its physical
location.[5]

A higher quality of life for patients in the final week of life is
underpinned by more palliative care support[6] and a greater
therapeutic alliance with health care providers has been
associated with “cascading benefits” for bereaved caregivers
including better physical functioning and mental health.[2]

However, some features of a palliative care death may be
uniquely traumatizing for vulnerable individuals, with potential
impacts during bereavement.[7] There are also further potential
difficult physical, psychological, and spiritual sequelae of
caregiving within this setting.[8]

Management of care- and death-related factors that increase
the risk of complexities of grief in bereavement for family
members has been reported.[9] This is counterbalanced by the
potential for experiences of a sense of mastery, personal growth,
and meaning-making arising from experiences of caregiv-
ing.[6,10,11]

Family caregiving is essential when a person wants to die at
home.[12] In contemporary contexts in Australia, as elsewhere,
support for caregivers to provide care and enable a home death
comes from both specialist and primary palliative care services
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and from sources like trained personal and home care workers.
Family caregivers need access to flexible services to support care
and death at home, together with ongoing assessment of their
needs.[13]

For specialist palliative care services, care of the family during
the illness and death of the patient, as well as provision of
bereavement support, are an integral part of their mission.[14]

However, there may be bereavement experiences and support
needs which are specific to family caregivers providing end-of-life
care, although this remains under-researched.[15] A strong
relationship between the delivery of lower quality of care, for
example, the patient’s physical, psychological, spiritual, and
informational needs not being adequately addressed, and higher
levels of complicated grief has been reported[16] with utilization
of palliative care found to buffer the effect of fear of death on the
complicated grief of caregivers.[16] When compared to home
deaths, hospital deaths have been associated with worse quality
of life for patients and a higher risk of psychiatric illness including
prolonged grief disorder for bereaved caregivers.[2] Of concern
however, a recent study of >25,000 palliative care patients in
Australia found that although all patient symptoms improved
and >85% of patients had no severe symptoms before death,
when comparing all symptom outcomes by place of death,
hospital patients are 3.7 times more likely than home patients to
have no severe symptoms.[17] Consequently,

“there is need for research to better understand the effects and
outcomes of care provided in the home, and its impact on
family caregivers.” [MacLeod, P26]

This knowledge will help clinicians support caregivers,
patients, and their families in making decisions about end of
life and where they want to die and improve service provision.
In 2013, the Palliative Care Home Support Program (PCHSP)

was funded by the New South Wales Ministry of Health.[18] The
program provides end-of-life care packages for patients whowish
to die at home or remain at home for as long as possible. These
Supportive Palliative Care Packages (SPCPs) provide up to 48
hours of specialized supportive palliative home-based care, day
or night, by community workers specifically trained for the task,
and who work as part of existing community palliative care
multidisciplinary teams.[19] The 48hours may be used consecu-
tively or spread over several days andmay include assistance with
personal hygiene, carer respite, and some domestic assistance.
Care provided under the PCHSP is determined by the patient

and their family in consultation with the palliative care clinician,
palliative care community nurse, or the primary care team. The
program is promoted with referrals by approved health
professionals from each Local Health District. There is no
charge to patients or families for the packages.
The current study examines the experiences of participants

who experienced or planned for a palliative home death and who
received a SPCP and those who did not receive a SPCP (n=28).

2. Methods

The study employed a narrative research framework to examine
experiences through in-depth interviews at 6 months post loss.
These interviews formed part of a larger longitudinal mixed
method study of 81 bereaved caregivers recruited following both
“expected” palliative (N=61) and “unexpected” coronial (N=
20) deaths. (To be reported elsewhere). The study complies with
the standards for reporting qualitative research.[20]

2.1. Data collection

Bereaved caregivers were sequentially recruited from 2 specialist
palliative care services 4 to 6 months after the death. Potential
participants were sent a letter frommember(s) of themanagement
team introducing the study. Upon consent, the researcher (JM)
telephoned the participant to arrange a time for the interview,
which took place at a venue of their choice. Recruitment stopped
when there were sufficient numbers of caregivers who experi-
enced a death at home and/or received the SPCP and saturation of
themes was reached.[21]

The Human Research & Ethics Committees of The University
of Notre Dame, Australia, and South East Sydney Local Health
District, Prince of Wales Hospital, Sydney, approved the study.
During the interview, the researcher (JM), an experienced
bereavement practitioner, was responsive to participants’ con-
cerns and provided opportunities to stop and flagged difficult
questions so that they could be avoided if wished.[22]

2.2. Analysis

Interview data were audiotaped and transcribed verbatim. Initial
analyses began after interviews. A narrative analysis strategy
allowed themes to be identified across individuals and held a case-
centered commitment to keep the individual account intact and
allow nuanced analyses.[23] Critical theory, which addresses the
language and situation of power, provided a lens through which
to explore the dominant discourses about home care, death, and
grief implicit in the narratives of bereaved caregivers.[24,25]

Analysis steps included initial data immersion where 5
researchers (JM, KB, EL, CS, RMacL) read a subset of
transcripts, from which a preliminary thematic framework was
developed to enable systematic attention to story “strands” of
narratives. Two researchers (JM, KB) read the remaining
transcripts alongside the thematic framework. A detailed analysis
focused particularly on stories of illness, caregiving, death
events, and palliative care experience within and across cases, to
identify themes. Network mapping[26] was utilized to review
themes and sub themes/codes as conceptually situated in relation
to one another. The diverse background of the researcher team
including social workers/bereavement counselors (JM, KB),
palliative care clinicians (CS, RMacL), and a behavioral scientist/
bereavement counselor (EL) provided reflexivity to ensure
adherence to themes. Additionally, participants were provided
an opportunity to review themes and provide feedback and
7 participants responded endorsing the themes and providing
additional clarification. Interviews were on average 60 minutes’
long (range 35–80 minutes).

3. Results

Of the 28 caregivers who participated in an interview (Table 1),
12 had experienced a home death with a SPCP in place, 8 planned
for a home death with a package but the death occurred in
hospital, and 1 had a SPCP and died in an aged care facility. Eight
had planned for and achieved a home death without a SPCP in
place. One of the deaths was subsequently reported to the
Coroner/Medical Examiner as the Primary Health Care
Practitioner declined to issue a death certificate.
Five themes were identified: “the achievements of a home

death”; “taking on the mantle”; “the burden of witnessing the
dying process”; “home as our space/their space”; and “resistance
or submission to the ideals of best place of care.”
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3.1. The achievements of a home death

Care at home was experienced as positive by many participants
bringing a sense of purpose and achievement:

“Death at home ‘wonderful, you know, wonderful way to go.’
Home death was dad’s wish, ’ that kept me going’ (his
gratefulness), “broke my heart” . . . “it was full on but it was
wonderful, you know, wonderful way to go.” “ . . . we
brought him home he was always very grateful that we did it
and yeah, I suppose that kept me going.” (Daughter, P24)

Home care provided a chance to be with the person who was
dying to ensure they were well-cared for, not alone, and also
signified a sense of maintaining control. Care at homewas seen to
allow the family member to “live until they died” and for many, a
way of honoring the patient’s wishes.

“I never wanted him in the hospital because I thought no
matter how good the hospital is and no matter how good the
care is there is never going to be somebody sitting with him
that whole time, and he may die in a hospital with nobody
around him and I couldn’t let that happen” . . . .. I said,
“While he is under this roof he is under my care”. (Wife P13)

3.2. Taking on the mantle of care

Although caregivers wanted to take on this role and were proud
of their achievements, the caring was not without challenges.
There was a sense of the role being “massive” and “overwhelm-
ing” and having “no boundaries” in what was required of them
to provide care. A particular concern for caregivers was
managingmedication with the fear that administeringmedication
may have brought on the death, as this quote illustrates:

“I question this now when I think about it: with mum, like,
how much medicine I was giving and what was I actually
doing? At that time, you sort of think you just do what you’re
told, and I thought...“have they increased the dose?” . . . ..
And, I have a question that does it – does that hurry it up?
. . . What am I actually doing to my parents? What am I
doing to my dad with the medicine? I would’ve liked . . . a bit
more information about it. (Daughter, P7)

The costs of taking on this mantle of care at home for
caregivers also brought uncertainly about doing the “right thing”
and for some, the risk of physical injury.

“Most of the time I could do it by myself’ (but with loss of
mobility, shift from oral to injectable medications), ‘got
harder’ // ‘She was ok up until the last, I suppose month and
then it got very scary as the carer, just, you know, making sure
you’re doing the right thing.” (Husband, P5)

“What was really difficult was needing to lift {husband} and
do things and my back has really caved in’. // ‘He was
incontinent and I had quite a lot of cleaning to do.” (Wife,
P81)

Caregivers considered themselves to be the repository of
reassurance, ongoing comfort, and presence and highlighted the
importance of care provided by a family member rather than a
health professional:

“I... just sat beside him and when he wanted to get up because
they didn’t like him to get up, you know, I would just stand
and hold him beside the bed or just try and calm him down by
talking to him, you know, just sitting beside him and that did
help a bit. And it’s the sort of thing you can do I suppose when
it’s, you know, your own loved one, you can’t expect a nurse
to do it. (Wife, P13)

For some caregivers, even though they had planned for a home
death, the care needs were too great or symptom management
was not optimal and the family member was admitted to hospital:

“He didn’t want to go to [name hospital] . . . he really
wanted to come home but then he couldn’t breathe without
the oxygen and there was no choice really.” “They {the staff}
said it would be too hard I think. It would have been too hard
for me to nurse him even though I am a nurse.” //, couldn’t get
him up the stairs” (Wife, P41)

3.3. The burden of witnessing the dying process

Several caregivers spoke of the psychological trauma of care at
home, this included difficulties in witnessing the physical
deterioration of the patient, their perceived loss of dignity and
the unavailability of assisted dying to ease suffering which is
currently not legal in New South Wales, Australia.

Table 1

Sociodemographic characteristics of participants (n=28).

Employment n=22
Mean age 62.42 (SD 16.42) range 12–92

Sex
Male 7
Female 21

Main carer
Yes 24
No 4

Package recipient
Yes 23
No 5

Relationship to deceased
Husband/male partner 4
Son 3
Wife/female partner 12
Daughter 8
Other 1

Language other than English spoken at home
Yes 6
No 22

Highest level of education completed
Year �10 9
Year 12 1
TAFE Cert/dip, bus college 7
University degree 5
Higher degree 4
Other 2

∗
Employment status
Full-time employed 6
Part-time employed 3
Retired 12
Unemployed 1

Religious/spiritual beliefs
Christian 22
Athiest/none 3
Agnostic/unsure 2
Buddhist 1

SD, standard deviation.
∗
Missing data does not add up to 100%.
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“It was degrading and disgusting for a person to go through
when somebody has to clean you up and put nappies on and
it’s just – they are not unconscious they are aware of what’s
going on.” // “No, that was cruel. It should have not been
allowed. If that had been a dogwe would have had to take it to
the vet.” (Wife, P32)

“She was really struggling to breathe, it was pretty awful . . .
.. I hadn’t prepared for that, I didn’t know how people passed
away.” (Husband, P5)

3.4. Home as our space/their space

Impacts of death at home were both positive and negative.
Bereaved caregivers provided accounts of their interactions with
health care providers depicting a complex relationship with the
care system. Some families struggled to manage boundaries of
home and private space as the dying person’s needs escalated.

“They took away that sense of her own space and the whole
point of course of dying at home is to keep you in your own
space . . . .having all these other people coming in and taking
over three or four times a day may have contributed to the fact
that she somewhat changed in personality. She was much
more irritable. And to suddenly, for the last three weeks of
your life, have this endless procession of strangers and
relatives all kind of sitting around the bed, not really
particularly engaging with you but just sort of being there,
I mean it was quite unnatural really to have all these people in
her space, in our space after not for 10 years . . . ” “I was too
tired all the time to really control the situation. I didn’t get any
sleep for the last three or four weeks. I was completely at the
end of my tether all the time.” (Daughter, P72)

For other recipients of the SPCP, privacy was not an issue as
this quote illustrates:

“I think we had about – there were three of them all together,
so once we got to know – you didn’t feel like you were having
to explain the situation to new people coming all the time.
They knew where everything was and I’d come home and find
– they’d done all sorts of stuff that I hadn’t even asked them to
do. They were just absolutely wonderful, angels.” (Wife, P70)

There were difficulties with navigating different care service
providers, with implications for established relationships.

“When the palliative care gets involved ‘you have to drop your
Department of Veteran Affairs Services [...] so all these people
. . . dad had built up a rapport with over the years weren’t
allowed - I was told couldn’t come anymore, it had to be just
the Palliative Care team . . . .. Look I get that there’s rules but
it was really traumatic and that’s even me in a nursing
capacity.” . . . - ‘I think it (death at home) is a wonderful
idea, you know, wonderful to do it but it’s just sort of people
negotiating the path.” (Daughter, P24)

At the same time a number of caregivers whose relatives had
received the package were ambivalent about or unhappy with the
care provided, feeling that it was not the care that was needed.
Direct care for the patient was valued over ancillary tasks such as
cleaning or hanging out the washing, “I don’t know if I could
have managed –well I couldn’t – I needed them now in hindsight.

I didn’t need them to do anything for me or in the house which I
thought was a waste.” (Wife, P13)
For others, the provision of the home care package provided

the essential services that allowed them to care such as having a
phone number to contact the palliative care services, and having
support that was “compassionate,” “helpful,” “reliable,” and
helped feel that they were not “doing it alone.”

“Then the palliative care people just did everything else and
they were just fabulous. The care people who came – the nurse
said to me, “He must have the 48 hour package,” . . . So we
said okay and we arranged for various – and these people who
came were just absolute angels. They were so lovely and just
said, “You go out and have a walk or go and have a coffee or
have a meal or whatever. We’re here. Just give me your phone
number and I promise I’ll call you if anything . . . ” They did
washing and they would say, “Have you got any ironing?”
There was one lady who was just lovely. She sat with him for
ages and she just massaged his hands and his feet. They were,
the whole palliative care thing was as good as anything could
have been.” (Wife, P70)

A lack of continuity of carers who were part of the SPCP was
problematic with some participants reporting that the communi-
ty carer was disruptive and not helpful in ways that were wanted.

“I think I suggested I needed it (SPCP) at some stage and I
don’t know if they realized that maybe [Name] was in that last
stage, and I didn’t get anybody come until probably the last 12
hours or 24hours. He’d already had a bed bath and I really
didn’t know what she was to do. So I found – yes and they
were talking about staying the night. I didn’t need anybody
staying. And I wasn’t scared of [Name] dying or being here on
my own. . . . I mean the woman that came was lovely but she
didn’t know what to do and I didn’t know what to do with
her.” (Wife P82)

3.5. Resistance or submission to the ideals of best place
of care

Ideals about where the best care could be provided sometimes
conflicted without easy consensus, between patient, family, and
service providers. For example, family members wanted to fulfill
the patient’s wishes to provide care at home but were told by
other family members or health professionals that the task was
too great. Conversely, other caregivers believed they could not
manage at home and after a trial period the patient was
transferred to hospital. There was a sense that their own personal
capacity such as knowledge, advocacy skills, and personal
resources and support could not always protect them from gaps
in the system.

“I guess somehow society has to accept that people want to die
at home, that they have terminal illnesses, they want to die at
home and be able to go through that process with the least
amount of trauma, because what I’ve gone through, what I’ve
experienced and I had all the support, I had all the knowledge...
and yet I still had to go through with it...work out how do I
move on from such a horrific thing.” (Daughter, P14)

Thus one of the overarching findings in the interviews was
family members’ awareness of and reaction to these perceived
ideals from some health professionals, and society in general,
positioning home care and death at home as ideal and others who
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considered in-patient hospital care as ideal. The bereaved
caregivers we interviewed who had a home death, reported that
they had to negotiate the path to attain or sometimes resist
professionals’ ideals of hospital providing the best care. Some
carers had to actively advocate to ensure the person was not
admitted to hospital:

“I think for lay people it would be very difficult . . . one of my
sisters did ask the RN from (Service) well what usually
happens and they said well, that’s when people go to hospital.
But yeah, like you know the director of nursing where I work
said you know the government wants people to stay at home
and I thought well they’d better start making it a bit easier for
people. . . . I think it is a wonderful idea, you know,
wonderful to do it but it’s just sort of people negotiating the
path . . . If it wasn’t for me speaking up saying no . . . ”
(Daughter, P24)

4. Discussion

Many people with life-limiting illnesses prefer to be cared for and
die at home rather than in the hospital.[3] Overall, care and death
at home are considered preferable, although still not achievable
for many,[27] and this has led to the establishment of new services,
such as the PCHSP. However, for both patients and caregivers,
preference for place of care is not necessarily synonymous with
preference for place of death.[28] The experiences of caregivers
may be complex with a high level of expectation of care and death
at home, but to achieve this they find themselves required to take
on increasing amounts of complex care which was once provided
by nurses.[3,29,30]

Enabling people to choose a home death underpins Australian
national palliative care policies.[3] However, our findings suggest
that caring for a person to enable a home death is not always
wanted either practically or emotionally. Although home is seen
as a valued space for both care and death, bereaved family
caregivers reported difficulty in navigating this path. They
reported that they were often overwhelmed by the complexity of
the tasks involved especially managing medications and the
physical and emotional work of caring. In keeping with findings
from other studies,[5,15] many did not know what to expect of the
dying process and reported being traumatized by witnessing the
physical deterioration of their family member and being
unprepared for the last hours and moments before death.
Those interviewed highlighted the need for preparatory

information and knowledge before the patient being discharged
from hospital for a home death and ongoing information to
enable the patient to stay at home. This supports earlier findings
and highlights that family caregivers need practical and
psychosocial support as well as education on symptom
management to continue caring at home.[6,12] The findings from
our study, particularly the distress in caregivers witnessing the
dying process at home suggests that preparation for the visual
aspects of dying such as altered breathing and physical changes is
warranted. These findings are supported by a recent study which
describes the bereavement issues caused by poor communication
and lack of understanding or awareness of the dying process.[15]

A number of suggestions from caregivers and health
professionals for improving communication and support for
families at the end of life are provided. For example,

“carers expressed wishes for bedside updates on what was
happening and what they could be doing to help their loved
ones at that time.” [Harrop, P3]

Carers and health professionals also described the need for
better information on the signs of death and what to expect to
facilitate their preparedness for the death. Some called for post
death consultations so that families’ questions could be answered
by the health professionals who were directly involved at the end
of life. It was felt that this would alleviate some of the confusion
and concerns of bereaved family members and provide an
opportunity to improve future care.
Our data suggest a targeted approach including information

for caregivers on administering medications, particularly opioids,
and systemic and structural supports including financial assis-
tance.
Caregiving is shown in this study, like others, to be

gendered[31] with the majority, female partners and daughters.
Policy makers and funding bodies need to address the way care is
delivered in the home including, the quantity of resources
provided. Assumptions about appropriateness of care/death at
home, and the pursuit of this as “ideal” by caregivers and society
in general need to be challenged. It could be argued that a home
death transfers the burden of best palliative care practice to, often
female members of, the family, and turns the safe space of home
into something different with lack of privacy, anxiety about the
ability to cope, physical exhaustion, and in some cases injury.
Bereaved caregivers who received SPCPs valued personalized

care but also reported they were confused and stressed by the
steady stream of “strangers” in their home in a space that was
considered “private” and during a time that was “sacred.” For
many, these short-term new relationships with health profes-
sionals and personal care workers, even when they were valued,
added to their stress. The timeframe of the Packages (48 hours—
although a 2nd package could be requested) may have
contributed to these short-term relationships as some palliative
care patients can be connected to specialist community palliative
care services for weeks, months, or even years where more
established relationships are formed. The packages are structured
to support families in the last days of life when caring may be
more intense.
The importance of caregivers having a “secure base” and “safe

space” in which to provide care has been highlighted.[4,32,33] This
includes

“the importance of feeling secure that health care services will
be provided by competent professionals, timely access to
needed care, services, and information and feeling secure in
their own identity and self-worth as a caregiver.” [Funk,
P435]

A critical theory lens prompts consideration of who possesses
and exercises agency and power in interactions about place of
death, care arrangements, and in accessing necessary sup-
ports.[24,25] This is more than achieving patient-centered and
family-centered care. It provokes reflection on the context and
impact of “dominant” or upheld positions and recognizes that
these can be used in ways that can negate the patient or family’s
lived” experience. Our data highlighted that caregivers con-
tended with implied/imposed “rules and expectations about care
in the typically private domain of home. It is evident from the
themes elucidated for example resisting or submitting to ideals of
care, and home as a “private” space that caregiver and service
provider goals/priorities are not necessarily congruent. A critical
perspective considers the extent to which caregivers exercise
agency and resist or submit to dominant “ideals” or “truths”
about care, alongside their own conceptualizations of the
meanings of care and the associated costs. The agency of some
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carers appeared to be enhanced by the available personal and
interpersonal resources, which therefore shaped their experience.
A critical analysis of these findings urges the palliative care service
providers to interrogate paternalistic approaches to service
provision and interventions in the context of care and death at
home, and to attend carefully to the relational aspects of their
work with caregivers.[34]

5. Conclusion

Support provided by professional palliative care services and
community care workers through the SPCPs was valued by
family caregivers for enabling choice, if it was their preference to
realize end-of-life care in the home, and provided practical
assistance, emotional support, and reassurance.
Death may be natural but best practice palliative care requires

skilled assessment and care, even for an “uncomplicated” death.
Understanding the complexities of end-of-life care and the
support needs of family caregivers in the home setting could
improve services. Relationships where families and patients are
partnered with, mentored, empowered, and feel comfortable with
clinicians and volunteer caregivers are valued. Flexible practical
assistance is valued highly and care arrangements that are not
flexible may be more harmful than helpful for some families.
Finally, models of care that are based on the assumption that

home death is straightforwardly beneficial may cause unintended
consequences. Thus, providing care in the private space of the
home requires close attention to family concerns, resources and
outcomes. A deeper understanding of the costs and benefits of
families’ caregiving in the context of palliative care bereavement
will contribute to the development of models of community
palliative care.
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