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Abstract

The adverse effects of caregiving provided by family members, partners, and friends for
people dying at home from a life-limiting illness have been extensively documented in
the palliative care research literature, yet minimal attention has been directed towards
the strengths of informal carers and their subsequent growth and development. Using
in-depth interviews from a purposive sample of informal carers (n = 28), this paper
reports empirical evidence from a subset of data analysed for an Australian qualitative
study, illuminating a range of strengths frequently obscured beneath the emotional-
labour work of caregiving and further sequestrated by the chaos of grief. A strengths
perspective on caregiving at end-of-life is important because it helps to inform a
reconstruction of caring and dying to include dimensions that relate to the growth of
human potential and capacity, as well as enabling collaborative partnerships between
workers and informal carers at the end-of-life.

Keywords: Palliative Care; Grief and Loss; Bereavement; Strengths-based Approaches;
Heuristic Enquiry

Caring for a partner, relative, or friend dying from a life-limiting illness in the setting of
the home is referred to in the health care literature as informal care, and is
conceptualised as both labour work and emotional work (James, Andershed, &
Ternestedt, 2009). Such care is intense and traverses deeply personal experiences,
primarily motivated by an attachment to a close, private, and, in some instances,
delicate and fraught relationship. It is theorised in the sociological literature as an
embodied moral practice involving notions of interdependence and reciprocity,
negotiated within a unique cultural and biographical context (Broom & Cavenagh,
2010; Chattoo & Ahmad, 2008). In the biomedical research literature, it is associated
with: burdens (Emanuel, Fairclough, Slutsman, & Emanuel, 2000; Fukui, Fujita, &
Yoshiuchi, 2013); distress (Dumont et al., 2006; Hudson et al., 2013); comorbidities
(Nijboer et al, 1998; Schulz & Beach, 1999); personal costs (Aoun, Kristjanson,
Currow, & Hudson, 2005); and stigma (Powell-Cope & Brown, 1992), and in response
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to these adverse effects, informal carers have been identified as hidden patients
(Kristjanson & Aoun, 2004) and vulnerable caregivers (Navaie-Waliser et al., 2002).

Caregiving does not cease at the time of death (Hughes, 2009; Sinding, 2003) as
during bereavement the focus of attention shifts to matters of body disposition, final
ceremony, and memorialisation, collectively referred to as final arrangements (Bern-
Klug, 2004). Confronted with a wide range of options offering greater choice, people
can experience confusion, distress, and ambivalence; all happening when the
shattering sense of loss is realised and many significant decisions of an irreversible
nature must be made with a wide range of stakeholders (Bern-Klug, Gessert, & Forbes,
2001; Latham & Prigerson, 2004). The biomedical literature acknowledges the risks
associated with bereavement, highlighting physical ailments, impaired mental health,
and increased mortality rates (Sanderson et al., 2013; Wiese et al., 2010). Viewed in
these contexts, the experience of caregiving at the end-of-life and throughout
bereavement is clearly perceived to be a risk posing threats to people’s wellbeing,
warranting the intervention, monitoring, and management of health care profes-
sionals. This distinctive type of care presents significant challenges, and palliative care
research duly highlights the need for more effective ways to incorporate comprehens-
ive support for informal carers (Hudson & Aranda, 2013; Payne & Grande, 2013).

Alongside this accumulating evidence is a less prominent body of knowledge that
highlights the positive aspects arising from having cared for a dying relative, partner,
or friend in the setting of the home. Such aspects of the informal caring experience
include a greater sense of family closeness, a more meaningful purpose in life,
and enhanced coping abilities (Grbich, Parker, & Maddocks, 2001; Hudson, 2004;
Keeley, 2007; Strang & Koop, 2003). The lived experience of bereavement is also
recognised for enabling a heightened understanding of the impermanence of life:
a corresponding appreciation for the importance of relationship; a shared sense of
common humanity; and an increased sensitivity, humility, and compassion for others
(Calhoun & Tedeschi, 2001; Kellehear, 2007; Meeker, 2004). While studies have
identified a range of positive outcomes emerging from the lived experience of informal
care-giving, carers’ strengths are yet to feature in the palliative care research literature.
Funk et al. (2010) reviewed 105 published qualitative articles between the period of
1998 and 2008 on home-based family caregiving at end-of-life, and carers’ strengths
were not mentioned.

The strengths perspective is both a moral and pragmatic approach used predomi-
nantly in social work, recently gaining momentum in the field of nursing (Gottlieb,
2013). Coined in 1989 by the authors Weick, Rapp, Sullivan, and Kishardt, the
strengths perspective assumes that people have the capacity for growth and change
even during periods of hardship and crisis (Weick et al., 1989). Adversity, difficulties,
and suffering all offer the potential for learning and growing, with knowledge gained
from one experience able to be applied to subsequent life situations. Operating in
contrast to the more traditional problem-solving approaches, which “tilt toward the
pathological” (Weick et al., 1989, p. 350), a strengths perspective regards people as
active agents possessing “a wide range of talents, abilities, capacities, skills, resources
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and aspirations” (Weick et al., 1989, p. 352). Saleebey (2013), a leading authority in
this humanist approach, defined strengths as:

Personal qualities, traits and virtues that people possess [acquired by] what people
know about the world around them, from those things learned intellectually or
educationally, to those that people have discerned and distilled through their life
experiences. (p. 103)

This paper contributes to the understanding of the informal care experience by
amplifying a strengths perspective to the analysis of the lived experience of care-
giving at the end-of-life in the setting of the home. By reporting a subset of data from
findings from an empirical study undertaken in Australia, this paper reconstructs
caring and dying as concurrent growth and development, giving meaning to one of
life’s “hardest thing(s) ... ever done” (Hughes, 2009, p. 246).

Method
Design

For this study, heuristic enquiry was used to investigate how people experienced the
death and final arrangements of a significant other person who died at home from a
life-limiting illness. This research evolved from my own lived experience with death
and bereavement, instilling within me a deep curiosity to discover meaning within
human experience. Recognising that subjectivity would influence this research,
I decided to illuminate new meaning by the application of the research method
known as heuristic enquiry. Heuristic enquiry is a qualitative approach conceived and
developed by Clark Moustakas (1990), restricted to researchers able to claim inside
membership (Adler & Adler, 1987) with the people being studied and always
investigating matters of personal significance (Atkins & Loewenthal, 2004; Djuraskovic
& Arthur, 2010; Truelsen, 2003). Borne from a personal experience of caring for my
mother who died at home from cancer, and further inspired by the wisdom I acquired
from working as a palliative care social worker, this type of enquiry provided a
genuine reason to enter deeply into the lived experiences of others. By locating myself
at the centre of the research, heuristic enquiry facilitated transparency, exposed
biases, and gave value to subjectivity. While resembling other qualitative approaches
involving autobiographical narratives, it is the deliberate positioning of myself in the
research that distinguishes heuristic enquiry from other qualitative research, because
the researcher becomes a legitimate participant, integrating personal experience with
the experiences of other participants, sometimes referred to as coresearchers
(Moustakas, 1990). The researcher’s lived experience, subjectivity, and reflexivity
become primary sources of data and valid elements of the research process, and it is
through the application of a range of concepts and a framework of six distinctive
phases that heuristic enquiry offers “a way of engaging in scientific research through
methods and processes aimed at discovery, a way of self-inquiry and dialogue with
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others aimed at finding the underlying meanings of important human experiences”
(Moustakas, 1990, p. 15).

Participants

Ethical clearance for the study was obtained from the University of Tasmania,
Australia, and triangulated sampling was used to recruit participants through
purposive, snowballing, and opportunistic sampling strategies. The research was
advertised by means of posters displayed in public places; presenting at research
forums; featuring in a local newspaper; and being interviewed on radio by the
Australian Broadcasting Commission. Selection criteria for eligibility as a research
participant included: the ability to speak English; living in Tasmania at the time of
being interviewed; aged 18 years or older; had cared for someone significant at home
throughout the course of a life-limiting illness; had attended to the person’s death in
the site of the home; and had experienced the death of the person more than
10 months ago. Twenty-eight people were recruited for the study, self-identifying as
the wife (n = 11); husband (n = 2); sister (n = 1); daughter (n = 8); mother (n = 4);
father (n = 1); and family friend (n = 1) of a person who had died at home from a life-
limiting illness. While all shared a similar experience, the people in this study were not
a homogenous group, varying in gender, age, socioeconomic status, length of time
spent caring for a dying person, and duration of time since the death. Most participants
reported that the person they had cared for had died from 2 to 16 years ago; one person
explained that her friend had died within the past 12 months; and another two
participants reported that their informal caring ended 20 years ago. Given that the aim
of the research was to discover people’s constructed realities rather than verifying facts,
the duration of time following a death was considered to be of no importance.

Data Collection

Data were generated from in-depth semistructured interviews undertaken in locations
chosen by participants with one participant choosing not to be interviewed but instead
providing her manuscript narrating her son’s story. People were interviewed face-to-
face and all interviews were digitally recorded ranging in duration from 45 minutes to
3 % hours. A pilot interview was initially undertaken for the purpose of checking the
quality of the recorded information and to seek feedback concerning the types of
questions asked and the manner in which I conducted the interview. Congruent with a
heuristic approach, interviews were influenced by the collaborative process of reflexive
dyadic interviewing (Ellis & Berger, 2002), facilitating a conversational-like dialogue
between the researcher and the person being interviewed. Parkes (1995) and
Rosenblatt (1995) both state that interviews have a therapeutic value and regard the
expression of grief to be normal throughout studies of bereavement, but caution that
there must be established guidelines for conducting ethical bereavement research to
avoid the risk of harm. I recognised the potential harm that could be generated from
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conducting a deep exploration of people’s experiences of end-of-life and considered
the ethical challenges raised by this project. I knew that I would be asking people to
recall memories that were private, some of which may never have been shared, and I
also knew that I was asking people to return to a time that some would regard as
terrible. I also knew from practice wisdom that a consequence of recalling these
experiences can impact upon people for days afterwards, so I always checked how
people were at the conclusion of their interviews and usually waited for a period of
time before I departed to ensure that people were feeling comfortable to be left alone.
I would offer to phone people who became distressed in the interview throughout the
following days to see how they were faring, although all participants declined this offer.

While a commitment to heuristic enquiry required a deep and passionate
exploration of other people’s experiences, it also meant that I was deliberately
identifying with the focus of enquiry. By revisiting my past, connecting with other
participants, and listening, reading, transcribing, rereading, relistening, analysing, re-
examining, and plunging many times again deeper into the stories of other people’s
loss, I became acutely aware of the intimate relationship I developed with the data and
an understanding of the impact of researching a topic of such personal significance.
Vulnerability was not merely an issue for people participating in this research, but also
something that I needed to recognise in myself, as the researcher. Self-awareness alone
risks a myopic preoccupation, yet a combination of critical reflection enhanced my
understanding of the value of reflexivity and ultimately research rigour. Engaging with
reflexivity demanded a “thoughtful conscious self-awareness” (Finlay, 2002, p. 532)
and a constant review of how my values, beliefs, and emotions shaped the overall
enquiry. This process was facilitated by discussions with my supervisors and research
colleagues, as well as an immersion in the literature on positionality.

I transcribed all interviews and, with consent, returned transcripts to participants
either in person or by post. To enhance the rigour of the study, participants were
invited to respond to correct errors in translation and to add or delete information to
their transcripts. Recognising the potential impact of seeing one’s story in print I also
highlighted to participants the need to consider their personal wellbeing when and if
they chose to read their transcript. Journaling was also used in combination with
interviews for recording ideas, reflections, and questions.

Data Analysis

An immersion of the data was achieved from listening to, transcribing, reading and
rereading the interviews, making notes, and reflecting on the meanings in the
transcripts. Given that the study was undertaken for a doctorate, I was also able to
access the mentorship of two skilled and experienced research supervisors throughout
the data analysis. In heuristic enquiry, “after the data are collected they must be
organized and presented in a way that depicts and illustrates the themes, meanings
and essences of the experiences that have been investigated” (Moustakas, 1990, p. 43).
An inductive approach was used to analyse the data by applying a thematic analysis.
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I adopted the definition of a theme from DeSantis and Ugarriza (2000), who claim that
a theme is “an abstract entity that brings meaning and identity to a recurrent
experience and its variant manifestations. As such, a theme captures and unifies
the nature or basis of the experience into a meaningful whole” (p. 362). Analysis of the
data began during the immersion stage of the research process and continued via the
organisation of participants’ quotations into segments of experience. By paraphrasing
and reflecting on the meanings of the experiences, I applied codes to identify core
meanings, eventually labelling 45 inductive codes. The data were further analysed,
ultimately generating 24 categories of experience. Finally, a thematic map helped to
make sense of the relationships between the codes, categories, and themes (Braun &
Clarke, 2006). The themes I constructed were my interpretations from the shared
experiences of people. Themes are understood to be reductions (Van Manen, 1997) or
condensed meanings (Luborsky, 1994) of notions that “unite a large body of data that
may otherwise appear disparate and unrelated” (DeSantis & Ugarriza, 2000, p. 355).

Findings

The informal carers in this study did not portray themselves as being extraordinary or
capable of achieving remarkable outcomes, often emphasising their regrets, uncer-
tainties, and limitations. Many expressed a concern that their stories of caregiving
would be of no value for this study. Some reported criticism from family members,
friends, work colleagues, and medical staff, and few said that they were encouraged to
pursue their endeavour to enable their friend, relative, or partner to die at home.
While describing the total experience as “hard work”, “intense”, “distressing”,
“horrendous”, and “traumatic”, participants also said it was “a privilege”, “reward-
ing”, “very, very satisfying”, “probably the best family time [since being a child, but
also] the worst”, and “a great thing to be able to do”.

A deep investigation of carers’ experiences showed in spite of the references to
exhaustion, distress, fear, confusion, doubt, guilt, worry, and deep loss, a range of
strengths operated. In this study, the strengths that emerged included: courage,
determination, acceptance, humour, and empathy. People’s strengths were not clearly
apparent, obscured beneath stories of struggle, adversity, and irreplaceable loss, as
well as from the chaos generated by grief, and a widespread propensity to direct
attention towards the negative aspects of caregiving and bereavement.

Courage

Being courageous was not a feeling or emotion that people experienced but an
attitude which enabled people to do what they believed needed to be done at a
particular point in time. Courage operated in people’s lives at the same time when
fear or dread existed. People explained that they had to frequently move beyond their
familiar frames of reference and respond to the unknown. People also used courage
during decision-making, especially when opting to participate in ways alternative to
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mainstream society, such as challenging authority, assuming responsibility for
unfamiliar duties, and remaining in the presence of suffering.

Determination

Achieving a death at home demanded a concerted effort and a willingness to adjust to
an altered lifestyle. Determination assisted people when others criticised their efforts
or undermined their ability to do the best for the person who was dying. Even when
carers were exhausted, they still managed to make decisions and apply their strengths
to action. This capacity was in large part due to people’s determination.

Acceptance

Acceptance was not synonymous with being helpless or powerless. Acceptance
involved making a conscious decision to be open to what was happening, often
resulting in a sense of comfort. Acceptance was also evident in carers allowing the
depth of grief to be felt, signifying that they had experienced a profound and life-
changing loss. Seeking and accepting help was also a strength demonstrated by
participants. Visiting the doctor for advice about physical and psychological
symptoms was a strategy that people employed as an attempt to alleviate their
distress, while some attended grief and bereavement support groups.

Humour

Many participants employed humour to help manage adversity. Sharing their
humour with others was a prosocial behaviour that helped to lighten situations and
ease anguish. Remembering amusing moments or making light of some incident
prevented people from being overwhelmed by deep sadness or grief.

Empathy

Carers’ skills in observing nonverbal cues often enabled them to intuit what another
person was experiencing, evident in the experiences of seeking pain relief or staying
with their significant other person as death approached. Staying with a person in the
active stage of dying usually caused people anguish but it also offered greater insight
and a deeper understanding of the lived experience of dying. People’s empathy often
extended beyond the person who was dying to include others in their community,
particularly children and the elderly. The anguish and sorrow also felt throughout
bereavement caused by a profound personal loss enabled a shared understanding and
a bond with others. From the lived experience of attending to the death and final
arrangements, participants explained how they gained greater insight to the journey
and empathised with others who chose to follow a similar pathway. Table 1 provides
selected examples of carers’ strengths.
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Table 1 Selected Examples of Informal Carers’ Strengths

Strengths

Representative Quotations from Research Participants

Courage

Determination

Acceptance

I was still afraid and I had never gone through it before ... it was really scary to
think that he was going to die there ... I didn’t know what to do ... my heart
started to beat ... I thought, “What am I going to do?” so I started to sing to him
... our wedding song. He sort of opened his eyes and looked at me and his
breathing just calmed right down...I sat down next to the bed and I held his hand
and I told him all the things I wanted him to know. He looked over at me and
said, “I love you” and then he died.

Participant 17

I felt scared, I felt honored and I was unsure whether I could do it ... but I suppose
I knew I could and that I had the strength to do it.
Participant 6

There’s fear in going off to somewhere completely unknown to be with a whole lot
of people I don’t know ... in one of the men’s activity groups [throughout
bereavement] they decided to have a concert and they were asking people to
perform and I thought, “Oh God, I can’t!” and I said “Right, put my name down”
... I knew that was something I had to face.

Participant 25

The GP became quite offensive in so far as he suggested we couldn’t do it at home

and that we, being my friend and myself: and he throwing that challenge out,

really upset the two of us, so we were more determined to achieve the ultimate.
Participant 10

I think, “How did I ever get through that?” ... the last 3 months were the hardest
... 2 months of that I was still working full time ... I think it’s just sheer
determination.

Participant 21

I was determined that he was going to have a beautiful funeral, which he did.
Participant 11

He’d been home for a week or so. I just sort of said to him, “Look, I hope you
don’t mind me saying this, but being very sort of ignorant about what has to
happen, do you mind if I go out and do some homework?” So I went around to
three funeral places ... I chose a casket and decided upon a celebrant and I actually
invited the celebrant to the house to meet him before.

Participant 3

Even when she died ... we had a little discussion, “What do we do? Do we ring a
doctor ... what’s the point?”
“Yeah, what’s the point? The doctor knows she’s sick. We’ll wait for the morning”.
It was in the middle of the night. We just put her in the middle of us and lay down
and went to sleep. She was our baby and it didn’t matter that she was dead, so she
just slept in between us.

Participant 22

A few weeks after the funeral I was feeling rather depressed and very lonely, so I
joined [a group] that supports people whose loved ones have died. I also tried to
keep busy.

Participant 13
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(Continued)
Strengths Representative Quotations from Research Participants
Humour My sister and I have this very black sense of humour ... we did lots of joking
around.
Participant 1
You do a lot of laughing as well as a lot of crying.
Participant 26
We just weren’t going to let it overwhelm us ... we just laughed our way through
life most of the time, and we just tried to keep that up as well.
Participant 23
Empathy I started immediately worrying about my brother and sister and my nephews ... I

was worried about all these other people, particularly the boys.
Participant 24

All 1 could do was sort of hang on tight and hold his hand and try and sort of
reflect what I thought he was feeling. It was just empathy ... be guided by the way
he was feeling.

Participant 11

Our lives have taken on a new light and our outlook has changed ... to all other
Mums and Dads who may face the loss of a child, remember, someone else
understands.

Participant 27

Discussion

Empirical data from this study illuminated a range of informal carers’ strengths,
including courage, determination, acceptance, humour, and empathy. These strengths
operated concomitantly among feelings of exhaustion, doubt, anguish, worry, fear,
and deep sadness. It was from engaging in the practices of caregiving at end-of-life
that enabled the expression of strengths. Strengths provided benefits not only for the
person receiving care but unveiled the potential for the carers’ self-growth and
transformation. The findings from this study do not intend to minimise the struggles,
challenges, and risks associated with caregiving at end-of-life but seek to restore some
balance to the lived experience moving beyond the prevailing deficit model. By giving
recognition to carers’ capacities, skills, resources, qualities, and talents, this study
demonstrates how caring for someone at home dying from a life-limiting illness can
mobilise strengths and generate change and growth at the end-of-life, offering
meaning to a time of crisis.

People’s strengths were not always obvious to others nor were they to the
individuals who possessed them. This can be attributed in part to the dominant
discourses silencing or subjugating certain experiences or sources of knowledge, as
well as a propensity for the Western world’s “fascination with problems and
pathology” (Saleebey, 2013, p. 2). When strengths are overlooked or minimised,
carers’ “untapped, undetermined reservoirs of mental, physical, emotional, social and
spiritual abilities” (Weick et al., 1989, p. 352) risk remaining sequestrated and
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potentially immobilised for future use. In the Western world, grief and bereavement
are deeply rooted in a disease paradigm and the prevailing influences of medicine and
psychology dominate people’s understandings of these experiences. Knowing the
authoritative and persuasive powers invested in the medical model increases the
likelihood that some people who have experienced the death of a significant other
person and sought help from professionals, will have had their strengths and
resources overlooked with greater attention given to the naming of symptoms and a
diagnosis of disease.

Alternatively, when strengths are recognised, “this capacity acknowledges both the
being and the becoming aspects of life” (Weick et al., 1989, p. 352), offering “hope
and possibility” (Saleebey, 2013, p. 11). Such recognition helps to challenge the
assumption that the destiny of informal carers will always end in strife. This way of
thinking is echoed by Hudson (2004) who cautioned that a maligned identity and a
dominant focus on the negative aspects of caring for a dying person at home may
perpetuate inherent risks of “pathologising care giving and inadvertently socializing
caregivers to expect burden” (p. 58). While critics may claim that the strengths
approach merely reframes misery, is “Pollyannaish”, or unrealistically extols people’s
virtues through positive thinking, Saleebey (2013) argues that using a strengths
approach for understanding the human condition goes some way to restoring a
balance so that the strengths and capacities of people are recognised as well as their
adversity, afflictions, and agonies.

A strengths perspective is important because it has practice implications for
palliative care. The application of a strengths perspective is an interactional model of
working with people founded on principles of respect and empowerment (Saleebey,
2013). The approach requires the practitioner to honour carers’ self-determination
and to understand carers’ goals. During initial assessment and throughout the
journey of caring, it is important to discover and rediscover carers’ strengths by
asking such questions as, “How have you managed so far? What has enabled you to
continue caring given all the challenges you've had to face? What are your hopes?
What would be helpful to enable you to achieve your goals?”. Such questions have a
client-directed orientation rather than a worker-directed orientation, expanding the
scope for possibilities of which the worker may never have anticipated.

Worker and client relationships develop through dialogue and collaboration,
requiring from the practitioner a commitment to explore what is meaningful to the
person who lives the experience rather than having assumptions imposed upon them,
ultimately determining others’ limitations and capacities. When workers assume
greater knowledge, impose values, or seize control, carers’ strengths are ignored and
such practice impedes progress to working collaboratively. Instead, by employing a
spirit of curiosity, being sensitive to cultural and structural contexts, respecting
diversity, and applying skills of careful observation, listening and understanding, a
strengths orientation promotes a person-centered approach in which “the helping
relationship becomes one of collaboration, mutuality and partnership” (Saleebey,
2013, p. 60).
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My argument for adopting a strengths perspective at the end-of-life is based on two
premises. In the first instance, carers’ strengths can be identified and used to facilitate
the empowerment of people for the purpose of achieving personal goals, to celebrate
achievements and to recognise the wisdom and insight that comes from lived
experience. Secondly, these assets can be shared, not only with the people receiving
care, but with others in the community, including people providing palliative care.

Conclusion

Caring for a relative, partner, or friend diagnosed with a life-limiting illness in the
setting of the home is a huge undertaking requiring intense labour and emotional
work. Accumulating evidence highlighting poor outcomes drives the need to invest in
better caregiver support so that the wellbeing of carers can be improved. This paper
argues that the application of a strengths perspective will contribute towards better
support for informal carers by deepening the understanding of the lived experience of
caregiving, promoting collaborative partnerships between workers and informal
carers, and building community capacity at end-of-life. The strengths perspective
does not disregard the distress and trauma operating in people’s lives but deeply
explores and validates experience, opting not to leave the painful story of survival,
coping, and change submerged beneath the more dominant ways of knowing grief
and bereavement. It is an approach deserving greater attention and social workers are
well positioned to apply their skills and knowledge to support family members,
partners, and friends caring for people dying at home from a life-limiting illness.
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