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Abstract

Background: Although the experiences of family 
caregivers have received significant attention, there 
is minimal research that specifically explores carers’ 
confidence. Evidence shows that caregivers of hospice 
patients do not feel confident or prepared to care for 
relatives or friends who die at home.  

Objective: This study aimed to elicit the views, 
feelings, and experiences of primary caregivers who 
provide unpaid care to dying family members in the 
home setting, in order to better understand what 
contributes to their confidence during end-of-life care. 

Methods: Sixteen bereaved caregivers (14 individuals 
and one brother/sister dyad) from the Midwest (USA) 
who received support from a local hospice participated 
in the study. The qualitative research design involved 
semi-structured, in-depth interviews. A narrative 
analysis that focused on form and content was chosen 
to analyze the data. 

Results: Four significant storylines running 
longitudinally through the interviews were identified 
as shaping caregivers’ confidence, giving meaning 
to it, and contextualizing it. They were: stories of 
terminal illness, values/relationships, needs, and 
support. This study showed that carers’ confidence is 
shaped by the terminal illness of the person for whom 
they care and caregivers’ values and relationships. It 
is also influenced by their needs and the sources and 
strength of support they receive. 

Conclusions: This research contributed to the body of 
knowledge in the area of end-of-life care at home, as 
it helps professional hospice staff to better understand 
what aids caregivers to be more confident.

Objectives

• To better understand primary caregivers’ experiences 
of caring for a dying person. 

• To elicit accounts of primary caregivers on their 
confidence while caring for a dying person.

• To identify gaps in knowledge about end-of-life (EOL) 
confidence. 

• To identify sources of caregivers’ EOL confidence.

• To identify how professional hospice caregivers can  
contribute to caregivers’ greater confidence.

Methods

This research used an interpretivist approach and employed 
qualitative, exploratory, cross sectional research design to explore 
caregivers’ experiences that relate to EOL confidence. 

The participants were recruited from primary bereaved caregivers 
who were served by a hospice program in Minnesota, U.S.  Fifteen 
in-depth, semi-structured interviews were conducted with 16 
participants: 14 single participants and one joint (brother/sister). 
The interview protocol was developed to elicit chronological 
caregivers’ accounts: patients’ diagnosis, admission to hospice 
care, caregivers’ confidence during care provided, involvement of 
hospice workers and their role in carers’ experiences.

This study employed a narrative analysis  based on the narrative 
research pedagogy of Riessman (2008), Thomas et al. (2009) 
and Thomas (2010).  The process of interpretation used “River 
Allegory”  that offered the way to discover more subtle threads 
present in the end-of-life-experiences.

Study Aim

To explore how confidence of caregivers of dying relatives under 
hospice care at home is shaped, what contributes to it and what 
meaning carers ascribe to it.

Results

The data analysis identified four significant storylines running 
longitudinally through the interviews that are presented in Table 1.

This research found that values and relationships help family 
members to believe in their abilities to accomplish the task of 
caregiving and shape decision-making around the provision of 
care. Confidence is affected and disrupted by a terminal diagnosis 
which results in rippled effects causing anxiety of the unknown 
and of what to expect. It is also commensurate with symptomology 
and  the dying persons’ ability to care for themselves. The level of 
comfort of a dying person is an indicator of caregivers’ confidence.

Confidence depends on the knowledge of the dying process and 
disease progression. It is gained by observing hospice staff, 
by participating in care, and by receiving affirmation of carers’ 
skills, and care from hospice staff. Caregivers’ confidence is also 
increased by the support received from relatives, hospice staff, and 
caregivers’ religion and spirituality and other less evident sources. 

Table 1

Caregivers’ Stories and Their Features
Doing What Needs to Be Done - Story of Values and Relations
Decisions to care
Responsibility, commitments and relationships
Risks and challenges

The Beginning of the End - Experiencing Terminal Illness Story
Shock of terminal diagnosis
Facing the unknown
Getting through it - disease and its symptoms
Striving for comfort

Being Able to Handle It - Story of Needs
To Know needs
Practical needs
Self-care needs

The Three Family - Story of Journeying Together and Support
Relatives
Hospice
Religion and spirituality
Other sources of support

Figure 1

Caregivers’ Confidence Theoretical Framework 

Discussion

Confidence, conceptualized as self-efficacy is defined as 
one’s belief that they can succeed in a specific situation 
(Bandura 1997). According to Social Cognitive Theory 
and its Self-Efficacy concept, confidence is influenced 
by four domains: performance accomplishments, 
vicarious experiences, verbal persuasion and emotional 
arousal. This research found that in the specific end-
of-life context confidence might depend not only on the 
four tenets, but might also be enriched by additional 
components, i.e. values and relationships and comfort 
of the person for whom caregivers care (Figure 1). These 
new findings make researchers aware of the need for 
sensitivity to a particular context and its dynamics when 
studying confidence.

Conclusions

This research is a lens that helps better identify the 
nature, characteristics, and factors contributing to 
the confidence of the primary caregivers in particular 
end-of-life settings.  It informs how caregivers’ beliefs 
in accomplishing such a task could be assisted, 
strengthened and improved. The findings may help 
health care providers to be more sensitive to caregivers’ 
beliefs in accomplishing a home death of their relative. 
This study also enriched the theoretical understanding 
of confidence at end-of-life care. Implementation of this 
knowledge could transform the challenging experience 
of caring for the terminally ill into a more positive, more 
meaningful, and more successful experience. Ultimately, 
this knowledge can assist hospice and palliative care 
providers, as well as patients themselves, in the purpose 
of achieving a greater rate of home death for those for 
whom it is a preferred place for the end of life. 
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