Needs of caregivers of patients receiving in-home
palliative and end-of-life care
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ABSTRACT

Home support for patients receiving in-home palliative and end-of-
life care (PELC) is greatly dependent on the daily presence of care-
givers and their involvement in care delivery. However, the needs
of caregivers throughout the care trajectory of a loved one receiving
in-home PELC are still relatively unknown.

Objectives and methodology: This descriptive qualitative study
focuses on the role of caregivers who have cared for a person receiv-
ing in-home PELC with the goal of describing their needs through-
out the care trajectory. As part of this process, 20 caregivers took
part in semi-directed interviews.

Results and discussion: This study sheds light on the multiple needs
of caregivers of loved ones receiving in-home PELC. These infor-
mational, emotional, and psychosocial needs show that caregiv-
ers experience changes in their relationship with their loved one.
Spiritual needs were expressed through the meaning ascribed to
the home support experience. And the practical needs expressed by
participants highlight the importance of round-the-clock access to
PELC services and the essential importance of nursing support.

Conclusion: The needs of caregivers of loved ones receiving in-home
PELC are not being met to a satisfactory degree. It is important to
consider these needs in the care trajectory, alongside the needs of
the patients themselves, in order to improve the support experience
leading up to the bereavement period.

Keywords: transition, needs, caregivers, palliative and end-of-life
care, nursing role

INTRODUCTION

The World Health Organization (OMS/WHO, 2018) defines
palliative care as an “approach that improves the quality of
life of patients and their families facing the problem associ-
ated with life-threatening illness, through the prevention and
relief of suffering by means of early identification and impec-
cable assessment and treatment of pain and other problems,
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physical, psychosocial and spiritual” The aim of palliative
care is to prevent and relieve suffering through the prompt
assessment and prompt treatment of pain and its symptoms.
In Quebec, the Act respecting end-of-life care ensures access
to quality care that is appropriate to the needs of end-of-life
patients, throughout the care trajectory, including prevention
and relief of suffering (Légis Québec, 2018). The majority of
people at the end of life indicate that they would prefer to die
in the comfort of their home (SCC/CCS, 2013), circumstances
permitting. However, as it currently stands, nearly 80% of
deaths occur in a hospital environment (Statistics Canada,
2019b). In its 2015-2020 development plan concerning PELC,
the Ministére de la Santé et des Services sociaux du Québec
(2015) prioritizes home support if this is what patients and
their loved ones want.

However, home support is greatly dependent on the
involvement of caregivers, i.e., those who assist a loved one
with a significant and persistent disability that is likely to com-
promise their ability to continue living at home (LAppui pour
les proches aidants d’ainés, 2012). Many people report that they
would have liked to provide in-home palliative and end-of-life
care (PELC), but that constraints—particularly the lack of sup-
port and resources and the need to take time off work—pre-
vented them from doing so (LAppui pour les proches aidants
d’ainés, 2012). The literature review shows that, to prepare
for their role, caregivers need more information concerning
their loved one’s illness, specifically as it pertains to the man-
agement of symptoms, the care to be provided (Funk et al.,
2015) and the management and administration of medication
(Wilson et al., 2018). To do this, caregivers need to be guided
and informed by healthcare professionals (especially nurses)
to reduce the anxiety related to the performance of these tasks
(Sheehy-Skeffington et al., 2014). Many caregivers are present
24/7 to assume care responsibilities and perform the tasks of
daily living (Robinson et al., 2017). This level of support gen-
erates a profound feeling of isolation and is a source of anxiety
(Totman et al., 2015). In addition, caregivers report difficulty in
adapting to changes in the relationship when the caregiver role
becomes predominant, thus redefining the very nature of the
relationship (Totman et al., 2015). Finally, caregivers express
fears regarding the end-of-life process (Soroka et al., 2018) and
recognize a lack of preparedness with respect to bereavement
(Mason & Hodgkin, 2019).

CONCEPTUAL FRAMEWORK OF THE STUDY

The conceptual framework that has been used to describe
the needs associated with the experience of transitioning
to the caregiver role is based primarily on the middle-range
theory of transitions (Meleis, 2010) and the supportive care
framework for cancer care (Fitch et al., 2008). Adapted to the
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concepts of the study, this framework provides a better under-
standing of the factors that facilitate or hinder the transition to
the caregiver role and the identification of the resulting needs
(Figure 1).

For the purposes of this study, the transition is character-
ized by the shift from one role to another. The transition to
the role of caregiver indicates a change in the relationship,
the expectations related to the role, or the ability to assume
the responsibilities related to the role (Meleis, 2010). This sit-
uational transition generally begins with the announcement
of a serious illness and the appearance of symptoms, disrupt-
ing caregivers’ feeling of normality and balance (Penrod et al.,
2012). Taking care of a person receiving in-home PELC gives
rise to many challenges to which caregivers must adapt at the
physical, informational, emotional, and psychological level,
and well as socially and spiritually (Carlander et al., 2011).

PURPOSE AND OBJECTIVES OF THE STUDY

This descriptive qualitative study focuses on the role of
caregivers who have provided support to a person receiving
in-home palliative and end-of-life care (PELC). The objective
is to describe the needs of caregivers caring for a dying loved
one.

METHODOLOGY

This study is part of a broader research project entitled
“Conditions favorisant et limitant le maintien a domicile en
SPFV” [Conditions facilitating and hindering home support
for PELC patients] (Hébert et al., 2017). It aims to outline the
needs of people who have experienced the transition to the role
of caregiver as a result of providing home support to a person
receiving in-home PELC. The study takes a descriptive qualita-
tive approach. To ensure transferability of the data, the sample
was constituted of caregivers from two different backgrounds

to represent rural and urban environments. The credibil-
ity and reliability of the study were ensured by triangulating
the scientific and grey literature concerning in-home PELC
with caregivers’ needs, as reported in the study. Moreover, the
results could be compared with those of the main study for val-
idation purposes. Finally, a validation exercise made it possible
to ensure the confirmability of the results. During the initial
step of the study, a student coded all the interview data. Then
a table compiling all the coded transcripts and a separate table
containing all the interview codes were created. A research
professional and the research director then proceeded to code
excerpts from the transcripts to check the codes and, thus,
ensure the objectivity of data interpretation.

Participants and Procedure

A purposive sample was constructed. To be eligible, care-
givers had to meet the following criteria: 1) be 18 years of age
or older; and 2) have provided support to a loved one receiv-
ing in-home PELC services within the past two years. Semi-
directed interviews were conducted using an interview
guide based on the conceptual framework of the main study
(Fillion, Veillette, Wilson, Dumont, & Lavoie, 2009; Gomes &
Higginson, 2006; Stewart, Teno, Patrick, & Lynn, 1999) and
addressing the following themes: 1) the knowledge and per-
ceptions associated with PELC; 2) the needs of people at the
end of their life and the loved ones providing home support
to them;and 3) the main challenges to be met to improve
in-home PELC. Each of these themes included sub-questions
that made it possible to explore the in-home PELC experience
in more depth. An audio recording was made of the inter-
views, with the written agreement of the participants. The
interviews were conducted at the participants’ homes so that
they felt comfortable sharing their experience. This study was
approved by the research ethics committee of an integrated
health and social services centre (CISSS).

Integration of the concepts of Meleis and Fitch

Conditions that facilitate or hinder the transition

Knowledge and skills to support/assist the patient
Environment

Physical and emotional well-being

Meaning ascribed to the support provided (and/or the role as caregiver)

Expectations of the other person (patient) regarding the caregiver’s role and involvement

-

A

Process indicators

!

Feeling of being in a relationship

Domains (Fitch et al., 2008)

Informational and physical

Nature of the transition: X , .
Emotional, psychosocial, and spiritual

I

Role as caregiver .
Practical

Interaction
Situation in time and place

Development of confidence and coping

Result indicators

Mastery of skills and behaviours
Renewal of identity

Nursing interventions supporting the caregiver
Assess the level of preparedness for the role
*| . Prepare the caregiver for their role

Support the family caregiver in their role

Figure 1. Integration of the models of Meleis (2010) and Fitch et al. (2008)
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Data Analysis

In an effort to describe the needs of caregivers, as they
transition to a support role for a loved one receiving in-home
PELC, the data were organized according to the domains of
needs outlined in the supportive care framework for can-
cer care (Fitch et al., 2008). The interview data were analyzed
according to the approach of Miles and Huberman (2003), who
recommend a three-step method: 1) data condensation (organi-
zation of the data); 2) data display (structured assembly of the
information derived from the data); and 3) conclusion draw-
ing/verification (final findings of all the data). Once a full tran-
scription of the interviews had been prepared and analyzed
in-depth, the themes that emerged were organized according
to units of meaning and coded using NVivo 10 software.

RESULTS

Caregivers’ needs for support

In terms of informational needs, many caregivers stated
that they were afraid of not having the necessary knowledge to
take care of their loved one at home. The support of healthcare
professionals was, therefore, identified as essential. Caregivers
indicated they needed information on pain management, such
as the procedures to follow for drug injections with the aim of
ensuring optimal pain relief. “We gave the drug injections our-
selves. Even my granddaughter did it. The nurse gave us a really
clear explanation. It was easy” (Participant 15). Poor manage-
ment or a lack of knowledge of symptoms can generate anxi-
ety and prompt caregivers to resort to emergency services. It
seems essential that they be able to turn to a resource person
to obtain the necessary information and support: “[...] when
there are episodes in the middle of the night, pain, side effects of
the drugs [...] we have questions when we don’t know what to do
[...] it’s important to have support, someone we can direct our ques-
tions to.” (Participant 15). Nurses and social workers were the
professionals mentioned most often by caregivers.

From the prospective of physical needs, providing round-the-
clock support to a dying loved one (medication management,
hygiene, meal preparation) results in a lack of sleep. Some par-
ticipants pointed out that exhaustion and the constantly increas-
ing responsibilities are what led them to transfer their loved one
to a facility: “ Ultimately, we would have needed someone full-time
to help us, because we were all exhausted. We went to (the deceased
person)’s home. We never slept because he never slept. We were wor-
ried and we still went to work during the day [...]. We went on for
three weeks like this before we ended up finding him a bed in a pallia-
tive care home” (Participant 18). The need for support during the
night, in order to be able to rest and provide better care during
the day, was a frequently reported factor. In addition, caregivers
said they were still feeling the consequences of their experience
months after the death of their loved one.

A number of emotional, psychosocial, and spiritual needs
were also pointed out. Uncertainty regarding the future was
identified by caregivers as a source of anxiety. “ Knowing she was
getting worse and seeing her go downhill [...] when I realized that
things weren’t getting any better, the last six months were difficult;
not knowing what to expect means you have to make things up as
you go along” (Participant 14).

As their loved one’s condition worsens, caregivers find it
even more difficult to leave and take a break. Although the
need for respite is very real, caregivers paradoxically feel they
should spend as much time as possible with their loved one,
knowing that it is limited: “[...] it’s strange, because sometimes
you think that having someone for the night to let you relax will
do you a world of good, but at the same time, yow're so involved
that you dont want to miss anything. You feel like youre the
only one who can do it [...] nobody can do this better than I can”
(Participant 11). In addition, the existing trust and close rela-
tionship between caregivers and their loved one make it diffi-
cult to turn over their care to anyone else.

The whole experience turns a spousal or parent—child rela-
tionship into a caregiver—care recipient relationship, during
which caregivers put their life on hold to take care of their
loved one. “When you've lived with the same person for 35 years
and you don’t recognize her anymore, it’s hard. I used to be her hus-
band. But I turned into her nurse, her orderly, her handyman and
her housekeeper” (Participant 17). However, the ability to share
responsibilities with other family members and the presence
of friends were both identified as ways to reduce the feelings of
being burdened and isolated.

Caregivers of a loved one with an illness other than cancer
reported that they had limited access to resources, often due
to healthcare professionals’ lack of knowledge of the illness in
question: “We applied to one place, but they didn’t seem to take
people who didn’t have cancer |...] because when I brought up the
condition, uh-oh, I saw they were kind of lost” (Participant 14).

Finally, spiritual needs were voiced through the meaning
caregivers ascribed to the home support experience. Most care-
givers reported they had re-examined their priorities and real-
ized the importance of living in the moment and appreciating
the simple things in life. Some even looked on the experience
as a privilege: “[...] it was a privilege to be so close to my father
and help him do what he wanted to do: die at home. It was the
best gift anyone could have given him: letting him die with dignity.
It was something I really wanted to do for him” (Participant 11).
They also maintained that dying at home made the experience
more comfortable for everyone—something the turbulent
atmosphere of a hospital could not have afforded them. Others
mentioned they had been afraid that a home death would leave
memories that would be difficult to erase, which is why they
chose to go somewhere else. The presence of a nurse after
the death helped make the experience a more positive one for
many caregivers. “What touched me the most was that, after he
died, we decided when to call the duty nurse. When the nurse came
[...] she was incredibly respectful. What she did was so beautiful.
She took her time and then contacted the doctor to take care of the
death certificate” (Participant 11).

Finally, caregivers reported a feeling of emptiness after the
death of their loved one: “It took a long time to move on. Our life
had been put on hold [...] and when we came out of all this, it took
a while to get back to normal” (Participant 18). They noted that
they would have appreciated receiving support from health-
care professionals after their loved one’s death.
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In terms of practical needs, caregivers indicated that the
stability of the care team made it possible to develop a sense
of trust with healthcare professionals and better monitor
the status of their loved one’s health. “The nurse came here
regularly. He trusted her [...] she made suggestions as his con-
dition got worse because she knew he wouldn’t accept the sup-
port immediately [...] and when the time came, he said yes right
away” (Participant 10). Round-the-clock access to services was
also identified as essential to the quality of follow-up care.
Conversely, the lack of timely access to services made caregiv-
ers feel like they were isolated and left to their own devices:
“Ultimately, I needed more support, but I couldn’t get it [...] there
was nobody available because I don’t live near a city [...] that’s
when you really feel alone” (Participant 7). The nurse’s pres-
ence was invaluable in helping them shoulder their daily
care responsibilities: “For a while, the nurses came twice a
day to change dressings or simply to make sure that everything
was OK. Other times, they called to check in. It was reassuring”
(Participant 19). In addition, a social worker served as a cen-
tral contact for the various people involved and helped intro-
duce new services to facilitate home support.

DISCUSSION

The purpose of this study was to gain a better under-
standing of the needs of caregivers of a loved one receiv-
ing in-home PELC and to describe the supporting role of
nurses in this context. The middle-range theory of transitions
(Meleis, 2010) made it possible to give careful consideration
to the conditions that facilitate or hinder the transition to the
caregiver role during the care trajectory. Adapting to this role
is an ongoing process, during which many needs emerge.

The supportive care framework for cancer care (Fitch
et al., 2008) helped specify the needs for which caregivers
required support and to explore the efforts undertaken to try
to respond to them. The informational needs focus on the
importance of access to information to be able to manage the
various aspects of the loved one’s condition, particularly as it
pertains to symptoms of the illness and medication. Nursing
support is essential in this regard. Funk et al. (2015) report
that timely access to relevant information helps in under-
standing and accepting the diagnosis of a terminal disease.
Furthermore, caring for a dying loved one has an impact on
a caregiver’s physical needs. Their constant presence results
in fewer hours of sleep and increased fatigue. Harding et
al. (2012) also recognize that some health problems such as
heart disease limit a caregiver’s ability to take charge of their
loved one’s care, although the caregivers interviewed for this
study didn’t really raise this issue.

An analysis of emotional and psychosocial needs made it
possible to outline the changes that occur in the relationship
between a caregiver and a loved one, particularly as it con-
cerns the transition to the caregiver role. The caregivers in
this study repeatedly brought up that they put their own lives
on hold to be able to take care of their loved one. Horseman
et al. (2019) confirm that caregivers disregard their personal
needs and that this prevents them from admitting they
require support. The caregivers reported that the relationship

with their loved one was transformed from one of a spouse
or a child to that of a caregiver. Holm et al. (2015) specify that
adapting to this new role is an ongoing process throughout
the care trajectory.

Finally, an examination of caregivers’ spiritual needs shows
that taking care of a patient receiving in-home PELC prompts
them to re-examine their life priorities. The caregiving experi-
ence was described by some as a privilege, and the home envi-
ronment was identified as a more compassionate and peaceful
solution. Similar to what was found by Hasson et al. (2010),
caregivers report a profound feeling of emptiness following the
death of their loved one and mention the need for the support
of healthcare professionals during the grieving period. This sup-
port seems to be lacking. Johnson (2015) puts forward that it is
part of the nursing role to support caregivers during the bereave-
ment process, in collaboration with a multidisciplinary team.

A review of the practical needs reveals that it is essential
for caregivers to have access to 24/7 support from health-
care professionals. This continuity of care allows caregiv-
ers to build trust with nurses and facilitates the monitoring
of changes in a loved one’s condition. Although some stud-
ies have found that the healthcare professionals assigned to a
patient change frequently (Seamark et al., 2014), the caregiv-
ers interviewed for this study said changes were infrequent,
which was reassuring. The presence of a nurse allows care-
givers to become more familiar with the care being provided
to their loved one and to validate their actions. Wahid et al.
(2018) report that the lack of support from healthcare profes-
sionals undermines caregivers’ self-confidence and favours
reliance on emergency services. The caregivers in this study
also emphasized the need to receive assistance for domestic
tasks such as housekeeping and meal preparation, given the
perpetual nature of managing their loved one’s care. Ewing
and Grande (2012) found that the performance of these tasks
adds to caregivers’ anxiety, particularly when they also have a
job. Sharing responsibilities with fellow family members and
friends is, therefore, essential and helps reduce the feeling of
isolation (Totman et al., 2015). Although they acknowledged
the essential need for respite when taking care of their loved
one, caregivers said they wanted to spend as much time as
possible with them.

This study found that in-home PELC for a loved one suffer-
ing from an illness other than cancer did not have the same
level of access to care. Participants indicated that access to
some services (such as admission to a palliative care home)
was refused and that healthcare professionals lacked knowl-
edge of their loved one’s illness and the available services.
Other studies maintain that this inequality is due in part to
the perception that PELC is intended for cancer patients
(Hasson et al., 2010) and to healthcare professionals’ lack of
knowledge (Aoun et al., 2017). This can result in a delay in
the referral to the appropriate services. An early integrated
palliative care approach would allow a better response to the
needs of individuals and their families throughout the illness
trajectory and would contribute to improving overall quality
of life (ASCP/CHPCA & Quality End-of-Life Care Coalition of
Canada, 2015).
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LIMITATIONS OF THE STUDY

This study has certain limitations. First, the sample size
does not allow the results concerning the support needs of
caregivers of a loved one receiving in-home PELC to be gen-
eralized to all caregivers. Moreover, only one participant was a
caregiver for a loved one suffering from an illness other than
cancer. It is, therefore, impossible to confirm whether the
needs encountered during this illness trajectory are similar to
the others. Finally, the majority of caregivers encountered in
this study were in mourning, which may have influenced their
perceptions of the experience.
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