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Abstract

Background Many cancer patients prefer to receive palliative treatment at home, as it allows them to be in a

familiar and comfortable environment. Integrating Advance Care Planning (ACP) into routine practice in primary
healthcare helps patients and their relatives prepare for end-of-life (EoL) care in accordance with patients’ preferences.
This includes the option to spend their final days at home if desired. The aim of this study was to gain insights from
experiences of advanced seriously ill cancer patients at home while receiving palliative treatment and being engaged
in ACP within primary healthcare settings.

Method This study employed a qualitative design, utilizing individual, semi-structured interviews that were analysed
through reflexive thematic analysis, employing an abductive approach with a latent-level focus. The study included
interviews with 12 participants with cancer who were receiving palliative care, had an estimated lifetime under 3
months, and had undergone an organized ACP approach in primary healthcare, documented with a palliative plan.

Results Participants emphasized the importance of (1) Preserving normality at home, maintaining a sense of routine,
comfort, and familiarity in the face of present and future challenges. The top obstacles for success identified by
participants included (1a) The challenge of deterioration and the dual aspects of (1b) The value and burden of family
caregivers. Cancer treatment placed a significant demand on patients due to side effects. Family caregivers played a
crucial role for participants, providing support in daily life and serving as a key factor in the overall decision to which
extend they are able to involve in support and care at home in the future. (2) Compassionate health care personnel
(HCP) made a difference by fostering a culture of understanding participants' concerns, fears, and preferences, which
was a key element that built and maintained trust for the participants. (3) Preparing for the future, especially Eol
discussions initiated by healthcare personnel, was deemed important but, at times, uncomfortable for participants as
it confronted them with reality. Guidance from ACP provided them with a sense of certainty and control.
Conclusion Preserving normality at home, along with the desire to stay at home for as long as possible, is a crucial

goal for advanced cancer patients. Consistent professional communication and care in primary healthcare play a key
role in building and maintaining trust, as well as fostering a sense of certainty and control for the participants.

*Correspondence:
Bardo Driller
bardo.driller@helse-mr.no

Full list of author information is available at the end of the article

©The Author(s) 2024. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use,
sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and
the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this

article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included
in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will
need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The
Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available
in this article, unless otherwise stated in a credit line to the data.


http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://orcid.org/0000-0003-3611-5080
http://crossmark.crossref.org/dialog/?doi=10.1186/s12875-024-02499-x&domain=pdf&date_stamp=2024-7-5

Driller et al. BMC Primary Care (2024) 25:245

Page 2 of 11

[Keywords Advance Care Planning, Cancer, Home Care, Palliative Care, Patients perceptions, Primary Healthcare ]

Introduction

Many cancer patients undergoing palliative treat-
ment express a preference to spend the majority of
their remaining time in the comfort and familiarity of
their own home [1, 2]. Experiences at home during an
advanced stage of illness are unique and complex, vary-
ing widely depending on the level of support available
and individual preferences and circumstances [3]. Fam-
ily members or caregivers often play a significant role in
providing care at home, offering a sense of security and
peace that can enhance the overall well-being of patients
[4]. However, balancing the demands and satisfaction of
caring for someone in the advanced stages of illness at
home can be challenging [5]. The involvement of family
caregivers in palliative care may not always align with the
magnitude of their responsibilities [6]. Home-based care
for advanced cancer patients, with access to community
resources and support, typically involves coordination
among various healthcare professionals [7].

While there is a broader body of research exploring the
experiences of healthcare personnel (HCP) and family
caregivers, only a limited number of studies have exam-
ined the end-of-life (EoL) experience of patients in the
context of home as their place of living and receiving care
[8, 9]. This study aims to address this gap. Gaining more
knowledge about patients’ experiences can contribute to
a better understanding and empathy for individuals at the
EoL, potentially assisting healthcare personnel in provid-
ing compassionate and patient-centred care.

Cancer patients undergoing palliative treatment and
their families may engage in discussions about EoL plan-
ning. Advance care planning (ACP) is defined as the
ability to enable individuals to define goals and prefer-
ences for future medical treatment and care, to discuss
these goals and preferences with family and healthcare
providers, and to record and review these preferences if
appropriate [10]. ACP is an ongoing process that includes
reviewing the patients” current medical condition and
prognosis [11]. ACP has evolved over time, emphasiz-
ing patient-centred care, informed decision-making, and
focusing on communication rather than on specific inter-
ventions or outcome [12, 13].

Despite an increasing interest in ACP, research sug-
gests that the uptake of ACP discussions in clinical prac-
tice is low and may occur at inappropriate times [14,
15]. This could be attributed to the fact that participa-
tion in ACP can be accompanied by unpleasant feelings,
although many patients report benefits from advance
care planning as well [16]. The purpose of ACP often
involves preparing for incapacity and preparing for dying
[17]. Patients and family members may perceive fear of

discussing their relative’s EoL care and uncertainty about
the remaining time as barriers to engaging in ACP [18].
This suggests a need for ACP to be personalized in a
form that is both feasible and relevant at moments suit-
able for the individual patient [19]. Patients often prefer
HCPs to initiate necessary communication, emphasizing
the role of personal relationships with HCPs as part of
a social process [16]. In usual practice, integrating day-
to-day care planning with ACP can be challenging, and
ACP documentation may be difficult to find and use [20].
Most studies focus on evaluating patients’ experiences
with ACP conversations rather than the entire ACP pro-
cess, and these studies often occur in the early stages of
the ACP approach [21]. The entire ACP process involves
documenting preferences, sharing the palliative care plan
between the patient and HCP, reviewing and updating
the plan, and integrating it into care planning.

Aim
The aim of this study was to acquire insights into the
experiences of advanced seriously ill cancer patients at
home while undergoing palliative treatment and engag-
ing in ACP in primary healthcare settings.

The research question guiding this study was: How do
palliative cancer patients experience their last time at
home?

Method

Study design

This study employed a qualitative design involving indi-
vidual, semi-structured interviews. The data were ana-
lysed using reflexive thematic analysis, employing an
abductive approach with a latent-level focus.

Study setting

The study was carried out in a rural healthcare area in
West-Norway with an approximate population of 100,000
residents. The municipalities within the catchment area
maintained collaborations with two local hospitals. In
addition to the assistance provided by general practi-
tioners (GPs) and home care nurses, community cancer
nurses offered additional support to both patients and
family caregivers. Community cancer nurses typically
served as the first contact for patients accessing commu-
nity care. They played an important role in coordinating
essential care services and were at the frontline of com-
munication regarding EoL care. Cancer patients, based
on their needs and symptom burden, could avail them-
selves of the services provided by the hospital-based
palliative care (PC) team through referrals from either
hospitals or primary healthcare.
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Since June 2018, community cancer nurses in our
region were able to provide organized ACP conversations
and summarizing palliative plans to all patients with
life-limiting diseases, including those with non-curable
cancer. They utilized actively supportive tools such as a
standardized template for the palliative plan within the
electronic patient journal (EPJ), informational flyers for
both healthcare providers and patients, and an informa-
tion video available on the dedicated website (www.pal-
liativplan.no).

Collaboratively with the GP, community cancer nurses
decided on the timing and necessity of offering the ACP
conversation to the patient, with the option of conducting
it at the patient’s home. From a prior assessment of 125
ACP conversations in primary healthcare, we observed
that approximately two-thirds of these discussions
involved the presence of the GP, with the majority of the
remaining conversations including a physician from the
hospital-based PC team. 15% of the ACP conversations
occurred without a physician present. In such instances,
community cancer nurses obtained necessary medical
information from specialist healthcare, often as a result
of consultations with the hospital-based PC team dur-
ing hospital admissions or visits to the cancer outpatient
clinic [22]. During the conversation, patients shared their
wishes, their perspective on their current health condi-
tion, and responded to questions about their healthcare
priorities. The GP then confirmed the final version of the
summarizing palliative plan, which could be shared with
any future healthcare providers upon request. The plan
was subject to reassessment and updates as needed, par-
ticularly in the case of significant changes in the patient’s
medical condition [22].

Analysis and interpretation of interview data
The analysis, conducted from March to October 2023,
followed these steps [23]:

1. Get familiar with the data / generate initial codes.
2. Search for patterns, themes, or subthemes in the
codes.

Review themes (and subthemes).

Refine, define, and finalize themes.

5. Produce the report.

W
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Reliability checks were consistently performed within the
researcher team throughout the analysis and interpreta-
tion process to verify the present findings and ensure the
accuracy of the study.

Our research focused on understanding the subjec-
tive experiences, views, and opinions of the participants,
employing reflexive thematic analysis to reveal patterns
and meanings in the data. The analysis entailed con-
stant navigation between the entire dataset, coded data
extracts, and the analytical process. A reflexivity jour-
nal documented our coding and analysis process. Codes
assigned to data extracts were organized into prelimi-
nary themes and sub-themes using an Excel spreadsheet,
linked to their source in the transcripts.

We adopted an abductive approach, analysing data
without preconceptions or a pre-existing coding frame,
generating potential explanations or hypotheses based
on observations. These were compared to existing theory.
Literature review in the early stages of analysis was lim-
ited to maintain an open-minded approach. The latent-
level approach involved interpreting and thematising
meanings to theorize social and structural conditions,
supporting the conclusions provided.

The findings were presented with data extracts to
highlight key points, and discussions among all authors
ensured a comprehensive consideration of perspec-
tives. Themes and subthemes were refined after review-
ing individual thematic coding results, elevating them to
a certain abstraction level to interpret the participants’
contributions (Table 1).

Sample and requirement
A variation sampling strategy was employed to ensure
diversity in age, gender, and cancer diagnoses among
male and female participants. The inclusion criteria were
as follows: (1) advanced non-curable cancer in a palliative
setting with an estimated survival time of less than three
months, (2) residing in a defined rural region in West-
Norway, where ACP conversations and palliative plans
were offered in primary healthcare since 2018, (3) com-
pletion of the entire process of an organized ACP con-
versation with a summarizing palliative plan in primary
healthcare, and (4) ability to communicate in Norwegian.
Community cancer nurses in primary healthcare
informed the study physician (BD) about potential

Table 1 lllustration of analytic steps followed to identify relevant themes

Data-extract

Code

Sub-theme Theme

What is important to me in everyday life is that | can stay at home and
do things I love.

Being sick has become a habit. | had several challenges and generally it
has gotten worse over time.

When | die, | don't want to lie at home because | don't want the family
to have to take responsibility for me.

Wish and challenge to manage daily
life at home themselves
Dependency on wellbeing (including  The challenge of
influence of cancer treatment)
What to expect from and how to
protect family (including preparing
Eol and limits)

Preserving nor-
mality at home
Preserving nor-
mality at home
Preserving nor-
mality at home

deterioration
The value and
burden of family
caregivers
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Table 2 Recruiting of participants
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Table 3 Participant characteristics (n1=12)

Recruiting of participants

Participant characteristics (n1=12)

Community cancer nurses informed about 28 patients with an orga-
nized ACP conversation in primary health and a summarizing palliative
plan

3 had too long estimated time of survival
1 was cognitive not able to join
4 died before they could be asked
20 possible participants were asked
3 died before they could answer
2 said no
15 participants said yes
2 withdrew consent because they felt too bad
1 cancelled the interview twice and died
12 participants were interviewed

participants. The study physician confirmed eligibility,
occasionally collaborating with an oncologist to estimate
survival time (Table 2).

Data collection and interview guide

Data were collected through individual semi-structured
interviews conducted between April 2021 and Septem-
ber 2022. It’s noteworthy that the participants were not
receiving care from the interviewing study physician or
nurse. The interviews aimed to explore participants’ feel-
ings, priorities, experiences of serious illness, home care,
and the dynamics of their everyday life. Participants
shared insights into their interactions with healthcare
professionals, including their experiences with ACP and
palliative plans.

The interview guide, developed by two authors (BD,
AK), drew on their prior knowledge of the topic and
focused on participants’ key experiences. Adjustments
were made to the guide after the initial two interviews,
giving more consideration to the relationships with
healthcare personnel and family dynamics. The guide
initiated with open-ended questions, allowing flexibility
in the order of additional questions. This approach facili-
tated a comprehensive exploration of patient experiences
and enabled the interviewer to delve into new and signifi-
cant topics raised by the participants.

The interviews were conducted by two authors (BD,
AK) in either the patient’s home (11 interviews) or the
hospital (1 interview). For the first two interviews, both
authors participated, working together — one as the
interviewer and the other as an observer, providing feed-
back to the interviewer afterward. Subsequently, BD con-
ducted nine interviews alone, while AK conducted one
interview alone. In three instances, the next of kin were
present during the interview but did not actively partici-
pate in the conversation.

Digital audio recordings were used to collect data, and
the recordings ranged in duration from 18 to 41 min, with
an average length of 28 min. In one case, a participant

6 female / 6 male

Median age 72 years (55-81)

8/12 married or cohabitated

Cancer disease; breast [2], colon [1], prostate, pancreatic, lung, meso-
theliom, kidney, leukemia, pharyngeal

9 ongoing cancer treatment, 3 treatment break or recently finished
First palliative plan median 36 weeks before interview (9-163)
Died median 11 weeks after interview (3-50)

4 died at home, 5 in nursing home, 3 in hospital

used a data tablet for communication assistance, with the
interviewer reading aloud what the patient wrote down.
The inclusion of participants with diverse characteristics
met the requirements for variation, involving all 12 par-
ticipants. The transcriptions of the interviews were done
verbatim by three authors (BD, AK, CM), and each tran-
scription was crosschecked to ensure accuracy. Partici-
pant characteristics are detailed in Table 3.

Ethical considerations

The study was performed in accordance with the guide-
lines and regulations outlined in the Declaration of
Helsinki and received approval from the Regional Com-
mittee for Medical and Health Research Ethics (REK; ID
168,328) and the Cancer Department at Mgre and Roms-
dal Hospital Trust. Participants were given both verbal
and written information about the study, and informed
consent was obtained from all participants before their
involvement. To address potential palliative needs follow-
ing the interview, the interviewer ensured that partici-
pants had access to contact the community cancer nurse
and provided them with the contact information for the
local hospital-based PC team.

Findings / results
The analysis resulted in three themes and two subthemes:

+ Preserving normality at home [24].

— The challenge of deterioration (1a).
— The value and burden of family caregivers (1b).

+ Compassionate HCPs make a difference [1].
+ Preparing for the future (EoL) [2].

Preserving normality at home (1)

All 12 participants expressed a strong desire to remain at
home, emphasizing the importance of maintaining rou-
tine, comfort, and familiarity amidst the challenges posed
by serious illness. They considered home a familiar and
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fulfilling environment, providing happiness and a sense
of normality. Participants valued the control over their
daily routines and the ability to savour simple pleasures.
Emotional support and assistance from family and social
connections played a crucial role, contributing to a sense
of belonging.

One participant stated, “It is important for me to be
together with my family and to live as normally as pos-
sible, to be with my loved ones” (P11-177). Participants
viewed home as a place that boosted their self-confi-
dence, supporting their wish for independence. This
positive sentiment highlighted the significance of routine,
mastery, and autonomy. However, participants acknowl-
edged their limitations in engaging in daily activities, pri-
marily within their physical capabilities. Home was seen
as a private space with the potential for recovery from
suffering. When admitted to hospital, participants appre-
ciated to come home again to promote their overall well-
being and recreation.

Expressing a preference for independence, a partici-
pant mentioned, “I prefer to be independent, prefer to
manage myself, prefer to be at home. I am happy to be
home” (P3-256). Participants’ sense of normality was
notably influenced by the progression of their illness and
the symptoms they experienced. Concerns about burden-
ing family caregivers also played a role. One participant
remarked, “It’s perfectly fine to be at home, at least when
I'm as healthy as I am now, it’s worse when I'm unwell. I
feel a little safer that someone from the family is around
me, especially when I'm really unwell. We have found
good solutions for that” (P8-42).

The challenge of deterioration (1a)

Participants encountered challenges in regaining or
maintaining control over their declining physical well-
being, particularly due to side effects from cancer
treatment. Despite the difficulties, the strong hope for
recovery after treatment and the desire for more time
to live played a significant role in sustaining their resil-
ience through suffering. One participant shared, “Two
weeks ago I was just crying and crying, there are so many
side effects of the medicine that they drive you crazy.
But it goes well and in the end it’s amazing what can be
achieved” (P3-264).

The participants underwent a process of learning to
manage their symptoms and adapt to physical limita-
tions, aiming to maintain as much independence as pos-
sible. Despite the challenges of deterioration, they sought
to maintain a positive outlook and focused on aspects
within their control, such as engaging in activities or
managing their nutrition. Over time, participants often
developed a more adaptive approach to dealing with
deterioration. One participant expressed, “Being sick has
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become a habit. I had several challenges and generally it
has gotten worse over time” (P6-28).

However, as deterioration continued, participants faced
the progression of their disease, raising doubts about
their ability to manage future physical challenges while
remaining at home. In cases of significant physical health
deterioration, feelings of frustration, sadness, and a loss
of self-esteem emerged. One participant reflected on the
dilemma, stating, “Maybe it’s best to stay at home, but if I
get too sick to be home, then I don’t want to be here. But
I don't really have the heart to move away, I enjoy myself
so much, I really love my home” (P3-234).

The value and burden of family caregivers (1b)

Participants derived significant benefits from their fam-
ily caregivers, receiving emotional support and practi-
cal assistance around the clock. The presence of family
caregivers not only provided comfort but also contrib-
uted to a sense of connection within the entire family.
This constant support positively influenced participants’
emotional well-being and overall happiness, and they
generally accepted a certain level of dependency on their
family caregivers. One participant expressed their grati-
tude, saying, “It’s good to be home. I have a husband who
is absolutely wonderful, he takes care of everything. I
don’t have to think about anything at home” (P12-60).

Participants acknowledged the limitations of their fam-
ily caregivers in addressing the challenges of future physi-
cal health deterioration and talked about to determine
the level of involvement. They expressed their wishes
and concerns especially around how long they would
like to be at home in the interview situation but they
rarely discussed willingness and availability to provide
support with their family caregiver. However, partici-
pants expected their family caregiver to actively decide
to which extend they are able to involve in support and
care. One participant shared, “The wife must be involved
in that, it’s not something I can decide (about being at
home), it could be that she wants me gone before I want
it myself, right?, before she becomes a health assistant or
some other professional for me” (P7-164).

When it came to their preferred place of death, par-
ticipants exhibited varying attitudes. Some had a wait-
and-see approach with a desire to be at home if possible,
while others had already decided to die in the hospital.
Participants expressed concerns about the emotional
involvement and burden they might place on their rela-
tives as they deteriorated and approached the EoL. Some
participants hesitated to be a major burden, suggesting
that being at home might be the most burdensome for
their family caregiver, or HCPs. One participant empha-
sized the importance of a positive ending, stating, “We
have not yet discussed whether I will stay at home until
the end of my life. I think it depends on whether there
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will be a nice ending, that there is no problem that would
worsen the experience for the family, then it would be
better to be in the hospital. The burden on those around
me should not be so great” (P11-131).

Compassionate HCPs make a difference (1)

Participants conveyed a positive perception of their
HCPs, emphasizing their HCPs" compassionate and
patient-centred approach. They felt that their concerns
were adequately addressed and appreciated the respect-
ful and empathetic manner in which their HCPs inter-
acted with them. As one participant expressed, “When
you're in a situation like that, the way people talk to you
has an awful lot to say” (P3-100).

The positive interactions with HCPs had a significant
impact on participants’ sense of certainty and overall
well-being. The supportive communication style fostered
a deep understanding and connection, contributing to
improvements in both medical and emotional well-being.
Community cancer nurses and home care nurses, in
particular, were highlighted for their attentive listening,
responsiveness to questions, and the ability to explain
medical information in a way that participants reported
to be compassionate and understandable. The role of GPs
was described ambivalently. While some participants
emphasized a positive relationship with their GP, others
reported their GP to be less involved since they began
cancer treatment in specialist healthcare. This was partly
because participants didn’t perceive the need to initiate
contact.

Consistent care and communication over time were
emphasized as key elements that built and maintained
trust for the participants. They appreciated the reassur-
ance from HCPs, exemplified by one participant’s state-
ment: “The fact that they have said that no matter what
happens, we will help you in the best possible way, we
will do everything we can for you to be well, that counts
for a lot” (P3-156).

Participants expressed a sense of reliance on their
HCPs for ongoing support. The discussion around dis-
ease progression, symptoms, and concerns about burden-
ing family caregivers served as a foundation or starting
point for addressing what participants referred to as ‘the
vulnerable themes’

Preparing for the future (EoL) (2)

Participants expressed varied levels of engagement and
recollection regarding their involvement in healthcare
decision-making, particularly in the context of ACP con-
versations and palliative plans. While seven participants
remembered having participated in such discussions, five
explicitly stated they had no recollection of engaging in
ACP conversations or having a palliative plan.
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One participant mentioned, “I don’t remember if I had
a conversation with the Cancer Coordinator about the
palliative plan, but I have an open line with her, can call,
talk to her whenever I want, express my wishes” (P7-106).
This suggests that even in cases where participants did
not recall specific ACP conversations, they felt they had
ongoing access to express their wishes and concerns.

Generally, participants valued the clarity of informa-
tion, sensitivity, respect, and guidance received during
ACP conversations. This allowed them to focus on what
mattered most to them, reducing uncertainty and pro-
viding a sense of control. For instance, one participant
expressed, “Thanks to the fact that there is a system of
cancer nurses and GPs who actually take care of a cer-
tain amount of preparation, I feel looked after in that area
(time to come)” (P11-156).

However, participants also experienced a range of
complex emotions and considerations during the ACP
process, influenced by the depth of the discussions. Pre-
paring for EoL was acknowledged as a challenging and
emotionally taxing process. Some participants were not
ready to plan for EoL, while others actively avoided con-
templating their own mortality. This denial may have
posed challenges for healthcare personnel in engaging
participants in EoL planning.

Those willing to discuss EoL appreciated knowing that
their values and preferences would be respected, provid-
ing a sense of preparedness for potential medical chal-
lenges at the EoL. In cases where relatives were present
during ACP conversations, participants found comfort in
the awareness that their loved ones were informed about
their preferences.

Reflecting on the future, one participant expressed, “It
is difficult to know how to prepare (for what happens in
the future), what to expect. I'm probably not well pre-
pared, but I think I've prepared myself as well as I can,
also in relation to family” (P8-165). This highlights the
complexities and varied emotional responses participants
had toward EoL planning.

Explanation model

The subsequent model of explanation functions as a
framework for structuring and comprehending the quali-
tative data. Participants, while at home, employ prob-
lem-solving strategies to maintain a sense of normality
in their lives. Family caregivers play an important role
in this sense of normality, offering support to facilitate
its preservation. The primary concerns voiced by par-
ticipants revolve around the progressive deterioration
of their condition and the potential burden it imposes
on their family caregivers. Compassionate care provided
by HCPs contributes significantly to emotional coping
mechanisms, avoidance of problems, and a sense of being
acknowledged and understood. Participants express
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appreciation for guidance received in preparing for the
future, yet concurrently grapple with negative emotions
associated with contemplating EoL preparations. Figure 1
gives an overview of the explanation model about what
mattered the most at home.

Discussion

In light of the rich and nuanced data of advanced cancer
patients’ experiences at home, the discussion reflects on
the identified themes and explores their implications for
improving the quality of care, shaping future research
directions, and adapting healthcare practices to meet
the individual needs of those facing advanced cancer in
a home setting.

All 12 participants in this study strongly expressed their
desire to remain at home as long as possible and manage
their lives in a familiar environment. They found fulfil-
ment and happiness and underscored the importance of
normality.

The challenge for cancer patients to maintain a sense
of normality at home varies based on the cancer stage,
treatment specifics, and individual circumstances [25].
Maersk et al. [3] highlighted the importance of support-
ing cancer patients’ identity by allowing them to engage
in daily activities at home. Home and objects within it
functioned as significant references to the patients’ sense
of self. The desire to live as ordinary people may some-
times be a facet that patients hide from their families
[26].

The participants in this study were keenly aware of
the challenges associated with declining physical well-
being, particularly in response to side effects of cancer
treatment.

Managing side effects at home became a crucial issue,
especially as cancer patients receiving chemotherapy
spent more time in their home environment [27]. Koshy
et al. [28] emphasized the need for supportive educa-
tion and training for patients and caregivers, pointing to
a negative correlation between self-care behaviours and
side effects. While side effect management has evolved
over time due to less toxic regimens and improvements
in supportive care, patients now grapple with non-physi-
cal concerns such as effects on family and the future [29].

Being partially dependent on family caregivers was
accepted to a certain degree by the participants in this
study, as long as it didn’t impose too much care burden.
They expected their family caregivers to play an active
role in deciding and communicating the extent of care
and support they were comfortable providing. However,
discussing these expectations with loved ones proved
challenging for the participants. This issue was addressed
by 10 participants, with or without presence of the family
caregiver during the interview. Participants often had a
wait-and-see attitude with a preference to be at home and
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to die at home if possible. Some had already made their
decision to prefer to die in the hospital.

Pottle et al. [5] found that the home environment facili-
tated a sense of normality, control, and individualized
care, contributing to what family carers perceived as a
“good death” Interactions with loved ones were identi-
fied as strong support for cancer patients in coping with
their condition [30]. Robinson et al. [31] observed chal-
lenges among family caregivers in identifying and mak-
ing decisions about caregiving responsibilities. While
patients and family caregivers often value and expect
family involvement, explicit agreement on which party
should take decisional leadership and who should play a
supporting role remains limited [32]. End-stage pallia-
tive patients often perceive institutional care as a means
to protect their families from the social, emotional, and
relational burdens of dying [33]. Healthcare workers’
guidance for both patients and family caregivers can
effectively identify information and support needs, utiliz-
ing evidence-based strategies to address these needs [34].

This study provides valuable insights and understand-
ing of the interaction between HCPs and patients in
primary healthcare in a home setting, as perceived by
end-stage cancer patients. They felt that their concerns
were adequately addressed and appreciated the compas-
sionate and patient-centred approach of HCPs. Interest-
ingly, for almost half of the participants, the ACP process
is primarily prominent through their relationship with
HCPs rather than formal ACP conversations or writ-
ten documents like a palliative plan. Once confirmed,
accepted, and familiar to the patient, the plan aids
patients in gaining a certain amount of control in prepar-
ing for incapacity and EoL challenges.

Compassion reveals various dimensions, underscoring
the significance of incorporating patient perspectives to
enhance the delivery of compassionate healthcare [35].
The partnership in nursing care significantly influences
cancer patients’ perceptions of quality care [36]. Essen-
tial elements in caring for patients with cancer include
facilitating behaviours such as empathy, touch, comfort-
ing, and support [37]. Many cancer patients assume that
HCPs will take the initiative in discussions about EoL
care preferences, while HCPs may be hesitant to broach
these sensitive topics [38]. Poveda-Moral et al. [18] found
in an umbrella review that main barriers reported by pro-
fessionals were lack of knowledge and skills to carry out
ACP, a certain fear of starting conversations about ACP,
and a lack of time for discussions. Patients and family
members considered that the main barriers were fear of
discussing their relative’s EoL, lack of ability to carry out
ACP, and not knowing who was responsible for initiating
conversations about ACP.

Despite potential unpleasant feelings associated with
participation in ACP discussions, many patients reported
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“I prefer to be independent, prefer to manage myself,

prefer to be at home. | am happy to be home”

“Being sick has become a
habit. | had several Challenge of
challenges and generally it deterioration /
/

has gotten worse over time.* 3
/

“It's good to be home. | have / Value and
a husband who is wonderful, burden of family/

he takes care of everything.” caregivers

What mattered Compassionate
Preparingfor ~  the mostat caregivers makes a

the future home? difference

“It is difficult to know how to prepare, what to expect. | think I've
prepared myself as well as | can, also in relation to family™

"When you're in a situation like that, the way people talk to you
has an awful lot to say”

Fig. 1 Explanation model about what mattered the most at home
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benefits [39]. Johnson et al. [40] found that the complex
social and emotional environments surrounding EoL
planning are not adequately integrated into standard-
ized ACP. There is a recognized need for ACP to be per-
sonalized, feasible, and relevant at moments suitable for
the individual patient [21]. The existing knowledge gaps
regarding ACP initiation, optimal content, and impact
are emphasized due to the fragmentation of available evi-
dence and the absence of a holistic evaluative approach
[41].

This study contributes to addressing these gaps by
shedding light on the patient experience at home and the
central role of the patient-HCP relationship in the ACP
process which contributes to enhance EoL decision-mak-
ing especially around preferred place of care and death.

Implications and future work

The implementation of ACP in primary healthcare
involves more than the creation of plans; it requires pro-
active and ongoing communication among individuals,
their loved ones, and HCPs. Aligning with the recom-
mendations of Zwakman et al. [21], a more personalized
ACP approach, tailored to the individual patient’s needs,
concerns, and coping strategies, is crucial. This personal-
ized approach enhances the effectiveness of ACP inter-
ventions and fosters patient-centred care.

Given cancer patients’ preference to stay at home as
long as possible, integrating ACP into primary health-
care becomes essential to ensure long-term relationships
and continuity of care. Training programs and practi-
cal tools within defined ACP interventions could assist
HCPs in supporting collaboration among patients, their
families, and the healthcare team. This collaborative
approach is particularly relevant in primary healthcare
settings, where the patient-HCP relationship plays a cen-
tral role. Efforts are underway to establish ‘days at home’
as a patient-centred outcome in cancer care, serving as a
valuable research and policy tool [42].

To advance the field of ACP in primary healthcare,
there is a need for higher-quality studies and innovative
ACP interventions. These efforts can contribute to the
development of effective ACP programs, address exist-
ing research gaps, and enhance the overall quality of EoL
care for patients with serious illnesses.

Appraisal of methods

This study adhered to the COREQ guidelines for report-
ing qualitative research [43]. We employed variation
sampling to ensure a diverse range of perspectives and
experiences relevant to our research question. Work-
ing closely with HCPs in primary healthcare, we priori-
tized the well-being and dignity of the patients during the
recruitment process. After conducting 12 interviews, we
believed that we had gathered a sufficient amount of data
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to effectively address our research question. Additional
data collection was deemed unlikely to yield substan-
tially new or different insights. However, the selection of
the sample size was predicated on pragmatic consider-
ations, employing a variation sampling strategy. A sample
size of 12 participants might be deemed insufficient for
achieving data saturation. Saturation might be difficult
to assess when it has been reached and there are almost
always pragmatic limits on how large or long a study can
be [44]. While community norms and prior research
can offer valuable guidelines for estimating sample sizes
[45], it is imperative not to unquestioningly adopt these
norms. Code saturation may indicate when researchers
have “heard it all, but meaning saturation is needed to
“understand it all” [46]. The small sample size may limit
the potential for generalisation in the current study. We
could not get any feedback on the findings from the par-
ticipants because of their limited lifetime.

The first two interviews were conducted of two per-
sons. The participants could potentially feel uncomfort-
able if a power imbalance is perceived when meeting two
interviewers, and the opportunity for rich data collec-
tion could be lost [47]. In these two interviews, we des-
ignated roles as interviewer and observer to ensure that
the patient’s interaction was primarily directed toward
the interviewer.

Thematic analysis was chosen to explore participants’
views and opinions as subjective experiences, providing
a rich and detailed account of the data through constant
movement back and forth between the entire dataset.
The use of a reflexivity journal made our coding and anal-
ysis process transparent, documenting how codes and
themes supported the findings. Themes were interpreted
and understood within a broader context.

To enhance coding reliability, two coders independently
coded the same data with three sessions for one coder
(CM) and six sessions for another (BD). Regular meetings
and discussions among coders and the other researchers
further improved coding reliability through clarifications
and refining the coding process collaboratively.

The research team comprised individuals with
diverse professional backgrounds and scientific experi-
ences, including four physicians, two nurses, and three
researchers with backgrounds in medical and natural sci-
ences, encompassing both qualitative and quantitative
research. Two authors, BD and AK, brought prior knowl-
edge and experience related to ACP conversations and
palliative plans in our region. However, it is important to
mention that the two main coders (BD and CM) were not
very experienced in qualitative research.

In three interviews, the next of kin was present but not
involved with direct questions. Participants’ responses
in these cases might have been influenced by the next of
kin’s presence, particularly regarding preferences for EoL
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preparations and desires to remain at home for as long
as possible. However, 10 of 12 participants expressed that
such decisions couldn’t be made independently without
consulting their next of kin.

Conclusion

Preserving normality at home, coupled with the desire
to remain at home for as long as possible, emerges as a
significant goal for advanced cancer patients. However,
achieving this goal is contingent on physical well-being
and the support provided by family caregivers, with
uncertainty about the extent of burden patients can
impose on others.

Participants expressed a sense of reliance on HCPs for
ongoing medical and emotional support. The foundation
of trust and a sense of certainty was built and maintained
through understandable and compassionate communi-
cation over time. In addition to aspects like autonomy
and the exercise of control, the ACP process seems to
be deeply rooted in personal relationships with HCPs,
emerging as a major outcome resulting from discussions
about future challenges and EoL considerations.
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