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(PHD) can be challenging for the dying person and family 
members. Home care nurses (HCNs) have a role in car-
ing for terminally ill patients and may be confronted by 
extraordinary tasks and rather private and sensitive situa-
tions in peoples’ private homes. Although it is not new for 
nurses to provide nursing care in people’s private homes, 
as more people want to die at home more HCNs will 
experience these new and unfamiliar care situations [1]. 
A better understanding of how HCNs experience facili-
tating PHD may help develop policies and services that 
ensure high-quality care at the end of life. We assume that 
insights from such research will impact both policymak-

Where people die is an important determinant of the 
patient and caregiver experience [1]. Most people would 
prefer to die at home [2]. Sociodemographic factors 
can influence the place of death, such as marital status, 
family support, and caregiver preferences as well as liv-
ing arrangements, urban and rural settings, and predict-
able disease courses [3]. However, a planned home death 
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Abstract
Background  Home care nurses provide complex palliative care for patients who want to die in their own homes. This 
study aimed to explore home care nurses’ facilitation of planned home death to better understand nursing practices.

Methods  Data were collected between March 2019 and March 2020 using participant observations and semi-
structured interviews. In addition, the number of planned home deaths was recorded. The analysis was guided by 
Roper and Shapira`s framework on focused ethnography.

Results  Twenty home care nurses (three men) in eight home care areas in two Norwegian municipalities met the 
inclusion criteria. Eight home deaths were registered, seven participatory observations were performed, and 20 
semi-structured interviews were completed. Home care nurses find facilitating planned home deaths to be rewarding 
work, to the point of going above and beyond. At the same time, they describe facilitating planned home deaths as 
demanding work due to organizational stressors such as staff shortages, heavy workloads, and time restraints. While 
they tend to patients’ needs, they also express concern for the wellbeing of the next of kin. They find it challenging to 
juggle the needs of the patients with the needs of next of kin, as these are not always correlated.

Conclusion  Home care nurses are pushing the boundaries of their practice when facilitating planned home deaths 
while compensating for a fragile system by going above and beyond for patients and their next of kin. Providing 
insights into the work of home care nurses providing palliative care in patients’ homes can impact recruiting and 
retaining nurses in the workforce and influence local practices and policies.
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ing and local routines, and thus we call for further explo-
ration of HCNs’ facilitating for PHD.

Background
Palliative care has been recognized by the World Health 
Assembly resolution as an ethical responsibility of health 
systems, prompting World Health Organization (WHO) 
member states to commit to ensuring high-quality pal-
liative care through primary care services [4]. The WHO 
defines palliative care as ‘an approach that improves the 
quality of life of patients and their families facing the 
problems associated with life-threatening illness, through 
the prevention and relief of suffering by means of early 
identification and impeccable assessment and treatment 
of pain and other problems, physical, psychosocial and 
spiritual.’p1.

Palliative care in the home intends to provide high-
quality holistic care in order to tend to patients’ physical 
and psychosocial needs in a home setting [5]. The princi-
ples of palliative care and palliative care at home remain 
consistent even though service provision has undergone 
changes due to the reorganization of the healthcare mod-
els and advances in symptom management and treat-
ments [6].

The need for competent and accessible high-quality 
palliative care is pressing and requires strengthening of 
the general palliative care services [7]. Currently, com-
munity practices face many challenges such as aging 
populations, decentralization of health care, shortages of 
nurses, and an increasing number of patients are dying 
from complex diseases, including dementia, cancer, and 
other chronic diseases [8]. Research indicates that most 
patients in a palliative setting want to spend as much 
time as possible at home, and many want to die there [9, 
10].

Palliative care is complex and covers a wide array of 
physical, psychosocial, and existential challenges. Home 
care nurses (HCNs) face challenges that specialist care 
services do not, i.e., geographical distances and poorly 
suited facilities [8]. Planned home deaths (PHDs) are 
associated with the provision of home care nursing [11], 
and providing high-quality palliative care for patients in 
their homes at the end of life is a part of the job descrip-
tion for HCNs in many high-income countries, as they 
are often described as lynchpins of community palliative 
care [12].

Norway has one of the lowest rates of PHDs of the 
Western countries [11], and Statistics Norway reports 
that 13% of the population die at home, but this percent-
age includes suicides, accidents, and unplanned deaths 
due to frailty of health [13]. The number of actual PHDs 
is unknown, but recent research indicates that the rate of 
potential PHDs could be less than half of the registered 
home deaths, or approximately 7% [11].

HCNs have a significant role in caring for patients in 
need of palliative care and in the facilitation of PHD, 
meaning the organizing of the care and nursing needed 
when patients express a wish to die in their own home 
[14]. However, the literature points out several issues 
affecting HCNs’ work with patients dying at home, 
including a lack of both knowledge and skills in pallia-
tive care and a lack of support for both informal carers 
and healthcare professionals [15, 16]. Other examples 
of issues include long travel distances and nursing staff 
shortages [17–19] and the availability of local healthcare 
services [20]. Service shortfalls and lack of clinical exper-
tise exist in regional and rural areas in many countries 
[21].

Earlier studies from the UK identified the HCN’s piv-
otal role in providing palliative care and facilitating PHD 
[22, 23]. A review of barriers to palliative care at home in 
rural areas published in 2009 reported a range of negative 
factors, such as geographic isolation, infrequent cases 
of palliative care patients, and blurred work boundaries 
[24]. However, previous studies have become outdated 
due to the developing and changing role of HCNs and 
to reforms in home care services [25]. Only a few stud-
ies have examined nursing practices to facilitate PHD. 
Moreover, the attitudes of HCNs caring for the dying 
have received little attention prior to 2010, as has consid-
eration of how their attitudes affect nursing interventions 
and the facilitation of patient preferences at the end of 
life [26].

Based on this literature, we note the paucity of knowl-
edge related to the topic. Moreover, evidence suggests 
that there is a need for more research focused on obser-
vations of real-life home care nursing practice, more pre-
cisely, what HCNs do in practice. This study aimed to 
explore HCNs’ experiences and practices of caring for a 
dying person at home in order to better understand their 
experiences in facilitating PHDs.

Methods
The facilitation of a PHD is a rather distinct study phe-
nomenon within the home care nursing setting. The 
ethnographic objective of unveiling the shared aspects 
of culture, including values, beliefs, knowledge, skills, 
and actions, is well-suited to this context [27]. Using a 
wider range of research methods, specifically observa-
tional methods, enables a more detailed investigation of 
HCNs’ clinical practice [28], and we considered Roper 
and Shapira’s qualitative framework on focused ethnog-
raphy design to be suitable [29]. This design enabled us to 
explore HCNs’ bedside practice with a focus on the facili-
tation of PHD in these private and sensitive situations 
[28]. The fieldwork involved short-term and targeted data 
collection sessions with participant observations and 
individual interviews with HCNs. Thus the participant 
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observations and individual interviews with carefully 
selected participants could be structured around the 
study topic [30]. The first author and co-authors strived 
for flexibility, adaptability, and rigor in the data collection 
[27]. We employed a data triangulation of participant 
observations, semi-structured interviews, and analysis of 
the registrations forms to gather rich data and thus bet-
ter understand the complex experiences of PHD from the 
HCNs` perspective. This resulted in valuable insights not 
generally accessible through standard research methods 
such as solely retrospective qualitative accounts.

Setting
The study setting was eight different home care services 
in two municipalities (50,000–80,000 inhabitants) con-
sisting of both rural and urban areas in northern Norway. 
Norway is a vast country, with rural areas having sparse 
and intermittent home care services and long travel dis-
tances. The Norwegian healthcare system is based on 
the principles of public welfare and provides free and 
universal healthcare to all. Municipalities are required 
to provide free home nursing services to their inhabit-
ants [31], including basic palliative care integrated into 
general patient care [32]. National policies and govern-
ment health initiatives have put an increased emphasis 
on providing palliative care in primary health care closer 
to the patient`s home [7]. These changes can be attrib-
uted to the introduction of the Norwegian Coordination 
Reform (2012) [33]. This reform has placed a consider-
able responsibility on the municipalities as they now play 
a prominent part in meeting the growing demand for 
health services [33]. Within the municipalities, HCNs 
provide home care nursing comparable to the role of 
‘community nurses’ in Australia and Canada and ‘district 
nurses’ in the UK [18]. For clarity and consistency, this 
study will use the term ‘home care nurse’ (HCN).

Participants
HCNs employed in home care areas and who had expe-
rience with facilitating PHD were eligible for inclusion. 
We used purposive sampling to recruit HCNs from the 
home care services in order to ensure specific knowl-
edge and experience in facilitating PHDs. In co-operation 
with the nurse mangers in the home care service, the 
first author identified eligible HCNs that met the inclu-
sion criteria. They were contacted by the managers invit-
ing them to participate, and those who expressed interest 
in participating were approached by the first author with 
information and a formal request to participate in the 
study. Included HCNs were asked if they knew other 
HCNs with experience in facilitating PHD, thus acting 
as referral agents. Potential cases of PHDs to observe 
were identified by an ambulatory cancer nurse who was 
a knowledgeable insider and who acted as a gatekeeper 

when mapping appropriate cases for participatory obser-
vations. She informed the patients and next of kin (NOK) 
about the project and helped to establish whether the 
researcher`s presence was acceptable.

Data collection
Data collection took place from March 2019 to March 
2020. In accordance with the ethnographic approach 
with the goal to study how HCNs think and act in their 
natural setting, we used individual semi-structured inter-
views and participant observations. In addition, we reg-
istered the number of PHDs in the whole municipality 
during the period.

Participant observation
The first author observed HCNs when they facilitated 
PHDs for dying patients. During the participant obser-
vations, we gained deeper insights into what HCNs do 
when caring for dying persons and their NOK. Each 
observation session included the time HCNs spent pre-
paring for the visits at HCN offices, time spent traveling 
to and from patient’s homes, and time spent during vis-
its. Due to the sensitive nature of the topic being inves-
tigated, the researcher did not take notes in the patient’s 
homes. However, to avoid memory bias observations, 
reflective notes, and verbatim quotes were noted imme-
diately after home visits. These were written in accor-
dance with an observation guide inspired by Spradley 
(1980) [34]. The guide acted as a reminder of what to pay 
attention to during the observations, such as the physi-
cal place, the people involved, the norms of the group, 
the activities they carried out, and the emotions they felt 
and expressed. During the observations in the patient’s 
home, the researcher sat down with the HCN, patient, 
and NOK when invited. When HCNs carried out clinical 
tasks, such as managing analgesics or changing a urinary 
catheter, the researcher adopted an observer role without 
being invasive or obtrusive. The purpose was to observe 
and understand from the view of the participants rather 
than add personal interpretations and explanations.

Interviews
Interviews are important in focused ethnography due 
to the constricted time frame of fieldwork [35]. We 
employed semi-structured interviews with a set agenda, 
yet with the flexibility to pursue the expressed ideas of 
the participants [36]. The interviews were used to collect 
data on what we could not or had not observed, such as 
attitudes and emotions. The interviews helped validate 
the observations and thus provided directions for future 
observations, as well as observations giving directions 
for subjects requiring further explanation in the inter-
views. The interview guide (additional file A) was devel-
oped for this study by the first author in collaboration 
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with the co-authors based on the literature review and 
the study aims. The guide included open questions such 
as “Can you describe how you facilitate a planned home 
death” and “What challenges do you face when facilitat-
ing planned home deaths”. When appropriate, follow-up 
questions were asked, moving from the general to the 
more specific by probing (e.g., “could you tell me more 
about that” or “what do you mean when you say that”. 
The interviews took place at a suitable location at the 
HCNs’ places of work. The interviews took an average of 
50 min and were audio recorded and transcribed verba-
tim. The interview guide was fine-tuned over the course 
of the study as observations revealed issues we wanted 
to explore further. The interviews as a whole sought to 
encourage participants to articulate their experiences, 
beliefs, practices and attitudes in order to identify prac-
tice patterns that are characteristic of this sub-culture 
through active listening and attention to non-verbal signs 
and by showing empathy [34]. Although the participants 
were offered the opportunity to read the transcribed 
material, they all declined.

Registrations of the number of home deaths
The registration form was reviewed and accepted for 
use by a knowledgeable insider. The documentation was 
completed by an ambulatory cancer nurse employed 
by the home care service, responsible for monitoring 
all PHDs within the municipality throughout the data 
collection year. The information gathered from these 
records was utilized to determine the count of PHDs that 
were successfully provided by the home care services, 
along with the tally of requested PHDs that were not ful-
filled, along with an explanation for the unmet requests. 
If the patient did not die at home, even though it was an 
expressed wish, the alternatives for boxes to check why 
included insufficient personnel, lack of competence, lack 
of equipment, changes in the patient’s wishes, the NOK`s 
situation, the need for advanced symptom management, 
and others. No identifying patient information was 
registered.

Data analysis
Field notes and transcribed interviews were read and 
reread to get an overview of the data. The transcribed 
interviews were analyzed first, followed by a separate 
analysis of the field notes. Then all the data, including 
data from the registration forms, were analyzed together 
to identify similarities or discrepancies. We used NVivo 
11 (QRS International, 2017) to organize the data. The 
initial analysis was conducted by the first author and 
discussed and developed in collaboration with the co-
authors. Roper and Shapira`s framework (2000) was 
employed using the following five steps: coding for 
descriptive labels, sorting to identify patterns, identifying 

outliers, generalizing constructs and theories, and taking 
notes of reflections and insights made by the researcher 
[29].

This is a circular process, not linear or chronological. 
However, to describe the process we present it here as 
continuous steps. Answering the study`s aim, related and 
similar segments of text were grouped and coded to form 
meaningful categories we called descriptive labels. The 
length of the data segments in the descriptive labels were 
reduced in size without losing content in order to form 
manageable units. We used in vivo coding when appli-
cable. We started with broad codes, such as ‘next of kin’, 
that were later broken into smaller concepts, i.e., ‘feeling 
of concern for next of kin’. We clustered these labels in 
order to identify patterns and themes, visually separating 
them into general and abstract themes that could explain 
relationships in the cultural setting of the home care ser-
vices. We then rearranged the labels in order to identify 
patterns, such as similarities or differences in how HCNs 
performed or reflected on PHD, in their cultural setting. 
These similar patterns formed categories, which were of 
manageable sizes. From the sorted categories, we iden-
tified themes and drew connections between the emic 
perspectives of the participants and the etic interpreta-
tions of the researchers in order to construct theoretical 
understandings that included both perspectives. We for-
mulated and defined overall themes that included rele-
vant categories. Themes are defined as larger sociological 
categories, group behaviors, shared opinions, etc. [37]. 
These were defined again and compared with compatible 
existing constructs, theories, literature, and research in 
line with the analytical framework [29].

In every step of the analysis we were aware of the 
potential for outliers, namely statements or actions 
that do not ‘fit’ with the rest of the data [29]. We iden-
tified two statements as outliers from the interviews. 
These were followed up and examined to see if they were 
extraordinary responses, i.e., true outliers, or if they were 
common traits shared with other HCNs.

Note-taking was done continuously throughout all 
phases of the data collection and the analysis to record 
first impressions, identify preconceived notions, and 
support the audit trail. The credibility of the coding, cat-
egories, and identification of the outliers was checked for 
accuracy by the team of authors.

We translated the findings and quotations from Nor-
wegian into English. We strived to correctly translate the 
participants’ expressed views and descriptions. Verbatim 
quotations are used to exemplify the themes and repre-
sent the participants` understanding as accurately as 
possible in order to give a better understanding than the 
researcher’s paraphrasing could.
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Ethical considerations
Because the researcher could inadvertently gain informa-
tion regarding other patients not relevant to the study 
when observing HCNs’ work, an exemption from the 
duty of confidentiality was obtained from Regional Com-
mittee for Medical and Health Research Ethics in North-
ern Norway (REC) (2019/605). According to Norwegian 
law, no further ethical approval was required. All col-
lected data were anonymized and kept secure and confi-
dential at all times. This study was performed according 
to Norwegian Centre for Research Data (NSD) (77,356) 
regulations (now known as the Norwegian Agency for 
Shared Services in Education and Research). The HCNs 
were informed verbally and were provided with a partici-
pant information sheet and gave their written informed 
consent to participate in the interviews and observations. 
All patients and NOKs who were approached agreed 
to participate in the study. All patients and NOKs were 
informed about the study, and written consent was col-
lected that permitted the researcher to observe the work 
of HCNs in their homes.

We were unable to gain knowledge about HCN’s facili-
tation of home death without close contact with dying 
patients and their NOK. Therefore sensitive issues and 
ethical concerns were carefully considered. We reflected 
on the potential to intrude on an intimate and private 
experience and how to address any distress we may inad-
vertently cause. Guided by Sivell and colleagues (2019), 
we used sensitive and open questioning, researcher 
self-disclosure, awareness of power relationships, and 
adaptation to the individual needs of the patients on a 
case-by-case basis [38].

Findings
Twenty-one HCNs were approached with requests to 
participate in the study, and one declined participation 

without providing a reason. Twenty HCNs were inter-
viewed, 17 of whom were women, and the HCNs were 
25–63 (mean 42) years old with 1–24 (mean 12) years of 
experience. Their experience in facilitating PHDs ranged 
from two cases to more than ten cases (Table  1). Three 
of these were also observed when they were facilitat-
ing PHDs. They were selected because they were on 
duty when the patients had scheduled visits. Of the nine 
home care service areas contacted, one did not have any 
HCNs that met the inclusion criteria at the time of study 
recruitment. One interview was interrupted after 30 min 
due to a work-related emergency.

The researcher followed three different HCNs facili-
tating PHD for two dying patients and their NOK. This 
amounted to seven different observations, including four 
with the HCN, NOK, and the patient, two with the HCN 
and NOK, and one with just the HCN. These observa-
tions included visits to the patients’ homes, bereave-
ment conversations, and one session with an HCN in a 
car, observing her getting supplies for a PHD and mak-
ing phone calls about the PHD. From the registration 
forms, we counted eight patients wanting to die in their 
own homes. Five of those died at home. The reasons for 
not dying at home were in all three cases related to the 
NOK’s situation. In total, participatory observations 
amounted to 8.5 h. The researcher took on different roles 
during the observations. At times, like during medical 
interventions, she assumed the role of a silent observer 
when the HCNs were focused on clinical tasks. On other 
occasions, it was natural for her to engage in conversa-
tions with the patient and/or their NOK, for example, 
when they offered coffee and biscuits.

The analytical process led to the identification of three 
main themes that characterized HCNs’ experiences of 
facilitating PHDs, namely going above and beyond, jug-
gling the patient’s and NOK’s needs, and demanding 
work We present them here separately but recognize that 
the themes are interrelated and overlapping. HCNs find 
the work of facilitating PHDs rewarding, and it is impor-
tant to them to guarantee availability and flexibility for 
patients and NOK. However, they reported challenges 
when facilitating PHDs in the forms of staff shortages 
and high workloads. In addition, they expressed con-
cern for the well-being of NOK as they juggle the needs 
of patients and the needs of NOKs. The three themes are 
presented in the following sections.

Going above and beyond
HCNs in this study clearly expressed positive attitudes 
about facilitating PHDs and emphasized that this was 
rewarding work. The HCNs commented on the value of 
facilitating PHDs numerous times, and they used words 
like rewarding, meaningful, and purposeful and said that 
they took pride in it. One nurse said:

Table 1  Characteristics of the study participants
Characteristics Study par-

ticipants 
n = 20

Sex, n
Women 17
Men 3

Age, mean (range) 43 (23–64)
Experience as a nurse, years (range) 12 (1–24)
Specialization among nurses, n

Palliative care 2
Adult psychiatry and substance abuse 1
Dementia and geriatric psychiatry 2
Cancer care 8
None 7

Experienced cases of facilitating planned home deaths, 
mean (range)

5.9 (2–10)

Data presented as numbers or means (range)
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‘You are alone most of the time in the home care ser-
vice. I found it really scary the first time. But at the 
same time it was nice to see…it was her greatest and 
last wish, to die at home. It was really nice making 
that happen for her. Even though it was hard for me, 
it was fulfilling to see that we made her wish come 
true.’ (HCN 18).

HCNs stressed how they did everything within their 
power to give patients and NOK the best possible care. 
Observations also revealed how HCNs repeatedly told 
patients and NOK to call the HCN if they required assis-
tance without specifying which tasks they referred to. An 
HCN explained it like this in an interview:

‘We don’t usually give away the on-call number, but 
in the case of PHD we give it to both the patient and 
NOK so they can easily contact us, whenever and for 
whatever reason.’ (HCN11).

The HCNs expressed going above and beyond, and some 
of the HCNs from the more rural home care areas dem-
onstrated a collective drive or an ethical duty to provide 
PHD as an option by using phrases like ‘We do every-
thing in our power’ and ‘We want it to happen’. One HCN 
stated in the car after a house call:

‘Like I said, we do everything we can and more to 
make this happen.’ (Observation 5).

Several HCNs stated that they would go far to aid 
patients and NOK, and some of them mentioned how 
they had rescheduled or cancelled their planned vaca-
tions to ensure nurse coverage during a summer when a 
patient in their home care area wanted to die at home. 
Another HCN explained how she had put a folding cot 
in her office so she could spend the night there and thus 
have a shorter drive in case the dying patient and their 
NOK needed anything. This was the first of the two out-
liers identified in the data and was used to confirm the 
notion of HCNs going out of their way to accommodate a 
patient’s wish to die at home.

On a field visit to a dying patient’s home one Mon-
day, the patient and NOK explained to the HCN that 
the patient had been briefly admitted to an institution 
during the weekend due to exacerbation of their cancer 
pain. The HCN asked why they had not called her during 
the weekend. The spouse of the patient replied that they 
knew she was at her cabin, given she had the weekend off. 
The HCN then said: ‘You should have called me anyway. I 
am always available for you.’ (Observation 1).

Another HCN commented in the interview:

‘We go above and beyond. Every time. We want it to 

happen as much as they do. After all, it is somebody 
else`s life, or in fact somebody else’s death. You only 
get one chance.’ (HCN12).

Juggling the patient’s and NOK’s needs
The dynamics between the NOK, the patient, and the 
HCNs emerged as an important issue due to conflicting 
needs. According to HCNs, NOK are often in danger 
of being exhausted, worn out, and scared. Their needs 
were highlighted as equally important as the patients’ 
needs but more challenging to care for. Their needs were 
described as not homogenous, nor was the way they 
coped with the situation. When asked ‘What do you 
consider important when facilitating for planned home 
deaths’, one HCN replied:

‘We don’t have enough focus on family rotations. 
They don’t get it. I don’t think it is explained in 
detail. The family has to work shifts to make it hap-
pen.’ (HCN2).

The HCNs in our study pointed out how on several occa-
sions the NOK were an essential factor in facilitating 
PHDs and how PHDs could not be facilitated without 
them. There were similar perceptions among the HCNs 
that PHDs were not possible without NOKs being pres-
ent and willing to take on the majority of the day-to-day 
care.

'What I see is the next of kin. A lot of weight is put on 
them. It’s useless if…Honestly, it is not enough with 
just a spouse.'
(HCN 13)

The participants expressed that facilitating PHDs for 
patients who had young children was a challenge. To see 
their emotional struggles took a toll on the HCNs, and 
several of them reflected on such cases:

‘It ended up being challenging for the children…the 
last couple of days. That’s why XX went to the hos-
pital and died there. It can seem ok in the beginning. 
Like, ok, we’re all together as a family…but, I think it 
gets… The children cried a lot and didn’t want to go 
to school, and it just got too complicated at home. I 
would not do that again.’ (HCN2).

Much of the work the HCNs did was organized around 
the medical needs of the patients, but they focused a lot 
of attention on the NOK. Meeting their needs and listen-
ing to their worries and comforting them were some-
times the biggest issues. HCNs normally plan their shift 
according to a worklist; a detailed list of patients to visit, 
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their care needs and estimated time usage. However, 
visits to PHDs were not timed like other visits, and the 
HCNs seemed to exhibit more flexibility and discretion 
in time management when visiting dying patients. The 
HCNs never looked at their phones or appeared to be 
busy or rushed when meeting with patients or NOKs. 
However, after leaving the dying patient and NOK, the 
HCNs explained that they were in a hurry, and now had 
other patients waiting for them.

NOK were perceived as essential when facilitating PHD 
and as making a substantial contribution to the care of 
the dying. However, barriers to PHDs lie in the work-
load put on NOK when patients die at home. The NOK 
could be so exhausted that they do not feel safe with the 
patients at home, even though it is the expressed wishes 
of the patient.

‘Quite often it feels like what you do is primarily for 
the next of kin, but that’s just the way it is.’ (HCN3).

Two different HCNs both described a fear of NOK get-
ting flashbacks after a period of palliative care in the 
home:

‘I find next of kin the most challenging factor. 
Because they are so different, some are fine with 
things and handle it well, but others don’t. They are 
so important in making this happen, and we must 
make sure that we don’t get it wrong, and they end 
up having terrible flashbacks later on.’ (HCN11).
‘I think I would say that next of kin are a barrier for 
planned home deaths. They are so important, and 
you must make sure that it does not get overwhelm-
ing. That they feel that they have to do this because 
it is expected and then it backfires later, and they get 
painful flashbacks.’ (HCN9).

This can imply that HCNs work within a tension that 
exists in the home, where different needs are not being 
met. The following excerpt from the field notes made on 
a visit to a dying patient and NOK further illustrates this 
point:

‘The nurse (HCN6) asks the patient if more frequent 
visits from the HCNs could be an option, particu-
larly with regards to assistance when showering. The 
patient replies (annoyed?) it is not necessary yet. 
That they don’t want more people coming into their 
home. The spouse stares down in the table. The nurse 
looks closely at her and asks directly but gently, “Do 
you need some assistance, some relief?” The spouse 
tears up but does not look up.’
(Observation 2)

These excerpts demonstrate some of the challenges faced 
by HCNs when trying to balance aiding the NOK and 
respecting the patient’s wishes, all while clinically assess-
ing the patient’s needs. None of the HCNs performed a 
systematic assessment of the NOK’s needs or wellbeing, 
but all HCNs expressed a concern for their unmet needs. 
The HCNs were attentive and supportive by listening to 
their grievances. HCNs were observed trying to provide 
reassurance and to console the NOK before, during, and 
after the death of their loved ones. As seen in the field 
notes, some NOK were unable to reconcile with reneg-
ing on the promise of caring at home until death, even 
though the situation demanded a hospital admission, as 
the following demonstrates:

‘During a bereavement follow up, the HCN (HCN4) 
asks the widow if she is troubled by a bad con-
science for the patient dying in xxx (an institution). 
The widow whispers: “It tears me apart”. The nurse 
replies: “But you were so tired and worried in the 
end. You couldn’t have done it!”…. “I should have 
stuck it out”, the widow replies.’ (Observation 7).

The HCNs explained how the patient’s spouse or NOK 
often needed a space to talk freely without the patient 
being present. These talks often took place on the porch 
when they escorted the HCNs out of the home after vis-
its. As described in the fieldnotes:

‘The spouse leads us out in the hallway while the 
patient remains in the living room as we say good-
bye and get our coats on. She follows us outside on 
the steps in the cold weather and tells us quietly, 
almost whispers that she does not get any breaks and 
that she is very, very tired. She starts crying silently, 
clearly not wanting the patient to hear or see her like 
this. The nurse pats her on the back, asking if there 
are any other relatives that can be with the patient 
while she gets a break.’ (Observation 3).

Demanding work
All HCNs stated that even though the work was reward-
ing, it took its toll on them, both emotionally and physi-
cally. The reasons for this were blurred work boundaries, 
and they all repeated numerous times that they would 
go a long way to support patients and their NOK. They 
described their work as being a game of solitaire, where 
the challenge was to make it all add up because even 
though they had an ongoing PHD they still had 300 other 
patients requiring visits and care. They explained how 
PHDs require extensive coordination as well as corre-
spondence with other professions and institutions such 
as the general physician, the palliative team at the local 
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hospital, and the pharmacy. Most of these calls and fol-
low ups were performed in the car on their way to and 
from patients’ homes and between other visits. Some 
HCNs reported personal health challenges related to 
their work, and four HCNs stated in interviews that they 
have had periods of sick leave as a direct consequence 
of facilitating PHDs that were especially strenuous and 
time-consuming. They talked about other HCNs making 
an advent calendar for dying patients’ children and ques-
tioning where the limits to their jobs were supposed to be 
drawn, and who was responsible for drawing those lines. 
HCNs reported that the patients and NOK are satisfied 
with, and even grateful for, the care provided. However, 
four of the HCNs in this study asked themselves, ‘At what 
cost?’ (HCN3, HCN7, HCN15, HCN17).

‘It is a horrible feeling. Doing everything you can, but 
it is never enough.’ (HCN7).

All HCNs in this study stated that there were not enough 
nurses in the workforce, and they called for more quali-
fied and knowledgeable staff. The shortage hindered 
them from doing a good job and kept them from sug-
gesting to eligible patients that dying at home might be 
an option for them. They slot palliative patients in where 
they can, while at the same time making sure the dying 
patient and NOK experience prioritization, availabil-
ity, and flexibility by, for example, not registering time 
usage during visits. Many of them spoke of the constant 
stressor of being understaffed and having a huge work-
load, and this became worse when there were PHDs to 
facilitate. One HCN stated:

‘We are stretched pretty thin as is.’ (HCN4).

They talked at length about the frustrations of having to 
manage the care of patients on their worklist while being 
flexible and accessible to dying patients and their NOK’s 
individual needs. To fulfill these requirements within 
a given timeframe was reported as challenging, and the 
understaffing in combination with the high workload cre-
ated a void where they felt they made compromises on 
the quality of care. They implied that continuity of care 
could only be achieved when every patient received the 
right kind of care at the right time.

HCN8: ‘There have been times where we advised 
against PHDs because we didn’t have the required 
competence and we didn’t have enough nurses to the 
extent that we had to be honest and say, we want to 
but it is not possible…’.
Interviewer: ‘Is that hard? Saying no to patients?’
HCN8: “Yes, very hard. Very hard. We took it per-
sonally, and it felt like a failure in that good pallia-

tive notion, that good palliative environment and 
attitude, the hospice philosophy we are trained in, 
and our core values. But we had to restrict ourselves 
and analyze the situation, and if you disagree and 
have objections, take it up with the person in charge.”

Another HCN put it like this:

‘We have become extremely mentally worn out.’ 
(HCN9).

One HCN in an urban area was skeptical to the notion 
of facilitating PHDs and stated in the interview that they 
did not have any PHDs in her area in recent years. She 
explained how it would not be justifiable due to the lack 
of nurses. This was identified as the second outlier in that 
it did not fit with the patterns identified in the rest of the 
data.

Evidently, HCNs’ feelings for PHD were both positive 
and negative. Most HCNs expressed a solid commitment 
to the patient’s and NOK`s needs. However, many of the 
difficulties experienced by the HCNs were described as 
organizational challenges. They explained how munici-
palities have failed to prioritize home care to the extent 
necessary to ensure adequate nursing coverage and how 
additional qualified staff and a reduction in workload 
could provide coordinated, continuous, and appropriate 
care.

Discussion
This study gives insight into HCNs’ experiences in facili-
tating PHDs. We registered five PHDs in a Norwegian 
municipality during the course of a year. From partici-
pant observations, fieldnotes, and qualitative interviews 
we developed three themes regarding HCNs’ experiences 
when facilitating PHDs. We found that HCNs – both 
as individuals and collectively – experience facilitating 
PHDs as rewarding work. They welcome more PHDs as 
they find this work to be important, but do this by going 
above and beyond. They also find facilitating PHDs to 
be challenging and describe it as demanding work due 
to time constraints, high workloads, and staff shortages. 
They also express a concern for the wellbeing of the NOK 
when juggling their needs with the needs of patients.

Going above and beyond
The HCNs find facilitating PHDs to be rewarding work 
and want to offer eligible patients the opportunity to 
die at home if they want to. Similar findings have been 
found in other studies, describing it as work that gener-
ates positive feelings and work that gives a lot back to 
the HCNs [39]. Studies point out how HCNs have per-
sonal commitments to patients receiving palliative care 
[40] and how an actual desire to do good influences their 
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approach to care [12]. The HCNs’ perception of PHD as a 
rewarding practice is visible through their demonstration 
of extreme flexibility that shows that they will go far in 
making sure that the dying patient dies in their preferred 
place. As such, our findings confirm previous research 
that describes similar compensation mechanisms [40]. 
One issue of importance that can make HCNs reluctant 
to suggest PHD as a viable option is experiences of staff 
shortages and time constraints. The low number of regis-
tered home deaths in our study could be explained by the 
proximity to a regional hospital in an urban area. Contact 
with hospitals is related to hospital death, while PHDs 
are more likely to happen in rural areas, despite chal-
lenges in accessing health care and palliative care [20]. In 
Kjellstadslie´s study, municipalities with fewer inhabit-
ants were associated with more PHDs [11]. This could be 
describing a common societal experience for the home 
care area, and might imply a high degree of collective 
commitment to providing a PHD when it is the explicit 
and expressed wish of the patient.

This indicates a personal and cultural compensation 
for organizational shortcomings, and in fact these short-
comings are preventing HCNs from providing equal care 
to all patients and making them choose which patients 
to prioritize. However, this display of extreme flexibil-
ity in combination with an increase in workload, tasks, 
and responsibilities over time [12, 41, 42] can indicate a 
negative effect on the nature of the work and can lead to 
blurred work boundaries.

Demanding work
The HCNs in our study experienced a high workload 
and limited amount of time to perform their patient-
oriented tasks in the home care services. Palliative care 
at home is time consuming and requires spending time 
with patients and NOK. Adding a PHD to a generalist 
caseload is perceived as challenging and exhausting by 
the HCNs. This is in line with previous studies reporting 
that time constraints are a factor of considerable stress 
for HCNs [39, 43]. They often prioritize care for palliative 
patients, resulting in other patients having to wait [39]. 
These findings suggest that HCNs want to provide opti-
mal, person-centered care to the dying patients and their 
NOK, but this is at the expense of time available to other 
patients. This in turn makes the workload and time pres-
sure build up. In general, HCNs spoke of a service with 
sparse resources and of palliative care patients on top of 
full work lists with other patients having complex needs 
in addition to long travel distances. Other studies have 
also described the combination of travel distances and 
high caseloads as a cause of stress for HCNs [39, 44]. 
Few measures have been taken to ensure adequate staff-
ing and competence to serve the growing and complex 
patient group that the home care service tailors to [45]. 

Consequently, the HCNs’ workloads have increased with 
more patients with complex needs, generating increased 
administration and documentation and thus leaving less 
time for patient-oriented tasks.

Over time there has been a prominent growth in the 
municipal community health services in Norway. The 
services now have to adapt to new and challenging tasks, 
while the supply of HCNs and competence develop-
ment has not been able to keep up with these increased 
demands [46]. The way the services are organized will 
affect the quality of the care. According to Gautun, Oyen, 
and Bratt [45], staff shortages escalate with increasing 
municipality size. Previous research has reported a lack 
of resources, i.e. personnel and equipment, to take on the 
challenges in the wake of implementing the Coordination 
Reform and specifically points to a need for more quali-
fied personnel [47]. More HCNs in the work force and on 
shifts can reduce workloads, increase quality standards, 
and contribute to a larger professional environment. The 
responsibility to make challenging prioritizations should 
not be put on the individual HCN [46]. There is a clear 
and significant connection between the lack of nurses 
and quality of care, as well as between the lack of nurses 
and professional commitment [45]. Insufficient staffing 
levels might lead HCNs to subtly dissuade families from 
considering a PHD or refrain from mentioning it as a via-
ble option. This could result in underreporting the actual 
number of patients desiring a PHD and act as a barrier to 
providing comprehensive palliative care.

Juggling needs
In general, the HCNs in our study stressed the impor-
tance of emotional support for the NOK as well as 
the patient. They reported that NOK were essential in 
achieving time at home for the patient. This is supported 
by previous studies stating how care for the patient’s fam-
ily is a particularly important part of the nurse’s role in 
palliative care [48]. It has been reported that the feasi-
bility of PHD heavily relies on the involvement of NOK 
to make it possible [49]. However, studies specify that 
assessing needs is typically focused on the patient rather 
than the NOK [42]. NOK often find themselves managing 
complex physical and emotional issues and thus do not 
attend to their own needs, only those of the patient [50]. 
The findings in our study indicate that the HCNs struggle 
with juggling the needs of the NOK at the same time as 
tending to the patients’ needs and wishes because their 
needs can sometimes be contradictory. HCNs in our 
study were concerned for the wellbeing of NOK in terms 
of getting it right, not having painful flashbacks, and not 
getting worn out, which have been previously reported 
[42]. A British study calculated the amount of time NOK 
spend on patients with advanced cancer as 69 h per week 
in the final 3 months of life [14]. Neergard points out the 
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importance of HCNs helping NOK maintain a balance 
between their needs, wishes, and resources [51]. None 
of the HCNs in our study stated that they used a system-
atic approach to identify the needs of NOK. They were, 
however, observed doing so in a more informal way, such 
as over a cup of coffee or on the patio when the NOK 
escorted the HCN out, and often on the initiative of the 
NOK. This phenomenon has also been described by Bec-
qué, where family caregiver support is primarily given 
at the end of visits, on the doorstep while leaving [42]. 
This can result in arbitrary assessments and assump-
tions about the NOK’s needs and wellbeing, as well as 
said needs being unmet [42]. To assess NOK’s capacity – 
meaning their ability and willingness to provide informal 
care to dying patients – is important [19]. This could be 
assessed by collecting information about factors such as 
age, health, experience, availability, and emotional state 
and if they attend to their own needs [19]. NOK do care 
for the patient and take care of their needs, but some get 
to a point where they cannot take it anymore and can no 
longer cope [52]. This confirms the findings in our study, 
where three patients who wanted to die at home were 
admitted to an institution due to the NOK’s situation.

HCNs can be unaware of the unmet needs of NOK 
[53], although the findings in our study suggest that the 
HCNs are aware of their needs, but there are limits to 
what the HCNs can do to accommodate such needs. Our 
findings show that they do spend time building a close 
and reassuring relationship with the NOK, by, for exam-
ple, providing them with a phone number that provides 
24/7 availability. They make suggestions to patients and 
NOK to get more help and assistance when the HCNs see 
a need for it. Similar negotiations have been identified 
where HCNs actively mediate with NOK regarding the 
level of service needed in the home [8].

A study from 2016 showed that patients who wanted 
to die at the hospital did so on the premise of feelings 
around protecting NOK from physical and emotional 
burdens if they were to stay at home, as well as wanting 
the safety of clustered expertise in the specialist pallia-
tive care unit [54]. Challenges they feared could arise at 
home included difficulty breathing, difficulty in access-
ing necessary symptom control, and “wrecking” the place 
where NOK will continue to reside after the patient’s 
death [54]. These results can be related to our findings, 
where HCNs expressed a notable fear of NOK having too 
much responsibility and carrying too heavy a load. Simi-
lar findings in other studies [55, 56] have been described 
as a frustration and lack of preparedness for the extent 
of care necessary. Studies have shown how NOKs are 
prone to emotional, financial, and physical distress when 
caring for their dying family member [42, 57]. HCNs in 
our study explained a fear of bereaved NOK having pain-
ful ‘flashbacks’ and being left with unprocessed trauma, 

correlating to ‘wrecking’ the place NOK will inhabit after 
a loved one has passed. The concept of the home as a 
place of death is multifaceted. According to Milligan et 
al. (2016) NOK may find a sense of fulfillment in “doing 
the right thing,“ however the experience of a death at 
home can disrupt their feelings of home, belonging, and 
identity [58]. A meta-ethnography from 2018 reviewed 
several studies reporting a key barrier to patients achiev-
ing death at home as the burden placed on both informal 
caregivers and families. Informal caregivers frequently 
reported experiencing physical and emotional exhaustion 
due to the responsibility of providing care to their loved 
ones, particularly when dealing with elderly or isolated 
patients [16]. One study underscored the significance 
of acknowledging that informal caregivers are not only 
providers of care but also recipients, necessitating sub-
stantial attention to their needs alongside those of the 
terminally ill patient [59].

Several HCNs in this study brought up cases where 
young children were involved as a particularly chal-
lenging issue related to PHD. This confirms what other 
studies have reported, that dealing with children is a 
top source of stress for HCNs [60, 61]. In Dunne’s study, 
HCNs expressed that dealing with children and adoles-
cents in the family of a dying patient was emotionally 
challenging. This, in turn, contributed to the overall stress 
of providing palliative care in the home [61]. To see fam-
ily members suffer takes an emotional toll on the HCNs 
[39]. Dunne’s study points out how HNCs felt inadequate 
and helpless when meeting children and adolescents 
and as a consequence excluded them from involvement 
and care [61]. Nurses in one study highlighted barri-
ers for supporting children as next of kin: many of them 
lack the necessary skills, qualifications, and experience 
to effectively support the child. This deficiency results 
in hesitancy to communicate and engage with the child. 
The resulting uncertainty fosters a desire to avoid such 
situations altogether [62]. However, other studies have 
shown how children as NOK want to stay at home with 
dying parents. This allowed them to monitor changes in 
the illness, fostering a sense of security and helping them 
cope with anxiety and grief. Being caregivers also created 
opportunities for making happy memories and having 
meaningful conversations. Many preferred their par-
ent not to die in the hospital, honoring their wishes and 
avoiding the hospital’s intimidating atmosphere [63].

Strengths and limitations
A strength of this study is the triangulation of data 
sources, which provides different perspectives on the 
topic. By triangulating the methods of data collection, 
we gained insights we would not have had if we had 
only carried out interviews. The first author’s experience 
and knowledge from palliative care can be considered 
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a strength for the contextual understanding of HCNs 
facilitating of PHDs. She has formal education in pallia-
tive care and hands-on clinical experience in institutional 
palliative care. Nevertheless, she is not affiliated with 
the home care service where the study was conducted. 
The findings suggest that FE is a beneficial way of gain-
ing knowledge about how HCNs facilitate PHD. Draper 
(2015) points out how ethnography is suitable for nursing 
research where practice is convergent on the experience 
of giving and receiving care. FE can shed light on experi-
ences articulated by the HCN (the emic perspective) and 
the collective understanding of practice (the etic perspec-
tive) are how these are informed and influenced by each 
other [64]. By playing with both emic and etic perspec-
tives, we gained rich insights into the field [29]. Although 
the first author took every available opportunity to spend 
time in the field with HCNs, field observations were lim-
ited in this study. However, the first author took action 
on every call from HCNs to spend time in the field.

To ensure rigor (trustworthiness), we practiced a reflec-
tive approach throughout the study – from developing 
the research questions to data collection and analyses – 
without compromising the richness of the data. To dem-
onstrate transparency, an audit trail was created using a 
reflective diary, ethical considerations, a methodological 
journal, and data analysis chronologies [65]. This was 
carried out in addition to method triangulation, bracket-
ing, member checking, and thick descriptions [66]. Mem-
ber checking was used during and after the interviews 
and field visits by asking participants if the observations, 
notes, and assessments made by the researcher were cor-
rect and in line with the participant’s own beliefs and 
intentions. This method can reduce any decontextualiz-
ing or misinterpretation of the participants` descriptions 
in the analysis process and demonstrates veracity. We 
followed the COREQ guidelines for reporting qualitative 
research [67].

Implications for practice
Both organizational and individual factors influence 
HCNs’ practices. A broad understanding of the complex-
ity of the HCN’s role when facilitating PHD or providing 
palliative care in patients’ homes is important. In high-
lighting these challenges, we intend to inform future poli-
cies and possibly contribute to more sustainable palliative 
care in home care. This could potentially enable more 
PHDs for patients wanting to die, or spend their last 
days, at home. Consequently, the impact and degree of 
stress experienced and the coping strategies adopted by 
HCNs require further research. Using an ethnographic 
approach highlighted how HCNs may subtly discourage a 
PHD when they feel they don’t have the capacity to facili-
tate it. This finding highlights the ways that inadequate 
staffing of home care affects access to a PHD.

This research carries significant implications for 
healthcare delivery models that promote home-based 
care, particularly in their heavy reliance on informal care-
givers. This begs the question of whether these systems 
are merely shifting the care responsibility onto families 
and how we can enhance support for these families. And 
if so, how do we support a person’s wish to die at home 
when they don’t have adequate family support? Future 
research should include innovative and sustainable ways 
of providing palliative care in the home that offers desir-
able outcomes for patients, NOK, and HCNs.

The Norwegian healthcare services has similarities 
with other European countries, and our findings may be 
applicable to other nations. HCNs’ facilitation of PHD 
has been addressed in previous studies, and related find-
ings such as sparse resources and staffing shortages have 
been identified. This study adds to the evidence by dem-
onstrating the challenges experienced by HCNs while 
simultaneously having positive attitudes towards PHD.

Conclusion
Our findings reveal shortcomings in the clinical practice 
of facilitating PHD and identify the tensions that arise 
when planning a death in the context of the patient’s 
home. HCNs are pushing the boundaries of their practice 
by embracing PHDs, while at the same time compensat-
ing for a fragile system by going above and beyond for 
patients and their NOK. The role of NOK as the primary 
carer is demanding, and the recognition of their needs 
is crucial. NOK appear to be a requirement when facili-
tating a PHD, but they need individualized support and 
attention.

HCNs in fact take responsibility for a faulty system, 
and it seems that they are compensating for organiza-
tional barriers such as sparse staffing by going above and 
beyond their normal duties. HCNs seem to welcome and 
want more PHDs in order to continue evolving and to 
gain valuable experience. The HCNs are apparently facing 
a constant dilemma between the disparity between the 
ideal nursing standards of care and their limited capacity 
to meet such standards. Our findings suggest that some 
patients are able to die at home due to the extra effort 
HCNs put into their work.

The findings of this study reinforce previous research 
that explores the views of HCNs facilitating PHD and 
providing palliative care in the home. However, this study 
also provides observations of HCNs’ practice when they 
provide said palliative care and gives insights into poorly 
resourced home care services and how HCNs make ends 
meet without `enough hands` in a fragmented system. 
This warrants attention because the nurse’s role is an 
important topic in today’s health care climate. The chal-
lenges in recruiting and retaining nurses in the profession 
are well-known, particularly within primary health care. 
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This paper highlights some of the challenges HCNs face 
when doing everything they can within their capacity to 
give patients and their NOK a good death at home.
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