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Abstract

Patient or Public Contribution: Patients, relatives and nurses were involved in this
study.

Aim: The aim was to explore patients', relatives' and nurses' experiences of palliative
care on an advanced care ward in a nursing home setting after implementation of the
Coordination Reform in Norway.

Design: Secondary analysis of qualitative interviews.

Methods: Data from interviews with 19 participants in a nursing home setting: se-
verely ill older patients in palliative care, relatives and nurses. Data triangulation influ-
enced by Miles and Huberman was used.

Results: The overall theme was “Being in an unfamiliar and uncaring culture leaves
end-of-life patients in desperate need of holistic, person-centred and co-creative
care”. The main themes were: “Desire for engaging palliative care in a hopeless and
lonely situation”, “Patients seeking understanding of end-of-life care in an unfamiliar
setting” and “Absence of sufficient palliative care and competence creates insecurity”.
The patients and relatives included in this study experienced an uncaring culture, lim-
ited resources and a lack of palliative care competence, which is in direct contrast to
that which is delineated in directives, guidelines and recommendations. Our findings
reveal the need for policymakers to be more aware of the challenges that may arise
when healthcare reforms are implemented. Future research on palliative care should

include patients', relatives' and nurses' perspectives.
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delivery models have shifted toward minimally institutional

By 2050, the world's population of people aged 60 years and
older will double (2.1 billion), and older people often have mul-
(World Health

In many countries, healthcare service

timorbidity and complex healthcare needs
Organisation, 2022).

or non-institution-based care services (Ashley et al.,, 2017).
Institution-based care has been reduced (Mota-Romero, Tallén-
Martin, et al., 2021) in favour of, for example, home-based care
(Spasova et al., 2018; Vabg, 2012), even throughout the Nordic
countries (Bruvik et al., 2017).
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Coordinated, patient-centred healthcare services require or-
ganizational competence (Hellesg et al., 2016), and nursing home
residents need care that is advanced (Mota-Romero, Tallon-Martin,
et al., 2021). Patient-centred care should form the basis for all
care decisions and quality measurements (NEJM Catalyst, 2017).
In patient-centred care, the specific healthcare needs and desired
healthcare outcomes for each individual person constitute the focus
of the care being provided, and healthcare professionals seek to
provide patients emotional, mental, spiritual, social, financial and
clinical support through active collaboration and shared decision-
making (NEJM Catalyst, 2017). Patient-centred care can be defined
as consisting of six dimensions: (1) Exploration of both the disease
and experience of illness; (2) Understanding of the whole person;
(3) Finding of common ground relevant to treatment; (4) Integration
of prevention and health promotion in care; (5) Strengthening the
healthcare professional-patient relationship; and (6) Being realistic
(for example, about the need for interdisciplinary teamwork and/or
resource management; Stewart et al., 2006).

In 1972, home healthcare services were first introduced in
Norway, and in 1974 treatment at the “lowest level of effective care”
(Laveste effektive omsorgsnivd or LEON principle) was implemented
in a White Paper (Johansen & Fagerstrom, 2010). A major reform of
the Norwegian healthcare system was undertaken in 2012, known
as the Coordination Reform (St. meld. nr. 47, 2008-2009). As part
of the reform and with the goal of offering patients the lowest level
of effective care, four Regional Health Authorities were established
to manage secondary, specialized and hospital care while local mu-
nicipal authorities now manage primary-care and community-care
services (rehabilitation, home care nursing, public health, nursing
homes and so on). The government is tasked with ensuring through
legislation and financial frameworks equal conditions for the pro-
vision of healthcare throughout the country, while municipalities
in turn are tasked with the organization and provision of high-
quality healthcare and social services to everyone in need of such
services, regardless of age or diagnosis (Meld. St. 26, 2014-2015).
Accordingly, in Norway the government (through the aforemen-
tioned Regional Health Authorities) shoulders responsibility for the
care provided in hospital settings while municipalities are respon-
sible for care provided in the community. This is in comparison to
a number of countries throughout the world, where the responsi-
bility for care is shared on the governmental and municipal levels
(Grimsmo & Magnussen, 2015).

In Norway, primary-care level community-care services are pro-
vided in both urban and rural areas, and encompass, among other
things, home care services (where care is provided in the individual's
home) and assisted living facilities such as nursing homes, which can
be either public or private. As delineated in the Coordination Reform
(St. meld. nr. 47,2008-2009), care should be provided on the lowest,
effective level, thus many now receive care and treatment on the
primary, community-care service level.

High-quality, hospital-to-primary healthcare care pathways, re-
alized through good collaboration, can help safeguard care quality in
nursing home settings (Grimsmo et al., 2016; National Institute for
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Health and Care Excellence, 2016; Spasova et al., 2018; St. meld. nr.
47, 2008-2009). Coordination between nursing home settings and
other specialized services (Spasova et al., 2018) should be improved.
Throughout the world, nursing homes are becoming increasingly im-
portant as end-of-life care facilities (Hoben et al., 2016). It is vital
that those in need of end-of-life care (WHO, 2011), especially those
with serious illness, be given high-quality care. Mortality rates in-
crease when generalist palliative care is provided (Lang et al., 2022),
thus palliative care education for professionals in long-term care fa-
cilities should be improved (Lida et al., 2021). Advanced palliative
care resources such as palliative care support teams or palliative care
consultants may reduce emergency ward visits or hospital admis-
sions among older people (Miller et al., 2016; Spasova et al., 2018).
Other various interventions, programs and models have been devel-
oped to improve the palliative care provided in nursing homes, for
example, the NUrsing Homes End of Life care Program (NUHELP;
Mota-Romero, Esteban-Burgos, et al., 2021). Developed in Spain,
the aim of the NUHELP program was to improve the quality of end-
of-life care (basic palliative care) provided in nursing homes through
the modification of clinical and organizational practice and to im-
prove care pathways between such facilities and the public health-
care system in Spain.

A stated goal in Norway is that individuals should live at home
for as long as possible, thus (when appropriate) home healthcare
services are offered prior to admission to a nursing home setting
(Johansen & Fagerstréom, 2010). The concept of “aging in place”, a
model whereby each older patient should be given the right treat-
ment at the right time and in the right place, was also included as part
of the Coordination Reform (Meld. St. 15,2017-2018). Consequently,
community-care services now even encompass advanced medical
treatment and palliative care, with such care often being provided in
nursing home or home settings (Fjartoft et al., 2020; NOU, 2017:16;
St. meld. nr. 47, 2008-2009). The number of patients discharged
from hospital settings to community care in Norway has increased
statistically significantly since the reform was implemented (Fjgrtoft
et al., 2020; Gautun & Syse, 2017; Helsedirektoratet, 2018).

To ensure patient-centred treatment and care that serve indi-
vidual needs, as delineated in the Coordination Reform (St. meld.
nr. 47, 2008-2009), consensus on what constitutes individualized,
holistic care and good (inter)professional cooperation and commu-
nication (Alshammari et al., 2022; Grimsmo & Magnussen, 2015;
Helsedirektoratet, 2019a, 2019b; Lang et al., 2022; NOU, 2017:16, p.
39) is needed. To facilitate good palliative care, guidelines for health-
care professionals in Norway have been presented in a government
report on palliative care (Fjgrtoft et al., 2020; NOU, 2017:16; St.
meld. nr. 47, 2008-2009).

2 | BACKGROUND

The care provided in nursing home and home settings has become
increasingly broad and more complex (Alshammari et al., 2022;
Halcomb et al., 2016; Lida et al., 2021). Knowledge of how to care
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for and treat patients with complex diseases outside of hospi-
tal settings appears to be limited (Fjgrtoft et al., 2020; Lida et al.,
2021; Mahre, 2017). Researchers internationally (Alshammari et al.,
2022; Cagle et al., 2016; Gomez-Batiste et al., 2016; Lida et al., 2021;
Spasova et al., 2018) and in Norway (Dale et al., 2016; Gautun &
Syse, 2017; Helsedirektoratet, 2012; Slatten et al., 2010; Torvik
et al,, 2008) have found that healthcare professionals in nursing
home settings possess minimal palliative care competence. Globally,
patients in need of end-of-life care receive generalist palliative care
rather than professional care prior to death (Lang et al., 2022). In
Norway, the provision of palliative care outside hospital settings
can be considered difficult because most nurses have neither pal-
liative qualifications nor post-Bachelor education (Bing-Jonsson
etal., 2016; Lida et al., 2021) and healthcare professionals' resources
may be limited (Bing-Jonsson et al., 2016; Fjgrtoft et al., 2020).

Good palliative care should be holistic (WHO, 2020). The con-
cept of a “dignified death” is associated with physical and relational
factors, frailty, not being a burden and patients' desire for involve-
ment in their own lives and care (Alshammari et al., 2022; Bergdahl
et al., 2011; Franklin et al., 2006; Hemberg & Bergdahl, 2019; Lang
etal., 2022; Mahre, 2017). To ensure high-quality palliative care and
treatment, healthcare professionals should possess not only profes-
sional competence but even ethical sensitivity, which includes per-
ception and situational interpretation (Hemberg & Bergdahl, 2019).
As part of an official report (NOU, 2017:16), researchers in Norway
have recommended that in order to adequately care for patients in
need of end-of-life care, healthcare professionals' competence in
relation to five patient-centred care stages should be increased: cu-
rative, life-prolonging, symptom-relieving, end-of-life and survivors' grief
(NOU, 2017:16, p. 64).

All human beings can be considered vulnerable
(Martinsen, 2012), and severely ill patients, who need care and
strength to cope with everyday life, can be considered especially
vulnerable. Healthcare professionals should be cognizant of the
fact that patients' vulnerability can be either met or violated in
care (Martinsen, 2012). More people in Norway today still die in
hospital or nursing home settings than in their own homes (Bruvik
et al., 2017), yet since the Coordination Reform the number of
older people who have died after being discharged from a hospital
setting has increased (Gautun & Syse, 2017). Following the reform,
severely ill patients can be discharged from the hospital into com-
munity care (St. meld. nr. 47, 2008-2009) and can receive care at
home or in nursing home settings (Bruvik et al., 2017). To meet
such changes, nursing home settings now include advanced care
wards where, for example, palliative care is provided (St. meld. nr.
47,2008-2009).

In Norway, the ideal of coordinated healthcare as delineated in
the Coordination Reform, seen as continuity and satisfactory pa-
tient care pathways, has not been achieved (Riksrevisjonen, 2016).
Despite increased responsibilities, those providing care in nursing
home and home settings in Norway often have limited resources
(Dale et al., 2016; Lida et al., 2021) and lack knowledge (Gautun &
Syse, 2017; Riksrevisjonen, 2016). Prior to the Coordination Reform,

patients in need of end-of-life care were cared for on intensive care
and palliative care wards by specially trained nurses in hospital set-
tings. Following the Coordination Reform, many of these patient
groups are cared for by healthcare professionals in community care.
The care being provided on the community-care level in nursing
home settings is somewhat limited (Riksrevisjonen, 2016), which has
consequences for all parties involved (patients, relatives, nurses and
ward managers).

Reforms such as the Coordination Reform have been introduced
as a solution to budget deficits and to make healthcare services
more efficient. While potentially positive on the macro-level, ex-
periences on micro-level, where work is carried out, may be some-
what less positive. To increase understanding on the effects of the
Coordination Reform, we sought to explore how patients, relatives
and nurses experience palliative care following the reorganization of

healthcare services in Norway.

2.1 | Theoretical perspective

The theoretical perspective is based on the theory of caritative
caring (Eriksson, 2006, 2018). Love, mercy and compassion form
the foundation of caritative caring and are essential for alleviat-
ing suffering and enhancing health and life (Bergbom et al., 2021,
Eriksson, 2018; Lindstrom et al., 2018). The caritas motive com-
prises the fundamental core of caring and entails a genuine willing-
ness to take responsibility and sacrifice something for the other in
love, and the dignity of the human being is central (Eriksson, 2018;
Lindstréom et al., 2018). Each human being simultaneously desires to
be unique and belong to a communion, and the suffering human be-
ing's longing for love can be fulfilled through the caring communion.
Consequently, the caring communion comprises a source of strength
and meaning.

In the patient encounter, nurses can create a caring communion
by being involved and being a co-actor in the drama of suffering,
thereby providing support (Thorkildsen et al., 2012). This entails true
engagement, showing interest in the patient and treating the patient
as being important and deserving of attention and respect (Bergbom
et al., 2021). This genuine effort to be with the other can alleviate
the patient's suffering (Eriksson, 2006). In the caring act, the patient
is invited to take part in deep communion with the nurse (Lindstrém
et al.,, 2018). When love comes forth in a genuine caring commu-
nion, the suffering human being can begin to heal (Thorkildsen
et al.,, 2012). Caritative caring can, therefore, enable patients' be-
coming in health and help them experience harmony and meaning in
life (Lindstrom et al., 2018).

22 | Aim

The aim was to explore patients', relatives' and nurses' experiences
of palliative care on an advanced care ward in a nursing home setting

after implementation of the Coordination Reform in Norway.
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2.3 | Research questions

The research questions were: (1) How do patients in need of end-of-
life care experience their everyday life in a nursing home setting?,
(2) What are relatives' and nurses' experiences of the palliative care
provided for patients in need of end-of-life care in a nursing home

setting?

3 | THE STUDY

3.1 | Designand method

A secondary analysis of qualitative interviews (Long-Sutehall
et al., 2010) in a nursing home setting in Norway was undertaken.
The interviews had not previously been analysed in relation to each
other; therefore, a case study design with a cross-case approach was
employed (Yin, 2008). The first author conducted interviews with 19
participants. Two patients become in a terminal end- of life care and
could not been interviewed, and not their relatives ever. All patients
were severely ill patients in end-of-life palliative care, three women
and two men aged 61-76. Six participants were relatives (sisters,
daughters, sons), four women and two men. Eight participants were
nurses, all women: two were department leaders. Each interview
was audio-recorded, transcribed verbatim, anonymized (patient [P],
1-5; relatives, [R] 1-6; nurses [N], 1-8) and translated into English.
The interviews were unstructured, with only one introductory ques-
tion being asked: How do you experience your everyday life in the
nursing home? Follow-up questions were formulated based on par-
ticipant responses. To protect participant identity, the decision was
made to not include disclosures considered to be sensitive in the

guotations used to represent the data material.

3.2 | Context and data collection

The study was conducted in a nursing home setting in Norway com-
prised of four wards. In the setting, advanced care was provided to
patients in need of advanced medical treatment and care, whether
somatic illness, dementia, etc. Those receiving advanced care had
predominantly been transferred from a specialist healthcare setting,
often a specialized intensive care or palliative ward.

The first author gave potential nurse participants information
about the study during a staff meeting at the included setting, and
those nurses interested in participating in the study were given a
prepaid postage envelope and asked to contact the first author. An
information letter was distributed to potential patient participants,
specifically severely ill patients without dementia receiving ad-
vanced care, and patients were asked to share the information let-
ter with relatives. Patients and relatives interested in participating
in the study were asked to contact the first author. Upon request,
more information about the study was given to the potential patient
participants.
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Those patients interested in participating in the study were in-
formed that they could refuse to participate at any time without con-
sequences for their treatment and care. Severely ill patients may be
given medication such as painkillers that may affect alertness, which
was undesirable. The responsible nurse and doctor for each patient
were contacted prior to the start of each interview, and nurses were
asked to ensure that patients were not in a lethargic state when the
interviews took place. All relatives were informed about patient
participation.

Prior to the start of interviews, the condition of three patients
who had indicated a willingness to participate in the study deteri-
orated abruptly, consequently neither they nor their relatives were
included in the study. All of the patients included in the study had
previous experience of care on a palliative ward in a hospital setting
and had been receiving care in the included setting for some time
and could thus reflect on the differences in practice seen between
the two settings. All participants signed an informed consent form
and were given the opportunity to participate in a desensitization
process following their interviews.

The data were collected from January to October 2015 in con-
nection with the first author's research. The first author conducted
the interviews individually with each participant in rooms located in
the included setting. Two patients were interviewed twice because
they requested this themselves.

3.3 | Analysis

Patient, relative and nurse interview data were initially analysed sep-
arately in a previous study. In this study, patterns within and across
each interview were sought. As in the previous study, the data were
grouped in accordance with participant category, with each group
initially separately analysed: patients, then relatives, then nurses.
Thereafter, the preliminary thematic codes that emerged for each
group were compared. Early on, a pattern emerged indicating that
all groups had experiences that related to the same phenomenon,
although from different perspectives. The qualitative data analysis
was influenced by Miles and Huberman (1994), encompassing “three
concurrent flows of activity: data reduction, data display and con-
clusion drawing/verification” (1994, p.10). Accordingly, to enhance
understanding of the data, data triangulation (Miles et al., 2013) of
the data (patients', relatives' and nurses' experiences), specifically
the themes that were identified, was used. For an overview of the

data analysis process, see Table 1.

3.4 | Ethics

The ethical guidelines of the Declaration of Helsinki (World Medical
Association, 2013) were followed throughout the course of the
study. Approval for the study was granted by the Regional Ethics
Committee (project no. 2012/1720) and the Norwegian Centre for
Research Data (reference no. 30812).
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TABLE 1 Overview of the data analysis process.

Data analysis stages

1. We read all the data to achieve a new understanding of the whole
and searched for codes that represented important aspects of
the data

2. For the first data set triangulation, we analysed the data
and created codes to enhance understanding, consisting of
statements from patients, relatives and nurses about their
perspectives and experiences relevant to the research topic

3. We discussed potential themes and subthemes, back and forth

4. We printed out data displays to further check the first data set
triangulation and again jointly compare the data

5. We continued our dialogue and analysed the similarities and
differences between the patient, relative and nurse data, grouped
under each subtheme

6. We went back and forth in our analysis in an iterative process,
exploring the similarities and differences that had emerged,
moving between the whole to parts then back to the whole.

This led to the pre-interpretation stage, where the data and the
subthemes became clearer

7. We separately read all the subthemes, finding that they were
unique. The formulation of each subtheme was considered in
relation to the whole and clarified

8. As part of the explanatory stage, we printed out new data
displays to aid with conclusion drawing/verification. We engaged
in reflexive interpretive dialogue in order to understand the
whole from a caring perspective. We constantly moved between
the data to be interpreted and its context and/or between the
data and our own new understanding. This final movement
enabled understanding of the whole and parts, leading to a
model.

4 | RESULTS

The three main themes generated from the analysis were: “Desire for
engaging palliative care in a hopeless and lonely situation”, “Patients
seeking understanding of end-of-life care in an unfamiliar setting”
and “Absence of sufficient palliative care and competence creates
insecurity”. The overall theme generated from the analysis was:
“Being in an unfamiliar and uncaring culture leaves end-of-life pa-
tients in desperate need of holistic, person-centered and co-creative
care”. Participant quotations are included below to illustrate the data

in relation to the study results.

4.1 | Desire for engaging palliative care in a
hopeless and lonely situation

The patients, relatives and nurses alike all described a situation
where nurses were uncertain whether they could cope. Due to the
nurses' heavy workload and lack of time, it was vital that patients
had relatives who were involved and able to assist in the care pro-
cess. All of the patients needed care and support because of chronic
disease and wanted to live according to own wishes for good care.
None of the participants were satisfied with the shortage of health-

care professionals:

There are few [healthcare professionals] at work. |
wish they had more time to stay with me. On the pal-
liative ward they had time... | hope | get another stay
there... Family means everything to me.

(P1)

Experiencing a lack of healthcare resources, the patients were
grateful to have relatives on site who could provide daily support.
The nurses were also grateful that relatives could provide support
and sought to create relationships based on mutual trust and respect.
According to several relatives, patients did not want to be a burden and
instead sought to cope with minimal help:

| know that when [my] mom calls for help - then it's
urgent...I both see and hear that the nurses are in a
hurry... We have arranged it so that one of us visits
her every day. But we cannot manage this over a long
[period of] time.

(R1)

Some relatives noted that patients in need of mechanical respi-
ratory ventilation were at times required to manage their ventilation
alone, with relatives experiencing a sense of insecurity and that more
healthcare professional were needed on site. Although demanding,
many relatives stated that they organized themselves in “shifts” to help.
In accordance with the principles of beneficence and non-maleficence,
the nurses revealed that they valued safety, sought to avoid risk and
harm, and sought to help patients cope, regardless of illness or func-
tional impairment. The nurses even experienced that when their work-
load was unmanageable that relatives could provide useful support:

Now ...patients are admitted to the ward before we
have time to gain the necessary competence. ... We
become unsafe because maybe we cannot help the
patients... | miss more cooperation. We've written
complaints, but so far nothing has changed.

(N12)

The nurses stated that predictability in their work was lacking,
which was linked to problems with collaboration, organization and
planning, and a lack of medical knowledge and care. Nonetheless, we
discerned that the nurses themselves did not sufficiently communicate

that more competence and collaboration were needed.

4.2 | Patients seeking understanding of end-of-life
care in an unfamiliar setting

To realize good care, it is essential that full understanding of the com-
plexity of care that nurses should perform and patients should receive
be understood, alongside any other potential challenges to the provi-

sion of good care. To participate in decision-making, patients must
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be given clear and straightforward information. However, severely ill
patients need especial attention because they can be too ill to “chal-
lenge” the decisions being made. Respecting patient autonomy and
thus dignity requires consideration of patient wishes and seeking
consensus while allowing patients to choose among possible solutions
without “pressure”. Being discharged to an unfamiliar setting with
new healthcare professionals and a different culture can be distress-

ing for patients in need of end-of-life care. As one patient revealed:

| felt weak and my legs barely supported me. But | was
told to pack my things at full speed. ... I, but also my
relatives, had asked if | could spend a few more days
in the hospital. But when the medical treatment had
ended there was no room for me at the hospital. What
| think about that does not seem to matter.

(P2)

Several patients expressed displeasure over that costs and bene-
fits seemed to be more important than individual care and treatment.
Some relatives stated that it was difficult when agreed-upon decisions
were reversed or changed and perceived that economic factors were
given greater consideration than patient needs and desires.

The relatives experienced that it was upsetting when their and/
or patients' views appeared to not be taken seriously. For example,
they expressed concern when their loved ones were moved to a new

setting without sufficient time to adjust to the decision:

Now it's always about economics about reducing the
number of days [in the hospital]. That ... patients be
shuttled back and forth from the hospital to the nurs-
ing home because there were complications that the
nurses in the nursing home could not manage was not
taken into consideration. It is not dignified... care.
(R3)

Doubts and disagreement can give rise to ethical challenges.
Although patient autonomy and efficient care are promoted in public
documents in Norway, we found indications that cost-effectiveness
was more important than the provision of good and dignified care.

The nurses experienced working on a ward with multimorbid
end-of-life patients in need of advanced care to be challenging and
described that they needed to provide end-of-life care despite lack-

ing sufficient resources and competence:

We're getting new patient groups admitted now.
Several are admitted from the hospital, and many
after a longer stay in an intensive care ward. Many
have medical equipment that should be operated, and
that we have little knowledge of... It does not help
that we speak up about that the patient cannot be
admitted to us. When there are available rooms, we
must just take the patients... It is a big responsibility.
(N2)
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The nurses revealed that they experienced a sense of insecu-
rity related to their competency in providing palliative care. They
furthermore noted that while opportunities to improve their pro-
fessional competence were organized, such were typically held at
a different setting and were considered inconvenient. The nurses
even noted that poor information flow from hospitals could lead
to inadequate coordination and uncertainty about care pathways.
The absence of sufficient palliative care and competence cre-
ated a sense of insecurity for all involved, patients, relatives and

nurses alike.

4.3 | Absence of sufficient palliative care and
competence creates insecurity

The patients who were transferred to the included setting were
more severely ill than previously admitted patients and of the pa-
tient participants in this study, four out of five were end-of-life pa-
tients with cancer. All were vulnerable and in need of good caritative

caring:

I've tried to maintain my spirits, but it has not been as
easy all the time. The nurses are in a hurry. ... | do not
think that the care they have for patients like me in
this nursing home is good enough. Knowing that help
can fail ... scares me.

(P3)

The patients described how not knowing whether they would re-
ceive help or if help would arrive in time could lead to a sense of insecu-
rity. Patients readmitted to the hospital, of whom there were several,
stated that their confidence in the nursing home healthcare profes-
sionals' abilities had been weakened. The patients wanted to show that
they could cope with their situation. Both patients and relatives said
that they were worried about the shortage of healthcare professionals
and lack of palliative care competence. The relatives were of the opin-

ion that better care should be given:

| remember well one night when my sister had dif-
ficulties breathing, and the night nurse did not un-
derstand and just gave her more pain medication. In
the morning she was so poorly that she had to be
readmitted to the hospital. We understand that the
nurses are in a hurry and that unforeseen problems
can arise that require prioritization. But what if it
happens again?

(R3)

The relatives described how they wanted to support their loved
ones but could not “move in to” the nursing home. The nurses noted
that they could register complaints about the shortage of healthcare
professionals and lack of palliative care competence but that changes

were never introduced:
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end-of-life patients in desperate need of holistic,
person-centered and co-creative care

The past

Desire for engaging
palliative care in a
hopeless and lonely
situation

Absence of
sufficient
palliative care
and competence
creates insecurity

Y

” The present  w

External conditions

Many [staff] have left. We get sicker patients admit-
ted, and many of them die a short while after they are
admitted to the ward. To meet so many people with
serious illness, and not know whether you have suf-
ficient competence is challenging. As it is now there
can be two of us who have received training in a new
procedure at the hospital.

(N3)

The nurses stated that they while wished to do the right thing the
reality is that they are unsure whether they have the necessary knowl-
edge and competency to care for patients in need of advanced care.
They, therefore, experienced that their actions could lead to moral and
professional dilemmas.

4.4 | The overall theme: Being in an unfamiliar and
uncaring culture leaves end-of-life patients in
desperate need of holistic, person-centred and co-
creative care

As seen in the overall theme, the included patients, relatives and
nurses all expressed concern about the poor palliative care being
received and/or given. This indicates the existence of a care culture
where patients needed more help than they could receive. Before
admission to the included setting, the patients had experienced
good palliative care and anticipated that they would experience the
same level of care in the nursing home setting. However, this did not
occur and the patients instead primarily experienced anxiety, sad-
ness, fear, loneliness and a longing for the past. They needed more
help than they could receive and generally had to cope alone or with
relatives' support. Both the patients and relatives longed for a more
dignified care but, because of the shortage of healthcare profes-
sionals and lack of palliative care competence, experienced a sense
of insecurity related to whether help would be received or arrive in
time. The patients and relatives stated that the advanced care pro-
vided needed to be improved, at the very least for future patients
and relatives. Many patients felt a sense of insecurity during the late

Being in an unfamiliar and uncaring culture leaves

The future

Patients seeking
understanding of
end-of-life care in

an unfamiliar

FIGURE 1 Overview of the study
results.

setting

palliative phase. All of the participants (patients, relatives and nurses
alike) experienced existential anxiety and fears and worries about the
future. For an overview of the study results, see Figure 1 below.

5 | DISCUSSION

The aim of this study was to explore patients/, relatives' and nurses'
experiences of palliative care on an advanced care ward in a nursing
home setting after implementation of the Coordination Reform in
Norway (St. meld. nr. 47, 2008-2009). From the results, we saw that
patients, relatives and nurses can experience a lack of good palliative
care from different perspectives. All sought, longed for and hoped
for a holistic, person-centred and co-creative palliative care. The se-
verely ill and vulnerable patients included in this study longed for
understanding and shelter in the unfamiliar and uncaring culture that
existed in the nursing home setting they were transferred to. Their
experiences do not align with the principles delineated in the theory
of caritative caring (Eriksson, 2018; Lindstrém et al., 2018), in which
it is highlighted that love and compassion are needed to alleviate the
human being's suffering and enhance health. The patients articu-
lated that although the situation gave rise to feelings of hopeless-
ness and loneliness, their hope and longing for good and engaging
palliative care continued. They sought security and a trusting care
relationship. We interpreted this as the patients longing for a car-
ing communion with healthcare professionals, where they are met
with compassion and love (cf. Thorkildsen et al., 2012). One could
argue that the patients, relatives and nurses were all suffering and
in need of protection. Central to experiencing a becoming in health
is healthcare professionals' showing of genuine compassion and the
protection of the human being's vulnerability through the preserva-
tion of dignity and alleviation of suffering (Eriksson, 2018; Lindstrom
et al.,, 2018). However, as seen at the time of data collection, the re-
sources and external conditions at the nursing home included in this
study were not conducive to the provision of good palliative care.

In this study, all participants were found to experience existential
anxiety and fears and worries about the future. It is important in a pal-
liative care context that existential issues be addressed (Hemberg
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& Bergdahl, 2020a; Miller et al., 2016). Moreover, healthcare pro-
fessionals should be taught during training to strive to provide all
patients with compassionate and dignified care (caritative caring, cf.
Bergbom et al., 2021) and even provide a “safe haven” for patients,
especially when older patients and/or those in need of end-of-life
care are admitted to a new and unfamiliar setting.

The experiences of the patients, relatives and nurses in this study
indicated that a gap exists between health policy strategies and the
actual framework whereby healthcare professionals in nursing home
settings provide palliative care in Norway. Caring for older patients
in need of end-of-life care is complex and should be performed by
professionals with palliative competence or, at a minimum, other
healthcare professional should be supported by such professionals
in a consultancy and/or mentor capacity. There are many different
external and internal factors and elements that might hinder the
performance of good palliative care. Caring requires a link between
“knowing that” and “knowing what”, knowledge of how to care and
adequate task distribution. Caring also encompasses those respon-
sible for care on the macro- and meso-levels and those performing
care work on the micro-level.

Several patients in the nursing home setting included in this
study had multimorbidity and needed close monitoring by nurses
with specialized knowledge of severely ill patients and palliative care.
From our results, we discerned that such care was difficult to real-
ize. We furthermore note that high-quality care cannot be provided
without more healthcare professionals and palliative care compe-
tence, which is in line with other previous study findings (Bergerad
et al., 2018; Berntsen et al., 2019; Fjartoft et al., 2020; Fosse
et al,, 2014; Karlsson et al., 2010; Lida et al., 2021; Martinsen, 2021,
Meld. St. 26, 2014-2015; Meld. St. 9, 2019-2020; National Institute
for Health and Care Excellence, 2016; Pivodic et al., 2018; Schigtz
etal., 2016). “Incompetent care is not only a technical problem, but a
moral one” (Tronto, 1998, p. 17).

Care judgement quality is linked to different external and inter-
nal elements that are in turn linked to care practice. Based on our
results, we find that there is poor understanding of what is needed
to provide adequate care in the palliative phase in a nursing home
setting in Norway. For example, resources such as an on-site phar-
macy and the regular presence of a doctor or chaplain are recom-
mended (Danielsen et al., 2017; Meld. St. 9, 2019-2020) but were
not available at the setting included in this study.

Most of the included patients had experience of in-hospital
palliative care wards and many hoped to return. Martinsen (2021)
argues that there are two forms of hope, hoping for something and
being hopeful. The patients in this study demonstrated both kinds
of hope. Their hope of (re)admission to an in-hospital palliative care
ward was about gaining “strength to bear the pain, the suffering, but
also possibilities [...] to be able to share sorrow and longing, hope and
hopelessness, as well as joy and gratitude” (Martinsen, 2021, p. 176;
authors' own translation).

As seen in both official Norwegian guidelines and international
findings, the mixing in wards of advanced palliative care patients and
patients with cognitive impairment is not recommended (Danielsen
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et al,, 2017; Meld. St. 9, 2019-2020; Roach et al., 2022). The organi-
zation of advanced care at the setting included in the study, where
patients with cognitive impairment could mix with those needing
palliative care, made the included patients and relatives anxious and
insecure. Some included patients described feeling anxious when
“cries” from other patients could be heard and several were afraid
that patients with cognitive impairment would bother them, due to
low staffing levels. Both sufficient palliative care knowledge and pa-
tient privacy are important (Lida et al., 2021; Midtbust et al., 2018).

From the results we saw that there was often little time to pre-
pare for transfer to the nursing home setting. There was no opportu-
nity for person-centred or co-creative considerations (cf. Hemberg
& Bergdahl, 2019) because patients were generally told of the trans-
fer the same day their treatment ended. Many of the included pa-
tients expressed the desire to spend a few more days in the hospital.
Of these, some were ignored until their relatives intervened (“and
what about patients without family,” as one relative stated) while
others quietly accepted the decision (“That's the way healthcare
is, and | just have to accept it”). We perceived that these patients
were “shuttled” to a new unfamiliar setting at the end of their life; a
place without the same palliative care competence previously pro-
vided in specialized care. Several patients and relatives described
broken promises; although desired, patients were not quickly read-
mitted to the hospital for further palliative care, which could make
it difficult to maintain hope. These findings are in line with other
studies; sufficient time is needed to adjust to decisions (Ahlstrém
et al., 2022; Heggestad et al., 2020; Hemberg & Bergdahl, 2020a)
and relatives' involvement in patient care is necessary (Hemberg &
Bergdahl, 2020a, 2020b; Schigtz et al., 2016).

In Norway, an official recommendation has been made to in-
crease the involvement of relatives in patient care in order toimprove
care (St. meld. nr. 47, 2008-2009). Thus while there is currently no
legal obligation for relatives to play an active role in patient care, it
is desired. Researchers in other studies have found that relatives
of end-of-life patients can often be perceived (and treated) as an
“extension” of professional care (Ahlstrom et al., 2022; Vik, 2018).
We saw that the relatives in this study were also highly involved in
the care realized in the included nursing home setting. For exam-
ple, the relatives revealed that they elected to perform certain care
tasks themselves and could even organize themselves in “shifts”.
The relatives moreover described a sense of insecurity, linked to,
among other things, the shortage of healthcare professionals and
lack of palliative care competence. This is in line with other stud-
ies, where the realization of holistic patient care is contingent on
the involvement of relatives in care (Ahlstrom et al., 2022; Fjgrtoft
et al., 2020; Heggestad et al., 2020; Hemberg & Bergdahl, 2020a;
Midtbust et al., 2018).

From the results, we discerned ethical challenges related to the
care provided in the included setting. The patients, relatives and
nurses alike experienced that the care provided in the included
setting was inadequate. Per Norwegian legislation, multimorbid pa-
tients in Norway must receive care from a specialist healthcare out-
patient team when discharged to community care (cf. Chapter 6.5,
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St. meld. nr. 47, 2008-2009). Also per legislation is that healthcare
professionals in Norway may only perform work that is considered
equivalent to their qualifications and are required to obtain assis-
tance from or refer patients to sufficiently qualified professionals as
needed (Helsedirektoratet, 2019a, 2019b; Meld. St. 9, 2019-2020).
Patients discharged from an in-hospital palliative care ward or who
need mechanical ventilation should be closely monitored. However,
at the setting included in this study, this did not occur. Instead, both
the patients and relatives noted that patients in need of mechanical
ventilation were not continuously monitored and needed to call for
help if there were problems, which resulted in a sense of insecurity.

The nurses included in this study perceived their work sit-
uation to be not only physically but even mentally demanding
and revealed a sense of insecurity about their ability to provide
quality palliative care. They nevertheless experienced a lack of
organizational understanding when requests for more resources
were made. For example, opportunities to further professional
competence were organized off-site despite low staffing levels
making attendance difficult. Those who were able to participate
in training were even tasked with demonstrating what they had
learned to others at the included setting. As one nurse participant
revealed, many staff had decided to leave. Nurses may be reluctant
to go to work if they have insufficient professional competence
(Heggestad et al., 2020; Lida et al., 2021) or may be uneasy when
unable to gain new knowledge and thus become better nurses
(Bergdahl et al., 2011; Carpenter & Ersek, 2022). Additionally, the
patients, relatives and nurses alike described concerns about hos-
pital readmissions. Norway has the highest hospital readmission
rate of the Nordic countries (Gautun & Syse, 2017; Grimsmo &
Magnussen, 2015, p. 46). There is strong evidence that good in-
hospital preparation before discharge (Grimsmo et al., 2016) and
the structured reception of patients in primary healthcare settings
reduce readmissions (Garasen et al., 2008; Mota-Romero, Tallén-
Martin, et al., 2021).

Despite the goals of the Coordination Reform, Norwegian
healthcare is still fragmented and complex (Berntsen et al., 2019).
Strategies and action plans to improve competence and management
in healthcare (Helsedirektoratet, 2012; Meld. St. 9, 2019-2020) have
been implemented but, for example, patient pathways for older
and/or chronic patients remain challenging (Danielsen et al., 2017).
“What is most important for cooperation is not the various ideals
of treatment and care in the health professions, but how care path-
ways are organized” (Vik, 2018, p. 127). In line with the results seen
in this study, greater focus on inter-setting transfers and the con-
sidered inclusion of those community-care settings involved in the
transfer process are needed (Meld. St. 26, 2014-2015). Enhancing
inter-setting transfers and more resources has been shown to re-
duce mortality and readmissions and lead to shorter hospital stays
(Helsedirektoratet, 2018; Lang et al., 2022; Tortajada et al., 2017).
Patient transfers must be enhanced to allow severely ill patients
to experience being at the centre of healthcare and receiving the
right treatment, at the right time and in the right place until their final
heartbeat (cf. Martinsen, 2021). Furthermore, as recommended in

national guidelines, dedicated wards in, for example, nursing home
settings should be established for patients with palliative cancer
(Helsedirektoratet, 2019a, 2019b). The courage and strength to op-
pose a rigid system should not be expected of severely ill patients in
palliative care and their relatives.

5.1 | Limitations

We performed a qualitative secondary analysis of data to explore as-
pects of healthcare (Long-Sutehall et al., 2010; Polit & Beck, 2021).
A case study design including a cross-case approach to analysis, in-
volving an iterative process between the authors, was used to en-
able new understanding and thereby qualitative rigour.

The data were collected before the COVID-19 pandemic. Also,
a National Health and Hospital Plan 2020-2023 (Meld. St. 7, 2019-
2020) has been developed since data collection, in which a new di-
rection and framework for the interaction between specialist health
and community-care services has been introduced, with the aim to,
among other things, increase user participation and thereby patient-
centred care. Therefore, a different result might be seen if new data
were collected from a different setting and/or the same setting,
post-pandemic. Nevertheless, we maintain that the data were rich
and provided a trustworthy depiction of the phenomenon being
explored.

One limitation may be the size of the participant sample.
However, the data were considered to answer the research questions
and three different participant perspectives (patients', relatives' and
nurses') were incorporated, which is somewhat unique in research
(Alvsvag, 2010). Another limitation may be that the findings are
based on a secondary analysis of qualitative interviews. Secondary
data analysis allows the exploration of a sensitive research topic, as
seen in this study.

Trustworthiness was ensured and seen as rich data taken from
three different groups' perspectives, from which a nuanced depic-
tion of the topic was yielded. Quality was ensured because the first
researcher took part in the original study, which increases second-
ary data analysis dataset quality (Elliot, 2015). Rigour was even en-
sured through the inclusion of a research team member from the
original study (Ruggiano & Perry, 2019). The re-analysation of own
data can be beneficial; emotional distance can make researchers
more objective and less emotionally invested in the data (Ruggiano
& Perry, 2019). The needs of the secondary data analysis were in line
with the original study and sample. Interviews with severely ill and
older patients in need of end-of-life care, their relatives and nurses
from the same nursing home setting can be seen as both a strength
and a limitation. The use of data triangulation, that is the analysis of
three perspectives to obtain a result, is a strength.

Many of the included patients and relatives considered the nurs-
ing home to be a final resting place before death. They hoped for
high-quality and dignified care but instead experienced a shortage
of healthcare professionals and lack of palliative care competence.
We saw that there are potential challenges involved in palliative care
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when decisions are made on the macro- and meso-levels, especially
when those on the micro-level are neither consulted nor have the
necessary competence.

In the face of common, tacit, system-based understanding, the
included patients and relatives were not consulted and were left
alone, afraid, sad and anxious in an unfamiliar and uncaring culture.
None of the study participants were listened to when they sought
improved care or better treatment. A shortage of healthcare pro-
fessionals, high staff turnover and limited resources were further

problems.

6 | CONCLUSION

The patients and relatives included in this study experienced an un-
caring culture, limited resources and a lack of palliative care com-
petence, which is in direct contrast to that which is delineated in
directives, guidelines and recommendations. Our findings reveal the
need for policymakers to be more aware of the challenges that may
arise when healthcare reforms are implemented, for example diver-
gent institutional logics that can constitute a hinder for the provision
of quality care (Olsen & Solstad, 2020). Following the Coordination
Reform, patients who are discharged from hospital to nursing homes
settings are more ill, therefore, staffing resources for nursing home
settings should be increased (Bruvik et al., 2017). Furthermore,
healthcare professionals in all non-hospital settings should have
the competency and knowledge to care for and treat patients with
complex diseases (Lang et al., 2022; Lida et al., 2021). The enabling
of continuous and common care pathways, improved teamwork,
co-creative care (Hemberg & Bergdahl, 2019, 2020a, 2020b) and
increased professional palliative competence can improve patients'
quality of life, relatives' well-being and nurses' work-related ethical
stress in nursing home settings. Advanced palliative care resources
in nursing home settings, for example palliative care support teams,
may reduce hospital (re)Jadmissions (Miller et al., 2016). Interventions
such as the NUHELP program, thorough which healthcare profes-
sionals can improve their palliative care competence, can improve
the quality of the end-of-life care provided in nursing home set-
tings (Mota-Romero, Esteban-Burgos, et al., 2021). The provision of
high-quality end-of-life care to severely ill patients must become a
priority in Norway. An evaluation of healthcare professionals' pallia-
tive competence in non-hospital settings and whether specialized,
in-hospital palliative wards should be established is recommended.
As mentioned previously, the data for this study were collected
prior to the COVID-19 pandemic. Therefore, given the gravity of
the situation even prior to the pandemic, it is essential that further
research on the palliative care provided in nursing home settings in
Norway be undertaken, so as to yield increased insight into the cur-
rent situation.

Increased focus on how safe and dignified palliative care can be
realized regardless of setting should be included in future research.
Also, the role that care assistants play in the provision of care and
patients', relatives' and nurses' perspectives on palliative care in
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end-of-life care settings or home environments should be included
in future research. Lastly, it is even recommended that a review of
the impact that the newly introduced National Health and Hospital
Plan 2020-2023 (Meld. St. 7, 2019-2020) has had on the healthcare
system in Norway be undertaken.
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