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Abstract 

Background  The majority of palliative care patients express a preference for remaining at home for as long 
as possible. Despite progression of disease there is a strong desire to die at home. Nonetheless, there are transfers 
between care settings, demonstrating a discrepancy between desired and actual place of death.

Aim  To map the prevalence of patients near death undergoing specialized palliative home care and being trans-
ferred to inpatient care in Sweden.

Methods  A national retrospective cross-sectional study based on data from the Swedish Register of Palliative Care. 
Patients ≥ 18 years of age enrolled in specialized palliative home care with dates of death between 1 November 2015 
and 31 October 2022 were included (n = 39,698). Descriptive statistics were used.

Results  Seven thousand three hundred eighty-three patients (18.6%), approximately 1,000 per year, were transferred 
to inpatient care and died within seven days of arrival. A considerable proportion of these patients died within two 
days after admission. The majority (73.6%) were admitted to specialized palliative inpatient care units, 22.9% to non-
specialized palliative inpatient care units and 3.5% to additional care units. Transferred patients had more frequent 
dyspnoea (30.9% vs. 23.2%, p < 0.001), anxiety (60.2% vs. 56.5%, p < 0.001) and presence of several simultaneous symp-
toms was significantly more common (27.0% vs. 24.8%, p  0.001).

Conclusion  The results show that patients admitted to specialized palliative home care in Sweden are being trans-
ferred to inpatient care near death. A notable proportion of these patients dies within two days of admission. Com-
mon features, such as symptoms and symptom burden, can be observed in the patients transferred. The study high-
lights a phenomenon that may be experienced by patients, relatives and healthcare personnel as a significant event 
in a vulnerable situation. A deeper understanding of the underlying causes of these transfers is required to ascertain 
whether they are compatible with good palliative care and a dignified death.
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Introduction
Globally, people are living longer than ever before. 
According to the World Population Prospects 2022, 
the number of people aged 60 years and over currently 
exceeds the number of children under five years [1]. Con-
sequently, the proportion of people with palliative care 
needs will increase in the near future [1, 2]. As defined 
by the World Health Organisation (WHO), palliative 
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care is an approach that aims to improve the quality of 
life of patients and their families facing life-threatening 
illness. This is achieved by preventing and relieving suf-
fering through the early identification, assessment and 
treatment of pain and other physical, psychosocial and 
spiritual problems [3]. Concurrently, the International 
Association for Hospice and Palliative Care  (IAHPC) 
characterises palliative care as an approach that considers 
the needs of all individuals afflicted with a serious illness, 
particularly at the end of life [4]. It is thereby evident 
that these definitions diverge to a slight extent from one 
another. In Sweden specialized palliative care refers to 
care performed by a multi-professional team with special 
competence and knowledge. This type of care is offered 
to patients with complex symptoms or with a life situa-
tion that entails special needs [5, 6]. Specialized palliative 
care can be performed in hospitals or other institutions 
and at home. When patients are cared for at home, their 
palliative care needs should be met with the help of gen-
eral or specialized home care [5, 6]. Specialized pallia-
tive care requires health care available around the clock, 
every day of the week. The patient should at least have 
access to in-person home visits by a nurse and author-
ized personnel access to a palliative medicine hotline [7].

In Sweden and many other parts of the world, the 
majority of palliative care patients express a prefer-
ence for remaining at home for as long as possible [8, 9]. 
Despite the progression of their disease and the associ-
ated worsening of symptoms, there is a strong desire to 
die at home [8–10]. Nonetheless, there are cases of trans-
fers between care settings, which demonstrate a discrep-
ancy between the desired place of death and the actual 
place of death [11–14]. Prior research has indicated that 
the probability of transfer is elevated during the final 
three months of life, with an increased risk as death draws 
near [12, 15]. A higher incidence of hospitalisation in the 
final week of life is observed in patients receiving care at 
home compared to those residing in nursing homes [15]. 
In certain circumstances, the necessity and justification 
of these transfers may be perceived even in the context of 
a patient who is close to death [11, 13, 15]. For instance, 
in  situations where the patient’s condition requires care 
that can only be provided in an inpatient setting [11]. In 
other circumstances, transfers near death may be per-
ceived as potentially avoidable. In this context, the term 
“potentially avoidable” refers to those conditions that are 
considered to be safely and effectively manageable even 
outside an acute hospital setting [11, 16]. Regardless of 
the rationale behind the transfer, it is crucial to strive to 
minimise the impact of the transfer process on patients, 
families, and healthcare personnel across different set-
tings [13]. To the best of our knowledge, no previous 
studies have investigated the prevalence of transfers of 

patients near death (< 7 days) in Sweden. The objective of 
this study was therefore to map the prevalence of patients 
near death undergoing SPHC and being transferred to 
inpatient care facilities.

Material and methods
Study design
This study is a national retrospective cross-sectional 
study based on data from the Swedish Register of Pallia-
tive Care (SRPC).

Participants
All patients registered in the SRPC between 1 November 
2015 and 31 October 2022, aged 18 years or older who 
received SPHC were included in the study.

Setting
The SRPC is a nationwide quality register established 
in 2005 and includes data on all types of deaths, both 
expected and unexpected, in Sweden (a country with 
10-plus million inhabitants). The registry is well estab-
lished, and except for two municipalities not enrolled, all 
county councils and all municipalities in Sweden report 
to the SRPC. The registry has about 55–60% coverage 
of all deaths (mapped against the Swedish Tax Agency/
Population Registry). Healthcare personnel at the unit 
where the death occurs, in most cases nurses, register the 
patient’s death using a questionnaire filled in directly via 
the register’s website [17]. The questionnaire is developed 
by the SRPC and currently consists of 27 questions about 
end-of-life care, including gender, age, date of death, hos-
pitalisation, place of death, diagnosis, symptoms, symp-
tom management and palliative care decisions [18]. The 
questions are answered retrospectively based on data 
extracted from medical record, with reference to the 
patient’s last week of life. It should be noted that prior to 
2020, data on unexpected deaths were not collected in 
detail. Following the year 2020, all questions on the ques-
tionnaire must be answered, regardless of whether the 
death is classified as expected or unexpected. The SRPC 
also collects data from a questionnaire that relatives of 
the deceased answer; data not used in this study [19].

Variables
The outcome was whether patients enrolled in special-
ized palliative home care (SPHC) were transferred from 
home to inpatient care and died within 7 days of enrol-
ment. In this study, the term “transfer” is defined as the 
movement of patients from their place of residence, 
where they receive SPHC, to some form of inpatient care.

All data are registered in the SRPC using fixed check-
box options. Two variables were in focus: “enrolled from”, 
with an associated transfer date, and “place of death”, with 
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the associated date of death. Both variables were reported 
to the SRPC using the following checkbox options: spe-
cial accommodation/nursing and care accommodation/
LSS (LSS = accommodation that is included under the 
“Act on support and services for certain disabled per-
sons”); short-term care facility; non-specialized palliative 
inpatient hospital care (ward/reception/ICU); specialized 
palliative inpatient hospital care; own home with the sup-
port of specialized palliative home care; own home with 
the support of general home health care; own home with 
the support of home care; own home without support; or 
other. In addition, the following data were retrieved from 
the SRPC: sex, age, diagnosis, symptoms.

First, the study population was restricted to patients 
enrolled in SPHC, by selecting only patients with the 
place of death recorded as SPHC or patients transferred 
from SPHC with the place of death recorded as inpatient 
care unit or other care unit (special accommodation/
nursing and care accommodation/LSS, short-term care 
facility/other).

Second, this population was divided into two groups of 
patients: (1) Patients transferred and admitted to inpa-
tient care with death within seven days of arrival (trans-
ferred group), (2) Patients not transferred and admitted 
to inpatient care, or transferred and admitted longer than 
seven days before the time of death (other group).

Quantitative variables
To analyse the complexity of symptoms and symptom 
burden, related symptoms were categorized together, 
resulting in the following categories of symptoms: con-
fusion/anxiety, pain/severe pain, dyspnoea/respiratory 
secretion, and nausea. By related symptoms, we mean 
symptoms that may subjectively express themselves in 
a similar way. Registered responses of “don’t know” and 
“not answered” are reported as missing values.

Statistical methods
Continuous variables are presented as mean with stand-
ard deviation (SD) and/or median with minimum and 
maximum (range). Categorical variables are presented as 
numbers (n) and percentages (%). For two-group com-
parison, Chi Square test has been used on categorical/
nominal data and independent t-test on continuous data. 
All tests were two-sided, and p-value < 0.01 was consid-
ered significant. The statistical analyses were performed 
using IBM SPSS Statistics version 28.0.0.0 [20].

Results
Participants
A total of 39,698 patients who received SPHC were 
reported to the SRPC between 1 November 2015 and 31 
October 2022. Of these, 7,383 (18.6%) were transferred 

and admitted to inpatient care near the time of their 
deaths (< 7 days), and 32,315 were not transferred, or 
transferred and admitted longer than seven days before 
the time of death. General characteristics of the patients 
in the transferred group and patients in the other group 
are given in Table 1.

Transfers to inpatient care
The 7,383 patients transferred to inpatient care were dis-
tributed to approximately 1000 transfers per year. Most 
of these patients died on day one or two after arrival 
(Fig. 1). The majority (73.6%) of the transferred patients 
were admitted to a specialized palliative inpatient care 
unit, 22.9% to a non-specialized palliative inpatient care 
unit and 3.5% to other care units (special accommoda-
tion/nursing and care accommodation/LSS; short-term 
care facility; other). Multiple diagnoses and diagnoses 
such as cardiovascular disease, stroke, fracture, infec-
tion and respiratory symptoms were more prevalent in 
the group admitted to non-specialized palliative inpatient 
care units compared to patients admitted to specialized 
palliative inpatient care units (Table 2).

Difference between the transferred group and the other 
group
No significant difference between the sexes emerged 
when comparing patients in the transferred group and 
the other group, whereas some differences were noted 
regarding age and diagnosis. Compared to patients in the 
other group, the transferred ones more often had multi-
ple diagnoses (> 1 diagnosis, 16.5% vs. 12.8%, p < 0.001) 
and exhibited symptoms such as dyspnoea (30.9% vs. 
23.2%, p < 0.001) and anxiety (60.2% vs. 56.5%, p < 0.001).

When analysing the occurrence of multiple/simulta-
neous symptoms (symptom burden), significantly more 
patients in the transferred group showed symptoms such 
as confusion and/or anxiety combined with pain and/or 
severe pain (19.0% vs 16.9%, p < 0.001). The proportion of 
patients who experienced all symptoms, apart from nau-
sea, was also higher in the transferred group (27.0% vs 
24.8%, p 0.001); see Table 3.

Discussion
This national retrospective cross-sectional study, based 
on data from the SRPC, shows that certain patients near 
death enrolled in SPHC are transferred to inpatient care 
prior to death in Sweden.

During the years studied, approximately 1,000 transfers 
were made annually within the transferred group. The 
transfers we found represent a minimum number and 
may be the tip of an iceberg. The SRPC does not have full 
coverage and does not capture patients who died during 
ambulance transfer to inpatient care or those who died 
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in the emergency department, as these patients are rarely 
reported to the registry. Nor does the registry capture the 
patients who are transferred between different inpatient 
care units in several stages before they die, as the registry 
usually only follows the most recent transfer.

Although this study was conducted in Sweden and in a 
SPHC context, there is reason to believe that this type of 
transfers also occurs in other countries and other pallia-
tive care contexts. Pivodic et al. [15] conducted a popu-
lation-based study in four European countries (Belgium, 
the Netherlands, Italy and Spain) which included data 
on adult patients with expected deaths where end-of-life 
care had been a realistic option. The results showed that 
about half of the patients had been admitted to hospital 

at least once in the last three months of their lives. Dur-
ing the last seven days of life, 12–18% of patients were 
hospitalised [15]. This prevalence is consistent with the 
results of our study, although the context is different. 
Larsdotter et al. [21] found that the younger population 
who received specialized palliative care or had a pal-
liative diagnosis at the time of death had a significantly 
increased risk of dying in hospital rather than at home. 
This is consistent with the findings of Pivodic et al. [15] 
showing that patients who were cared for at home were 
more likely to be hospitalised in the last week of life than 
those who were cared for in nursing homes. Through a 
scoping review that included 39 studies, Wilson, Birch 
[12] found that transitions in end-of-life care settings 

Table 1  Characteristics of the study population and comparison between transferred group and other group

§ Chi square
† t-test
a The same patient may have more than one diagnosis registered
b The same patient may have more than one symptom registered

Missing n (%) Transferred group (≤ 7 days) 
n = 7,383

Other group n = 32,315 p- value

Sex n (%) 0.016§

  Men 3,979 (53.9) 16,916 (52.3)

  Female 3,404 (46.1) 15,399 (47.7)

Age
  Mean (SD) 72.1 (12.1) 73.0 (12.3)  < 0.001†

  Median (Min.–Max.) 74.0 (18–103) 74.0 (18–108)

Diagnosisa n (%)
  Cancer 6,585 (89.2) 28,603 (88.5) 0.098§

  Cardiovascular disease 711 (9.6) 2,961 (9.2) 0.211§

  Lung disease 455 (6.2) 1,604 (5.0)  < 0.001§

  Dementia 49 (0.7) 399 (1.2)  < 0.001§

  Stroke 96 (1.3) 340 (1.1) 0.065§

  Other neurological disease 117 (1.6) 742 (2.3)  < 0.001§

  Diabetes 121 (1.6) 549 (1.7) 0.718§

  Fracture 38 (0.5) 82 (0.3)  < 0.001§

  Multimorbidity 449 (6.1) 1,732 (5.4) 0.014§

  Infection 221 (3.0) 409 (1.3)  < 0.001§

  Other underlying disease 210 (2.8) 682 (2.1)  < 0.001§

Diagnostic burden n (%)  < 0.001§

  0–1 diagnosis 6,167 (83.5) 28,166 (87.2)

   > 1 diagnosis 1,216 (16.5) 4,149 (12.8)

Symptomsb n (%)
  Pain  774 (< 0.1) 5,650 (76.5) 24,587 (76.1)  < 0.001§

  Severe pain  7,457 (0.2) 2,019 (27.3) 8,571 (26.5)  < 0.001§

  Respiratory secretion  77 (< 0.1) 3,271 (44.3) 15,126 (46.8)  < 0.001§

  Nausea 1,822 (< 0.1) 1,389 (18.8) 6,314 (19.5)  < 0.001§

  Anxiety 2,048 (< 0.1) 4,446 (60.2) 18,260 (56.5)  < 0.001§

  Dyspnoea 1,265 (< 0.1) 2,279 (30.9) 7,509 (23.2)  < 0.001§

  Confusion 2,441 (< 0.1) 1,715 (23.2) 8,011 (24.8)  < 0.001§
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are common in the last year of life. This is even though 
most of the included studies did not quantify the number 
and type of transitions. Nevertheless, the results show 
that the risk of transitions increases as death approaches, 
probably as a result of arising, increasing or changing 
end-of-life care needs [12]. Even in the last 30 days of life, 
hospitalisations are common. This was found by Singh 
et  al. [22], who included registry data from deceased 
patients with non-curable cancer. They found that 71% 
of patients were hospitalised in the last month of life. 
Conversely, international studies have demonstrated that 
transfers of patients with palliative care needs can also 
occur in the opposite direction, from acute care to com-
munity-based care [11, 14].

A further key finding in our study was the discovery 
that a considerable proportion of transferred patients 
died within the first two days of admission to inpatient 
care. Christ et  al. [23] show a similar finding as their 
study examined the prevalence of cancer patients dying 
within 72 h of admission to an acute palliative care unit. 
One in five of the patients included spent less than three 
days in the unit before dying. One conclusion is that late 
admissions are not uncommon [23]. These findings raise 
the question of the potential burden that these transfers 
and admissions may place on patients nearing the end 
of their lives. A scoping review by Hanna et al. [24] has 
identified that burdensome transitions can be identi-
fied if any of the following criteria are met: “(1) three or 
more transitions to acute care facilities (Hospital, ICU, 
ED) in the last 90 days of life, (2) two or more transitions 
to acute care facilities or one or more admission to ICU 
in the last 30 days of life, (3) one or more transitions to 
acute care facilities or hospice in the last three days of life 

or (4) any transitions from hospice care upon enrolment”. 
This quantitative definition allows us to presume that the 
majority of patients in our study experienced burdensome 
transfers. In qualitative terms, burdensome transitions 
may be defined as the presence of a poor physician–
patient relationship, which may be caused by either a 
lack of communication or a lack of trust between physi-
cians and patients [24]. In order to reduce the number of 
transfers near death, the initial step is the identification 
of potentially burdensome transitions. Furthermore, this 
can also prevent the negative health outcomes associated 
with such transitions (Hanna et al., 2021), for instance, an 
elevated probability of both inappropriate treatments and 
medical errors [14]. A study conducted by Schippel et al. 
[25] indicates that knowledge of the patient’s preferred 
place of death may also serve to reduce the risk of bur-
densome transitions. In cases where healthcare person-
nel were aware of the patient’s preferred place of death, 
there was a reduction in the number of hospitalisations 
in the final three months of life [25].

If the decision for transfer is not the patient’s own, this 
could mean that the patient’s wish for place of death is 
unfulfilled [25, 26]. Such action could mean that the 
patient’s opportunity for a good and dignified death is 
jeopardized. Discussions about a good death and the feel-
ing of experiencing safe care appear in previous research 
[11, 27–29]. In this context, a good death and feeling of 
safety can mean trusting the care, having control over 
symptoms, participating in decision-making, still being 
able to give something to others, and maintaining auton-
omy and control over one’s life [29, 30]. This means that 
patients close to death can change their opinion about 
the desired place of death on occasions when the home 

Fig. 1  In the transferred group the number of deaths per day after arrival at the hospital
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can no longer offer security. Some patients may even 
sacrifice symptom relief in order to remain at home [31], 
while others may abandon their desired place of death to 
make it easier for their caring relatives [11, 31]. At other 
times, the patient’s relatives experience the caring situ-
ation at home as unsafe and, therefore, decide that the 
patient cannot remain at home [11, 29, 32]. Even if the 
relatives are aware that it is against the patient’s wish, 
they rarely regret their decision afterward [29, 32].

Our results also showed that patients in the transferred 
group experienced a higher degree of symptoms, such as 
anxiety and dyspnoea than patients in the other group. 
This is in line with a previous study that showed that 

cancer patients experiencing these symptoms were more 
often admitted to hospitals and palliative care units dur-
ing their last week of life [33]. Furthermore, according to 
our results, several simultaneous symptoms were more 
commonly present among patients transferred to inpa-
tient care, indicating that a greater burden of symptoms 
increases this probability. Identifying and alleviating 
symptoms can be challenging, especially when patients 
are so affected by symptoms and illness that they cannot 
convey their feelings themselves [34]. Additionally, Hen-
son et al. [35] report that patients with advanced cancer 
often experience an intensification of symptoms as they 
approach the time of death. Moreover, the study results 

Table 2  Comparison of characteristics between patients in the transferred group who were admitted to a specialized palliative 
inpatient care unit and those admitted to a non-specialized palliative inpatient care unit

§ Chi square
† t-test
a The same patient may have more than one diagnosis registered
b The same patient may have more than one symptom registered

Missing n (%) Hospital: Non-specialized palliative 
inpatient care n = 1,689

Hospital: Specialized palliative 
inpatient care n = 5,437

p-value

Sex n (%) 0.966§

  Men 910 (53.9) 2,952 (53.9)

  Female 779 (46.1) 2,521 (46.1)

Age
  Mean (SD) 71.7 (12.8) 72.2 (11.9) 0.158†

  Median (Min.–Max.) 73.0 (19–102) 74.0 (18–103)

Diagnosisa n (%)
  Cancer 1,354 (80.2) 5,034 (92.0)  < 0.001§

  Cardiovascular disease 221 (13.1) 470 (8.6)  < 0.001§

  Lung disease 151 (8.9) 289 (5.3)  < 0.001§

  Dementia 14 (0.8) 33 (0.6) 0.315§

  Stroke 56 (3.3) 38 (0.7)  < 0.001§

  Other neurological disease 28 (1.7) 84 (1.5) 0.722

  Diabetes 31 (1.8) 87 (1.6) 0.488

  Fracture 21 (1.2) 16 (0.3)  < 0.001§

  Multimorbidity 230 (13.6) 204 (3.7)  < 0.001§

  Infection 139 (8.2) 78 (1.4)  < 0.001§

  Other underlying disease 104 (6.2) 103 (1.9)  < 0.001§

Diagnostic burden n (%)  < 0.001§

  0–1 diagnosis 1,233 (73.0) 4,748 (86.8)

   > 1 diagnosis 456 (27.0) 725 (13.2)

Symptomsb n (%)
  Pain  274 (< 0.1)  1,183 (70.0) 4,305 (78.7)  < 0.001§

  Severe pain 1,756 (0.2) 414 (24.5) 1,549 (28.3)  < 0.001§

  Respiratory secretion 236 (< 0.1) 803 (47.5) 2,370 (43.3)  < 0.001§

  Nausea  608 (< 0.1) 295 (17.5) 1,050 (19.2)  < 0.001§

  Anxiety 556 (< 0.1) 882 (52.2) 3,438 (62.8)  < 0.001§

  Dyspnoea 356 (< 0.1) 639 (37.8) 1,584 (28.9)  < 0.001§

  Confusion  690 (0.1) 376 (22.3) 1,286 (23.5)  < 0.001§
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indicate that this patient cohort requires support through 
the provision of specialized palliative care [35]. The find-
ings of our study indicate that despite patients receiving 
specialized palliative care at home, transfers to inpatient 
care do occur. This implies that healthcare personnel in 
these contexts would benefit from enhanced training in 
the assessment and management of complex and multi-
ple symptoms within a home environment. At the same 
time, there should be an understanding that even patients 
treated with SPHC can find themselves in acute situa-
tions that are not directly linked to the underlying dis-
ease. For example, if a patient enrolled in SPHC falls at 
home and sustains a fracture, there is a legitimate need 
for transfer to inpatient care. This assumption is cor-
roborated by Pulst et al. [36], who conducted a study on 
unplanned hospital transfers from nursing homes. Alto-
gether, our study design could not determine why these 
transfers take place. We call for more studies to deter-
mine the underlying causes of transfers to inpatient care. 
The research needs to address different perspectives, 
as several different actors are involved in the decisions 
made in these situations.

As shown by the results of our study, not all patients 
transferred from SPHC were admitted to a specialized 
palliative inpatient care unit. This can, to some extent, be 
explained by the fact that there were significantly more 
patients with diseases such as cardiovascular disease, 
lung disease, fractures, and infections who were admitted 

to non-specialized palliative  inpatient care units. Ill-
nesses and conditions of this nature may lead to admis-
sion to a specialized ward for the condition requiring 
treatment rather than the need for specialized palliative 
inpatient care. However, SRPC does not allow us to iden-
tify the reason why a patient has been admitted to a non-
specialized palliative inpatient care unit.

We chose to include 221 patients transferred from 
home to other care units outside a hospital. However, 
there has been a transfer of these patients, which is why 
these patients should also be visible in the patient flow. 
The fact that patients enrolled in SPHC are transferred to 
special accommodation/nursing and care accommoda-
tion/LSS; short-term care facility; or other is noteworthy. 
This is of interest, and future studies should investigate 
the reason why patients close to death are transferred to 
care facilities with a lower level of care.

Strengths and limitations
To our knowledge, this is the first study to show the 
extent to which patients near death enrolled in SPHC are 
being transferred to inpatient care prior to death in Swe-
den. However, our study has some limitations. The regis-
try’s coverage rate is approximately 55–60% of all deaths 
[37], but we believe the coverage rate for deaths in the 
palliative sector is higher, since the majority of hospital 
wards, palliative care units and home care units report to 
the SRPC. Furthermore, as already stated, our study does 

Table 3  Comparison of symptom burden between patients in the transferred group and the other group

Chi-square
a Patients with one or more missing values were excluded, for numbers of missing values, see Table 1

Transferred group 
n = 4,948a

Other group 
n = 24,401a

p-value

n (%) n (%)

Confusion/anxiety 127 (2.6) 770 (3.2) 0.028

Pain/severe pain 398 (8.0) 2,192 (9.0) 0.034

Nausea 33 (0.7) 173 (0.7) 0.747

Dyspnoea/respiratory secretion 233 (4.7) 1,213 (5.0) 0.437

Confusion/anxiety + Pain/severe pain 938 (19.0) 4,133 (16.9)  < 0.001

Confusion/anxiety + Nausea 29 (0.6) 133 (0.5) 0.722

Confusion/anxiety + Dyspnoea/respiratory secretion 306 (6.2) 1,450 (5.9) 0.513

Confusion/anxiety + Pain/severe pain + Nausea 253 (5.1) 1,162 (4.8) 0.293

Pain/severe pain + nausea 123 (2.5) 654 (2.7) 0.437

Pain/severe pain + Dyspnoea/respiratory secretion 414 (8.4) 2,354 (9.6) 0.005

Pain/severe pain + Nausea + Dyspnoea/respiratory secretion 78 (1.6) 546 (2.2) 0.003

Nausea + Dyspnoea/respiratory secretion 29 (0.6) 137 (0.6) 0.833

Nausea + Dyspnoea/respiratory secretion + Confusion/anxiety 42 (0.8) 218 (0.9) 0.760

Confusion/anxiety + Pain/severe pain + Dyspnoea/respiratory secretion 1,336 (27.0) 6,054 (24.8) 0.001

Confusion/anxiety + Pain/severe pain + Nausea + Dyspnoea/respiratory secretion 386 (7.8) 1,805 (7.4) 0.324

No to all symptoms 223 (4.5) 1,407 (5.8)  < 0.001



Page 8 of 9Wall et al. BMC Palliative Care          (2024) 23:215 

not capture deaths during transfer or in the emergency 
department.

The quality of the data obtained will always depend on 
how accurately it was recorded in the registry. For exam-
ple, the staff at the place-of-death units record the data 
to the SRPC retrospectively from the time of death; this 
data should reflect the patient’s last week of life based on 
information retrieved from the medical record. It seems 
likely that the information in the SRPC relates only to the 
period of terminal care at the place of death for patients 
who were hospitalised for less than one week before 
death, given the differences between the various medi-
cal record systems. Because of this, the staff may not have 
insight into the patient’s last days and/or do not always 
have time to familiarize themselves with the patient’s sit-
uation, a fact that may call into question the healthcare 
personnel’s ability to accurately assess the patients’ expe-
riences during this time.

In analysing concurrent symptoms/symptom burden, 
we have chosen to group together symptoms that may 
objectively express themselves in similar ways, such as 
confusion and anxiety, as well as dyspnoea and respira-
tory secretion. This is because it is healthcare personnel 
who retrospectively report the possible occurrence of 
symptoms to the SRPC. In some instances, the report-
ing of symptoms may be based exclusively on the clini-
cal judgement of the healthcare personnel, which may 
not fully align with the patient’s actual experience of the 
symptoms.

A regression model could produce information about 
risk factors for transfers to hospital. Still, due to the 
nature of the data, study design and the aim, we chose 
to present the data on a descriptive level with two group 
comparisons. The analyses presented in this study are 
prone to confounders.

Finally, the large volume of data analysed means that 
even small differences can be statistically significant. 
Therefore, the results need to be interpreted from the 
perspective of clinical relevance.

Conclusions
The results of our study show that patients admitted to 
SPHC in Sweden are being transferred to inpatient care 
close to death. A notable proportion of these patients 
dies within one or two days of admission. Complex 
symptoms may occur, and not all patients are admitted 
to specialized palliative inpatient care units. Some com-
mon features, such as symptoms and symptom burden, 
can be observed in the patients transferred. However, 
further studies are required to identify the causal rela-
tionship between these transfers. The study highlights a 
phenomenon that may be experienced by patients, rela-
tives and healthcare personnel involved as a significant 

event in a vulnerable situation. A deeper understanding 
of the underlying causes of these transfers is required to 
ascertain whether they are compatible with good pallia-
tive care and a dignified death.
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