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Abstract

Background: During the COVID-19 outbreak restricting measures may have affected the provision of good end-of-life care for patients
with and without COVID-19.

Aim: To describe characteristics of patients who died and the care they received, and to examine how patient characteristics, setting
and visiting restrictions are related to provided care and evaluation of the dying process.

Design: An open observational online survey among healthcare professionals about their experience of end-of-life care that was
provided to a patient with or without COVID-19 who died between March and July 2020.

Setting/participants: Healthcare professionals (nurses, physicians and others) in the Netherlands from all settings: home (n = 163),
hospital (n = 249), nursing home (n = 192), hospice (n = 89) or elsewhere (n = 68).

Results: Of patients reported on, 56% had COVID-19. Among these patients, 358 (84.4%) also had a serious chronic illness.
Having COVID-19 was negatively, and having a serious chronic illness was positively associated with healthcare staff’s
favourable appreciation of end-of-life care. Often there had been visiting restrictions in the last 2 days of life (75.8%). This
was negatively associated with appreciation of care at the end of life and the dying process. Finally, care at the end of life was
less favourably appreciated in hospitals and especially nursing homes, and more favourably in home settings and especially
hospices.

Conclusions: Our study suggests that end-of-life care during the COVID-19 pandemic may be further optimised, especially in nursing
homes and hospitals. Allowing at least some level of visits of relatives seems a key component.
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What is already known about the topic?

What this paper adds?

Implications for practice, theory or policy?

especially in care homes and hospitals.

e Death due to COVID-19 occurs in all healthcare settings.

e During the peak of the COVID-19 outbreak, many measures were taken that may restrict possibilities of providing high
quality care at the end of life, both for patients with and without COVID-19.

e Until now studies are lacking that give insight in how care at the end of life was given to patients with and without
COVID-19 and how such care was affected by COVID-19 measures.

e In the Netherlands, in three quarter of cases there had been visitor restrictions in patients’ last days of life; this was
strongly negatively associated with healthcare staff’s appreciation of care at the end of life and the dying process.

e Patients having COVID-19 was negatively associated and patients having a serious chronic illness was positively associ-
ated with healthcare staff’s appreciation of care at the end of life.

e Healthcare staff appreciated care at the end of life during the COVID-19 pandemic less favourably in hospitals and espe-
cially care homes, and more favourably in home settings and especially hospices.

e End-of-life care during the pandemic was suboptimal, especially with regard to emotional support and spiritual care,

e Allowing at least some level of visits of relatives is a key component of improving care at the end of life.
e During the pandemic, extra attention is needed for end-of-life care and this should not be limited to patients with COVID-19.

Introduction

In Februari 2020, COVID-19 had infected over 122 million
people worldwide and almost two and a half million peo-
ple died from it.! Among prognostic factors for mortality is
comorbidity,? and it has been estimated that in England
and Wales about one out of five people dying of COVID-19
might have been in their last year of life in absence of the
pandemic. Above that, there was a rise in deaths that
were not directly linked to COVID-19.3

The COVID-19 pandemic has invoked drastic measures
to protect the health of the population, such as economic
lockdowns and social distancing. Responses to the out-
break have affected virtually all people in the world.
Especially during the peaks of the pandemic, healthcare
professionals were confronted with high numbers of seri-
ously chronic ill patients, staff absences due to COVID-19
infection and self-isolation mandates and concerns about
the ability to deliver high quality care in these circum-
stances. Patients in the last stage of life and their families
were in particular affected as under these circumstances it
is extra difficult to tailor care to their individual needs and
preferences, a core value in care in the last stage of life.

Empirical studies about care at the end of life during
the COVID-19 pandemic that have been published until
now, predominantly focused on symptom burden and
management in studies in patients attended by palliative
care services in hospitals.*® They show that dyspnoea,
agitation and pain are prevalent and can generally be con-
trolled relatively well. However, it is known that many
people die in other settings, such as care homes, or with-
outinvolvement of palliative care services.3? Furthermore,

these studies focus on symptoms, while care at the end of
life also involves attention for other aspects, such as emo-
tional support, spiritual care and attendance of family.
Research on these aspects is mainly based on expert opin-
ions and lived experiences.'®1! Strang et al.'? studied
patients who died of COVID-19 in all settings in Sweden
(mainly hospitals and care homes). They found that these
patients had less often had end-of-life discussions or con-
sultations by a palliative care team, and more often died
alone than patients who died the year before. Finally, the
empirical studies done so far tend to focus on patients
who died from COVID-19, while care at the end of life for
patients who die of other causes may also have been
affected by the pandemic.

It can be questioned to what extent the COVID-19 pan-
demic and the restrictive measures that were taken, non-
intendedly resulted in substandard care for patients in the
last phase of life with and without COVID-19. In order to
learn lessons for future infection waves or other crisis situ-
ations, we studied end-of-life care practices as provided
during the first peak of the COVID-19 pandemic in different
healthcare settings from the perspective of healthcare
professionals.

Methods

Research questions

- What are the characteristics of patients who died
during the first COVID-19 wave in the Netherlands
and do they differ between patients with and with-
out COVID-19?
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- What are the characteristics of end-of-life care in
terms of provided care, communication with patient
and relatives, treatment limitations and perspec-
tives on patients’ dying process and how are these
characteristics related to patient characteristics,
setting and visiting restrictions.

Design

We performed an open observational online question-
naire survey in which we invited health care professionals
to describe their experience with providing end-of-life
care to a patient during the first wave of the COVID-19
pandemic, that is, between 1 March and 31 July 2020. The
patient could have died either with or without being
infected with COVID-19.

Population

We conducted an open online questionnaire survey, to
create a convenience sample of health care professionals
who had provided end-of-life care from all over the
Netherlands. We distinguished three groups of healthcare
professionals: physicians, nurses (including nurse special-
ists and nursing aids) and other healthcare professionals.

Setting

Health care professionals working in all settings, including
home care, hospital, nursing home and hospice, could fill
out the questionnaire.

Recruitment

The survey was advocated widely through relevant health-
care professional organisations (for example oncologists,
internal medicine specialists, general practitioners and
nurses), palliative care networks and organisations, volun-
teer networks and personal contacts throughout the
Netherlands. These networks and organisations had dif-
ferent approaches to advocate the study: they advertised
it on their website, in a newsletter, in a mailing to their
members or in a post on social media. All approaches
included a link to the survey that was made in an online
data collection programme (LimeSurvey).

Data collection

In the questionnaire, respondents were instructed as fol-
lows in case they had been involved in the care of more than
one patient who had died after March 1, 2020: ‘if you expe-
rienced more than one death, you can determine for your-
self for which deceased patient or client you fill out the
questionnaire. You can also choose to fill out the question-
naire more than once’. Respondents were asked to indicate
whether it was the first, second or third time they filled out
the questionnaire. The questionnaire included an of the
international Care Of the Dying Evaluation (iCODE)

guestionnaire that focuses on the last 2 days of life and
bereavement period, and asks about the characteristics of
patient care and family support.1314 From this questionnaire
we omitted a question on administration of fluids and
replaced a question on death rattle for a a question on
shortness of breath. Given that healthcare staff were bur-
dened by high numbers of seriously ill patients, lack of staff,
moral distress and concerns about their own health and
their family’s health, we added self-developed questions
about the impact of COVID-19 and associated measures;
they were based on frequently mentioned concerns in pro-
fessional and lay media. Furthermore, we asked respond-
ents to select terms that they thought best described the
patient’s dying trajectory from a predefined list. The
Supplemental Appendix shows an overview of the ques-
tions used, the way they were categorised for further analy-
ses, and whether they were used as independent or
dependent variable.

Analysis

We describe the characteristics of end-of-life care during
the COVID-19 epidemic, as assessed by healthcare staff. We
distinguished three groups of healthcare staff: physicians,
nurses (including nurse specialists and nursing aids) and
other healthcare professionals. Patient characteristics, set-
ting and terms best describing how a person died are sum-
marised for the total population and for patients with and
without COVID-19 separately. We tested differences
between these two groups with y2-tests. Associations
between patient characteristics and setting as independent
variables and aspects of (evaluation of) care as dependent
variables were analysed with univariable and multivariable
logistic regression analyses. All univariable analyses were
controlled for the profession of the respondent (nurse, phy-
sician or other). In multivariable logistic analyses all inde-
pendent variables were entered that were significantly
(p < 0.10) associated with the dependent variable in the
univariable analysis, while controlling for profession of the
respondent. In the analyses, missing observations were not
imputed; numbers of missing observations are reported in
the footnotes of tables. Finally, we selected some experi-
ences as described by respondents in an open box at the
end of a questionnaire.

Ethical issues

Respondents explicitly had to consent to their answers
being used for research, before being given access to the
questionnaire. Respondents who were willing to partici-
pate in later additional interviews or follow-up question-
naires provided their email address. This personal data is
stored at a separate location. Otherwise no personal data
was collected. The Medical Ethics Committee Erasmus MC
of Rotterdam, The Netherlands, has assessed that the
rules laid down in the Medical Research Involving Human
Subjects Act, do not apply (MEC-2020-0254).
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Results

Patient and care characteristics

The online questionnaire was completed for 761 cases
by 747 respondents (13 respondents filled out two and
1 respondent filled out three questionnaires): 544 by
nurses, 114 by physicians and 99 by healthcare provid-
ers from other disciplines, such as spiritual counsellors
and volunteers. The characteristics of the patients
about whom they filled in the questionnaire and their
care are described in Table 1. The data concerned 327
patients without and 427 patients with a COVID-19
infection (of seven patients this was not reported). The

majority of patients were over 75 years old in both
groups. Of all patients, 89.7% had one or more serious
chronic illness. Pain, breathlessness and agitation were
common symptoms during the last 2 days of life, with
pain being less frequently reported for patients with
COVID-19 (41.4% vs 58.5%), and breathlessness (79.1%
vs 44.2%) and agitation (63.9% vs 57.7%) more
frequently.

Within our sample, compared to patients without
COVID-19, patients with COVID-19 more often died in the
hospital (47.1% vs 14.1%) or nursing home (29.3% vs
19.6%), and less often at home (11.0% vs 35.5%) or in an
inpatient hospice (2.6% vs 23.2%).

Table 1. Background characteristics of patients according to the patient having COVID-19 or not (absolute numbers and

rounded %).

No COVID-19 COVID-19 Total°
N=327 N =427 N=761
abs % abs % abs %
Respondent?
Nurse 230 70.8 310 72.9 544 72.9
Physician 38 11.7 74 17.4 114 15.1
Other 57 11.5 41 9.6 99 13.1
Patient characteristics
Sex?
Man 138 42,5 239 56.2 382 50.5
Woman 197 57.5 186 43.8 375 49.5
Age
<65 years 68 21.3 72 17.0 144 18.9
66—75 years 70 21.9 90 21.2 161 21.4
76-85 years 97 30.3 162 38.2 261 34.8
>85 years 85 26.6 100 23.6 185 24.6
COVID-19
Certainly 0 356 83.4 356 47.2
Probably 0 71 16.6 71 9.4
Probably not 101 30.9 0 101 13.4
Certainly not 218 66.7 0 218 28.9
Don’t know 8 2.4 0 8 1.1
Serious (chronic) illnessab 314 96.3 358 84.4 679 89.7
Cancer? 200 61.3 50 11.8 253 33.4
Heart disease? 69 21.2 120 28.3 189 25.0
Lung disease? 53 16.3 96 22.6 151 19.9
Diabetes? 28 8.6 92 21.7 122 16.1
Dementia? 51 15.6 121 28.5 174 23.0
Other 69 21.2 92 21.7 166 21.9
Symptoms in the last 2 days of life
Breathlessness? 140 44.2 329 79.1 473 63.9
Pain? 186 58.5 173 414 362 48.7
Agitation 184 57.7 267 63.9 455 61.2
Care characteristics
Setting?
Home 116 35.5 47 11.0 163 21.4
Hospital 46 14.1 201 47.1 249 32.7
Nursing home 64 19.6 125 29.3 192 25.2

(Continued)
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Table 1. (Continued)

No COVID-19 COVID-19 Total°
N =327 N=427 N=761
abs % abs % abs %
Hospice 76 23.2 11 2.6 89 11.7
Other 25 7.6 43 10.1 68 8.9
At a Covid ward or institution? 31 9.5 243 56.9 275 36.1
Visitors allowed in last 2 days?
Yes, without restrictions 103 34.0 67 17.0 170 24.1
Yes, with restrictions 186 61.4 280 71.1 472 67.0
No 14 4.6 47 11.9 62 8.8
Terms best describing how somebody died®
Quiet? 233 74.7 240 58.3 479 65.5
Good? 122 39.1 110 26.7 237 32.4
Sad? 63 20.2 185 44.9 249 34.1
Hectic? 10 3.2 36 8.7 46 6.3
Shocking? 11 3.5 33 8.0 44 6.0
Painful® 11 3.5 41 10.0 53 7.3
Intimate? 54 17.3 35 8.5 89 12.2
Degrading? 7 2.2 59 14.3 66 9.0
Touching? 41 13.1 83 20.1 125 17.1
Dignified? 119 38.1 96 233 217 29.7
Restless? 14 4.5 63 15.3 79 10.8
Peaceful? 128 41.0 103 25.0 234 32.0
Use of positive and negative terms to describe how the patient died?
Only negative terms 24 7.9 78 19.7 103 14.6
Positive and negative terms 61 20.0 166 42.0 228 32.2
Only positive terms 220 72.1 151 38.2 376 53.2

aDifference between the non-COVID-19 and the COVID-19 group is statistically significant (y2-test, p < 0.05).

bMore than one answer possible.

“Missing observations: COVID-19 7, respondent 4, sex 4, age 10, serious diseases 4, breathlessness 21, pain 18, agitation 17, visits allowed 57, terms

describing how patient died 54.

While relatives in the Netherlands were often not
allowed to visit patients admitted to health care institu-
tions during the first wave of the pandemic, we found
that visitors had been allowed without restrictions during
the last 2 days of life for 24.1% of all patients. In 67.0%,
restrictions had been imposed, either in number or in the
time that could be spent with a patient, and in 8.8% visi-
tors were not at all allowed during the last 2 days of life.
Visiting restrictions were more common for patients with
than patients without COVID-19 (83.0% vs 66.0%).

Respondents selected only ‘positive’ terms (e.g. quiet,
good, peaceful, dignified) to describe the death of the
patient involved in 53.2% of all cases, and only ‘negative’
terms (e.g. restless, degrading, painful) in 14.6%.

Appreciation of medical, nursing and
personal care

Most respondents (86.2%—-88.1%) thought that there had
been enough medical, nursing and personal care in the last
2 days of life of the patient they reported on (Table 2). The
likelihood that medical care was rated as sufficient was

higher for patients with a serious chronic illness (OR 2.17),
and patients dying in a hospice as compared to patients
dying at home (OR 4.12), and lower for patients dying in a
nursing home as compared to patients dying at home (OR
0.52). The likelihood that nursing care and personal were
rated as sufficient was also higher for patients dying in a
hospice as compared to patients dying at home (OR 5.16
and OR 4.34, respectively).

Appreciation of emotional support, spiritual
care and sharing prognosis

Respondents thought that there had been sufficient
emotional support in 65.8% and sufficient spiritual sup-
port for the patient and relatives in 58.9% of all cases
(Table 3). Multivariable logistic regression analyses
showed that sufficient emotional support was more
common for patients with a serious chronic illness (OR
2.14), and less common for patients with COVID-19 (OR
0.62), patients dying in a nursing home as compared to
patients dying at home (OR 0.36) and patients for whom
there had been restricted (OR 0.46) or no (OR 0.23)
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access for visitors. Spiritual care was less often rated as
sufficient for patients dying in a nursing home as com-
pared to patients dying at home (OR 0.46), and for
patients for whom visitors were not allowed in the last
2 days of life (OR 0.21), but it was more often rated as
sufficient for patients who died in a designated COVID-
19 ward (OR 1.87).

Agreement on treatment limitations

Treatment limitations were common: agreements not to
resuscitate were present in 82.5% of all patients, agree-
ments not to transfer patients to an intensive care unit
(ICU) in 73.0%, and agreement not to hospitalise patients
in 49.6% (Table 4). No-ICU agreements were more com-
mon for patients aged between 76 and 85 years as com-
pared to patients under 65 (OR 1.78), patients with
COVID-19 (OR 1.60), patients with a serious chronic ill-
ness (OR 2.87), and patients dying in the hospital (OR
2.44). No-hospitalisation agreements were especially
common in patients with a serious chronic illness (OR

3.57), and less common in patients dying in designated
COVID-19 wards (OR 0.46).

Evaluation of the dying process

Of all respondents, 41.2% thought that the patient’s care
or treatment had been restricted due to the COVID-19
pandemic. This was positively associated with having
COVID-19 (OR 1.77) and visitors not being allowed in the
last 2 days (OR 3.74) (Table 5).

Just over half of our respondents (53.2%) used only positive
terms to describe the patient’s death. This was positively asso-
ciated with patients’ age, especially with the patient being
olderthan 85 years compared to being 65 or younger (OR 1.90),
and with having a serious chronic illness (OR 1.93) and nega-
tively associated with the patient having COVID-19 (OR 0.35),
dying in the hospital (OR 0.42) and no access for visitors in the
last 2 days of life (OR 0.46) (Table 5). Box 1 provides examples of
what type of situations lie behind the experiences of providing
care for patients in the first wave of the COVIDI-19 pandemic.

Box 1. Examples of experiences with the care for patients in the first wave of the COVID-19 pandemic.

What we did well, is that we were able to let the wife of the patient be present despite the restrictions around family visiting patients
with COVID-19 in the hospital. We saw the end-of life approaching and already had a discussion about that he possibly might not
survive with the patient and his wife in the week before he died (physician about a man with COVID-19 (7685 years) in hospital).

What | missed in this case is a physician clearly indicating to the client that she was in the terminal phase. This resulted in the
client fighting against and suffering from the symptoms of COVID-19 unnecessary long (nurse about a woman with COVID-19
(>85 years) in care home).

We cared for this man as part of a Corona team; we made a home visit every 4 h and were on call for the partner. We had good
contact with the man’s general practitioner. We started a terminal care pathway, and the client died in the presence of his partner
and a nurse while his favourite music was playing on the background (nurse about a man with COVID-19 (76-85 years) at home).

I think that given the circumstances we tried to do everything that was essential for the client. However, due to the work load
we received signals later than desirable. There was too little time to go into his room more often (nurse about a man with
COVID-19 (76-85 years) in care home).

The husband was present 24/7 during the 5 days dying phase. Luckily, every now and then one of the children was allowed to
stay (overnight). To support him; the patient was no longer responsive due to palliative sedation (nurse about a woman without
COVID-19 (=65 years) in hospice).

What | found most sad about the situation is that he was rather lonely in the last phase of his life because his wife, who had just
lost her mother to Corona, was afraid to visit her husband. They had many phone calls, but that remains sad (physician about a
man with COVID-19 (<65 years of age) in hospital).

The medical specialist gave the bad news per telephone 2 weeks ago and handed over medical care to the general practitioner.
The general practitioner followed the patient by telephone for a long time. She felt less supported due to this, both by the
medical specialist and the general practitioner (nurse about a woman without COVID-19 (<65 years) at home).

Due to the restrictions around COVID-19 the care staff was not allowed to take care of the client after she had died; she was
removed very quickly from the nursing home. This was shocking and sad for the care staff who had cared for her for over
10 years (other caregiver about a woman without COVOD-19 (>85 years) in care home).

It hurt me to see the daughter sitting at the bed of the resident fully protected and that, because of that, the resident did not
recognise her daughter. The partner was standing at the other side of the window (grieving a lot). In my opinion he was not able
to say farewell to his wife in a dignified way (nurse about a woman with COVID-19 (75-85 years) in care home).

It was sad to see the daughter of the deceased being sad and not being able to do more than trying to express this feeling in
words at one and half meters distance. This gave some connection, but one would mean to do more during a farewell process
(other caregiver about a man without COVID-19 (75-85 years) in hospice).
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Discussion

Summary

We gathered healthcare professionals experiences with
care of patients with and without COVID-19 who died
during the first wave of the COVID-19 pandemic. Most
patients with COVID-19 who died also had an underlying
serious chronic illness. Having COVID-19 was negatively
associated, and having a serious chronic illness was posi-
tively associated with healthcare staff’s appreciation of
care at the end of life. Often there had been restrictions
in relatives being allowed to visit the patient in the last
2 days of life: in 67.0% visits were restricted in number or
time; in 8.8% no visits were allowed. Restrictions in visits
were strongly negatively associated with healthcare
staff’s appreciation of care at the end of life and the
dying process. Finally, care at the end of life was less
favourably appreciated in hospitals and especially care
homes, and more favourably in home settings and espe-
cially hospices.

Strengths and limitations

Strength of this study is that we collected information
on end-of-life care of many patients, with and without
COVID-19, during the first wave of the pandemic in all
settings where people die. This was achieved by using
an open online survey. A limitation of this method is
that the data from our convenience sample are not
necessarily representative. Comparison to Dutch regis-
try data during the first peak of the pandemic shows
that our sample of patients who died with COVID-19 is
similar with regard to sex (56% vs 55% men) and also
with having cancer (12% vs 15%), but somewhat differ-
ent in age (63% >75 years vs 75% =75 years).1® It is
possible that healthcare professionals were for
instance more inclined to describe complex cases.
While this means that presented frequencies have to
be interpreted with caution, this is not a limitation for
the analyses aimed at studying associations. Another
limitation is that we only studied the experiences of
healthcare professionals, and not those of patients or
relatives. Previous research has shown that experi-
ences with end of life care of professionals and
bereaved relatives may differ.1®

Symptom burden. Other studies found varying preva-
lences of pain (20%—57%), breathlessness (48%—84%)
and agitation (23%—77%) among patients with COVID-
19 in the last phase of life.*717 These prevalences are
difficult to compare to the prevalence found in this
study, due to differences in methodologies, for example
using patient records as data source or a focus on
patients for whom a palliative care service was involved.

However, all but one of these studies also found that
especially breathlessness and agitation were common
in patients with COVID-19.47 Comparable to our study,
a study from Sweden suggested that breathlessness
occurred more frequently in patients with COVID-19
than patients without COVID19. This study also found
that establishing complete relief for breathlessness and
agitation was more difficult in patients with COVID-19
than patients without COVID-19.Y7 In several other stud-
ies, however, it was concluded that the symptoms of
COVID-19 patients could be treated well with similar
drugs as used in other patients.*3

Sufficient medical, nursing and personal
care

It is noticeable that in a large majority of cases medical,
nursing and personal care were considered to have been
sufficient, while at the same time almost half of the
respondents stated that care or treatment had been lim-
ited due to the COVID-19 pandemic. Possibly respondents
considered care to be sufficient given the limited possibili-
ties in this crisis, as can also be seen in the examples given
in Box 1. It is also possible that the care and treatment
were especially limited in other aspects than medical,
nursing and personal care. The appreciation of emotional
care for patients and relatives and attention for spiritual
needs was less favourable. This is in line with a study dur-
ing the SARS outbreak that showed that especially the
restrictions leading to isolation led to spiritual and psy-
chosocial concerns due to loss of connectedness.'® Our
results also indicate that especially restrictions in visits
were associated with healthcare staff’'s more negative
appreciation of end-of-life care. However, Box 1 also
shows an example of medical care being hampered by a
physician providing care over telephone.

Differences between patient groups

While having COVID-19 was negatively associated with
several aspects of care, having a serious chronic illness
was positively associated with several aspects of care.
This might be related to the experience that patients with
COVID-19, especially in the absence of an underlying seri-
ous chronic illness, relatively frequently suddenly
declined. Above that it was difficult get to know these
patients and provide person centred care.l® For patients
having a serious chronic illness the end of life may have
come more expectedly, which allowed the patient, rela-
tives and professionals to get prepared. This might also
explain why respondents were more likely to choose posi-
tive terms to describe how a person had died for patients
who had a serious chronic illness and less likely when the
patient had COVID-19.



Onwuteaka-Philipsen et al.

841

Differences between settings

Setting and visiting restrictions were also frequently
related to different aspects of care at the end of life. It
is clear that care was appreciated less in nursing homes
and hospitals and relatively more in hospices and the
home setting. In part this is likely to be related to the
size of institutions. It has for instance been found that
residents of small scale living facilities have better
social relations and relations with nursing staff than
residents of regular larger scale nursing homes.?0
Another study found that hospital size was negatively
associated with the ability to deliver care in a manner
that is responsive to individual patient needs and pref-
erences.?! In the pandemic this might translate to larger
institutions setting more stringent restrictions or leav-
ing less room for deviating from rules in specific cases.
This while visiting restrictions, and especially allowing
no visitors in the last 2 days of life seem to be related
negatively to appreciation of care at the end of life.
Furthermore, differences between settings can be
related to settings differing in the extent to which they
are equipped for providing palliative care with atten-
tion for all domains of care. Only in hospices this is the
main aim of care. At the other end of the spectrum,
hospitals are primarily directed at cure, which probably
also is reflected in the patient population. This makes
the transition to identifying death approaching and
adjusting care to it more challenging.??2 In nursing
homes an extra challenge is that a large part of the
nursing home population, for example patients with
dementia, does not understand the visiting restrictions,
and is not very skilled in using alternatives to have con-
tact, such as telephone or video calls. In addition, espe-
cially in nursing homes there was a lack of personal
protective equipment for health care staff.

Conclusion

We found that from the perspective of health care profes-
sionals the COVID-19 pandemic generally does not seem
to have led to substandard care at the end-of-life at a large
scale, especially with regard to medical and nursing care,
although the small group for which medical and nursing
home care was insufficient should not be disregarded.
Healthcare providers felt that care especially fell short in
the emotional and existential domain. It is recommended
that in future waves or pandemics attention is paid to
timely identification of the end of life approaching, and
giving personal attention to patients and their relatives,
among others by having attention for their psychosocial
and existential concerns and foremost by, where possible,
being flexible in allowing relatives visiting patients in the
last phase of life in order to be able to say goodbye prop-
erly. Palliative care services are particularly equipped to
assist in achieving this.4>16
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