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Objective: To examine differences in end-of-life decision-making in patients dying at home, in a hospital or in
a care home.
Design: A death certificate study: certifying physicians from representative samples of death certificates, taken
between June 2001 and February 2002, were sent questionnaires on the end-of-life decision-making
preceding the patient’s death.
Setting: Four European countries: Belgium (Flanders), Denmark, Sweden, and Switzerland (German-
speaking part).
Main outcome measures: The incidence of and communication in different end-of-life decisions: physician-
assisted death, alleviation of pain/symptoms with a possible life-shortening effect, and non-treatment
decisions.
Results: Response rates ranged from 59% in Belgium to 69% in Switzerland. The total number of deaths
studied was 12 492. Among all non-sudden deaths the incidence of several end-of-life decisions varied by
place of death. Physician-assisted death occurred relatively more often at home (0.3–5.1%); non-treatment
decisions generally occurred more often in hospitals (22.4–41.3%), although they were also frequently taken
in care homes in Belgium (26.0%) and Switzerland (43.1%). Continuous deep sedation, in particular without
the administration of food and fluids, was more likely to occur in hospitals. At home, end-of-life decisions
were usually more often discussed with patients. The incidence of discussion with other caregivers was
generally relatively low at home compared with in hospitals or care homes.
Conclusion: The results suggest the possibility that end-of-life decision-making is related to the care setting
where people die. The study results seem to call for the development of good end-of-life care options and end-
of-life communication guidelines in all settings.

T
he place of death has, for some time now, been an issue of
interest to public health policy and in particular to
palliative care. Interest in this issue has increased with

the observation that patients often prefer to die at home,
whereas only a small number actually does so.1–6 More recently,
economic motives have also attracted attention concerning the
place of death.7 8 The subject has clearly also received attention
in healthcare research because of an association between the
place of dying and the type and quality of end-of-life care;9–18

the setting of end-of-life care seems to involve a particular ‘care
culture’.9–15 From this perspective it is possible that the place of
dying also influences end-of-life decision-making. Empirical
evidence is, however, lacking. Although studies on the practice
of end-of-life decisions have occasionally been undertaken,19–25

few or none of those studies have conducted focussed
evaluations on the different settings of care (hospital, care
home, home).

The research questions in this paper are therefore: first, are
there differences in the incidence and type of end-of-life
decisions in patients dying at home, in a hospital or in a care
home; second, are there differences according to these settings
in the discussion between the physician and the patient,
relatives, or other healthcare professionals preceding these end-
of-life decisions; and third, do these differences occur in all the
countries studied?

METHODS
Study design
Data used in this work are from the European study of end-of-
life decisions (EURELD), covering six European countries:

Belgium (Flanders), Denmark, Italy (four areas), the
Netherlands, Sweden, and Switzerland (German-speaking
part). The main results of the study were presented in 2003.22

Because it was not possible to distinguish between home,
hospital or care home as the place of death in the Netherlands
and Italy, these countries were not included in our analyses.

In every participating country or region, random samples of
death certificates were taken, stratified for cause of death
(indicating the likelihood that an end-of-life decision had
preceded the death).22 26 The stratification procedure, applied to
make more reliable estimates of end-of-life decisions, was not
possible in Switzerland because of its delay in cause of death
registration.

Questionnaires were sent to the physicians certifying the
deaths sampled. In case they were not the treating physician,
they were asked to pass the questionnaire to the treating
physician.22 26 Follow-up mailings were used to optimise the
response rate.22 26 In each country, specific information from
the death certificate was linked to the information in the
corresponding questionnaire, after complex anonymity proce-
dures to preclude the identification of any of the doctors or
patients. All country-specific databases were integrated into
one common file. Depending on the sampling procedure
and the representativeness of the national or regional sample
obtained, a weight factor correcting for stratification and
for patient characteristics (e.g. sex, age, cause of death)
was added in order to make reliable estimates of end-of-life
decisions.

Approval for the study was given in all countries by the
relevant institutions (e.g. research ethics committees).26
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Measures
Place of death and patient characteristics
Place of death, cause of death (aggregated into five major
categories: cardiovascular diseases; malignant neoplasms;
neurological diseases; respiratory diseases; and other diseases),
sex, and age (aggregated into four categories: less than 18, 18–
64, 65–79, 80 years or older) of the deceased were available
from the death certificate.

End-of-life decisions
On the basis of a combination of answers to the questions (that
only needed to be answered when the death was not totally
sudden and unexpected) end-of-life decisions were classified as
indicated in box 1.

To describe the end-of-life decision (if any) preceding each
death, a decision with an explicit life-shortening intention
prevailed over a decision with a partly life-shortening intention,
which in its turn prevailed over a decision taking into account
the life-shortening possibility. More information on the
classification of end-of-life decisions can be found elsewhere.22

Continuous deep sedation until death was measured by
asking the physician to indicate whether the patient received
drugs, such as barbiturates or benzodiazepines, to keep him/her
continuously in deep sedation or coma until death. A
distinction is made between cases with or without the
administration of artificial nutrition or hydration. More
information can be found elsewhere.27

Next to these questions, the questionnaire enquired about
whether or not the patient was competent (i.e. capable of
making a decision) when the decision was made, and whether
or not the end-of-life decision had been discussed with the
patient, with the patient’s relatives, and with other caregivers
(i.e. one or more physicians, nursing staff, or other caregivers).

Statistical analyses
For the different places of death (hospital, home, care home),
the percentage of deaths preceded by different types of end-of-
life decisions were presented and Fisher’s exact tests were used
to test for statistically significant differences. Because the
probability of dying suddenly and unexpectedly varies strongly
between the three settings, the analyses were limited to non-
sudden deaths, in which an end-of-life decision was possible.

A multivariate logistic regression was performed on all non-
sudden deaths to test the relationship between all end-of-life
decisions and the place of death, controlling for age and cause
of death.

Finally, Fisher’s exact tests were used to examine differences
between the three places of dying as to whether or not (the life-
shortening potential of) the end-of-life decision had been
discussed with the patient, relatives and other caregivers.

RESULTS
A response rate ranging from 59% in Belgium to 67% in
Switzerland resulted in a total of 2950 deaths in Belgium; 2939
in Denmark; 3248 in Sweden and 3355 in Switzerland.

Table 1 Characteristics of the deaths sampled in Belgium, Denmark, Sweden and
Switzerland

Belgium Denmark Sweden Switzerland

Total number 2950 2939 3248 3355
Response percentage 59 62 61 67
Sex

Male 50.5 48.0 47.5 49.3
Female 49.5 52.0 52.5 50.7

Age (years)
1–17 0.3 0.3 0.2 0.4
18–64 17.0 19.1 11.8 17.3
65–79 33.9 34.3 31.8 29.3
80+ 48.8 46.3 56.3 53.0

Cause of death
Cardiovascular diseases 30.1 26.2 50.6* 36.1
Malignant neoplasms 26.5 27.0 27.2 24.5
Respiratory diseases 10.4 11.7 4.3 8.4
Diseases of the nervous system 11.2 10.2 1.0* 10.7
Other/unknown 21.8 24.9 16.8 20.2

Place of death
Hospital 50.0 39.8 43.9 37.3
Home 26.5 25.4 21.2 22.7
Care home� 21.0 30.6 33.6 33.7
Other 2.5 4.1 1.4 6.3

*In Sweden stroke was not categorised under diseases of the nervous system, but under cardiovascular diseases.
�Care homes include nursing homes and residential homes for older people.

Box 1. Classification of end-of-life decisions

N Physician-assisted death: the administration, prescription
or supply of drugs with the explicit intention of hastening
the patient’s death, further subdivided into:

– Euthanasia or physician-assisted suicide if drugs were
respectively administered or prescribed or supplied at the
patient’s explicit request.

– Life-ending acts without the patient’s explicit request if
drugs were administered without an explicit request of the
patient.

N Possibly life-shortening alleviation of pain and symptoms
by using drugs (e.g. morphine), taking into account the
possibility of hastening the patient’s death, or partly with
the intention of hastening the patient’s death.

N Non-treatment decisions: the withholding or withdrawing
of (potentially life-prolonging) treatment, taking into
account the possibility of hastening the patient’s death
or explicitly intending to hasten the patient’s death.
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Place of death
The proportion of people dying in a hospital varied from 37.3%
in Switzerland to 50.0% in Belgium, at home from 21.2% in
Sweden to 26.5% in Belgium, and in a care home from 21% in
Belgium to 33.7% in Switzerland (table 1).

Place of death and end-of-l ife decisions
Of all deaths, 65.7–68.0% were not sudden and unexpected. Of
these non-sudden deaths, 0.4% in Sweden to 2.8% in Belgium
were preceded by physician-assisted death, 21.4% in Sweden to
39.0% in Denmark were preceded by possibly life-shortening
pain and symptom alleviation, and 20.9% in Denmark to 40.8%
in Switzerland were preceded by non-treatment decisions
(table 2).

The probability that a death was not sudden and unexpected,
and thus the possibility that death was preceded by an end-of-
life decision, varied between the settings. The proportion of
non-sudden deaths was generally lower at home (46.6–56.2%)
and higher in hospitals (63.9–83.7%) and care homes (73.8–
86.0%).

Among the non-sudden deaths, the incidence of several end-
of-life decisions varied by the place of death. In Denmark and
Switzerland, the incidence of physician-assisted death was

higher at home than in a hospital or care home. In these
countries as well as in Belgium, euthanasia or physician-
assisted suicide in particular more often occurred at home. In
Switzerland, a quarter of all assisted suicides occurred in the
apartments of a right-to-die organisation (other place of death).
The incidence of life-ending acts without an explicit request
from the patient also tended to be higher at home, but only
significantly in Switzerland. Small setting differences were
found in the incidence of the alleviation of pain and symptoms
with a possible life-shortening effect. It tended to be higher at
home in Denmark and lower in care homes in Belgium. No
significant differences were found, however, for the incidence
of these decisions with a partly life-shortening intention. Non-
treatment decisions generally occurred less frequently at home,
and in Denmark and Sweden also less frequently in care homes.
In Belgium and Switzerland the incidence of non-treatment
decisions in which life-shortening was not the explicit intention
was even higher in care homes.

Multivariate logistic regression confirmed several differences
between the three settings in the probability of end-of-life
decisions, independent of (confounding) differences in age, sex
and cause of death. A higher probability of physician-assisted
death at home was confirmed in Denmark, Belgium, and

Table 2 Incidence of end-of-life decisions by place of death in non-sudden deaths in Belgium, Denmark, Sweden and Switzerland*

Hospital Home Care home p Value� Total`

Belgium, no. of non-sudden deaths1 (% of all deaths) 1054 (71.5%) 417 (53.3%) 457 (73.8%) ,0.001 1938 (65.7%)
Physician-assisted death 2.6 4.3** 2.0 0.101 2.8

Euthanasia or physician-assisted suicide 0.3 1.4** 0.0 0.005 0.5
Life-ending without explicit patient request 2.3 2.6 2.0 0.804 2.3

Alleviation of pain/symptoms 34.4 38.3 26.0 ,0.001 33.3
Taking into account life-shortening 30.0 32.5 23.2 0.005 28.9
Partly intending life-shortening 4.5 5.8 2.8 0.099 4.3

Non-treatment decision 22.4 17.7** 26.0 0.012 22.2
Taking into account life-shortening 9.9 6.5** 10.7 0.060 9.3
Explicitly intending life-shortening 12.5 11.3 15.3 0.179 12.9

Denmark, no. of non-sudden deaths1 (% of all deaths) 736 (63.9%) 413 (56.2%) 762 (86.0%) ,0.001 1954 (66.5%)
Physician-assisted death 0.7 2.7** 0.9 0.015 1.2

Euthanasia or physician-assisted suicide 0.0 0.7 0.1 0.034 0.2
Life-ending without explicit patient request 0.7 1.9 0.9 0.131 1.0

Alleviation of pain/symptoms 37.1 46.2 37.5 0.005 39.0
Taking into account life-shortening 33.3 42.1** 35.3** 0.011 35.7
Partly intending life-shortening 3.8 4.1 2.2 0.110 3.3

Non-treatment decision 27.0 14.5** 18.9** ,0.001 20.9
Taking into account life-shortening 11.7 6.1** 9.4** 0.007 9.5
Explicitly intending life-shortening 15.4 8.5** 9.4** ,0.001 11.4

Sweden, no. of non-sudden deaths1 (% of all deaths) 948 (67.9%) 315 (46.7%) 842 (78.8%) ,0.001 2145 (66.0%)
Physician-assisted death 0.4 0.3 0.4 0.999 0.4

Euthanasia or physician-assisted suicide 0.0 0.0 0.0 – 0.0
Life-ending without explicit patient request 0.4 0.3 0.4 0.999 0.4

Alleviation of pain/symptoms 29.2 29.8 33.3 0.168 30.8
Taking into account life-shortening 28.6 29.8 32.5 0.189 30.2
Partly intending life-shortening 0.6 0.0 0.7 0.387 0.6

Non-treatment decision 27.2 17.5** 16.0** ,0.001 21.4
Taking into account life-shortening 8.6 5.4 6.3** 0.069 7.3
Explicitly intending life-shortening 18.5 12.1** 9.7** ,0.001 14.1

Switzerland, no. of non-sudden deaths1 (% of all deaths) 1044 (83.7%) 354 (46.6%) 867 (77.0%) ,0.001 2283 (68.0%)
Physician-assisted death 0.4 5.1** 1.2** ,0.001 1.5

Euthanasia or physician-assisted suicide 0.1 3.4** 0.6** ,0.001 0.9
Life-ending without explicit patient request 0.3 1.7** 0.6 0.018 0.6

Alleviation of pain/symptoms 34.3 33.3 30.3 0.158 32.4
Taking into account life-shortening 31.1 28.0 26.6 0.081 28.7
Partly intending life-shortening 3.2 5.4 3.7 0.170 3.7

Non-treatment decision 41.3 32.8** 43.1 0.003 40.8
Taking into account life-shortening 8.8 7.3 13.2 0.001 10.3
Explicitly intending life-shortening 32.6 25.4** 29.9 0.038 30.5

*All data are weighted (i.e. adjusted for stratification and sociodemographic characteristics).
�Fisher’s exact test for differences between home, hospital and care home.
`This includes a small number of deaths in other places. Totals might not add up.
1Number of deaths (and percentage within total number of deaths in hospital, at home, etc.) in which an end-of-life decision was possible (i.e. not sudden or unexpected, and when
the physician first saw the patient before the the patient’s death).
**The probability remained statistically higher or lower than for hospitals (reference category) in a logistic regression controlling for age, sex and cause of death.
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Switzerland. Euthanasia or physician-assisted suicide was also
more likely to take place at home in Belgium and Switzerland,
and a life-ending act without an explicit request from the
patient was more likely to take place at home in Switzerland.
No significant differences were found between the settings of
care for the probability of the alleviation of pain and symptoms,
except in Denmark where the probability of these kinds of
decisions with only a foreseen life-shortening was lower in
hospitals. The lower probability of death being preceded by a
non-treatment decision (and in particular one in which
hastening death was the explicit intention) was confirmed for
home deaths in Switzerland, and for home deaths as well as
care home deaths in Sweden and Denmark.

Continuous deep sedation until death occurred in 3.9–12.8%
of all non-sudden deaths and was more likely to be found in
hospital deaths in Belgium and Sweden (table 3). There was,

however, a varying picture depending on whether or not
artificial nutrition/hydration was withdrawn. In all countries
continuous deep sedation with artificial nutrition/hydration
was (also after controlling for age, sex and cause of death) more
likely in hospitals than in care homes or at home. Continuous
deep sedation without artificial nutrition/hydration was more
likely in Denmark and less likely in Sweden to precede a death
at home.

Place of death and communication of end-of-life
decisions
In Switzerland and Belgium physician-assisted death was most
often discussed with other caregivers in hospitals (100%), and
least often at home (42.9–73.0%). This tendency was also found
in the other countries but was, because of a limited number of
cases, not statistically significant (table 4).

Table 3 Incidence of continuous deep sedation by place of death in non-sudden deaths in
Belgium, Denmark, Sweden and Switzerland

Hospital Home Care home p Value* Total

Belgium
Continuous deep sedation (total) 18.9 7.1� 4.3� ,0.001 12.8

Without ANH 5.6 5.7 2.9 0.078 4.9
With ANH 13.4 1.5� 1.3� ,0.001 7.9

Denmark
Continuous deep sedation (total) 4.7 4.7 2.6 0.063 3.9

Without ANH 1.4 4.5� 2.6 0.007 2.6
With ANH 3.3 0.2� 0.0 ,0.001 1.3

Sweden
Continuous deep sedation (total) 7.9 2.1� 3.0� ,0.001 5.2

Without ANH 3.8 0.7� 3.0 0.028 3.0
With ANH 4.1 1.4� 0.1� ,0.001 2.2

Switzerland
Continuous deep sedation (total) 9.2 7.0 5.4 0.009 7.4

Without ANH 4.1 6.1 4.2 0.289 4.4
With ANH 5.1 0.9� 1.2� ,0.001 3.0

ANH, Administration of (artificial) nutrition and hydration.
All data are weighted (i.e. adjusted for stratification and sociodemographic characteristics).
*Fisher’s exact test for differences between home, hospital and care home.
�The probability remained statistically higher or lower than for hospitals (reference category) in a logistic regression
controlling for age, sex and cause of death.

Table 4 Discussion of end-of-life decisions by place of death in Belgium, Denmark, Sweden and Switzerland

Physician-assisted death Alleviation of pain/symptoms Non-treatment decision

Hospital Home Care home Hospital Home Care home Hospital Home Care home

Belguim, no. of cases 26 38 10 374 324 144 202 106 121
Not discussed with patient, patient incompetent 50.0 26.3 90.0* 50.5 44.4 65.3* 66.3 63.4 67.2
Discussed with patient 50.0 65.8 0.0* 34.0 36.5 19.8* 27.5 26.7 20.7
Discussed with relatives 92.3 94.7 90.0 70.2 72.5 66.9 82.0 93.0 77.4*
Discussed with other professionals 100.0 73.0 80.0* 81.8 59.5 84.2* 92.2 70.4 92.9*

Denmark, no. of cases 6 17 8 342 273 281 200 76 123
Not discussed with patient, patient incompetent 16.7 29.4 62.5 60.5 44.8 67.0* 68.8 41.1 68.7*
Discussed with patient 50.0 58.8 37.5 19.6 25.1 12.9* 23.7 47.9 27.0*
Discussed with relatives 83.3 88.2 62.5 39.9 50.8 39.3* 62.5 74.0 58.3�
Discussed with other professionals 80.0 62.5 71.4 41.0 32.8 55.9* 76.0 56.9 71.4*

Sweden, no. of cases 5 1 2 370 111 336 280 58 144
Not discussed with patient, patient incompetent 75.0 0.0 100.0 62.4 52.1 73.3* 67.7 66.1 80.3*
Discussed with patient 0.0 0.0 0.0 10.0 9.6 4.7� 22.3 19.6 14.4
Discussed with relatives 75.0 0.0 100.0 25.7 22.2 16.5* 65.1 58.9 51.1*
Discussed with other professionals 75.0 0.0 100.0 28.1 27.8 18.8* 70.4 66.1 61.1

Switzerland, no. of cases 4 18 10 358 118 262 431 116 373
Not discussed with patient, patient incompetent 25.0 26.7 30.0 46.9 30.7 57.8* 54.6 35.4 58.4*
Discussed with patient 50.0 66.7 70.0 40.0 41.6 27.0* 38.1 55.8 29.9*
Discussed with relatives 75.0 86.7 70.0 68.6 65.0 53.2* 79.7 80.5 65.6*
Discussed with other professionals 100.0 42.9 90.0* 77.2 49.5 74.0* 87.2 53.1 87.3*

*p,0.05 (Fisher’s exact test); �p,0.1 (Fisher’s exact test).
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Cases of the alleviation of pain and symptoms and non-
treatment decisions were generally also more discussed with
other caregivers in a hospital or in a care home than at home
(except in Sweden).

Relatives tended to be more involved in discussions about
(the life-shortening potential of) the alleviation of pain and
symptoms or a non-treatment decision at home than in a
hospital or care home (in Belgium and in Denmark), and more
at home or in a hospital than in a care home (in Sweden and
Switzerland).

The incidence of discussion with the patient about the
alleviation of pain and symptoms or non-treatment decisions
was relatively low (4.7% of alleviation of pain and symptoms in
care homes in Sweden to 55.8% of non-treatment decisions at
home in Switzerland), but was generally higher at home than
in a hospital (except for Sweden), and lower in care homes. A
physician-assisted death tended to be discussed more often
with the patient at home than in a hospital (or a care home),
but this was only statistically significant in Belgium. The reason
why the end-of-life decision was not discussed with the patient
was mostly, especially in hospitals and in care homes, that the
patient was no longer capable of participating in end-of-life
decision-making. Further exploration of the end-of-life deci-
sions discussed with the patient learned that in home deaths
the discussion was (except in Sweden) significantly more often
initiated by the patient and/or (except in Switzerland) by the
patient’s relatives than in hospital deaths, in which the
discussion was more often initiated by the physician (not
shown in tables).

DISCUSSION
Our study revealed some clear differences in end-of-life
decisions and in the communication about these decisions
according to the place of dying. End-of-life decision-making
differed by where patients died, even after controlling for the
cause of death, sex, and age of the patient, factors found to be
correlated with end-of-life decisions in several previous
studies.19 22 27

This study compares, probably for the first time, the end-of-
life decisions that are made in hospital, at home, or in care
homes, using a large-scale cross-national death certificate
study. It thereby contributes to the knowledge of how people
die. The death certificate method used allowed reliable
epidemiological estimates to be made by setting. Other
methodological strengths are the large and representative
nation or region-wide sample sizes and relatively good res-
ponse percentages. Next to a possible bias by non-response,
however, it is uncertain whether the results can be extrapolated
to the other regions in Belgium and Switzerland. Possible bias
might also occur in the self-reported end-of-life decision-
making of physicians, for example as a result of the fear of
legal consequences. A more important limitation is that we
did not take into account all relevant patient information,
which would have allowed us to control for all possible con-
founders. For example, we cannot exclude the possibility that
differences in decision-making between settings might be the
result of differences in patient characteristics such as symptom
severity.

Physician-assisted death was rare, but although at the time
of the study physician-assisted suicide was only legal in
Switzerland and euthanasia was illegal in all countries (it
became legal in the Netherlands and Belgium in 2002), it
occurred in all four countries. Physician-assisted death more
often took place at home than in the other settings in Belgium,
Denmark and Switzerland. This difference results especially
from the higher incidence of euthanasia or physician-assisted
suicide at home. Next to the Swiss ‘‘Exit’’ association28 usually

offering assistance in suicide in the domestic setting of the
patient as a partial explanation for the findings in Switzerland,
possible explanations for the higher incidence of euthanasia/
physician-assisted suicide at home than in other settings
might be the degree of intimacy, privacy and concealment,
characteristics of the relationship with the professional
caregiver, different (palliative) care and treatment options, or
institutional policies to restrict euthanasia.29 An explana-
tion might also be that both dying at home and dying by
euthanasia/physician-assisted suicide characterises those
patients (and their families) with (a desire for) a higher degree
of autonomy.

Apart from Belgium, non-treatment decisions were more
often taken in hospitals, possibly as a result of the fact that the
greater availability of possible (technically advanced) treat-
ments that are part of (standard) medical practice in hospitals
also contributes to more decisions to withhold or withdraw
such treatments.

Continuous deep sedation occurs less at home or in care
homes than in hospitals, possibly because of differences in
(technical) palliative medicine possibilities (e.g. constant
monitoring of doses). Whether this can be attributed to
hospital policies, considering continuous deep sedation an
acceptable ‘‘palliative filter’’29 for euthanasia, still needs to be
researched further.

The probability of similar patients receiving alleviation of
pain and symptoms with a possible life-shortening effect was
basically the same at home, in hospital, or in care homes. The
use of analgesics is thus probably part of the standard practice
of specialists in hospitals as well as of general practitioners at
home, and is less influenced by the surrounding (setting-
specific) ‘‘care culture’’.

Another important finding is that communication about
and involvement of others in the decision-making process
are, as indicated in previous studies,24 30 far from perfect.
Decisions that may involve the shortening of life, such as the

What is already known on this topic

N Hospitals, home, and care homes involve a different
(quality of) end-of-life care

N Many deaths are preceded by medical end-of-life
decisions with a possible or certain life-shortening effect

N Empirical evidence on differences in end-of-life decision-
making in hospitals, at home, or in care homes is lacking

What this study adds

N The likelihood that physician-assisted death, intensifica-
tion of pain/symptom alleviation with a possible life-
shortening effect, and non-treatment decisions are made
differs depending on the place of end-of-life care

N The end-of-life decision-making process involves more
communication with other caregivers in institutional
settings, but less with patients than at home

N There is a need for organising good palliative care
options and developing clear (communication) guidelines
for different kinds of end-of-life decisions in all settings
for different circumstances
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intensification of pain and symptom management and not
giving treatment, which were taken in approximately half or
more of non-suddenly dying patients, were discussed with only
a minority of such patients. Moreover, this was also determined
by the setting of end-of-life care. Discussion with other
professional caregivers, which is a safeguard in prudent end-
of-life practice, is shown to occur rarely at home. The reason for
this is probably that general practitioners operate in a more
isolated fashion, whereas physicians in institutions have more
formal (and informal) consultations and discussions with other
physicians or nurses.

The discussion with patients was, however, in most countries
more frequent at home than in institutions. The main
explanation from the data is that patients dying in hospital
were more often incompetent at the time of decision-making, a
finding confirming previous research.24 This is possibly an
indication that specialists wait too long before discussing end-
of-life decisions. Many acutely ill patients lose the ability to
make medical care decisions around the time of hospital
admission, but it often seems that discussion and exploration of
patient and family wishes could have been initiated earlier (or
by advance directives).31 Indications of a greater control over
care and the situation of patients receiving palliative care at
home compared with hospital,14 and of more paternalistic
attitudes among specialists24 32 (also demonstrated in our
finding that discussion was less often initiated by the patient
and more often by the physician in hospital deaths) are other
possible explanations.

Finally, a marked finding of our study is that the differences
in end-of-life decisions between settings are similar in all
countries, but that there are at the same time some clear
country differences. Whereas previous research demonstrated
more discussion with patients and families in northern than in
central or southern European countries,24 our results indicate a
strikingly lower patient involvement in end-of-life decisions in
Sweden and Denmark than in the other countries. Probably
some cultural and country-specific factors (e.g. stronger
paternalism among Swedish physicians32) play a role. Further
research will give more insight into these factors.

In summary, our results do not preclude the possibility that
end-of-life decision-making practices are related to the care
setting in which people die. Our findings suggest a number of
focal points to eradicate some differences between settings, and
guarantee good end-of-life care in all settings, based on patient
preferences and clinical circumstances.33 34 At home, especially
if we aim to let more people die there, general practitioners
might benefit from having the possibility of consulting with
other professional caregivers so that they do not need to make
difficult decisions on their own. In institutional care settings,
physicians should particularly avoid waiting until patients
become incompetent before discussing end-of-life decisions. If
possible, such discussions should be undertaken at an early
stage. Involving the patient in timely discussions with regard to
their treatment and care probably not only ameliorates medical
decision-making, but also increases the likelihood of their
dying where they want.1

Further research should examine in depth the factors that
explain the differences in end-of-life decision-making between
settings. In order to make more qualitative interpretations of
the decision-making in each setting, attention should also be
paid to information on the course of dying.
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Rurik Löfmark, Centre for Bioethics, LIME, Karolinska Institutet and
Uppsala University, Stockholm, Sweden
Michael Norup, Department of Medical Philosophy and Clinical Theory,
University of Copenhagen, Copenhagen, Denmark
Agnes van der Heide, Department of Public Health, Erasmus MC,
University Medical Center Rotterdam, Rotterdam, The Netherlands
Guido Miccinesi, Centre for Study and Prevention of Cancer, Florence, Italy

Funding support: This study was supported by a grant from the Fifth
Framework Program of the European Commission, Brussels, Belgium
(contract QLRT-1999-30859). The Swiss part of the project was funded by
the Swiss Federal Office for Education and Research, Berne (contract BBW
99.0889).

Competing interests: None.

REFERENCES
1 Beccaro M, Costantini M, Rossi PG, et al. Actual and preferred place of death of

cancer patients. Results from the Italian Survey of the Dying of Cancer (ISDOC).
J Epidemiol Community Health 2006;60:412–16.

2 Cohen J, Bilsen J, Hooft P, et al. Dying at home or in an institution Using death
certificates to explore the factors associated with place of death. Health Policy
2006;78:319–29.

3 Gomes B, Higginson IJ. Factors influencing death at home in terminally ill patients
with cancer: systematic review. BMJ 2006;332:515–21.

4 Higginson IJ, Sen-Gupta GJ. Place of care in advanced cancer: a qualitative
systematic literature review of patient preferences. J Palliat Med
2000;3:287–300.

5 Tang ST, Liu TW, Lai MS, et al. Discrepancy in the preferences of place of death
between terminally ill cancer patients and their primary family caregivers in
Taiwan. Soc Sci Med 2005;61:1560–6.

6 Townsend J, Frank AO, Fermont D, et al. Terminal cancer care and patients’
preference for place of death: a prospective study. BMJ 1990;301:415–17.

7 Kroneman M, Siegers JJ. The effect of hospital bed reduction on the use of beds:
a comparative study of 10 European countries. Soc Sci Med 2004;59:1731–40.

8 Dudgeon DJ, Kristjanson L. Home versus hospital death: assessment of
preferences and clinical challenges. Can Med Assoc J 1995;152:337–40.

9 Mezey M, Dubler NN, Mitty E, et al. What impact do setting and transitions have
on the quality of life at the end of life and the quality of the dying process?
Gerontologist 2002;42:54–67.

10 Finlay IG, Higginson IJ, Goodwin DM, et al. Palliative care in hospital, hospice,
at home: results from a systematic review. Ann Oncol, 2002;13(Suppl 4),
257–64.

11 Catalan-Fernandez JG, Pons-Sureda O, Recober-Martinez A, et al. Dying of
cancer. The place of death and family circumstances. Med Care
1991;29:841–52.

12 Bowling A. The hospitalisation of death: should more people die at home? J Med
Ethics 1983;9:158–61.

13 Gallo WT, Baker MJ, Bradley EH. Factors associated with home versus
institutional death among cancer patients in Connecticut. J Am Geriatr Soc
2001;49:771–7.

14 Peters L, Sellick K. Quality of life of cancer patients receiving inpatient and home-
based palliative care. J Adv Nurs 2006;53:524–33.

15 Teno JM, Clarridge BR, Casey V, et al. Family perspectives on end-of-life care at
the last place of care. JAMA 2004;291:88–93.

16 Evans N, Walsh H. The organisation of death and dying in today’s society. Nurs
Stand 2002;16:33–8.

17 Grande GE, Farquhar MC, Barclay SI, et al. Caregiver bereavement outcome:
relationship with hospice at home, satisfaction with care, and home death.
J Palliat Care 2004;20:69–77.

18 Tang ST, McCorkle R. Determinants of place of death for terminal cancer
patients. Cancer Invest 2001;19:165–80.

19 Deliens L, Mortier F, Bilsen J, et al. End-of-life decisions in medical practice in
Flanders, Belgium: a nationwide survey. Lancet 2000;356:1806–11.

20 Emanuel EJ, Daniels ER, Fairclough DL, et al. The practice of euthanasia and
physician-assisted suicide in the United States: adherence to proposed
safeguards and effects on physicians. JAMA 1998;280:507–13.

21 Kuhse H, Singer P, Baume P, et al. End-of-life decisions in Australian medical
practice. Med J Aust 1997;166:191–6.

22 van der Heide A, Deliens L, Faisst K, et al. End-of-life decision-making in six
European countries: descriptive study. Lancet 2003;362:345–50.

23 van der Maas PJ, van der Wal G, Haverkate I, et al. Euthanasia, physician-
assisted suicide, and other medical practices involving the end of life in The
Netherlands, 1990–1995. N Engl J Med 1996;335:1699–1705.

24 Cohen S, Sprung C, Sjokvist P, et al. Communication of end-of-life decisions in
European intensive care units. Intensive Care Med 2005;31:1215–21.

End-of-life decision-making 1067

www.jech.com



25 Sprung CL, Cohen SL, Sjokvist P, et al. End-of-life practices in European intensive
care units: the Ethicus Study. JAMA 2003;290:790–7.

26 Nilstun T, Cartwright C, Lofmark R, et al. Access to death certificates: what should
research ethics committees require for approval? Ann Epidemiol 2006;16:281–4.

27 Miccinesi G, Rietjens JA, Deliens L, et al. Continuous deep sedation: physicians’
experiences in six European countries. J Pain Symptom Manage
2006;31:122–9.

28 Bosshard G, Ulrich E, Bar W. 748 cases of suicide assisted by a Swiss right-to-
die organisation. Swiss Med Wkly 2003;133:310–17.

29 Gastmans C, Lemiengre J, van der WG, et al. Prevalence and content of written
ethics policies on euthanasia in Catholic healthcare institutions in Belgium
(Flanders). Health Policy 2006;76:169–78.

30 Bilsen J, Vander Stichele R, Mortier F, et al. The incidence and characteristics of
end-of-life decisions by GPs in Belgium. Fam Pract 2004;21:282–9.

31 Wenger NS, Oye RK, Bellamy PE, et al. Prior capacity of patients lacking
decision making ability early in hospitalization: implications for advance
directive administration. The SUPPORT Investigators. Study to Understand
Prognoses and Preferences for Outcomes and Risks of Treatments. J Gen Intern
Med 1994;9:539–43.

32 Sjokvist P, Nilstun T, Svantesson M, et al. Withdrawal of life support – who
should decide? Differences in attitudes among the general public, nurses and
physicians. Intensive Care Med 1999;25:949–54.

33 Christakis NA, Asch DA. Physician characteristics associated with decisions to
withdraw life support. Am J Public Health 1995;85:367–72.

34 Hinkka H, Kosunen E, Metsanoja R, et al. Factors affecting physicians’ decisions
to forgo life-sustaining treatments in terminal care. J Med Ethics
2002;28:109–14.

APPENDIX

EURELD CONSORTIUM
The members of the EURELD consortium (apart from the
authors) are given below:

Freddy Mortier, Julie van Geluwe, Ghent University, Ghent,
Belgium; Annemarie Dencker, Anna Paldam Folker, University
of Copenhagen, Copenhagen, Denmark; Riccardo Cecioni,
Eugenio Paci, Center for Study and Prevention of Cancer,
Florence, Italy; L. Simonato, University of Padua, Padua, Italy;
S. Franchini, Local Health Authority, Trento, Italy; A.C.
Finarelli, Regional Department of Health, Bologna, Italy; Tore
Nilstun, University of Lund, Lund, Sweden; Georg Bosshard,
Karin Faisst, Ueli Zellweger, University of Zurich, Zurich,
Switzerland; Paul J. van der Maas, Erasmus University Medical
Center Rotterdam, Rotterdam, the Netherlands; Bregje
Onwuteaka-Philipsen, Gerrit van der Wal, VU University
Medical Center, Amsterdam, the Netherlands; Johannes J.M.
van Delden, University Medical Center Utrecht, Utrecht, the
Netherlands.

1068 Cohen, Bilsen, Fischer, et al

www.jech.com


