
Introduction

There is disagreement over the roles of the physician,
the patient and the patient's family in making decisions
to limit life-sustaining treatment [1]. For instance, Brit-
ish and Swedish guidelines acknowledge the right of a
competent patient to refuse treatment, but both empha-
size the physician's role as decision-maker, especially in

the case of an unconscious or otherwise incompetent pa-
tient [2, 3, 4, 5]. In contrast, North American guidelines
stipulate that the decision lies with the competent pa-
tient or with the family in the case of an incompetent pa-
tient [6, 7, 8].

It is important that both official policy and the exist-
ing practice of the health care system is in agreement
with the values of the people in the community in ques-
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Abstract Objective: To examine the
attitudes of the general public re-
garding who should decide about
the withdrawal of life support and to
compare these attitudes with those
of intensive care personnel.
Design: Nationwide postal ques-
tionnaire survey.
Setting: Sweden.
Participants: One thousand one
hundred ninety-six randomly select-
ed persons from the Swedish popu-
lation register, 339 nurses and 121
physicians from 29 randomly select-
ed intensive care units (ICUs).
Measurements and results: Respon-
dents' answers to questions related
to two clinical scenarios: one with a
conscious and competent patient
and one with an unconscious pa-
tient. The response rates were 64 %
for the general public, 86 % for the
nurses and 88 % for the physicians.
Concerning the competent patient,
48% of the public, 31 % of the nurs-
es and 8 % of the physicians were of
the opinion that a decision about
continued ventilator treatment
should be made by the patient alone

or together with the family, but
without the physician. The vast ma-
jority of physicians (87 %) wanted to
make the decision themselves, ei-
ther alone or together with the pa-
tient or family. Concerning the in-
competent patient, 73 % of the gen-
eral public and 70% of the nurses
advocated a joint decision made by
the family and the physician togeth-
er. The majority of the physicians
(61 %) regarded themselves as the
sole decision-maker, a view sup-
ported by only 5 % of the public and
20% of the nurses.
Conclusions: While existing Swedish
guidelines recommend that the phy-
sician should be the sole decision-
maker, the general public favour
more patient and family influence
on the decision to withdraw life sup-
port as compared with intensive care
physicians.
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tion. Part of the solution to the disagreements about
end-of-life decisions would thus be to explore the views
of the people in different societies. However, few sur-
veys have been conducted concerning the attitudes of
the general public regarding the decision to withdraw
life support [9, 10, 11, 12, 13]. Public opinion in most
countries remains unknown.

In this paper we examine the attitudes of the general
public in Sweden regarding who should make the deci-
sion about withdrawal of life support and compare these
attitudes with those of intensive care personnel and with
existing guidelines.

Material and methods

Questionnaire

To survey the attitudes, we used a questionnaire with two scenari-
os, the first involving a conscious and competent patient and the
second describing an unconscious patient (see Appendix). We fo-
cused on ventilator treatment, which is a form of life support well
known among the general public.

The questionnaire was developed in co-operation with Statis-
tics Sweden, the governmental agency that conducted the survey
among the public. A preliminary version was pre-tested by the
agency using a cognitive method [14]. In this pre-test, 15 randomly
selected persons completed the questionnaire under the direct ob-
servation of the personnel administering the test. While complet-
ing the questionnaire, they voiced their associations and reactions.
In addition, they were interviewed specifically about potential
problems with the design of the questionnaire. The conclusion
was that the technique with case scenarios was well accepted, but
some elucidation of the questions was needed. All suggested mod-
ifications were implemented in the final version of the question-
naire. The questionnaire was distributed during the autumn of
1997. The survey was approved by the Research Ethics Committee
of the Örebro County Council.

Respondents

A sample of 1200 adults, aged 25±74, was randomly selected from
the general population register in Sweden. The questionnaires
were mailed and, when necessary, two reminders were sent by
mail.

A random sample of 30 of 61 intensive care units (ICUs) in
Sweden with the capacity to care simultaneously for at least three
ventilator-dependent patients were included. These 61 ICUs repre-
sent the great majority of Swedish ICUs of this size. Twenty-nine of
the 30 ICUs agreed to participate in the survey. One third of the
nurses at these ICUs were selected at random from lists of employ-
ees.

In Sweden almost all ICUs are staffed by anaesthesiologists.
However, a sample from the list of employees at a department of
anaesthesia would include many anaesthesiologists who work
only occasionally in the ICU. Instead of a random selection of an-
aesthesiologists, we thus surveyed specialists and residents who
were on duty in the ICU during certain weeks which were deter-
mined beforehand. From each centre, the number of physicians in-
cluded in the study was twice the number of physicians working
day-time in the ICU. For example, in a centre with an ICU usually

staffed by two physicians, four physicians were surveyed. The num-
bers of ICUs, nurses and physicians surveyed were selected to al-
low us to cover all areas in Sweden and to get appropriate sample
sizes of both nurses and physicians.

The questionnaires were mailed to 339 nurses and 121 physi-
cians by the authors. The respondents returned the questionnaires
in coded envelopes to allow follow-up, but the questionnaires and
the respondents' answers remained anonymous to the investiga-
tors. One mail reminder was sent when necessary.

Statistical methods

According to standard practice at Statistics Sweden, a non-re-
sponse study was conducted. In this non-response study [15] 212
of the 425 persons not responding after two mail reminders in
the public survey were approached by phone. Eighty-four of the
212 persons approached in this follow-up completed the question-
naire by mail or phone. Their answers were used to calculate a
weighted result for each question. In this calculation, a higher
weight was given to the answers collected in the non-response
study than to the answers from the regular survey. The rationale
behind giving higher weight to those who responded after being
reminded by telephone, is the assumption that the answers of
non-responders are more in concordance with those responding
after several reminders, than to those who answer immediately
or following only a few reminders. These weighted results did
not differ from the results in the regular survey by more than
three percentage points for any question. Thus, if these assump-
tions are true, a higher response rate would not have significantly
altered the results.

A chi-square test was used to test the null-hypothesis that the
distribution of answers from the three groups were the same.
When the null-hypothesis was rejected (p < 0.005), a subsequent
analysis was made to determine which answers contributed to the
differences among the groups.

Results

Of the 1200 persons in the general public sample, four
had died or emigrated. Of the remaining 1196 eligible
persons, 771 (64 %) answered the questionnaire. The re-
sponse rate for the nurses was 290/339 (86 %) and for
the physicians it was 107/121 (88 %).

Respondent characteristics

Table 1 summarizes the demographic characteristics of
the respondents. The data from those of the general
public that responded were compared with the whole
sample of the general public, regarding age, gender and
community size. No significant differences were found,
indicating that the respondents were representative of
the general public of Sweden regarding these factors.
Among the respondents from the public, 31% had up
to 9 years of education, 42% had 10±12 years of educa-
tion, and 27% had university education. According to
the definitions used, all nurses and physicians had uni-
versity education. The nurses and the physicians had a
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mean of 13 and 12 years of ICU experience, respective-
ly. Eighteen percent of the respondents from the public
and 16±17 % of the health care professionals stated that
they had experience with ventilator treatment, either as
a patient or as a close relative.

Decision-making when the patient is competent

The majority of the general public, the nurses and the
physicians (87 %, 81% and 77%, respectively) were of
the opinion that the physician should raise the question
about continued ventilator support, with either the pa-
tient or the family, or both. However, the number of re-
spondents who answered that the question should not
be raised was significantly larger among the nurses and
physicians, than among the general public (14 %, 16%
and 8 %, respectively) (p < 0.001).

Fifty percent of the general public, as compared to
8 % of the physicians and 31% of the nurses, were of
the opinion that a decision about continued ventilator
treatment should be made by the patient or the family
alone or by the patient and the family together, but with-

out the physician. In contrast, 25 % of the physicians
saw themselves as the sole decision-maker, an alterna-
tive preferred by only 2 % of the public (Table 2). The
combination of the patient and/or the family together
with the physician as decision-makers were supported
by 46 % of the general public, 57 % of the nurses and
62% of the physicians.

Decision-making when the patient is incompetent

A large majority of the general public the nurses and the
physicians (86 %, 82 % and 85%, respectively) agreed
that the physician should raise the question about con-
tinued ventilator support with the family.

Of the physicians, 61% answered that they alone
should be the ones to make the decision, a view held by
5 % of the general public and 20% of the nurses. In con-
trast, twice as many persons among the general public
and the nurses, as compared to the physicians, advocat-
ed a joint decision made by the family and the physician
(73 %, 70% and 36 %, respectively) (Table 3).

Discussion

The strengths of this study include a pre-tested ques-
tionnaire, a high response rate among physicians and
nurses, and results confirmed by a non-response study
for the general public. This study is limited in that the
respondents reacted to hypothetical scenarios and their
attitudes might be different if they themselves or a close
family member became seriously ill. Another limitation
is that the questionnaire was not tested for reliability
and that we do not know the stability of the views ex-
pressed in the survey. This survey focused on physicians,
patients and families. Thus, we have no data regarding
other participators in decisions to limit life support. For
instance, the role of nurses was not assessed in the ques-
tionnaire despite their important role in end-of-life de-
cisions.
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Table 1 Characteristics of the respondents

Public
n = 771

Nurses
n = 290

Physicians
n = 107

P-value

Age, years mean (SD) 50 (13.5) 41 (7.1) 42 (7.1) < 0.001a

Female % 49 90 33 < 0.001b

Community size %: 0.58b

Major cities 36 35 38
Other cities 34 36 39
Towns and country 30 29 22
a F-test, b Chi-square test

Table 2 Scenario with competent patient. Who should decide
about continued ventilator treatment?

n (%) Public
n = 758

Nurses
n = 289

Physicians
n = 107

Patient only 227* (30) 66 (23) 7* (7)

Family only 15 (2) 0 (0) 0 (0)

Physician only 16* (2) 27* (9) 27* (25)

Patient and family together 134* (18) 23* (8) 1* (1)

Patient and physician together 83* (11) 39 (13) 41* (38)

Family and physician together 42 (6) 11 (4) 1 (1)

Patient, family, physician
together 217 (29) 115* (40) 25 (23)

Uncertain 24 (3) 8 (3) 5 (5)

P < 0.001 for the rejection of the null-hypothesis that the distribu-
tion of answers from the three groups were the same
* when statistically significant differences between the three
groups were found these frequencies contributed to those differen-
ces

Table 3 Scenario with incompetent patient. Who should decide
about continued ventilator treatment?

n (%) Public
n = 763

Nurses
n = 290

Physicians
n = 107

Family only 148* (19) 17* (6) 0* (0)
Physician only 39* (5) 57* (20) 65* (61)
Family and physician together 554 (73) 204 (70) 38* (36)
Uncertain 22 (3) 12 (4) 4 (4)

P < 0.001 for the rejection of the null-hypothesis that the distribu-
tion of answers from the three groups were the same
* when statistically significant differences between the three
groups were found these frequencies contributed to those differen-
ces



Our findings indicate that there is a difference be-
tween the attitudes of the Swedish population and both
the official policy and the existing practices in the health
care system regarding who should make the decision to
withdraw life support [16, 17].

First, there is a difference in attitude between the
general public and the intensive care physicians. The
former are more in favour of patient and family influ-
ence in the decision to withdraw life support, while the
physicians emphasized that they should make the deci-
sion. The view of the Swedish general public displayed
in this study is also in agreement with findings in one
American poll and two Canadian polls. In these surveys
between 83 and 87% of the general public favoured the
family, either by themselves or together with the physi-
cian, as the decision-maker in the case of an incompe-
tent patient [10, 11, 12]. Self-determination by the pa-
tient is also acknowledged in an Australian survey of
the general public, where 91% of the respondents ac-
knowledged the right of the patient to refuse life-sus-
taining treatment [9].

Second, descriptive studies from two Swedish ICUs
both show that nearly half of the decisions to withhold
or withdraw life support were made without a docu-
mented discussion with the patient or the family [16,
17]. Clinical practice thus seems to differ from the al-
most unanimous view of our respondents that the physi-
cian should raise the question about continued ventila-
tor treatment. We have no data to explain this differ-
ence. One speculation might be that the descriptive
studies include not only the withdrawal of ventilator
treatment, but also other decisions to limit life support.
Thus, the discrepancy between the physicians' answers
in this survey and how they really act might be explained
by a belief that they should always inform about overt
decisions, i. e. withdrawal of ventilator treatment, but
feel less inclined to inform about more hypothetical de-
cisions, i. e. do not resuscitate (DNR) orders. Paternalis-
tic attitudes may also influence behaviour and make
physicians less inclined to inform even if they, in princi-
ple, think that the patients and their families should be
informed. Regardless of the explanation, our findings
indicate that the general public wish to be more fre-
quently informed about decisions to limit life support
than is currently the practice in Swedish ICUs.

Third, the view of the majority of the respondents
from the general public and of the nurses, that the fami-
ly and the physician should make the decision together
in the case of an incompetent patient, expresses the val-
ue of shared decision-making [18], but differs from the
recommendations of the two existing Swedish guide-
lines [4, 5]. Both the official guideline issued by the Na-
tional Board of Health and Welfare and the one issued
by the Swedish Society of Medicine state that there is
no ethical difference between withholding and with-
drawing life support. Both practices are acceptable. A

competent patient always has the right to refuse treat-
ment, including life support. In the case of an incompe-
tent patient the guidelines differ slightly, although both
sets of guidelines emphasize that the physician is the
one to make the decision. However, the Society of Med-
icine states only that the relatives should be informed,
while the Board explicitly states that the physician
should always obtain the viewpoint of the relatives. In
contrast, both the American Thoracic Society's and the
Society of Critical Care Medicine's official statements
regarding withholding and withdrawing therapy stipu-
late shared decision-making between physician and sur-
rogate when the patient is incompetent [8, 19]. Thus, a
greater agreement seems to exist between the prefer-
ences of the Swedish general public and American
guidelines than between the Swedish population and
the Swedish guidelines.

The ideal of more direct or indirect patient input in
decisions to forego life-sustaining treatment is supported
by American findings indicating that such decisions are
often incongruent with a patient's prior preferences
[20]. However, there are also arguments supporting the
discretionary power of physicians. First, participating in
the decision might be harmful to the patient. For exam-
ple, in a British study, 19 elderly patients participated in
a cardiopulmonary resuscitation decision concerning
themselves and none of the patients seemed upset by
the discussion. However, 1 week later six of them ap-
peared distressed by the decision-making, two patients
in an unequivocal fashion [21]. Second, although many
members of the general public wish to make an advanced
directive [22], many seriously ill patients do not wish to
participate in end-of-life decisions. In a large American
study more than 70% of a group of patients with life-
threatening diseases did not wish to discuss their prefer-
ences for mechanical ventilation with their physicians
[23]. Third, it has been argued that it should not be the re-
sponsibility of the family members of an incompetent pa-
tient to make these decisions. In a Canadian study some
family members thought that involving them in DNR de-
cisions placed them unfairly in the role of deciding if
their loved ones should live or die [24]. Fourth, close rel-
atives often have poor ability to predicate a patients' life
support preferences [25, 26] and therefore have difficul-
ties acting as surrogates of the patient.

This study also has another interesting aspect. It chal-
lenges the idea of a north-south axis in Europe, in which
North European physicians are more inclined to respect
patient autonomy, while their South European col-
leagues have more paternalistic attitudes. For instance,
one study showed a greater inclination of the former to
inform their patients [27]. The present survey confirms
that there is agreement in Sweden about the duty of
physicians to inform their patients. However, the cur-
rent study suggests that many Swedish intensivists feel
an obligation to decide themselves when to withdraw

952



life support. This indicates that the principle of benefi-
cence (in this situation) is more important than the prin-
ciple of patient autonomy among physicians in Sweden.

In this article we have assumed that both the official
policy and the existing practices of the health care system
ought to be in harmony with the values of those involved
in, or affected by, the decision to withdraw life support.
Given this assumption, the results from our survey of
the three different groups are obviously relevant to the
ethical question: who should decide? However, those
who answered our questionnaire only expressed their
preferences, not their more basic values. These prefer-
ences may sometimes be due to inadequate knowledge
about the hypothetical situation. Other arguments
against increased patient and family influence are also in-
dicated above. Thus, our results do not show that changes
in policy and practice are required, but that such changes
should be discussed. Health care professionals in general
and physicians in particular should initiate this discussion
both among themselves and in society at large.
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Appendix

Scenario with competent patient and questions

A 60-year-old married woman with severe cancer and
pneumonia needs the assistance of a ventilator in order
to breathe. The woman will die within 24 h if the venti-
lator is withdrawn. The woman's physician is completely
convinced that she will die within a period of 1 month
regardless of what treatment she receives. The woman
is exhausted by her severe disease but fully conscious
and able to express her wishes. The physician is consid-
ering withdrawing the ventilator and allowing her to
die, so she will no longer have to suffer.

Do you believe that the physician should raise the
question of continued ventilator treatment with the pa-
tient and family, i. e. the patient's husband and children?

1. Yes, with the patient only
2. Yes, with the family only
3. Yes, with both the patient and the family

4. No, the physician should not raise the question with
the patient and the family

5. Uncertain

Assuming that the physician has brought up the ques-
tion of ventilator treatment for discussion, who do you
believe should decide whether or not the ventilator
treatment should be continued?

1. The patient only
2. The family, i. e. husband and children, only
3. The physician only
4. The patient and the family together
5. The patient and the physician together
6. The family and the physician together
7. The patient, the family and the physician together
8. Uncertain

Scenario with incompetent patient and questions

A 60-year-old married woman was in a serious accident
in which she suffered head injuries. One month later
she is still unconscious and needs the assistance of a ven-
tilator in order to breathe. The woman will die within
24 h if the ventilator is withdrawn. The physician is com-
pletely convinced that she will not wake up, although she
might live for a while if the ventilator is kept in place.
The physician is considering withdrawing the ventilator
treatment and allowing her to die.

Do you believe that the physician should raise the
question of continued ventilator treatment with the
family, i. e. the patient's husband and children?

1. Yes
2. No
3. Uncertain

Assuming that the physician has brought up the ques-
tion of ventilator treatment for discussion with the fam-
ily, who do you believe should decide whether or not
the ventilator treatment should be continued?

1. The family only
2. The physician only
3. The family and the physician together
4. Uncertain
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