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ABSTRACT
In order to relieve intractable suffering of a terminal
patient, doctors may decide to continuously sedate a
patient until the end of life. Little research is done on
the role the family plays during the process of
continuous sedation. This study aims to get a view of
doctors’ experiences with continuous sedation, and the
role of the family throughout that process. We held in-
depth interviews with 48 doctors (19 general
practitioners, 16 nursing home doctors and 18 medical
specialists). Participants were selected varying in
experience and opinions concerning end-of-life decisions.
Dutch physicians experience the role of family in

continuous sedation as important and potentially
difficult. Difficulties may rise especially during the final
stages when the patient is no longer conscious and
family members are waiting for death to come.
Disagreement may arise between physician and family,
concerning the dignity of the dying process or the
question whether the sedated patient is suffering or not.
Some physicians report they hastened the dying process,
in order to relieve the families’ suffering.

INTRODUCTION
In The Netherlands, in the 1990s, palliative sed-
ation came up as an optional treatment for terminal
patients who experience unbearable suffering. In
2005, it was estimated that palliative sedation pre-
cedes roughly 10% of all annual deaths in The
Netherlands,1 In the same year, the Royal Dutch
Medical Society introduced a guideline for pallia-
tive sedation which was revised in 2009.2 The
guidelines define palliative sedation as deliberate
lowering of a patient’s level of consciousness in the
last stages of life. Palliative sedation can be tempor-
ary or continuous until the moment of death, and
can be deep or superficial.
This paper focuses on deep and continuous sed-

ation until the end of life; in short: ‘continuous
sedation’. According to the guideline, continuous
sedation can be initiated if: (1) the patient is experi-
encing unbearable suffering as a result of intract-
able or refractory symptoms and (2) the patient’s
life expectancy is no longer than 2 weeks. If a phys-
ician decides to initiate continuous sedation under
these circumstances, artificial administration of
fluids is, in principle, considered to be medically
futile and will not be given.
In the same year (2009), the revised guideline

was published. The Dutch state-secretary of Health
Care assigned a nationwide study at the Knowledge
and Opinions among Professionals and the Public
of legal rules and guidelines governing End of Life

decisions (the KOPPEL-study).3 The overall goal of
the study was to get insight in knowledge, opinions
and experiences concerning euthanasia, continuous
sedation, and advanced directives of patients
among professionals and the public. In the study,
quantitative (questionnaire) and qualitative (inter-
views) methods were used. This paper focuses on a
specific part of the results emerging from qualita-
tive interview research among physicians that was
part of the KOPPEL study: the role of the family
during the process of continuous sedation.
Although we did not aim for this topic in a specific
research question beforehand, the interviewed phy-
sicians recurrently mentioned the role of the family
as a significant and often complicated aspect of
their experiences with continuous sedation. Since
physicians mentioned this so frequently, and rela-
tively little research is available about the role of
relatives in continuous sedation, we decided to
focus on these results.

METHODS
In depth interviews
The broader KOPPEL study consisted of quantita-
tive (survey) and qualitative methods (in-depth
interviews).3 The findings presented in this paper
resulted from our qualitative study. Qualitative
research methods are best suitable for research on
sensible topics about which relatively little is
known, and when the aim is to get insight into the
experiences, meanings, opinions and motives that
are significant to the participants’ point of view.4

For this study, we adopted the method of the semi-
structured in-depth interview. Interviews were
structured by an interview guide consisting of a
range of topics we wanted to discuss, such as
knowledge and interpretation of rules and guide-
lines concerning palliative sedation, euthanasia and
other end-of-life decisions. We also asked doctors
about practical experiences with the performance
of continuous sedation. If a doctor had such an
experience we invited him to tell us about that
experience in detail.

Involved researchers
The interviews were held by four researchers (DvT,
BvdV, PK, HW) and one advanced medical student.
All interviewers took part in a training in qualita-
tive research methods. The interview guide was dis-
cussed among all researchers involved. After several
pilot interviews, the guideline was discussed again,
resulting in some minor adjustments. During the
period the interviews were held, researchers
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exchanged and discussed interview experiences and read each
other’s interview transcripts.

Selection of participants
Participants were selected from a pool of respondents who par-
ticipated in the earlier quantitative survey that was part of the
larger study with 793 physicians participating in the survey.
Three kinds of doctors were represented: general practitioners,
nursing home physicians and medical specialists. Survey respon-
dents were asked if they would be willing to give a personal
interview in a later phase of our study. From the respondents
who were willing to do this we selected 25 possible interview
candidates for each group of doctors (3×25=75). This selection
was made through purposive sampling.4 We strived for a
balanced distribution of age, gender and experience among
interviewees. Also, we strived to select participants with more
liberal and with more conservative attitudes concerning medical
end-of-life decisions and ‘right to die’ issues. This selection was
based on their answers to five statements in the quantitative
survey (eg,‘I think every person has the right to decide over
their own life or death’ and ‘I think a doctor must stop treat-
ment if a patient asks him to do so’).

We planned to continue interviewing selected participants
until we reached a level of saturation, and more interviews
would no longer lead to new information relevant for our study
(knowledge and opinion on relevant rules and guidelines). For
each group of doctors one researcher was appointed to monitor
if saturation level was reached by reading all interview tran-
scripts of that group. If the appointed researcher thought satur-
ation was reached, this was discussed among all researchers
before actually deciding to stop conducting more interviews.

Collection and analysis of data
Interviews were recorded after obtaining the permission of the
interviewee. Language during the interviews was Dutch. The
quotes (in colloquial speech) used in this article were translated
by two authors (DvT, HW) and corrected by a translator. Audio
recordings were fully transcribed verbatim. Textual data were
analysed with content analysis using Atlas.ti V.6.1.1. A coding
tree was built through thematic and open coding.4 Thematic
codes were based mainly on the topic list and elements taken
from the palliative sedation guideline, such as: knowledge of cri-
teria, kind of suffering, and so on. Open codes were developed
throughout analysis of the texts, such as: role of the family, pres-
sure of the family. In order to safeguard uniform use of codes,
all codes were developed and discussed by all researchers.

RESULTS
Totally, we interviewed 49 doctors: 19 general practitioners, 14
nursing home doctors and 16 medical specialists. The interviews
were held mostly at their work offices and sometimes in their
private homes, and took approximately 1 h. The average age of
the interviewees was 51 years (youngest 30 years, oldest 69
years). Male participants were 33, and 16 were female. With
respect to continuous sedation, almost all selected interviewees
had experience (38 participants performed it once or twice; 4
participants performed it more than twice; 5 participants had
no experience; from 2 participants we did not know beforehand
if they had experience or not, due to missing values in the quan-
titative survey). We selected 23 participants whose attitudes con-
cerning end of life could be categorised as ‘liberal’ (based on the
survey results), and 22 participants whose attitudes could be
categorised as ‘conservative’ in this respect. This was unknown
for 4 selected participants due to missing values in the quantita-
tive survey.

Involving the family is important
We asked physicians to tell us about their experience with
continuous sedation. In all the stories, physicians used the term
‘palliative sedation’ to refer to deep continuous sedation until
the end of life. All doctors spontaneously expressed the import-
ance of involving the family throughout the process of continu-
ous sedation. Box 1 presents sample quotes of doctors involving
the family in the decision to start continuous sedation, and
explaining to them what to expect. In the physician’s stories,
the possibility of continuous sedation as a means to end the
patient’s suffering is mostly embraced as a relief by the patient
and the family.

Concern for the family
When the decision to start is made and the patient is continu-
ously sedated until the end, the focus of the doctor’s stories
often shifts to the role of the family. A recurring element in the
interviews is that doctors describe the time between the start of
palliative sedation until the moment of death as burdensome to
the family. In the stories, we heard that the length of this period
varied between several hours to more than 2 weeks. The stories
suggest that the longer this period, the harder it becomes for
the family (see box 2).

Treating the family
Doctors often emphasised that the focus of care during the
phase in which the patient is no longer conscious, switches from

Box 1

‘Of course you have to carefully discuss it (the decision to start
palliative sedation, ed.) with the patient and his family’ (nursing
home doctor 05)
‘We took the guideline of the KNMG and talked with the
patient and his family. At first we talked about what we would
do, the connection of the medication-pump and what
consequences to expect of this. What to do, for example, if the
patient would be restless. (…) When there were no questions
left, we started the next morning (…). On his (the patient’s,
ed.) request we connected the pump and started medication
according to the guideline’ (nursing home doctor 03).

Box 2

‘It is very difficult to the family. (…) Families seem more
grateful if I would give a lethal injection than performing
palliative sedation. They feel obliged to stay and sit next to the
bed, and that can take a long time’. (nursing home doctor 01).
‘It is just exhausting. The patient lies there sleeping, surrounded
by his family. Day 1, day 2, day 3. And then they will start to
say: how much longer will it take? The patient may start to
breathe heavily. Yes, you can hear that. And of course you have
to explain that to the family, that this doesn’t mean anything
bad. I think it is underestimated how burdensome that is for a
family’. (nursing home doctor 02).
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the patient to those sitting at the patient’s bedside. According to
the doctors’ stories, not all families are able to cope with that
particular situation (see box 3).

Doctors explain that continuous sedation is started in order
to make sure a patient will no longer experience the suffering
resulting from intractable symptoms. A recurring element in the
interviews is that family members sometimes start to question if
the patient really does not suffer. According to the doctors,
family members need explaining, and to be occasionally con-
vinced that the sedated patient is no longer suffering. In the
physicians’ stories, this strategy is often effective, but as one of
the quotes in box 3 shows, some families seem hard to convince
or be calmed down.

Coping with the family’s pressure. In such cases, interviewees
reported how family members become impatient or even con-
sider it unacceptable for the dying process to take so long.
Family members may start to object to the situation and say
things like ‘this is an undignified death’ or ‘this is not what my
mother has wanted’. Sometimes this leads family members to
put pressure on the doctor to ‘do something’ and speed up the
dying process. The interviewed physicians report that they
experienced such a situation as highly demanding and difficult.
The interviewed doctors explained that they usually are able to
manage the situation and keep their backs straight. Yet, some
doctors revealed they had found it hard to resist the family’s
pressure and had given in by increasing the dosages (see box 4).

Relieving the suffering of the family
Some physicians who disclosed that they had given higher
dosages in order to shorten the dying process, did not just
explain their act by pointing at the high pressure put on them
by family members. Physicians also justified their behaviour by
explaining that the primary goal of their act was not to shorten
the patient’s life, but to relieve suffering (see box 5).

DISCUSSION
We found that physicians consider it important to involve the
patient’s family throughout the process of deciding and per-
forming continuous sedation. This is in line with other research
showing that relatives were always informed about the start of
continuous sedation, and were in 80% of cases involved in the
decision to start the sedation.5 A prominent aspect in the physi-
cians’ stories of our study is that the period during which the
patient is sedated until the end can be very burdensome for the
family. Similar findings were displayed in other studies,6–11 In a

systematic review of experiences of relatives with the practice of
palliative sedation,

Bruinsma et al (2012) conclude that the majority of relatives
seems to be comfortable with the use of palliative sedation;
however, they also report the experience of substantial distress
by the use of sedation6 Morita et al (2004) showed that family
members may experience guilt, physical and emotional exhaus-
tion and are often concerned whether sedated patients experi-
ence distress,7 8 A study by Van Dooren et al (2009) carried out
in a palliative care unit in a Dutch medical hospital, showed that
in 29% of the cases studied, family members worried about the
possibility that the sedated patient was still suffering,9

Comparable with Van Dooren et al (2009), our interviews
suggest as well that the longer the final phase lasts, the more
burdensome it may be for family members. Interviewees told us
that during the critical phase when the patient is no longer con-
scious, family members sometimes become agitated and start to
put pressure on the doctor to make an end to the dying process.
This may even lead to dispute between doctor and family.

Our interviews indicate two potential sources of conflict.
First, possible disagreement may arise about what should be
considered a normal or dignified dying process. In such a case it
is important to keep in mind that witnessing a sedated person
die may be relatively ‘normal’ for an experienced physician, in
the sense that he may have seen several people die similarly, but
the concerned daughter who sees her sedated mother die goes
through a unique experience that may have a strong impact on
the rest of her life. To her, this experience will be anything but
normal and she may even consider it undignified. Of course,
disagreement about what is considered as a normal or dignified
way of dying is in its core disagreement about what is morally
acceptable for those involved. The interviewed doctors
explained they often, but not always, succeed in comforting
worried family members and help them accept the situation as it
is. Yet, the best way to handle such concerns and disagreement
is probably to prevent them. This requires clear, detailed and
open communication between physician, patient (if possible)

Box 3

‘At some point you don’t treat the patient anymore. You treat
the family. Because they are awake and watch over their loved
one. There are some people who remain very calm; they think
it’s all fine. But there are also families that panic, and say: “See
for yourself! He is in pain! Do something about it”.’ (general
practitioner 01).
‘Usually it all goes well and the family will have only a few
questions, such as: “My mother is breathing difficultly, is that
normal?” (…) Then you use sedative language. Not only the
medication is sedative, but also verbally you can put things in a
normal perspective. And explain that this is just the way things
go.’ (general practitioner 12).

Box 4

‘Often a family says: “we cannot face this any longer”. Well, then
you can say things like: “don’t worry. It is mainly for you that this
is difficult (and not to the patient, ed.)”. Or you can say “you
should go home for a while and not stay here waiting”, because
that is very hard for a family. And then the question comes up:
“but can’t you put an end to it? And then I say: no, that is not
what we agreed on”.’ (nursing home doctor 14).
‘You try to explain why you don’t think the patient is suffering.
But often you meet an offensive response. (…) Such as “you
wouldn’t do this to a dog!” And then you should make sure
this does not turn into a conflict at the bedside. Because for
those people you don’t want this period to be scarred by
disagreement. That is not right. You want to keep the peace,
but you neither want to speed up the process only because they
are pressuring you. I find it very hard to navigate between those
lines’. (medical specialist 13).
‘According to the family, she was moving every now and then.
They worried. But they had the wrong picture. I was not so
experienced yet, and I didn’t manage to talk it out of their
heads. And finally I gave in, and I heightened the dosages.’
(general practitioner 07).
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and family members before entering the palliative sedation
process, in which mutual (normative) expectations about that
process are made explicit. The importance of good communica-
tion skills is also emphasised in the Dutch guideline, as well as
in other studies.2 12 In their recent and small focus group study
on the experience of 14 relatives of patients who died after con-
tinuous sedation, Bruinsma et al (2013) suggest there is still
something to gain in this respect. They conclude that relatives
indicated discontent with how information was being provided
and with the communication in general.13

A second conflict that may arise between physician and family
considers interpretation of movements, moaning sounds or diffi-
cult breathing by the sedated patient. Are these signs of suffering
or not? The Dutch guideline also addresses this question and
mentions clinical symptoms such as haemorrhages, vomiting,
diarrhoea, Cheyne-Stokes respiration, death rattle, ischaemia,
cyanosis and decubitus. The guideline acknowledges that these
symptoms ‘may come as a shock to family who are not prepared
for them’. Yet, it also states ‘the sedated patient will no longer
be aware of such symptoms’ and ‘involuntary movements or agi-
tation need not mean that the patient is in pain or discomfort’.
(pp. 47 and 49).2 In their stories, doctors make clear they try to
convince relatives that the patient no longer experiences suffer-
ing. Yet, it may be hard to persuade a concerned and emotional
family member who thinks otherwise. Obviously, this again
requires excellent communicative and empathic skills from phy-
sicians and other professionals involved. However, here the dif-
ficulty may also stem from the fact that the key notion (‘sedated
patients do not suffer’) is never completely without doubt. We
assume that a sedated patient is no longer conscious and has lost
the capacity to suffer with it. But since we can no longer ask the
patient, this remains something we think rather than something
we know. This of course does not necessarily mean that sedated
terminal patients do suffer. Yet, doubts about a patient’s internal
state and lack of evidence about their capacity to suffer compli-
cates the position of the doctor trying to comfort doubtful or
even suspicious family members who are upset by what they
observe.

Another interesting result from the interview-study is that
sometimes physicians seem to give in to the request of con-
cerned family members to hasten the dying process by increas-
ing medical dosages. This result should be discussed with care.

Estimations of the life-shortening effect of medication given
during continuous sedation are not always accurate.14 It was not
possible to check whether the increases mentioned by some
doctors actually had a life-shortening effect or whether this was
something the doctor assumed. Also, the qualitative methods in
this study do not allow any estimation about how often doctors
actually do this in practice.

However, the interviews show it sometimes happens. In those
cases shared with us by interviewed physicians, they justified
their act with arguments in which the ‘rule of double effect’ can
be recognised (‘I heightened the dosages in order to relieve suf-
fering’). According to this well-known ethical principle, effects
that would be morally wrong if caused intentionally (eg, the
patient’s death) may be permissible if not primarily
intended,15 16 Usually the primary intention is to relieve the
patient’s suffering. In this case however, physicians do not refer
to the suffering of the patient who is thought to have lost the
capacity to suffer. The interviews show that physicians, in some
cases, are willing to accept a shortening of the patient’s life in
order to relieve the family’s suffering.

In this paper, we do not pretend to answer the question ‘how
to judge such an act, or how to evaluate the justification the
doctors gave for it’. Yet, we give it some first thoughts. First of
all, it seems reasonable and just that doctors take the well-being
of family members into account, especially in the final stages of
continuous sedation. Physicians feel responsible for a situation
that they partly created themselves and want to prevent family
members from having a traumatic experience or a disturbed
bereavement process. This may especially apply for general prac-
titioners, since family members are often their patients as well.

To take the family’s suffering into account is also encouraged
by the Dutch palliative sedation guideline and WHO,17 stating
that good palliative care aims to prevent and relieve suffering of
patients and their families. However, WHO and the Dutch
guideline reject incorrect use, doses or a combination of drugs
that would deliberately hasten the patient’s death.2 17 This rejec-
tion collides with the fact that in practice doctors sometimes
seem to value the potential harm to a family member during the
last phase of a continuous sedation process to be bigger than the
harm of shortening the irreversible dying process of a sedated
patient.

These findings, therefore, seem to disclose a possible gap
between professional guidelines and actual practice concerning
the extent to which a family’s suffering may influence medical
decisions during continuous sedation. Such a gap has been
observed in other medical domains as well. Nowenstein, for
example, showed that, despite the principle of presumed
consent, the French Law on Presumed Consent to Organ
Donation did not result in more organ donations, because
medical professionals take into account that families may suffer
from a harvesting decision imposed upon them against their
will,18 Another example comes from a study by Moratti who
showed how the suffering of parents sometimes influences the
end-of-life decisions made by neonatologists,19

Our study brings up a topic that is important in the growing
practice of continuous sedation. The findings were not foreseen
in advance. The topic came up spontaneously during the inter-
views. It should therefore be taken into account that the inter-
views were not designed to study this particular topic in detail.
Saturation for this specific topic may therefore not have been
reached. Further research, aimed and designed to study the role
of relatives during continuous sedation is therefore recom-
mended. In that case, it would be specifically interesting to also
involve family members themselves.

Box 5

‘The danger is, that you lose sight of the sharp line between
palliative sedation and active termination of life. It is quite
possible that this happens, I think that a lot of times. But you
take that for granted, because your goal is to relieve suffering.
Then I accept it if life is shortened somewhat. Once you’re in
the process of palliative sedation, and the family is having
troubles, sometimes you may say, well then we put it all a bit
higher.’ (medical specialist 13).
R: ‘….if a 5 or 6 year old child stands at the bedside of his
dying mother. She lies there and only breathes every now and
then. I am not sure if it is legally correct, but I value the interest
of such a child as well. I want to make it comfortable for
everyone. (…) So I may give a higher dosage in order to
shorten it all, out of pity for the child. I think it is officially not
allowed and I know not everyone would agree’ (medical
specialist 15).
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We conclude that Dutch physicians experience the role of the
family in continuous sedation as important and potentially diffi-
cult. To comfort concerned family members while a patient is
sedated until the end of life is often a difficult challenge. This
requires physicians to have excellent empathic and communica-
tive skills, especially if disagreement arises about the normality
of the dying process, or the question of whether the sedated
patient is suffering or not. During the phase in which the
patient is no longer conscious, possible suffering of the family
members sometimes becomes a factor in medical decision
making. Since little to no research is done either at the impact
of this factor or how often it plays a role, it would be interesting
to study this also with quantitative methods. But besides empir-
ical research, it is also needed to work on a conceptual and
ethical clarification of the kind of suffering that seems at stake
here. In the literature, suffering is always approached as some-
thing that occurs within individual persons, mostly originating
from pain, symptoms and/or functional loss.2 20 Yet, the kind of
suffering that is at stake here, seems to be of a different nature.
It occurs and originates not so much within a person but in the
relation(s) between persons. A better understanding of the suf-
fering of family members therefore seems to require another
approach than currently available (see, eg, Cassell, 2004). How
that approach would look goes beyond the scope of this article.
But what seems to be needed is something we would call a ‘rela-
tional account of suffering’.
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