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" 1 Introduction

1.1 Background

In the end, death comes to us all. This reality has not changed during
centuries of attempting to unravel the mysteries of life and death. Even today,
deathis the most unescapable event in each human life. Life and time before
death, however, have aitered considerably. At least two changes are
responsibile for this,

The firstis that, over the past hundred and fifty years, man has succeeded
in changing his condition in such a way that, in the well developed countries,
average life expectancy has doubled.! The strongly reduced perinatal and
infant mortality have caused death to disappear almost completely from dalily
life in the Netherlands.?

A second important development is of much more recent date, basically
dating only from after World War II: the development of modern medicine.
Medical practice today is increasingly able to assist in curing the sick, in
making life bearable for the sick and extending life for a shorter or longar
period of time. In other words: death still comes fo everyone, but the time at
which this happens is often partly determined by decisions whether to stop
or to continue treatment,

Obviously, this does not hold for ali deaths. People still die from accidents
or from acute fatal diseases such as acute myocardial infarction. In all
non-sudden deaths, however, patient and physician are involved in a shorter
or longer disease process. A considerable difference compared with the
situation existing over one hundred years ago, when in some municipalitiss
more than half of all deceased had no physician’s assistance during their
preceding disease.® Now that medicine can offer so much in terms of
prolonging life and relisving suffering, the physician’s task at the end of life
is expanding. In the past, this task primarily involved the provision of terminal
care. Increasingly, decision-making by the physician is among the medical
responsibilities at the end of life.

1.2 Definition and type of end-of-life decisions

The term ‘end-of-life decision’ as used in this thesis covers all decisions by
physicians concerning actions aimed at hastening death or actions for which
the physician takes into account the probability that the end of the patient's
life will be hastened. The actions concerned are: withdrawing or withholding
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of (possibly) life-prolonging treatment and administering, supplying or pre-
scribing of (possibly) lethal drugs.
This thesis does not deal with:
- complications of medical interventions or ‘errors’ that carry no intent to
hasten the end of the patient's life at all;
- other end-of-life decisions, e.g. concerning the care of the patient, the
possibility of allowing the patient to die at home, and all usual medical
interventions where (possible} hastening of the end of life is not under
consideration.
The scops of this thesis encompasses the following end-of-life decisions:
(The reasons for selecting this approach are discussed in detaii in chapter 2.)
1 Non-treatment decisions, the withholding or withdrawal of treatment in
situations where the treatment would probably have prolonged life.
2 Alleviation of pain and symptoms with opioids in such dosages that the
patient's iife might have been shortened.
3 Euthanasia and physician-assisted suifcide, the prescription, supply or
administration of drugs with the explicit intention o shoriening life at the
patient's explicit request.
4 Life-terminating acts without the patient’s explicit request.
The term ‘suthanasia’ is used according to its accepted definition in the
Netherlands, defined as the purposeful acting to terminate life by a person
other than the person concerned upon request of the latter.* In this thesis,
the physician is the acting person. Physician-assisted suicide is defined as
the purposeful assisting of the person concerned to terminate life upon
request of the latter.

The anticipatory decision not to resuscitate has afready been discussed
in the thesis of Van Delden.®

For those readers who are not familiar with cases of end-of-life decisions,
examples are given below. Obviously, the four cases discussed do not
represent the whole spectrum of end-of-life decisions.

Non-treatmen! decision

A 85 year-old woman was suffering from dementia in a terminal stage, and
from foot gangrene. She was a resident of a nursing-home. Because of
probiems with swallowing, she had tube feeding. This regularly gave rise to
complications, such as pneumonia. When another bout of pneumonia de-
veloped, the nursing-home physician decided, after consulting with the two
daughters, not to administer any further antibioiics. The main reason for the
decision was the poor quality of life. The physician regarded any further
prolongation of life as being against the expected wish of the patient,
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Alleviation of pain and symptoms with opioids
A 67 year-old terminally il man with lung cancer and bone metastases,
resulting in fractures of the vertebrae. Pain couid be alleviated to a reason-
able extent, The fact that increasing the dosage of opioids could shorten the
patient's life was taken into account by the lung specialist. She had never
specifically discussed matiers such as hastening the end of life with the patient.
However, she had told the patient that she would put an end to the suffering.
Afterwards, the physician estimated that intensifying the morphine had
shortened life by a few hours or days. In her opinion, the patient had died of
his Hiness.

Euthanasia

A 61 year-old woman was suffering from multiple sclerosis. She had had
many discussions with her general practitioner, whom she had known for
more than ten years, about her last stage of life and the expected difficuities.
The physician had promised her that if her situation became unbearable,
she would help her. Later on, when her breathing got worse, she explicitly
asked her doctor for euthanasia. Her husband totally agreed with her
decision. Another physician was consulted to reconfirm that all guidelines
for euthanasia were fulfilled. The general practitioner then gave her some
sedative and, when she felt quietly asleep, an Injection of 2 muscle relaxant.
She died one hour after administration of the sedative. The physician
estimated that her life had been shortened by one or two weeks. Both her
husband and the general practitioner were satistied that she had died so
peacefully.

Life-terminating act without the patient's explicit request
A 73 year-old man in a terminal stage of prostate cancer, with widespread
bone metastases, decubitus and cachexia. The clinician had known the
patient for three years. At first the pain couid be alleviated with opioids, but
this became more and more difficult. During the doctor's visits the patient
had repeatedly stated that he wanted ‘everything fo be finished' if his
situation became degrading or the suffering unbearable. The patient's
consciousness deteriorated rapidly, before this was able to develop into an
explicit request for life termination. His physical condition also worsened: the
decubitus became very extensive and pain could not be alleviated sufficient-
ly. After discussing the decision with a colleague, a nurse, and the son, the
physician decided to administer a very high dosage of opioids, in order to
shorten life.

An hour after this was administered, the patient died. In the doctor's
estimation, life had been shortened by one week at the most. The main
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reasons for his decision were the degrading situation and the patient's
suffering, the fulility of further treatment, the absence of any chance of
improvement and the earlier expressed wish. According to the physiclan, the
patient's wish certainly referred to such a situation. The physician felt that
his action had contributed to the quality of the end of life for this patient.

1.3 Objective of this thesis

As stated in the beginning, decision-making at the end of a patient's life is
increasingly becoming one of the medical responsibilities of the physician.
This is partly due to the fact that the medical technologies have developed
considerably, and to the increase of chronic diseases in an ageing popula-
tion. The purpose of this thesis is to explore the whole field of end-of-life
decisions In medical practice, primarily seen from the physician’s point of
view. Empirical information on this subject is scarce. Until recently, more
attention has been paid to the ethical debate around end-of-iife decisions
than to quantification.

The objective can be divided into four parts:

1 Quantification of end-of-life decisions

First, the incidence of end-of-life decisions in the Netheriands will be given.
The characteristics of the decision-making process will be described with a
focus on euthanasia.(chapter 3). The discussion on the true incidence of
euthanasia will be evaluated (chapter 4).

2 Description of the background of end-of-life decisions

In the next four chapters the end-of-life decisions will be discussed in more
detail {chapter 5 to 8). Special attention will be paid to terminal cancer
patients, and to the carefulness of the decision-making process.

3 Analysis of the role of the physician in end-of-life decisions

The two following chapters will further explore the physician’s role in the
end-of-life decision-making process (chapters 9 and 10). Do physicians of
different specialties differ in their decision-making? Are there (aiso) differen-
ces within one specialty, with the general practitioners as example? And in
what aspect do physicians who have ever performed euthanasia differ from
those who have never performed it?

4 Exploration of the socio-historical perspeclive on euthanasia

The view will then be broadened to soclely {(chapter 11 and 12): How has
public opinion on euthanasia developed during the last decades? Why does
the discussion in the Netherlands and/or the practice concerning euthanasia
differ from other well developed countries? Although the focus of this study
is on suthanasia, other end-of-life decisions inevitably also come under
review.
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In the last chapter, attention will be paid to the implication of the study for
the attending physicians, and for the international debate (chapter 13).
ldeally, a protocol for all end-of-life decisions would have been made.
However, a general protocoi to be applied in medical practice to e.g. all
‘non-treatment decisions' is nearly impossible, since ‘stopping antibiotics’
and ‘stopping artificial respiration’ deserve quite different attention. Never-
theless, several general recommendations for a careful decision-making
process in end-of-life decisions ¢an and will be given.

1.4 Relation hetween this thesis and the Remmelink study

Although many readers will be more or less familiar with the ‘Remmelink
study’, some background information shouid be provided before explaining
the relationship between this thesis and the Remmelink study.

From the mid 1980s on, one of the central questions in Dutch political
debate was whether euthanasia should be legalized, as proposed by some
members of the Dutch parliament and by the State Commission or should
remain a criminal act in principle, but with clear rules about when not to
prosecute. This was possible, because under Dutch criminal law an illegal
act need not always be prosecuted (see chapter 12).

The coalition government of the Christian Democratics and the Social
Democrats that took office in 1989 decided to postpone the decision. In their
coalition agreement they stated that a Commission was to be formed that
would report on the ‘extent and nature of medical euthanasia practice, based
on the thought that there is no insight into the extent and nature of this
practice’. This was done by the appointment on January, 1990 of the
‘Commission of Inquiry into the Medical Practice concerning Euthanasia’ by
the Minister of Justice and the State Secretary of Welfare, Heaith and
Culture. The Commission, chaired by Mr. Remmelink, at that time attorney
general of the Duich Supreme Court, was charged with reporting on the state
of affairs with respect to the practice of performing an act or omission by a
physician to terminate life of a patient, with or without an explicit and serious
request of the patient. To perform its task, the Commission assigned the
Department of Public Health of the Erasmus University Rotterdam to do an
investigation. It contained three studies, together gensrally referred to as the
‘Remmaelink study’.

The first results were published fourteen months after the beginning of the
investigation in a Duich report as well as in an English version.®7 Only a
fraction of the enormous amount of the information gained was used at that
time. Most of the information in this thesis stems from the Remmelink study.
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What does this thesis add to the Remmelink study report? Three answers
can be given: more time, different perspective, and more material, The
Remmelink study had to be carried out in an extremely short time. The
present thesis allowed more time for a thorough analysis of the information
on end-of-life decisions, for reading more literature, and for reflecting on the
reactions to the Remmelink study after this was published. These items
formed the basis for the next point: different perspective. in the Remmelink
study, a description of end-of-life decisions was given per study. Integration
of the results took place only in the concluding chapters. Furthermore, it only
contained simple frequency tables, without showing interrelations.

This thesis is focused mainiy on the different types of end-of-life decisions.
For a final description and interpretation, material from ail three studies has
been integrated. The aim is to get closer to medical practice. Thus, all useful
information available for an end-of-life decision such as ‘non-treatment’ will
be brought together; detailed analysis will be done; the information will be
described and explained; and finally, an attempt will be made to provide
recommendations for improving the decision-making process.

Aside from the material from the Remmaelink study, additional material
has also been used, especially in chapters 11 and 12. However, the most
important difference between this thesis and the Remmelink study is that not
only coutd more or less objective conclusions be drawn, interpretations and
recommendations could also be included, which was not the purpose of the
researchers at the time the Remmelink study was compiled.
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2 Concepts and methods

In chapter 1, we mentioned the four types of end-of-life decisions. In this
chapter, the concepts. used to derive this classification will be discussed.
Subsequently, the design of the study will be described.

2.1 Classification of end-of-life decisions

The decisions we intended to study were classified on the basis of three
important guestions:

1 What did the physician do?

2 What was the physician’s intention in doing this?

3 Did the patiant request this end-of-life decision?

2.1.1 What did the physiclan do?
This classification provides for a choice of three interventions on the part of
the physician: either to withhold or to withdraw a {possibly) life-proionging
treatment, or to administer drugs that (possibly} hasten the end of life.
Combinations of these interventions will frequently occur. if the aim is to
shorten life by administering drugs, it is obvious that life-prolonging treat-
ments will be withdrawn or withheld. Terminating a tife-prolonging treatment
can sometimes lead to the administration of possibly life-shortening drugs.
Persons other than the physician can be of importance. Self-administra-
tion by the patient of a drug prescribed or provided by the physician is a case
of physician-assisted suicide. Persons other than the patient or physician
can also administer such a substance, e.g. nurses or close relatives.
Euthanasia in which exclusively persons other than the physiclan perform
the actual intervention is only considered in this investigationif the substance
used was prescribed or provided by the physician for this explicit purpose.,

2,1.2 The physlcian’s intention
This concept is one which is both complex and dificult to come to grips with
in this investigation. It will be discussed herea In general terms only.

Itmay be assumed that termination of fife can never be the mostimportant
aim in the interaction between physician and patient. If a physician defiberately
performs actions that shorten the patient’s life it can be argued that, in the
final analysis, termination of the patient's suffering is intended and that under
certain circumstances, also according to the physician's judgement, this suffer-
ing is unable to be terminated in any way other than the termination of life.
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In this investigation, the material bearing upon the intention of the physician
was broken down into three categories:

- {acting with) the explicit purpose of hastening the end of life;

- (acting) partly with the purpose of hastening the end of life;

- (acting while) taking into account the probability that the end of life will be
hastened.

The first and third categories can be distinguished clearly. If a physician
administers a drug, withdraws a treatment or withholds one with the explicit
purpose of hastening the end of life, then the intended outcome of that action
is the end of the patient’s life. This is not the case if the action is performed
while taking into account the probability that this action will hasten the end
of the patient’s life. The possible subsequent death was not intended.

This distinction of two major categories stili does not solve the difficulty
that many physicians cannot always indicate what their intention actually
had been in a specific case. Sometimes an intervention is performed to
achieve one particular effect (e.qg., pain refief) but the side-effect (e.g., death)
is not unwefcome. Strictly speaking, this situation should be categorised as
intentional intervention. In order to be considered unintentional, this side-
effect should in fact not have been desired. This strict interpretation could
not be adhered to when the questionnaire was constructed due to the fact
that occasions arose in which, in the physician’s opinion, neither description
was able to do justice to his intention. We therefore allowed for the third
category ‘(acting) partly with the purpose of hastening the end of life’. This
description refers to a situation in which the patient’s death was not foremost
In the physician’s mind, yet neither was it unwelcome. This type of intention
was included specifically in the questionnaire for the alleviation of pain or
symptoms.

2,1.3 The patient’s wish

The patient's request is crucial for the discussion of end-of-life decisions.
The (explicit) request of the patient even forms part of the definition of
euthanasia’™ as used In current language of Dutch public heaith law. The
term euthanasia is appropriate only once the patientrequests an intervention
to terminate life, perhaps making this request by means of a written advance
directive. The patient's wish is aiso important if a medical intervention is not
carried out. As permission is needed for all medical interventions, refusal by
the patient implies that these may not be carried out.

However, the patient's request must meet certain requirements, all the
more if it concerns a request for euthanasia. The 1987 draft law on eutha-
nasia mentions ‘a request made and adhered to voluntarily and after careful
consideration’. The board of the Royal Dutch Medical Association included
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in their position on euthanasia the term ‘explicit’ in the definition of euthana-
sia. Moreover, the board gave a long-standing desire to die as one of the
rules of due care. In agreement with the foregoing the concept ‘explicit
request’ is used as the dividing line.

2.1.4 The patlent's fjudgement

In addition to the definition of the manner of acting and of the request, the
concept of a patient who is unable to make a decision plays an important
role in our classification. This is a difficult concept because there is as vet
litle agreement on the criteria applying in respect of the inability to take a
decision.* A well-known legal definition is that someone is unable to make
adecision if he is not able to reasonably appreciate his interests (preliminary
draft law on surrogate decision-making), but we consider this definition less
suitable for our purposes. Based on the avalilable (mainly Anglo-Saxon)
iiterature the concept of *being able to make a decision’ has been defined
as ‘able to appreciate the nature of (assess) the situation so as to reach a
decision adequately’. It should be emphasised that this description gives no
criterion as fo the outcome of the decision but does so only for the process
of arriving at the decision. Neither does it pass judgement on the patlent’s
other abilities.

2.1.5 Extent of shortening of life

The concepts ‘terminal phase’ or ‘concrete expectancy of death’ played an
important rote in the discussion of euthanasia in the Netherlands. Thers was
great resistance against the use of this concept as criterion for the admissib-
ility of suthanasta. This, however, does not imply that such a concept would
not be of importance in making of a decision. This is an important consider-
ation, particularly for physicians.

To avoid the use of these two controversial concepts, the relevant
question in this investigation asked instead the fength of time by which, in
the physician’s opinion, the patient's life had in fact been shortened by the
action taken. This question was answered in mostinstances, both during the
interviews and in the standard questionnairs, albeit with some uncertainty.

There is no doubt that any estimate of the extent to which life was
shortened can be only very general. In practice physicians are very reluctant
to give an estimate of the length of time the patient may be expected to live,
The estimates of the extent to which life was shortened as reported in this
investigation certainly have no absolute value and should be interpreted with
the greatest of caution. If, however, in a large number of cases the physicians
indicated that life was shortened by a maximum of hours or days, the
cautious assumption can be made that the patient was dying. I, in another
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type of decision, physicians indicated that life was shortened by weeks or
months, it may be assumed that seriously ill patients were involved who were
not yet dying.

2.2 Study design

2.2.1 Estimates

The primary goal of the three studies reported on here was 1o describe the
current practice of end-of-life decisions in the Netherlands in quantitative
terms. Therefore, much effort went into davising a study design that would
give reliable estimates of the frequency of these decisions in medical
practice. The degree of reliability of estimates is not only important for
answering questions about numbers of cases of euthanasia and other
important decisions. It is at least as important to clarify what are common
situations and what are exceplions. Moreover, apart from sufficient numbers
fo get reliable estimates of frequency, sufficient in-depth knowledge was
needed.

To record the numbers of end-of-life decisions it is essential to obtain
reliable estimates of the iotal number of deaths connected with these
decisions. For instance, physicians can be asked whether they have sver
performed euthanasia and, if so, how often this has happened in the past
two years. However, in order to present an estimate for the whole of the
Netherfands, it is essential to know, out of the total number of deaths, the
percentage on which the physicians’ statements in the sample are based.
This latter information cannot always be obtained.

It follows that the next step is to take a clearly defined sample from the
total number of deaths occurring in the Netherlands within a given period of
time and to discover whether euthanasia or other important end-of-life
decisions played a major role. A minimum of several thousand deaths should
be studied to cbtain a sufficiently large number ofimportant end-of-life decisions.

To enable detailed-and profound interviews to be held with physicians
and to be able to take a sample of several thousand deaths, this investigation
was split into three part-studies.

I A sample was drawn from a population of physicians, to be defined further.
These physicians were approached and asked to participate in an interview
{retrospective study, physician interviews).

It A sample was drawn from ali deaths in the Nstherlands within several
months and the attending physician was asked to supply a limited amount
of data about this death. The resulting death certificate study was performed
by Statistics Netherlands.
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/Il The physicians who had been interviewed (study I} were also asked to
record a small amount of data on any death occurring in the subsequent six
months in which they would be the attending physician. This constituted the
prospective study. '

The fact that three studies were performed implied that there were three
estimates, whether or not different, given in response to each of the ques-
tions to be compared. ldeally, the decision as to which estimate is the most
plausible would be made based on the validily of the study and of the
question. This was indeed the method applied with respect to the incidences
of the various end-of-life decislons. As far as the further sub-divisions were
concerned the following was decided. The best basis for quantitative esti-
mates would be study Il, with its representative sample of recent deaths.
Generally, the numbers from that study will be mentioned. The figures from
study Il will only be mentioned if estimates differ markedly from study {l. Study 1
will be used to give further details that are not available in studies Ii or IH.

A detailed justification of the estimates can be found in appendix E of the
first study report.5

2.2,2 Retrospective study: physician Interviews (study I}
A sample was drawn from general practitioners, nursing home physicians
and clinicians practising in the Netherlands, the latter to the extent to which
they are involved regularly in problems related to end-of-life decisions. The
specialties involved were: internal medicine, pulmonology, cardiology, neuro-
logy and surgery. 89% of all hospital deaths fall under these specialties. As
nearly one half of all deaths occur in hospitals and non-hospital deaths are .
almost 100% covered by general practitioners and nursing home physicians,
this approach to selection of physicians covered about 95% of all death
cases. Information about the 5% thus excluded was obtained from the death
certificate study and from discussions with some experts mentioned below.
Addressas were selected from existing registries. These registries are
complete as far as names of physicians are concerned. The selection
criterion was that respondents had practised medicine in the registered field
and at the same place for at least two years. We had to draw a sample of
599 addresses in order to reach the number of interviews envisaged. Of this
sample, 138 persons failed to satisfy the selection criterion (the registry did
not always contain sufficient information}. A further 14 were not interviewed
because the address proved to be wrong and they proved impossible to
trace. Of the remaining 447 physicians, 41 (9%) refused to partake in the
study. One interview yielded useless information. This means that of the
invited physicians 91% participated: 152 general practitioners, 203 clinicians
and 50 nursing-home physicians.
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The interviews were conducted by 30 experienced physicians and 5 aca-
demics from other disciplines who were abreast of developments in health
care, in the period from Cctober 1990 to February 1991. The interviewers
all underwent an intensive training. The mean duration of the interviews was
2% hours.

To extrapolate the results to the total number of deaths in the Netherlands
weights were derived, takinginio account the stratification of the sample and
the non-response rate. Selection effects due to the sampling procedure and
non-response could not be found. Thus, we consider the results of this study
to be representative for the Dutch physicians from the disciplines sampled.
The incidence estimates given below are corrected for the 11% hospitai
deaths that remain ‘invisible’ with this sampling procedure.

The interview questionnaire contained 122 pages. items of the interview
included:

- characteristics of the physician, such as specialty, type of practice, reli-
gion; :

- requests for euthanasia and physician-assisted suicide involving the
physician in the period just elapsed;

- considerations about acceding or not fo this kind of request in relation to
its medical, social and fegal coniext;

- other relevant situations in which decisions as to performing life-termin-
ating acts or omissions were taken (to withdraw or withhold life prolonging
treatment); ‘

- factual examples of situations in which the physician took an end-of-life
decision (the last performed case of each type of end-of-life decision);

- wishes concerning the nature and contents of regulations concerning
euthanasia and other acts terminating life;

- considerations, in relevant cases, as {o reporting or not reporiing in the
death certificate that a non-natural death was involved;

- one case-rsport worked out by the interviewer on the most illustrative
end-of-life decision arising during the interview.

In the interviews the term euthanasia was used because in that setling
apparent misconceptions could be corrected. In the next two studies this
was not the case.

2.2.3 The death certificate sample (study i)

To strengthen the quantitative basis of the investigation a sample was drawn
from individual deaths. The best basis for such a sample is the death
certificate file of Statistics Netherlands. This file includes the data for all
deaths of residents of the Netherlands. For all inhabitants of the Netherlands,
the cause of death is reporied to Statistics Netherlands. The name of the
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patient is not mentioned on the cause-of-death form, but the name of the
reporting physician is.

The Medical Officer In charge of the cause-of-death statistics drew a
stratified sample of 7,000 cases from all deaths oceurring from the first of
August to the first of December 1990. The cause-of-death forms of all 41587
deaths that occurred during this period were examined by two physicians
and assigned to one of five strata: in cases where the cause of death
precluded the possibility of any kind of end-of-life decision (e.g. a car-acci-
dent resulting in instant death) the case was assigned stratum 0 and no
guestionnaire was sent. If the chance of an end-of-life decision was deesmed
to be high, the case was classified as stratum 4. The sample-fraction for
stratum 4 was six times as high as for stratum 1 (0.5 and 0.083 respectively).
A procedure was devised to ensure complete anonymity for all responding
physicians and for the deceased persons. All Dutch physicians received a
mailing explaining the design and the aims of the studies and the method by
which complete anonymity would be guaranteed.

Of all questionnaires that were mailed, 76% was returned. Neatly all ques-
tionnaires had been completed carefully, and often contained additional
information. The results of this study are based on 5197 completed ques-
tionnaires, This study was performed by researchers of Statistics Nether-
lands in close cooperation with the Department of Public Health of the
Erasmus University Rotterdam.®

The questionnaire (see appendix) consisted of 24 questions. it was built
around the guestions in paragraph 2.1. Thus the terms ‘euthanasia’ and
‘physician-assisted suicide’ were not used. Instead, a combination of pos-
itive answers to questions 7 and 12 led to the total number of euthanasia
and physician-assisted suicide, while a positive answer to question 7 and a
negative to question 12 were counted as life-terminating acts without the
patient’'s explicit request,

2,24 The prospective study (study Il

All physicians who were interviewed were asked to participate in a prospect-
ive study. This entailed having the physician complete a questionnaire
identical to the questionnaire used in study I following the death of each
patient within six months after the interview.

A prospective study posed several advantages. First, there would be few
lapses of memory as the physician would be completing the questionnaire
fairly soon after a patient died. Second, the interview study provided addi-
tional information supplied by these physicians and the prospective study
could strengthen the quantitative bases of the interview study. Third, the
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carefully planned selection of respondents may be considered repre-
sentative of 95% of all deaths in the Netherlands.

Of the 405 respondents of the interviews 322 participated, resulting in a
80% response. Because of the very limited time avaifable for our study, we
had to stop collecting questionnaires by June first 1991. On average, the
respondents participated during 23 weeks. Together they described 2257
deaths and the decisions that they had {or had not) made regarding these
patients. The expected number of deaths for this group of physicians during
this observation period was 2220. This means that the physicians who
parlicipated in this study have produced nearly complete information.
Weights were derived, based on those of study |, taking into account the
extra non-response in this study and the differences in obssrvation period
between respondents, and small differences between studies Il and lil.

[twas to be expected that certain situations in which decisions were taken
would not occur sufficiently frequently to be refiected in the three part-studies
described above. For such cases, which fall into special categories because
of patient characteristics {(e.9. being unable to make a decision) or illness
characteristics {e.g. AIDS), complementary information was obtained from
a number of experts from the areas concerned. Areas concerned include
necnatology, other paediatric specialties, psychiatry and AIDS. No further
attention is paid to these special groups in this thesis.

2.3 Privacy and data protection

Utmost care was given to the protection of privacy of the deceased, the
participating physicians and the relatives and to ensuring the security of the
data obtained in the course of the investigation. In the case of the sample of
death cases, Statistics Netherlands made arrangements such that absolute
anonymity of both physician and deceased patient could be guaranteed.
Procedures concerning mailing and assessment of data made it impossible
to track down the identity of either physician or deceased patient.

All data from the interview study and the prospective study were made
anonymous upon their receipt. Here, too, it was impossible to trace back the
data to particular respondents or patients except by a procedure that was
known only to the investigators. The procedure for safeguarding the data
was presented in writing to the respondent and was signed by the inter-
viewer, The commitment was made that nobody could obtain any data,
except in anonymous form and only for the purpose of scientific study. The
Minister of Justice guaranteed immunity against legal prosecution based on
the resulis of the studies.
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2.4 Cooperation of the medical profession

Good cooperation by the medical profession was a prime requirement for
success of this invesligation. Credibility of the resulis would be seriously
damaged should the response rate be low. Several steps were taken to
encourage acceptance by the medical profession,

1 Protection of the privacy of physician and next of kin and the guarantees
for the protection of data as discussed in the previous section were a prime
condition for broad acceptance.

2 The Chisf Medicai Officer of Health and the Chairman of the Royal Dutch
Medical Association (KNMG) wrote a ietter addressed to all physiclans in
the Netharlands informing them of this investigation. They asked the physi-
cians to cooperate if invited to do so.

3 Publicity in the general meadia was purposely kept to a minimum before
and during the investigation. On the other hand, the sludy was carefully
presented in the Dutch madical journals prior to its start.”® These communi-
cations were apparently read widely. Reprints were sent to respondents in
advance of the interviews.

4 A brief recommendation by the Chief Medical Officer of Health and the
Chairman of the Royal Dutch Medicat Association was enclosed with all
invitations for interviews and questionnaires mailed by Statistics Nether-
iands.

5 Almost all interviews were conducted by physicians.

Moreover, the Royal Dutch Medical Association put the condition that it
would support this investigation only if an instruction procedure concerning
reporting and police “actions in cases of euthanasia was produced. The
commitment by the Minister of Justice that such guidelines would be pro-
ducad probably conttibuted to the willingness of the medical profession to

cooperate,
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3 Euthanasia and other medical
decisions concerning the end of life*

3.1 Introduction

Medical decisions concerning the end of life are being increasingly dis-
cussed in many countries. In the United States the discussion has focused
on non-treatment decisions. In the Netherlands euthanasia has been at the
centre of public debate since the early 1970s and this debate has altracted
much international attention. Although euthanasia is, legally speaking, a
criminal act in the Netherlands, prosecutions are rare provided physicians
abide by strict guidelir’ies.1'3 Even so in cases of euthanasia the physician
often declares that the patient died a natural death, The true number of
deaths by euthanasia in the Netheriands is not known and this has given
rise to much ill-founded speculation.4

A reform in the law has been proposed by several groups. Should
euthanasia (strictly defined) be decriminalised altogether, as proposed by
some members of the Dutch parliament; or should it remain a criminal act
in principle but with clear rules about when not to prosecute; or should the
present situation continue, with no new legislation? The government that
took office in 1989 decided to postpone the decision untii more reliable
information would be avaitable about the euthanasia in the Netherlands. To
provide this information a commission was set up in January, 1990, chaired
by prof. J Remmelink, at the time attornsy-general of the Dutch Supreme
Court, and we were asked by this commission to do a nationwide study
among physicians and to report within a year. The commission aiso asked
Statistics Netherlands to study a sample of deceased persons.

The study was not to be restricted to euthanasia in the sense in which it
is used in the Netherlands - i.e., the intentional termination of life by
somehody other than the person concerned at his or her the request - but
was to address three forms of medical decision that might hasten the death
of a patient. These were non-treatment decisions, the alleviation of pain
and/or symptoms with high dosages of oploids, and euthanasia and related
decisions, together called ‘end-cf-life decisions’. The aims of the nationwide
study were to produce reliable estimates of the incidence of suthanasia and
other end-of-life decisions; to describe the characteristics of patients, doc-
tors, and situations involved; to assess how far physicians are acquainted

* Van der Maas PJ, Van Dalden JJM, Pijnenborg L ot al. Lancel 1991,338:669-74
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with the criteria for acceptable euthanasia; and to determine under which
conditions physicians would be willing to report a death by euthanasia as
such. This chapter addresses the first and second of these goals.

In order to gain insight into the backgrounds of euthanasia and other
end-of-life decisions, detailed interviews with physicians were considered
indispensable, On the other hand, the quantitative basis of the study would
be considerably strengthened by a sample drawn from individual deaths. We
decided to combine the advantages of detaiied interviews with physicians
with those of an investigation of a sample of individual deaths by setting up
three studies (see chapter 2),

3.2 Results

3.2.1 Incidence
The three studies yielded similar estimates of incidence (table 1). Detailed
analyses of cases permitted an overall figure for each end-of-life decision
(‘best estimate’). The percentage of deaths with an end-of-life decision was
35.4% (study Iil) or 39.4% (study if), with a best estimate of 38%. Studies Il
and 1!l showed that about 30% of all deaths were acute and unexpected. In
the remaining 70% there was enough time to take medical decisions, and in
more than haif of thess cases (54%) an end-of-life decision Is taken.
Euthanasia (terminating life at the patient’s request) occurred in 1.7% (1),
1.9% (1), or 2.6% (11l of all deaths. Analysis of the response patterns in the
substudies suggests that in study Ill some cases would fit better in the
catagory ‘alleviation of pain and symptoms’ {APS). A best estimale is that

Table 1  Estimafed incidence of end-of-life declsions, as percenlage of all deaths*

End-of-lifedecision Best
Study I¥ Study It Study III estimate

Euthanas!a and related

end-of-life declslons . 27% {(2.3-31) 47% (3.7-5.8) 2.9%

Euthanasla 19% (1.6-22) 1.7% (1421 2.6% {2.0-3.5) 1.8%

Asslsted sulclde 03% (0.2-04) 02% (0.1-0.3) 0.4% (0.2-0.9) 0.3%

Life-terminaling acts without

expliclt and persistent request 1 0.8% (06-1.1) 1.6% (1.1-22) 0.8%

APS 16.3% {15.3-17.4) 18.8% (17.9-19.9) 13.86% (12.2-16.6) 17.5%

NTD i 17.9% {17.0-18.9) 17.0% (16.3-18.9) 17.5%

Total end-of-life

declslons 39.4% {38.1-40.7) 35.4% (32.0-38.1) 38.0%

* Percenlages refer lo the tolal of deaths in The Nelherlands (128,786 In 1990). Numbers In parentheses
are 95% confidence intervals (Polsson method).

+ Mataratin study | did not allow computalion of this percentage.

$ This percentage in study | Is not comparable with that of study IF and 11l because cases of tiving patients

as well as dead patients were discussed.
§ Based on answars o questions on end-of-lite declslons taken in previous 12 and previcus 12-24 months.



3 Euthanasia and other medical docisions concerning the end of life 31

1.8% of deaths in the Netherlands are the result of euthanasia with some
form of physician involvement. Assisted suicide, meaning that a physician
intentionally prescribes or supplies lethal drugs but the patient administers
them, occurs in 0.2%-0.4% of all deaths, with 0.3% as best estimate.

In 0.8% of all deaths drugs were administered with the explicit intention
to shorten the patient's life, without the strict criteria for euthanasia being
fulfilled. In more than half of these cases the decision had been discussed
with the patient, or the patient had expressed in a previous phase of the
disease a wish for euthanasia if his/her suffering became unbearable. As
table 1 shows the total of euthanasia and related end-of-life decisions
amounts to 2.7% (Il) or 4.7% (lIl) of all deaths. Detailed comparison of the
three studies and the comments of respondents convince us that the 2.0%
difference consists of cases that should not be considered as euthanasia
and refated end-of-life decisions but as being in a boundary area where APS
with high dosages of opiocids has the concomitant goal of shortening life.
APS, at least accepting the risk of life-shortening, occurred in 13.8%-18.8%
of deaths. 17.5% is the best estimate and cases in the boundary area are
included in this 17.5%.

Non-treatment decisions (NTD) were taken in 17.9% (ll) or 17.0% (liI) of
all deaths (best estimate 17.5%).

3.2.2 Euthanaslia and assisted sulclde: characteristics
At interview physicians were asked if they had ever practised suthanasia at
the explicit and persistent request of the patient or had assisted in suiclde.
54% confirmed that they had, and 24% had done so at least once during the
pravious 24 months (table 2). Of the general practitioners 62% had ever
done so, of the specialists 44%, and of the nursing home physicians 12%.
Thirty-four per cent of the respondents said that they had never practised
euthanasia or assisted in suicide but could conceive of situations in which
they would be prepared to do so. The remaining 12% said that they could

Table2  Physlclan's practice and attiludes regarding euthanasla or assisted sulcids (%)*

Gensral Clinlcal  Nursing-home
practittoners  Speclalists  Physicians Total

Euthanasla or assisted sulcide {n=152) {n=203) {n=590) {n=405)
Ever performed 62 44 12 54

Had dons so during previous 24 months 28 20 2 24
Never performed but would
undercertain conditions 28 40 60 34
Never would but would reter
to another physiclan 6 9 26 8
Nevar would parform or refer 3 8 2 4
Total 100 100 100 100

* Parcenlages based on ihe welghled dala so row tofals cannet bs directly computed as welghted
averages of separate entries.
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not conceive of any such situations but more than half (8%) said that they
would be prepared to refer patients requesting euthanasia or assistance in
suicide to a colleague with a more permissive attitude. In other words a large
majority of physicians in the Netherlands see euthanasia as an accepted
element of medical practice under certain circumstances. In the more urban
western part of the Netherlands, significantly more doctors have ever
performed euthanasia than in the other areas.

Table 3 contains Information on age and sex of the deceased, based on
study II, The results of the other two studies are very similar. The table also
shows in what percentage of all deaths in a specific stibclass an end-of-life
decision was taken. For instance, in 38% of all deaths in the age group 65-79
an end-of-life decision was taken. This percentage does not differ very much
between age groups or between the sexes. Table 3 also provides age and
sex distribution for deaths under the three main types of end-of-life decisions
and for all deaths in the Netherlands in 1990. In euthanasia and related
and-of-life decisions, the patients tended to be younger and were more likaly
to be male than femaies.

When cause of death is taken into account the percentage of deaths in
which an end-of-life decision was taken differed considerably (table 4),
varying from 59% for all cancer deaths to 21% in cardiovascuiar disease
(stroke in this study was considered to be a disease of the nervous system)
and 12% for injury, suicide, and viclence. In the subtype euthanasia and
related end-of-life decisions, cancer was especially prominent (68% as
opposed to 27% for all deaths).

One central question for each end-of-life decision was about the patient's
involvement. The information about euthanasia and assisted suicide
presented here is based on 187 cases described in interviews, because
these yield detailed insight into the background.

Table3  Age and sex of palients (%), Study H

Euthanasia
and related Total wilh Deaths in
Dled with end-of-life end-of-life the
end-of-life declsfons  APS NTD  decision  Netherands*
No | deciston {n=204) {n=1166} (n=991} (n=2361)
Age
0-49 363 32 14 6 7 7 8
50-64 797 40 24 17 8 14 13
65-79 1999 38 ag 40 32 36 37
80+ 2038 42 26 37 53 43 42
Total 5197 39 100 100 100 100 100
Sex
M 2664 36 61 48 45 48 62
F 2533 43 39 52 B5 §2 48

* Figures for 1990 (128,786 dealhs). Source: Stalistics Netherands,
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In 96% of instances of euthanasia and assisted suicide the physicians stated
that the patient’s request was explicit and persistent. (The finding that there
always was a request of some sort is clrcular since such a request is at the
core of the definition of euthanasia in the Netherlands), In 94% the request
had been made repeatedly; in 99% the physicians felt sure that the request
had not been made under pressure from others; and in ali cases they wers
convinced that the patient had sufficient insight and knowledge of the course
of disease.

The patients made the request for reasons of loss of dignity (mentioned
in 57% of cases), pain (46%), unworthy dying {46%), being dependent on
others (33%), or tiradness of life (23%). in only 10 of the 187 cases was pain
the only reason,

Life-termination by administering lethal drugs without an explicit and
persistent request from the patient is probably the most difficult end-of-life
decision. Our study suggests that this happens in about 0.8% of all deaths.
In more than half of these cases the decision has been discussed with the
patient or the patient had in a previous phase of his or her iliness expressed
a wish for euthanasia should suffering become unbearable. In other cases,
possibly with a few exceptions, the patients were near to death and clearly
suffering grievously, yet verbal contact had become impossible. The deci-
sion to hasten death was then nearly always taken after consuitation with
the family, nurses or one or more colleagues. In most cases the amount of
time by which, according to the physician, life had been shortened was a
few hours or days only. In this respect these cases resemble APS more than
euthanasta. In euthanasla In 70% of ali cases life was shortened by at least
one week and in 8% by more than six months (study ).

We found that in the Netherlands over 25,000 patients per year seek
assurance from their doctor that they will assist them if suffering becomes
unbearable. Each year there are about 9,000 explicit requests for euthanasia
or assisted suicide, of which less than one-third are agreed to. In most cases
alternatives are found that make life bearable again, and in some instances
the patient dies before any action has to be taken. Of the patients in the study
whose request was refused, 14% had a psychiatric illness.

3.2.3 APS: charactetistics

Physicians were asked if, to alleviate pain and/or symptoms, they had ever
decided to give such dosages of opioids that they had to accept the risk of
shortening the patient's life. Eighty-two per cent replied affirmatively (general
practitioners 82%, specialists 81%, nursing home physicians 86%). Twelve
per cent replied in the negative but thought it conceivable that they would
do this; 7% sald that they would never do so.
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APS seems to be the most important end-of-life decision In 17.5% of all
deaths. In 65% (study 1) to 80% {studies Il and 1) of these cases the
physician accepts that his action will probably shorten life. Interviews
showed that in 6% of cases life-termination was the primary goal while in the
other cases it was secondary, In most cases life had been shortened not at
all {about one-third of cases) or by only a few hours or days but in some
instances the estimate was weeks or even months. The patients are slightly
younger than average and more often female, compared with the age and
sex distribution of all deaths (table 3). Cancer is the most prominent disease,
although less so than it was in euthanasia and related end-of-life decisions
(table 4).

In about 40% of the cases the decisicn to increase dosages and the
possibility that this might hasten the end of life had been discussed with the
patient. When it had not, such discussion had usually (73%) been impossibie
because the patient was incompetent.

3.2.4 NTD:characteristics
When asked if they had ever decided to wilhdraw a treatment or not to start
one, knowing that it might have prolonged the patient’s life, 62% of respond-
ents said that they had (general practitioners 51%, specialists 80%, nursing
home physicians 98%).

NTD’s were the mostimportant end-of-life decision in 17.5% of all deaths.
In about half these cases the physician accepted that treatment forgone
probably would have prolonged life. In the other half not prolonging the
patient's life was an explicit goal. Especially when treatment is not started
with the explicit goal of not prolonging life, the estimate of life forgone can
be quite considerable - over a week in about one third of these cases and
over six months in 3%. NTD's usually relate to older patients (table 3} and
to females slightly more often than males, The distribution of cause of death

Table4  Causes of death (%}, Study I

Euthanasia
and related Total with Deaths [n
Died with end-of-life end-ol-life the
end-of-life declslons  APS NTD  declslon  Netherlands®
Ne declslon {n=204) (n=1166) (n=991} (n=2361)
Cancer 2174 59 68 54 29 44 27
Cardiovascular .
disease 1103 21 g i5 18 18 30
Diseases of
nervous system 572 43 2 9 i8 13 12
Pulmonary dissase 379 37 6 6 g 7 8
External 134 12 0.3 113 1.3 1.2 4.1
Other 835 43 15 15 24 19 19

* Figures for 1990 (128,786 deaths). Source: Statistics Netherlands.
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also differs strongly from that found in the other types of end-of-life decisions,
cancer having no predominant place. This may parily be explained by the
fact that at older ages cancer forms a smaller fraction of all causes of death.
A second explanation is that NTD’s are not so much based on disease-spe-
cific considerations as on a general judgment about the possibilities of
improving wellbeing by life-prolonging treatment.

In 30% of cases the NTD had been discussed with the pattent; in 63% it
had not (7% of respondents did not answer the question). In 88% of all cases
where the NTD had not been discussed with the patient, the patient was
incompetent,

3.2.5 Types of physiclans

General practitioners claimed to have taken an end-of-life decision in about
one-third of the deaths of patients for whom they were primarily responsible,
The proportion was 40% for specialists and over 50% for nursing homse
physicians. Euthanasia and related end-of-life decisions were repeorted more
often by generai practitioners, while few were reported by nursing home
physiclans. On the other hand, NTD's were taken twice as often by nursing
home physicians as by general practitioners. An APS was reported by
general practitioners and specialists in about the same fraction of all deaths,
while the nursing-home physicians report a higher percentage.

The finding that in nursing homes euthanasia and related end-of-life
decisions is rare while an NTD is frequent can at least partly be explained
by the fact that patients in nursing-homes are often already extremely fragile
and any intercurrent illness, if not treated promptly, might cause death.
Another part of the explanation could be that nursing home physicians are
very reluctant to agree to euthanasia and related end-of-life decisions.

3.3 Discussion

This research shows that reliable data on euthanasia and other end-of-life
decisions can be collected. The three different sources of data collection
yielded similar results and the physicians cooperated irrespective of their
opinions about euthanasia and other end-of-life decisions. Only 9% of the
physicians selected refused to participate in the interviews, mainly because
of lack of time (an interview lasted 2¥2 hours on average}. Of those who
were interviewed 80% also took part in the prospective study, giving nearly
complete information on all deaths among patients for whom they had been
responsible. Of 7,000 questionnaires 76% was returned. No financial com-
pensation was offered for the time spent, which would have been many hours
in studies | and lll. The impressive cooperation of the Dutch medical
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profession may be interpreted as an indication that euthanasia and other
end-of-life decisions are seen as important issues that deserve investigation
and discussion - indeed many respondents commented to this effect,
menticning that these decisions are among the most difficult aspects in
medical practice.

Quantitative studies on euthanasia nearly all stem from the Netherlands.
We know of no such studies on APS; the few on NTD are mainly from the
United States. In the Netherlands there have been several studies on
requests for euthanasia in general practice. The estlmates varied from
0.25-0.8 requasts per general practitioner perannum ® For general prac-
fitioners in Amsterdam this number was 3.'" In our study the comparable
figure works out at 0.8. In their study on the frequency of euthanasia in the
Netherlands based on information from general practitioners, Van der Wal
ot al.'2 concluded that euthanasia and assisted suicide occurs in 2,000
cases yeatly in general practice, The corresponding figure from our study is
1900, Other sstimates of numbers of deaths by euthanasia range from 5,000
to 20,000 cases per year but they are all based on inferences from small
and incomplete data. 413-16 we know of no published estimates of the
percentage of all deaths in which a NTD was {aken but Neu and Kjellstrand
found that 22% of all deaths in a dialysis ward were caused by stopping
long-term dlaIyS|s a study in intensive care patients showed that 45% of
deaths were preceded by the withholding or withdrawal of treatment’®, and
i a study of non-treatment of fever in extended-care facilities 81 of 180
patients were found not be treated, of whom 48 died as a result of this
non-treatment.®

Our study supports the notion that the euthanasia debate should be
placed into the much broader context of end-of-life decisions. In countries
where life expectancy is long and standards of medical care are high,
patients and physicians will be confronted with questions about refraining
from further treatment, even if that treatment might prolong life and this is
likely to arise more often as life-prolonging medical techniques become more
and more abundant. This in itself should not be denounced: it is an insvitable
consequence of the development of medicine. New ways of administering
opioids can make life more tolerable and may even prolong life, and the
possibilities for a dignified death without intolerable pain or dyspnoea have
improved. But sometimes a balance between pain alleviation and life-short-
ening has to be found. As cardiovascular death rates decrease in western
countries there will be more deaths from cancer and physicians will be
confronted more often with end-of-life decisions.

Requests for euthanasia and, to a lesser extent, for assistance in suicide
by patients with a fatal disease are not rare in the Netherlands. Many patients
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want the assurance that their doctor will assist them to die should suffering
become unbearabile. We found that about two-thirds of these requests never
end up as a serious and persistent request at a later stage of the disease,
and of the serious and persistent requests about two-thirds do not result in
euthanasia or assisted suicide since physicians can often offer alternatives.
Many physicians who had practised suthanasia mentioned that they would
be most reluctant to do so again, thus refuting the ‘siippery-slope’ argument.
Only in the face of unbearable suffering and with no alternatives would they
be prepared to take such action. Many respondenis mentioned that an
emotional bond is required for euthanasia and this may be one of the reasons
why euthanasia was more commeon in generai practice where doctor and
patient have often known each other for years and the doctor has shared
part of the patient’s suffering.

It appeared that requests for euthanasia or assisted suicide, in cases
where this request was fulfilled, are indeed explicit and persistent and hardly
ever made under pressure from others. Sometimes the death of a patient
was hastened without his or her explicit and persistent request. These
patients were close to death and were suffering grievously. in more than half
such cases the decision had been discussed with the patient or the patient
had previously stated that he would want such a way of proceeding under
certain circumstances. Also, when the decision was not discussed with the
patients, almost all of them were incompetent. it is very imporiant that
patients with a fatal illness express their wishes with respect to end-of-iife
decisions in advance and to form an opinion they will often need help from
the physician.

From a physician’s standpoint euthanasia will be restrained by the physi-
cian’s desire, where possible, to find alternatives but it is not Impossible that
the number of requests for euthanasia (and for NTD's) will increase. Eutha-
nasia and assisted suicide were more often found in deaths in relatively
young men and in the urbanised western Netherlands, and this may be an
indication of a shift towards a more demanding attitude of patients in matters
concerning the end of life.

End-of-life decisions will become an issue of increasing importance for
doctors because of demographic shift towards older populations, an increas-
ing proportion of cancer deaths, a growth in the number of life-prolonging
technologies, and possibly, generationaf and cultural change in attitudes of
patients. The medical care of fatally ili patients demands a combination of
medical skills and human qualities. The decision process in which the
patient, his/her proxies, the nurses, the doctor and others become involved
is very intimate. It is possible, however, to identify underlying structures and
patterns. Many respondents indicated that the quality of their end-of-life
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decisfons, and especially the decision process about suthanasia, had
benefited from the public discussion in the Netherlands. End-of-life decisions
should receive increasing attention in research, in teaching, and in public
debate. An open discussion which starts from the premise that end-of-life
decisions are being taken and have to be taken in any country with high
standards of medical care and with an involved medical profession, will
contribute to a better quality care for the dying.
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4 Dances with data*

4.1 Introduction

Many authors have commented upon the first findings of the Duich study on
end-of-life decisions. This study was performed for the Remmelink commit-
tee and was described by us elsewhere.’ Some of the remarks concerning
our data give evidence of misunderstanding and therefore need some
comment in order to prevent further confusion.

Since many arguments follow the same pattern they can be categorized
in four groups:
- simple misrepresentation of data;
- reordering of data;
- interpretation of the data;
- accusations.
In this chapter we will discuss these reactions one by one. We do not intend
to give an exhaustive discussion. We will restrict ourselves to giving one or
two examples of each type of reaction and point to some misunderstandings
that have caused such reactions or that may follow from it.

4.2 Simple misrepresentations

Some commentators have taken the number of 2300 given by us as referring
to the incidence of both euthanasia and assisted suicide and subtracted the
400 cases of assisted suicide that are mentioned separately in our report.2
Thus they present 1900 as the euthanasia incidence. In fact however, 2300
is the annual Incidence of euthanasia alene (1.8% of all deaths), to which
the 400 assisted suicide cases should be added (0.3%) to reach a combined
number for euthanasia and assisted suicide of 2700 (2.1%). This is only a
minor point, since these small differences will not have much weight in a
normative debate.

4.3 Reordering of data

Quite a few writers add cases from different end-of-life decision categories
to the euthanasia number as defined by us {i.e. as active and voluntary) to
prove that in fact euthanasia (in their definition) cccurs much more often than

* Van Deiden JUM, Pijnenborg L, Van der Maas PJ. Biosthics 1993;7:323-9
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we reported.3 Usually they add up the following types of end-of-life decision:
euthanasia, assisted suicide, life-terminating acts without explicit request of
the patient, those decisions to alleviate pain and symptoms {APS), and
non-treatment decisicns {NTD) which were performed with the explicit
purpose or parily with the purpose to hasten the end of the patient's life.

Woe find adding this last group (NTD) most confusing. Normaily, oppo-
nents of active euthanasia defend the moral difference between killing and
letting die.(4) They nead this demarcation line in order to evade vitalism in
which life must be prolonged as much as possible. Since nearly everyone
agrees that some life and death decisions are sometimes morally proper,
one has to draw a line somewhere and, according to the opponents of active
euthanasia, the killing and ietting die distinclion is able to fulfil this task,
Those who tend to accept active euthanasia, on the other hand, oppose the
moral significance of this divide and concluds that logic forces us to accept
at least some cases of aclive Killing as the moral equivalent of some cases
of letting die.® And now exactly the opposite happens: opponents of eutha-
nasia lump together killing and letting die, referring to all of them as
euthanasia cases.

Butlet us take a closerlook at the reasoning process of the commantators.
One step is often omitted, but can easily be reconstructed, namely that
calling all these cases euthanasia means that they are all instances of
wrongful killing. In spite of the lack of an adequate definition by most
commsentators of wrengful end-of-life decisions, one can safely state that the
intention of the doctor is central to this whole line of reasoning. All cases
brought together have one thing in common: the {primary or secondary)
intention of the physician io hasten the end of the patient’s life.

We should stress that we do not deny that the division between the
different types of end-of-life decisions is not always as clear as between
black and white. That is why we described some boundary areas between
different types of end-of-iife decisions.® Still, we think one misses the point
if one lumps all these cases together bacause (a) intentions cannot carry the
fuli weight of a moral evaluation on their own, and (b) although the formula-
tions of the intentions are the same, the ‘sameness’ of the intentions can be
questioned.

To our own judgement intentions can only be part of the moral evaluation
of a situation (a). This is so because intentions are essentially private
matters. Ultimately only the agent ‘decides’ what his intentions are, and
different agents may describe the same actions in the same situations as
performed with different intentions. The changes between descriptions of
the intention need not even be inter- personal but can also be intrapersonal:
what seems to be done at one time with one purpose might easily be felt
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differently at a later stage. What, then, is to count as the definitive descrip-
tion? One consideration might serve as an exampie: no physician who
petforms euthanasia does so with the sole intent to kill his or her patient. His
or her intention can always be described as trying to relieve the suffering of
his or her patient. This is exactly what infuriates Duich physicians when, after
reporting the case they are treated as criminals and murderers,

We have been criticized for including the extent of iifetime forgone as
variable because of the uncertainty which surrounds this variable, but surely
intentions are at feast as fragile as this type of estimate. Those who add up
all the above menlioned categories in fact tell us to rest the entire moral
evaluation complately on this ground. Intentions, decidedly weak however,
simply cannot bear this weight. For a moral evaluation, more is to be taken
into account, such as the presence of a request of the patient, the futility of
further medical treatment, the sequelae of the decision to stop treatment
(e.g. will this cause heavy distress?), the interests of others involved such
as family and so on. -

Those authors’ add to their ‘euthanasia’ number the 5800 cases of NTDs
in which the patient explicitly requested to withhold or withdraw a treatment
must have missed at least iwo decades of ethical debate. One can not but
conclude that they want to respect an autonomous wish of a patient about
his or her own death only if that patient decides that he or she does not want
to die. Moreover, the question can be raised whether ignoring the patient's
wish and foctsing on the intention of the physician does not lead those
authors to an untenable position. They would (if they want to be consistent)
have to accept any NTD, even those to which the patient is opposed, as long
as the doctor does not think about hastening the end of life of the patient.
Surely, this can only be justified in cases of medicaily futile treatment.

All medical decisions and especially those concerning the end of iife
should be justified by good reasons. Neither the fact that the end-of-life
decision implied an act or an omission, nor the intention of the doctor provide
a sufficient basis for the conclusion that good reasons existed for the
decision.

But even if one could morally evaluate an action simply by looking at
Intentions (we now turn to our {b) claim), that would still not mean that one
can add up different actions on the basis of intentions. Again an example:
in 6% of the cases of alleviation of pain and symptoms the intention was
described as the explicit purpose to hasten the end of life. In the case of
euthanasia the intention was described in the same wording. if the context
is taken into account, however, one will soon realize that in the case of
euthanasia the declsion was made to hasten the.end of life and then a means
was sought. In those cases of APS, however, there is an ongoing medical
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treatment which fails to achieve its palliative goal. The physician then sees
himself confronted with the need to use higher, possibly lethal dosages.
Then there may be a point at which the physician realizes that he or she
actually hopes that the patient dies. So the physician answers us that his
purpose (at least partly) was to hasten the end of life. Those cases prompted
us to speak of a boundary area around euthanasia. But are the intentions
one and the same as in the euthanasia case? Not necessarily, In the
euthanasia case the physician would surely try another drug if the first failed
to bring about death, whereas in the second this would never happen. One
misses this relevant point if one uses too narrow a concept of intentions by
leaving out context. A similar problem originates from adding up ali cases in
which there was no explicit request of the patient. These cases include
non-treatment decisions in which medically futile therapy was withdrawn or
withheld and in which no shortening of fife resulted. Surely their moral status
is not completely determined by the absence of a request of the patient.

In conclusion, adding up cases from different end-of-life decision categories
leads one astray because it is based on unacceptable simplifications. We
have tried to analyze medical decisions concerning the end of life by
answering four questions: what did the physician do (or not do); what was
his or her intention when doing so; was this action chosen at the request of,
or after discussion with, the patient; and if not, was the patient capable of a
decision or not? Also, by means of the three substudies we were able to
validate the results. We believe this detailed analysis provides a better
starting point if one wants to examine the cases from a moral point of view.

4.4 Interpretations

Sometimes the numbers we presented are interpreted as proof for the
existence of a slippery sfope. Those arguing for this especially mention the
1,000 (0.8%) Life-terminating Acts Without Explicit Request of the patient
(!_AWER).8 We take it that they refer to the empirical version of the slippery
slope argument. We really cannot see how these cases can provide proof
for the existence of a slippery slope nor how they can be an indication for
the place on the slope at which the Dutch now find themselves. To demon-
strate a slippery slope one would need to show that something changed after
introducing a certain practice and for this at east two investigations would
be required. Even then it is doubtful that this would yield conclusive proof
either for or against.9 At this moment however, we simply do not know
whether this type of end-of-life decision occurred less or more often in the
past. Nor can we safely predict the incidence in the near future. Nor do these
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numbers provide any comparison with other societies where suthanasia is
not decriminalized. '

Although we have predicted an increase of the incidence of the total group
of end-of-life decisions in the future, that does not imply that LAWER cases
will increase in number as well. For all we know, starling a public debate
about these cases as is currenily going on in The Netherlands might be a
good way of reducing the number of LAWERS, for instance by motivating
patients and physicians o discuss end-of-life matters earlier in the course
of a fatal disease.

4.5 Accusations

One comment goes further. After claiming that different cases should have
baen brought under one heading, the authors claim that the committee not
only was wrong in failing to do so but actually deliberately ‘brought similar
practices under dissimilar headings to kesp the numbers low."?

Woe should stress that we are not making the same mistake which many
commentators have made, that of not distinguishing between the investiga-
tors and the committee. Yet on this point the commitiee so clearly followed
our structure of the study that this incrimination cannot but be taken as
concerning us foo.

We do not think the authors have any hard ground to rest their claim upon,
As will be clear from the praceding, there are good reasons to defend the
structure we used. Following that structure and the related definitions simply
yielded the results as we presented them. All cases are reported and
everyone can read and check exacily what we found. If someone wants to
start reasoning using other definitions, we can see no problemin that as long
as his definitions are made clear. However, to state that we deliberately
present a distorted picture not only is wrong but leads us to the conclusion
that, apparently, the authors could not find more substantial arguments to
support their rejection of our study. This we find confirmed by the many
misleading ‘mistakes’ that the aulhors make in describing the report. To
name a few'?: the authors suggest that the committee itself decided to
broaden the scope of the study. Instead, the task that the cabinet assigned
the committee was to do more than only investigate terminating life. The
authors state that there are 1,000 patients whose death was caused by
physicians without any request at ail. In fact, 600 (59%) of these patients
were involved in some way or other, aithough not in the sense of explicitly
requesting their end of life to be hastened. Another example: one of the
reasons stated by doctors for performing a life-terminating act without explicit
request of the patient was not prolonging the suffering of the patient. The
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authors ‘fransfate’ this into ‘one shouid not postpone death'. Finally, the
authors overlooked the fact that decisions not to use fulile treatments wera
not excluded from the NTD category. We can only hope that the truly
interested reader will take the trouble of reading the Lancet article or the
English version of the report itself'3, instead of relying on this faulty descrip-
tion. ‘

4.6 Conclusion

Medical decisions concerning the end of life are a difficuit matter and they
evoke much emotional response. What is needed, however, is an open
debate in order to improve the moral quality of decision making, not ‘dances
with data’. The central question in this debate should be, as Callahan aptly
notes', whether medicine should involve itself only in that kind of ‘suffering
which is brought on by iliness and dying as biclogical phenomena’ or whether
it should concern itself with the wellbeing of the patient, Apart from the
fundamental question as to what types of suffering are to be considered as
biclogical phenomena, in The Netherlands most doctors, ourselves in-
cluded, think the rnedica[ profession should do the latter.
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5 Withdrawal or withholding of treatment
at the end of life*

8.1 Introduction

Decisions to withhold or withdraw treatment from patients who are terminally
ill have been made throughout the history of medicine. Hippocrates acknow-
ledged the limitations of the art of medicine. Treatment sometimes must be
forgone to avoid harm {primurm non nocere).

There is a rapidly growing body of literature about decisions to withhoid
or withdraw treatment, collectively called non-treatment decisions. We see
two reasons for this, First, the number of nontreatment decisions inevitably
increases, absolutely and relatively, with the increase in chronic diseases in
an aging population and the growing number of life-prolonging technologies
(Including drug therapy). Second, nontreatment decistons have to be made
in a more explicit way because of increased patient involvement in medical
decisions. In the traditional modei of health care, physicians made decisions
for their patients. in the current model, physicians increasingly make deci-
sions together with their patients.

The purpose of this chapter is to provide empiric information on the
oceourrence and background of nontreatment decisions, valid for the popu-
iation as a whole. In 1990 the Dutch government appointed a commission
{the Remmelink-Commission) with the task to report on the practice of
medical decisions concerning the end of life. The commission was charged
with providing empiric information 1o clear up some important issues in the
ongeing euthanasia debate. The explicit instruction was that it should not
restrict itself to active euthanasia but also include other important end of life
decisions, such as decisions io withdraw or fo withhold life-prolonging
treatment and decisions to alleviate pain or symptoms resulting in possible
shortening of life, We were asked by this commission to do a nationwide
study on these issues.

We define nontreatment decisions as all decisions involving withholding
or withdrawal of potentially life-prolonging treatment. This does not imply
that all treatment will be forgone. In most instances at least paliiative
treatment is continued. Our information is representative of all deaths in the
Netherlands, including those in hospitals, in nursing homes, at home, and
elsewhere.

* Pilnenborg L, Van der Maas PJ, Kardaun JWPF et al. Arch Intem Med 1985;155:286-292
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After the frequency of nontreatment decisions is presented, some patient
and physician characteristics will be given. Patient involvement and some
other aspects of the decision-making process leading to nontreatment
decisions will be described, as well as the different types of intervention that
were forgone.

5.2 Methods

In 1990 and 1991, the first nationwide investigation of medical decisions
concarning the end of life was performed in The Netherlands. Three studies
were underiaken: 1. detalled interviews with 405 physicians (interview
study); 2. questionnaires mailed to the physicians of a sample of 7,000
deceased persons (death certificate study); and 3. infermation about 2257
deaths collected by a prospective survey among those physicians who
patticipaied in the interviews {prospective study).

The methods used in the three sludies are described in more detail
elsewhere.'® Here we will focus on how information on nontreatment

decisions was elicited.

Interview sfudy (study 1)

A stratified random sample of 405 physicians who had practised medicine
In their present practice for at least two years was interviewed by 30
physicians and five nonmedical academics, all well acquainted with health
care. The sample was stratified according to type of specialty. Of all invited
physiclans, 9% refused to paricipate in the interviews, mainly because of
lack of time (an interview lasted 2142 hours on average). In total, 152 general
practitioners, 50 nursing-home physicians, and 203 clinical specialists
(cardiologists, surgeons, internists (including oncologists), pulmonologists,
and neurologists, together covering 89% of all hospital deaths) were inter-
viewed, Two sections of the interview dealt with nontreatment decisions:
those at the expliclt request of the patient and those without such a request,
Tha physicians were asked to give some details about their most recent case
in each category, if any. Advance decisions not to resuscitate were asked
as a separate category and are reported on elsewhere.? In this chapter, the
information is restricted to the deceased parsons.

Death certificate study (study Ii)

For all inhabitants of the Netherlands, the cause of death is reported to
Statistics Netherlands. The name of the patient is not mentioned on the
cause-of-death form, but that of the reporting physician is. A stratified sample
was drawn on those death cerlificates from August till November 19980,
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Stratification was based on the probability that an end-of-life decision had
been made. Therefore, the cause-of-death forms of all 41587 deaths that
occurred during this period were examined by two physicians and assigned
to one of five strata: when the cause of death precluded the possibility of any
kind of end-of-life decision {eg, a car accident resulting in instant death), the
case was assigned stratum 0, and no questicnnaire was sent. When the
chance of an end-of-fife decision was deemed (eg, most cancer deaths), the
case was classified as stratum 4. The sample fraction for stratum 4 was six
times as high as for stratum 1 (0.5 and 0.083, respectively).

Anonymous guestionnaires, consisting of 24 questions, were sent to the
attending physicians of their recenfly deceased patients. Of the mailed
questionnaires, 76% were returned. The results of this study are based on
5197 complsted questionnaires.

If, according to the physician, the death had been sudden and totally
unexpected, no further questions were asked, except for a question about
do-not-resuscitate orders. If an end-of-life decision had been made, some
questions were asked about the characteristics of that decision. The end-of-
life decisions that could have been made were as follows: nontreatment
decisions, alleviation of pain and symptoms with probabile life-shortening,
and euthanasia and other end-of-life decisions with the explicit infention to
hasten the end of life.® The two most important questions pertaining to
nentreatment decisions were the following:

1 Did you or a colleague take one or more of the following actions, or ensure
that one of them was taken, taking into account the probability that this action
would hasten the end of the patient's life?

2 Was death caused by one or more of the following actions, which you or
a colleague decided to take with the explicit purpose of hastening the end
of life?

The ‘following actions’ in both questions were: a. withholding a treatment
(yes,no) and b. withdrawing a treatment (yes,no). If one of the four answering
categories (1a, 1b, 2a, 2b) was answered affirmatively, that specific death
was considered to have been preceded by a nontreatment decision.

The sequence of questions about the occurrence of end-of-life decisions
was constructed as a gradient of ‘importance’. This gradient was based on
the type of decision and on the physician's intention: ‘taking into account the
probability of hastening the end of the patient's life’ or ‘with the expiicit
purpose of hastening the end of the patient's life’ (eg, question 2 was ‘'more
important’ than question 1). For the most imporiant end-of-life decision, if
any, details about the decision characteristics were asked.*

A weighting procedure was applied to derive valid estimates for the whole
population of deceased persons. The weights were derived after subdivision
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of the sample according to stratum, place of death, cause of death, age and

sex.2

Prospective study {study i}
All respondents of study | were asked to complete a questionnaire that was
identical to that used in study |l for every patient in their care who had died
within 6 months after the interview. Of the 405 interviewees, 322 (80%) took
part. They described 2257 deaths and the decisions they had orhad not made.
The best basis for quantitative estimates is study Il because of its random
sample of all death cerlificates, and the fact that this sample was 2.3 times
larger than the one of study lll. Significance of relationships beiween
variables was tested by log linear regression analysis. Stratification effecis
were modelled using an offset variable.® Study IIf will ba mentioned if its
estimates differ markedly from those in study li, or when a further subdivision
within cfinical specialties was mada, Study | will be used to give further details
about nontreatment decisions that were not availabie in study Il or i,

5.3 Results

Of all deaths, 30% were considered io be sudden and unexpected by ihe
reporting physician, The propertion of sudden deaths varied with age, sex,
and cause of death (Table 1). As might be expected, the proportion of sudden
deaths was higher in younger age groups, in males, and in deaths from
cardiovascular diseases, while it was low in cancer deaths.

For better insight in the distribution of nonireatment decisions, we re-
stricted our analysis to nonsudden deaths (Table 1, column 4). The propor-
tion of nontreatment decisions in all nonsudden deaths was 39%. It was
higher in newborns (64%), and slightly higher in the group of patients aged
80 years or more (43%) and in females (43%). It was relatively high in
diseases of the nervous system (48%) and relatively low in cardiovascular
diseases {32%). Age, sex and diagnosis all independently contributed to the
probability that in a particuiar death case, a nontreatment decision had been
made (log linear regression analysis). About half of all nontreatment deci-
sions consisted of not starting a possibly life-prolonging treatment; in the
other half physicians had withdrawn treatment, or they had withdrawn some
treatment as well as withheld some other treatment. This distribution did not
differ significantly between sexes or disease categories. However, there was
a clear relationship with age. In younger ages, a larger proportion of
nontreatment decisfons consisted of withdrawing a therapv that already had
been started (61% in those aged less than 65 years and 43% in those older
than 79 years).
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Table1  Age and diagnosis of died patients according to total number of deaths {vertical %} and according
to non-treatment decislons in non-sudden deaths {horizontal %) {study )t

Non-treatment MNon-sudden
decisionsin  deaths without
Non-sudden non-sudden non-treatment

Altdeaths Suddendsaths  deaths deaths decision
Vertical % Horizontal % Horizontal% Horizontal % Horizontal %
Total (n=5197) 100 30 70 39 61
Age p<0.001f p<0.001
0-64 years {(n=1160) _ 22 41 59 36 64
65-79 years (n=1999) 37 30 70 a7 63
80+ years (n=2038}) 41 24 76 43 57
Sex p<0.001 p<0.001
Male (n=2665} 52 33 87 36 64
Famale (n=2532) 48 27 73 43 57
Dlagnosis p<0.001 p<0.001
Cancer (n=2174} 29 8 9 37 63
Cardiovaso.diseases(n=1103} 31 52 48 32 68
Nervous system (p=572) 12 23 7 48 52
Pulmaonary system {n=379) 7 23 77 39 61
Other diseases {n=969) 2 35 65 46 &4

* All percentages are based on weighted data, so absolute numbars In the sample cannot be computed
directiy from percentages. Dus to rounding errors percentages may not add up to 100%.
1 Slgnificance was tested with loglinear regression analysis.

The place of dying in the Netherlands coincided with the distribution of
dealhs over the different types of specialties: 42% died at home, 41% in a
hospital, and 17% in a nursing-home (table 2). About two fifths of all hospital
deaths occurred in internal medicine. The proportion of sudden deaths was
not equally spread over the specialties. The cardiologists reported 54% of
alt their deaths-assudden and unexpected, and the general practitioners
38%, while the nursing-home physicians reported only 16% as such. Non-
treatment decisions in non-sudden deaths differed also among specialists:
for surgeons, 55%, for nursing-home physicians, 44% (study Il; 55%) and
for cardiologists, 28%. In some specialties, most nontreatment decisions
consisted of stopping a treaiment that had already been started (cardiolog-
ists, surgeons), while in others the decision not to start treatment was the
most common nontreatment decision (nursing-home physicians, neurolo-
gists).

In 25% of all non-sudden deaths the non-treatment decision was the most
important decision. From this last group we further analyzed the decision
characteristics. Table 3 presents the distribution of those characteristics over
three types of specialists: general practilicners, clinical specialists, and
nursing-home physicians. It also shows the distribution over three levels of
patientinvolvement: nontreatment decisions atexplicit request of the patient,
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Table2  Deaths par specialty according to folal number of deaths (vertical %), according to non-ireatment
decisions in non-sudden deaths (herizontal %), and according to the division of non-treaiment decisions In
‘wilitholding only’ and ‘withdrawal with or without withholding’ {horizontal %), {study )T

Non-sudden .
Non-treatment  dealhs Withdrawal
declslonsin without with or
non-sudden non-freatment Withholding without
All deaths deaths declslon only withholding
Verlical % Horizontal% Horizontal % Horizontal % Horizontal %
Total {n=2257} 100 a7t 63 48 52
Type of speclalty p<0.0017 p<0.001
Cardiologist (n=267) 8 28 72 32 68
Surgeon (n=102) 8 55 45 32 68
Internist (n=378) ' 17 34 66 43 57
Pulmonologlst (n=267} - 4 42 §8 35 85
Meurologist (n=172) 5 as 62 55 45
General praclilioner (n=618} 42 33 67 46 54

Nursing-home physiclan
(n=463) 17 44 56 61 39

* Al percentages are based on welghted data, so absolute numbers in the sample cannot ba computed
direclly from percentages. Due to rounding errors percentages may not add up to 100%.

t Signiticance was tested with foglinear regression analysls

i Instudy Il this percenlage Is 39%, see tabls 1, last column,

nonireatment decisions after discussion with the patient or a previous wish,
and nontreatment decisions without discussion with the patient or a previous
wish. In 67 cases (7%) we had insufficient information about the patient's
involvement in the decision. These cases were excluded from the table.

Nontreatment decisions were made at explicit request of the patient in
19% of cases of nontreatment, after discussion with the patient in 13%, after
a previous wish in 9%, and without any involvement of the patient in 59%,
In this last group the patient was not (totally) competent in 87% of cases,
mostly because of diminished consciousness and/or dementia. Competent
was defined as ‘able to assess his or her situation and to make a decision
aboutitadequately’, In 72% of these cases, the decision had been discussed
with relatives. Of the remaining 13%, we could not establish the competence
of the patient, because in the majority of these cases the physician answered
the question? 'Why was the decision not discussed with the patient?’ with
‘discussing the decision would have done more harm than good’ or ‘this was
cleatly the best for the patient'. In a number of these cases, the patient was
probably competent. In 58% of these cases, the decision had been dis-
cussed with relatives.

Compared with other specialists, when general practitioners made non-
treatment decisions, it was relatively more often regarding competsnt pa-
tients (42%) and at their request (31%} of competent patients. Clinical
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Table3  Declslon characteristics In non-treatment declsfons as most important end-of-life declsion
{vertical parcantages}) (study 1T

Atter  Without

By discussiondiscussion
By nursing- or or
Declslen general Bydlin,  home Atexplicit previous previous
characteristics pract.  specialist physiclan reguest  wish wish Total
n=285 n=814 n=342 n=182  n=2%1 n=521 n=924

Vert.% Vert.% Verit.% pf Ver.% Ver.% Vert.% p! Ver. %

Dlsc., request,
provious wish

e [T

At explicit request 31 14 14 100 - - 19
After discussion or :

previous wish 26 23 18 - 100 - 22
Wilhout discussion

or previcus wish 43 62 68 - - 100 59
Compoetence : e

Competent 42 18 18 95 31 - 25
Not or not totally

compatent 46 75 74 4 65 87 87
Uncertain 12 7 8 - 4 i3 9
Decislon dlscussed

with¥

Colleagues Bl 78 3B 61 57 49 = 53
Nursing staff 40 61 79 60 59 62 NS 61
Relatives 69 73 76 NS 81 72 0 72
None of thage 18 5 g 4 8 12 10
Shortening of life o i

< 24 hours 41 52 36 27 45 49 44
1-7 days 35 29 27 3 28 30 30
11c 4 weeks i6 12 19 26 17 12 18
> 1 month 6 4 14 14 8 6 B
Unknown 2 3 4 2 2 4 3

* Al percentages are based on welghted data, so absolute numbers in the sampls cannot be computed
directly from percentages. Dus 1o rounding arrors percentages may not add up to 100%.

1 Significance was lested by loglinear regression analysis: *'* p<0.001, ** 0.001<p<0.01, * 0.01<p<0.05,
NS Not Significant

$ More than ong answer possible.

specialists most often consulted colleagues, nursing-home physicians most
consulted the nursing staff, while general practitioners consulted a health
care professional less often.

We asked the physicians to give an estimate of the extent to which life
was shortened by the nontreatment decision. Any estimate of this nature can
only be very general. However, this investigation showed that estimates
differed markedly belween different types of end-of-lifs decisions. The
estimated amount of life shorfening was up to 1 week in 74% of all cases
and more than 1 month in 8%. The estimated shortening of life was slightly
higher for nursing-home deaths and somewhat lower for hospital deaths.
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When nontreatment decisions were made at request of the patient, the
estimated shortening of life was much higher than when there had been no
request: 1 week or more in 39% vs 19%.

In the interview study we asked the physicians what their most important
reasons were for deciding to forgo treatment. More than one reason could be
given. When nontreatment decisions were made at the patient’s explicitrequest,
the wish of the patient was of course an important reason (74%). When
nontreatment decisions were not made at explicit request (the majority of these
patients were incompetent), the most important considerations to forgo treat-
ment were ‘no chance of improvement’ or ‘the futility of further ireatment’
(together 72%). Scarcity of means hardly ever played a role in the decision.
It was mentioned in iwo out of 225 cases (shortage of beds in an intensive
care unit), but in both cases there were also other reasons for the decision.

In the interview study, we also asked what kind of interventions were
withdrawn or withheld, Table 4 shows that chemotherapy and radictherapy
were relatively more frequently withheid or withdrawn at the explicit request
of the patient. Antibiotics were relatively more frequently withheld or with-
drawn when there had been no explicit request of the patient, For other types
of intervention, no major differences were observed. Altogether, the forgoing
of antibictics and ‘no (further) diagnostics or hospitalization’ were the non-
treatment decisions most often made. We also asked if the physician's
attltude had changed since the baginning of his or her practice with regard
to the continuation of life-prolonging treatments in terminally Il patients: 56%

Table 4 Interventions forgone in non-treatment decisions at expliclt request or not at explicit request
{vertical percentages} {study I}*

At explicit request  Not at expllcit request

n=139 n=225

Vertical % Verlieal %
Antibiotics 16 37 p<0.004
Dlagnoslics or hospitalization 17 23 NS
Chemothsrapy 25 5 p<0.001
Radiotharapy 16 1 p<0.001
Tube feeding 10 11 NS
Surgery 9 10 NS
Anliarchythmlc drugs and/or
antihypertensie drugs and/or
drugs for angina pecioris 8 i1 NS
Other drugs, or drugs no! specified 14 18 NS
Blood transfusion 9 5 NS
Mechanicalventilation 3 7 NS
Parenteral fiuld 2 4 NS
Dialysls 2 3 NS
Cther 4 6 NS
Totalf 136 141

* All parcentages are based on welghted data, so absolute numbers in the sample cannot be computed

directly from percentages.
1 Tolal higher than 100% because more than one answer was possibla.




5 Withdrawal or withholding of treatment at the end of life 57

said that their attitude had changed {in 81% ioward less aggressive treat-
ment, which means more nontreatment decisions at the end of a patient's
life}; 9% of the physicians who had changed their attitude said they now tried
more treatments because of the increased life-prolonging possibilities; and
13% menticned that the wish of the patient had become much more
important in their decision making process. In most cases this had resulted
in forgoing life-prolonging treatment, but sometimes the physician had
continued some treatment onily because of the patient’s wish,

5.4 Comment

Before the results are discussed, their validity should be considered. The
death certificate study (study 1) and the prospective study (study II} showed
nearly identical resuits, although the samples of physicians and death cases
in each of these studies were obtained in a totally different way. The
response rate for both studies was high. The distributions of age, sex, and
diagnosis in studies Il and [li were comparable with those of all deaths in the
Netherlands. However, in study [l the response rates related to those who
died in a hospital and those who died elsewhere differed (64% vs 81%).
Detailed analysis did not show any bias resuiting from response.2 Further-
more, the total anonymity and immunity guaranteed to all physicians who
participated in the study strenglthen our conviction that the physicians
answered honestly.

Although there is increasing literature on nontreatment decisions, there
are still few empiric studies, no other study covers a large reprasentative
sample from the whole population. The study most comparable with ours is
that of Faber-Langendoen and Bartels.® They found that in 52 of 70 patients
who had died during a 2-month peried at a university hospital, some
intervention had been withheld or withdrawn. The forgoing of life-sustaining
treatment often occurred in a sequential manner over several days. For 39
of the 52 patients of whom treatment was forgone, the initial decision
included orders not to resuscitate andfor intubate. The most common
decisions made synchronously with the initial decision were forgoing the
administration of vasopressors, anti-arrhythmics, or dialysis, and the perfor-
mance of surgery. In 40 of the 52 patients, interventions other than resusci-
tation and mechanical ventilation were withheld or withdrawn. Of the adult
patients, 29% were able to pariicipate in the initial decision.®

From study Il we know that in 81% of deaths that occurred in a hospital,
nontreatment decisions were made and/or a do-not-resuscitate order was
issued.? This percentage is slightly less than in the Faber Langendosn and
Bartels study (74%).
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In a study done in an intensive care department, treatment was withdrawn
or withheld in 45% of the 198 patients who died. Of these, 11% had earlier
expressed a wish that their terminal treatment be limited. Only 4% had
participated in the actual decision to limit treatment; the others were incom-
petent at the time the decision was made.”

Several other studies have dealt with special groups of patients. Of 704
patients who died in a hospital dialysis department, 22% died because
dialysis was withdrawn. Nearly half of these were competent patients, ali of
whom had requested or agreed with the decision to withdrawn the dialysis.
Inthe early 1970s, the physician had initiated the withdrawal decision in 66%
of cases; in the early 1980s, this number had dropped to 30%, leaving the
role of initiator to the patients or their proxies.8 Dialysis patients and intensive
care patients, however, are special categories, while our patient groups are
representative of the total patient population. Brown and Thomp:s‘:an9 studied
patients In a nursing homa. He reported thatin 83% (n=48) of the 58 patients
who died with fever, It had been decided not to give specific treatment, In a
general medicine unit, some form of acute medical intervention was withheld
in 82% (n=18) of the 22 patients who died with severe dementia.'®

Physicians daily face the decision whether to start or continue a certain
treatment. We found that decisions to withhold or withdraw possible life-pro-
longing treatment perhaps are not made daily but still eceur in 39% of all
nonsudden deaths. These decisions do not imply that all life-sustaining care
is forgone or that only comfort care is given, For example, a physician could
decide, together with the patient's relatives, not to give antibiotics to a
severely demented patient. Nevertheless, tube feeding could be continued.

All these decisions were made by the physician at least taking into
account the probability that life would be shortened. The rasponse that life
was prebably shortened by more than a month in 8% of cases indicates that
to forgo treatment can be a weighty decision. In the interview study several
physicians mentioned that the decision was to avoid prolonging life rather
than to shorten life. The correct terminology depends on whether or not the
results of life-prolonging treatment in terminal patients are considered to be
part of normal human life expectancy.

Our results illustrate interesting differences between medical practice in
different specialties. In hospitals, the largest contrast is to be found between
the cardiologist and the neurologist. Cardiclogists reported that 54% of their
patients die suddenly and unexpectedly, while for the neurologists this figure
is only 19%. Cardiologists have also the lowest proportion of nontreatment
decisionsin nonsudden deaths, while surgeons have the highest percentage
{28% vs 55%).
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The difference in the proportion withholding treatment per specialty may
have to do with a difference in prognostic certainty and with quality-of-life
considerations, Both medical prognosis and quality of life may be so poorin
nursing-home patients and neurological patients that no therapeutic im-
provement may be expected. This might explain the high percentage of
decisions to withhold ireatment. In cardiac and surgical patients, the prog-
nosis, especially the short-term prognosis, and the chance of therapeutic
improvement may be more difficult to predict, which would justify starting a
treatment with uncertain outcome. This would explain the relatively high
percentage of decisions to withdraw {reatment.

Fhe observed reasons for the physician to make a nontreatment decision
depended heavily on the involvement of the patient in the decision-making
process. When there was no explicit request from the patient, the reasons
were mainly ‘no chance of improvement’ and the *futility of further treatment’.
The latter reason implies in most instances more than a pure medical
judgment about the effectiveness of a certain treatment,*11-13 Therefore,
we think that generally the competent patient should be consulted about
nontreatment decisions. The physician has to explain what can be achieved,
and then the patient has tc make clear what value he or she attaches to the
alternative outcomes. More accurate proghostic estimates of survival and,
even more important, of quality of life during that period could facilitate proper
decision making, but, of course, this does not provide absolute certainty in
the individuai case.'*1° When the patient is no longer competent, surrogate
decision making, the use of advance directives, and the advance appoint-
ment of a proxy decision maker are the only ways to come closer {o the
(expected) wish of the patient, although limitations have been pointed out in
a number of studies. 6%

In 59% of all nontreatment decisions cases the patient was not involved
in the decision making, mostly because of incompetence. In at least 13% of
these cases, the decision was made by the physician under the heading of
what one might call ‘therapeutic privilege’ or ‘paternalism’, although relatives
had been involved in more than half of these cases. It is often not until a
patient is unable io interact with others that the wisdom of further {ag-
gressive) therapy is questioned.?' But has patient involvement in nontreat-
ment decisions changed at all during the last decades? Except for the study
by Neu and Kjellstrand 8 there are no quantitative investigations that can
answer this question. in our siudy, approximately half of all physicians said
they had changed their attitude about life-prolonging ireatments and moved
towards less aggressive treatments in the course of thelr practice, and
several mentioned that nowadays there is more patient involvement in
non-ireatment decisions,
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It has been shown that physicians in the United States are much more
concerned about providing overly burdensome treatment at the end of life
than about undertreatment, but nevertheless they are reluctant to withdraw
treatment because uncertainty about what the law, medical ethics and
professional standards say on this matter.?225 The most likely consequence
is that often treaiment will be continued against the professional intuition of
the physician, which can be seen as ‘defensive medicine’. We think that,
especially in the terminally ill, continuing or starting treatment should be
argued just as rigorously as discontinuing or withholding treatment.

55 Conclusion

Non-treaiment decisions in terminally ill patients are made often in medical
practice (39% of all nonsudden deaths). They can be weighly dscisions,
requiring considerable expartise. This is illustrated by the fact that some-
times iife is shortened (or not prolonged) by a considerabie amount of time.
The considerations are seldom purely medical. Most often a physician has
to weigh medical and nonmedical burdens and benefits. For this to be done
properly, the patient should be involved whenever possible. Patient involve-
ment is often impossible because the discussion is postponed until it is too
late, the patient being incompetent. Other requirements for a balanced
decision are better prognostic knowledge, optimali palifative treatment, con-
sultation of other specialists and the absence of defensive motives.
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6 Medical decisions at the end of life in
cancer patients

6.1 Introduction

Dilemmas in the care of cancer patients receive increasing attention.!
Nowadays cancer is the second cause of death in the industriatized world
and the proportion of cancer deaths is still increasing. Progress in medical
technology has resulted In an increase in lifs-expectancy, but sometimes
aiso in a prolongation of suffering. Yet, improvements in palliative treatment
have made it possible to reduce much suffering at the end of fife. According
to the World Health Organization, it is feasible to relieve pain sufficiently in
more than 90% of cancer patients.2 Nevertheless, in practice alleviation of
pain and symptoms is still a problem, especially at an advanced stage of
disease in which 60-90% of cancer patients report substantial pain.3'5

in terminally il patients not only good palliative care has to be provided,
but sometimes also important medical decisions have to be made. In
1990/91 we performed the first nationwide investigation on medical deci-
sions concerning the end of life.8® Four types of decisions were studied: 1.
decision to withhold or withdraw probably life-prolonging treatment (in this
chapter ‘non-treatment decisions’), 2. alleviation of pain andfor symptoms
with probable life-shortening effect (in this chapter: ‘decisions for pain
alleviation'), 3. euthanasia and assisted suicide (both at the patient’s re-
quest) and 4. life terminaling acts without explicit request of the patient,g Of
all deaths in the study, 30% appeared to be sudden and totally unexpected.
In 54% of the remaining cases, some end-of-life decision was made. We
found that end-of-life decisions were taken significantly more often in cancer
patients than in patients with other diseases. This chapter describes some
characteristics of end-of-life decision-making in cancer patients.

6.2 Results

Cancer was the diagnosis at death in 29% of all deaths. The group of
non-cancer deaths was representative of ali other diagnoses at death, of
which the most important were: cardiovascular diseases, diseases of the
nervous system (including stroke) and diseases of the respiratory system,
31%, 12% and 7% of all deaths respectively. Cancer patients were younger
than non-cancer patients, 73% being under 80, compared to 53% of the
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Tabla1  End-of-ife decisions in cancer- and non-cancer patients (death certificale study)*

Cancer No caneer All deaths
n=2174 n=3023 n=5197
% % %

End-of-life declslon made 59 31 39
Euthanasia/assisted suicide 46 0.8 1.9
Life-tarminating acts without explicit request 1.7 0.5 6.8
Alteviation of pain and symptoms! 35 (46) 12 (17} 19 (25)
Non-treatment decisions! 18 (34} 18 (25) 18(28)
No end-of-life decision made 41 69 61
Suddendealh 8 39 30
Other cases where no end-of-lile decision was made 33 29 31
Total 100 100 100

* Al percentages are based on weighted data, so absolute numbers In the sample cannot be computed

directly from percentages
1 Between brackels: fofal parcentage of this end-of-life decislon Including cases where also other

important end-of-life declsions had besn made.

non-cancer patients. Cancer patisnts were alsc more often male (67%
versus 50%).

Table 1 presents the distribution of end-of-life decisiens in the cancer-
and non-cancer group. In 59% of all cancer patients and in 31% of all
non-cancer patients an end-of-life decision was made. This difference can
partly be explained by the higher percentage of sudden deaths in non-cancer
patients, but it still exists within the group of non-sudden deaths (64% versus
52%, not in table), In 6.3% of cancer patients a drug was administered or
supplied with the explicit intention to hasten the end of life {(euthanasia or
assisted suicide or a life-terminating act without the patient's explicit re-
quest), whereas this had been the case in 1.3% of non-cancer patients. Not
surprisingly, pain alleviation was the end-of-life decision most frequently
taken in cancer patients. It was the most important end-of-life decision in
35% of all cancer patients, while in another 11% it occurred together with
other important end-of-life decisions, most often with non-treatment deci-
sions. The proportion of deaths where a non-treatment decision was the
mostimportant decision, was equal in cancer and non-cancer patients, both
18%. This makes non-treatment decisions the most frequent end of life
decision in non-cancer patients.

The respondents estimated that the life-shortening effect of the end-of-life
decisions was less than a week in 75% of all cases; in 11% it was unknown.
These figures did not significantly differ between cancer- and non-cancer

patients.

6.2.1 Differences per speclalty
Cancer patients died more often at home than in a hospital or nursing-home:
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Table 2  End-of-life decisions in cancer- and non-cancer patients, according to specialty
(death certificate study)*

Nursing-home
Generalpraclitioner Clinieian physician
Cancer Nocancer Cancer MNocancer Cancer Nocancer
n=1196 n=1160 n=755 n=1011 n=215 n=771

% % % % % %

End-of-life declslon made 57 21 60 32 64 54
Euthanasla/ assisted suicide 6.7 1.3 2.9 0.7 0.8 0.0
Life-tarminating acts without
explicit request 1.2 0.1 28 0.9 . 0.3
Allgviation of pain and sympioms’ 35 (45) 8(10)  34(46) 13(18) 38(48) 22(29)
Non-treatmentdscisions’ 14 (28) 12{16) 20{39) 18(24) 26(47) 32{46)
No end-of-life decislon made 43 79 40 68 36 46
Sudden death 6 54 9 3 10 18
Other cases where no erd-of-tife

. declslon was made 37 25 3 37 28 28
Total 100 100 100 100 100 100

* All psrcentages are based on welghted data, 50 absolule numbaers [n the sample cannot be computed

directly from percentages
1 Betwaan brackets: total parcentage of this end-of-life declsion including cases where also other
Important end-of-life declsions had been made.

50%, 40% and 10% respectively (39%, 41% and 21% respectively for
non-cancer patients). Because the piace of death determines what kind of
specialist is responsible, this means that in half of all cancer deaths the
general practitioner was the responsible physician dusing the ifnal stage of
the disease, _

Table 2 shows some differences between speciallies. Euthanasia was
more often performed by the general practitioner than by the clinictan, in
cancer patients as well as in non-cancer patients, although the last difference
was not significant. On the other hand, life-terminating acts without explicit
request of the patient occurred more often in hospital. The proportion of
cancer patients where a decision for pain alleviation as most important
end-of-life decision was made differed not significantly between specialties.
However, there were significant differences in the frequency of non-treat-
ment decisions. At home, they were the most important end of life decision
in 14% of cancer patients, white in the nursing-home this was 26%.

6.2.2 Patieni-involvement

Table 3 shows the differences between cancer- and non-cancer patients
with regard to patient-involvement: explicit requests of the patient for an
end-of-life decision, discussion with the patient, or (in case of no discussion)
a previous wish of the patient. Euthanasia and life-terminating acts without
explicit request do not have to be discussed here further, because in the first
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Table3  Dsclslons for paln allevialion and non-freatment in cancer- and non-cancer patients: pattent
fnvoivernent and competance (death certificale study}*

Alleviation of
pain and symploms Non-treaimentdecisions
Cancer No cancer Cancer No cancer
n=770 n=396 n=380 n=611
% % % %
Daclsion discussed with patient 21 13 19 10
Decision at explicit request of patient 24 10 27 14
Not discussed, but previcus wish 5 7 ] 8
Not discussed and no previous wish,
of which: 37 55 38 62
Patient not or no! fully competent 61 75 83 91
Compelence palisnt uncertain! 39 25 17 9
Unknown 14 15 7 7
Total 100 100 100 100

* Al percentages are based on welghted data, so absolute numbers in the sample cannot be computed
directly from percentages
1 Explanation 'uncertain’; see Results

there is always an explicit request (according to the definition generally used
in The Netherlands) and in the second there is none.

Piscussion with the patient or an explicit request from the patient for an
end-of-life decision is much more common in cancer patients than in
non-cancer patients. The differences in patient involvement cannot be
explained by age or gender of the patient. They can be explained by the fact
that more cancer patients than non-cancer patients were competent, i.e. they
were able to assess their situation and to adequately make a decision about
it (logistic regression analysis). Of ail cases wers the decision had been
discussed with the patient, the patient was fully competentin 88% {decisions
for pain alleviation) and 87% (non-treatment decisions) of cancer patients,
andin 76% and 71% of non-cancer patients. Of all cases were no discussion
had taken place, the competence was uncertain in a high proportion of
cancer-patients: 39% in decisions for pain alleviation and 25% in non-treat-
ment decisions versus 17% and 9% in non-cancer patients. In these cases
the researchers were not able to establish the competence of the patient
from the answers, partly because the answer to the question ‘Why was the
decision not discussed with the patient’ was in mostinstances ‘this end-of-life
decision was clearly the best for the patient' or ‘discussion about this
end-of-life decision would have done more harm than good’.

6.2.3 Reasons for euthanasia
In the interview study we asked several questions about the reasons for
euthanasia. The most important considerations for performing euthanasia
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did not differ significantly between general practitioners and clinicians, the
most prominent being the wish of the patient. The most important reasons
the patients gave for their request for euthanasia, according to the physician,
were ‘unbearable situation'(70%), ‘dread the future suffering’(50%), and
‘unworthy dying’ (46%). the frequencies in which these reasons were men-
tioned did not differ significantly between cancer- and non-cancer patients.
Reasons that showed a difference were ‘loss of dignity’ (61% of cancer
patients versus 34% of non-cancer patients), and ‘pain’ (52% versus 16%).
There were no significant differences between the patients of the general
practitioner and the clinician. Pain as only reason for euthanasia was
mentioned in 3% of cancer patients versus 1% of non-cancer patients.

In 70% of cancer patients where suthanasia was performed, opioids had
been given to alleviate pain and symptoms versus 25% in non-cancer
patients, but the opioids had helped sufficiently in only 35% and 65% of those
patients, respectively. Again, there were no differences between general
practitioners and clinicians.

6.2.4 Borderline area

The decision to alleviate pain and or symptoms, with probably life shortening
effect, was the most important end of life decision in 19% of all deaths (study
fl). in some of these cases it was the physician’s explicit purpose also to
hasten the end of life. In those cases, it is not always possible to make a
strict distinction between pain alleviation and euthanasia or life-terminating
acts without explicit request.

The total of euthanasia, assisted suicide and life-terminating acts without
explicit request of the patient amounts to 2.7% of all deaths in study Il and
to 4.7% in study [I). After detailed comparison of the studies we concluded
that the 2% difference could be considered as an indication of the size of a
borderline area between euthanasia and life-terminating acts without explicit
request of the patient on the one hand and decisions for pain afleviation on
the other hand. These 2% are included in the above mentioned 19%.’

6.3 Dlscussion

Thefirstissue to be discussedis the validity of the studies. inthe Netherlands
27% of deceased persons died of cancer in 1990, which is comparable to
other well developed countries, The proportions of cancer deaths in study ||
and Il were 29% and 26% respectively. The response rates in all three
studies were rather high (see chapter 2), although in study |l the response
rates related to those deceased in hospital differed from those deceased
elsewhere (64% versus 81%). Detailed analysis did not show any bias due
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to non-response. Furthermore, we could guarantee complete anonymity,
and immunity against legal prosecution based on the data. Taking these
facts togsether, we are convinced that the physicians answered honestly and
that no serious blases exist in the material.

Fromthe results, it can be concluded that terminal cancer patients differed
from terminal non-cancer patients in several respects:

- They were younger, more often mafe, and died more often at home.

- Decisions for pain alleviation, euthanasia and life-terminating acts without
explicit request of the palient occurred threse to six times more often in cancer
patients.

- Cancer patients ware more often involved in the decision making process
of an end-of-life decision.

- The generai practitionsr performed significantly more often euthanasia in
cancer patients than the clinician, but the clinician performed more often
life-terminating acts without explicit request of the patient.

A plausible reason for the fact that cancer patienis die at home more often
is that the course of the disease leaves sufficient time to arrange terminal
home care. Also, since cancer patients are relatively young, the partner or
other relatives may still be able to heip.

Why are more end-of-iife decisions made in cancer patients than in
non-cancer patients?- Most likely, cancer more often leads to intolerable
suffering, and is more often accompanied by severe pain. Moreover, the
chronic course of fafal cancer and the frequent and intensive contact
between patient and doctor during that period offer more opportunity for
discussion and (anticipatory) decision making.

There Is much literature about pain in cancer patients. Often, pain in cancer
patients is not relieved sufficiently, leaving 60% to 0% of cancer patients
with advanced disease with substantial pain.s'5 In a study in the Netherfands
in 1988, 45% of hospitalized cancer patients were found to be in pain.’o
Oster found that approximately 72% of patients dying of cancer were in pain,
against 45% of patients dying of other diseases.!! The barriers to optimal
pain management include overconcern about narcotic addiction, addiction,
and respiratory distress, lack of expertise in the administration of analgesics,
lack of understanding of the pathophysiology of cancer pain, and lack of time
for palliative treatment,'%"17

it could be questioned if Dutch doctors are not too much concerned about
the life-shortening side-effect of opioids, considering the large number of
decisions for pain alleviation, where the physicians said that they took the
life-shortening effect into account. In fact, respiratory depression is a rare
side-effect of adequate pain management.
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Itis often suggested that adequate alieviation of pain and/or symptoms and
better personal care of the dying patient would make euthanasia unnecess-
ary. On the other hand the World Heaith Organization states that in a small
percentage (less than 10%) of cancer patients pain can not be relieved
sufﬁciently.2 This is compatible with the fact thatin half of the 4.6% of cancer
patients in which euthanasia was performed, pain was an important reason
for their request. Furthermore, one should bear in mind that in only 3% of
euthanasia cases pain was the only reason for the patient's request.

Recently, much attention has been paid to optimal pain treatment for
cancer patients in the Netheriands, In 1990, the Ministry of Health distributed
a 64 page hookiet for every practising ghysician, with practical information
about possibilities for pain treatment.'® Most regional hospitals nowadays
have a special pain-team, which can also be consulted by general practi-
tioners, Of course, improvements are still possible.

The fact that the frequency of end-of-life decisions differs per speciaity
has probably several causes, of which differences in palient population and
work situation may be the most important. Non-treatment decisions, for
example, are typically made in older patients, which explains why the
nursing-home physician makes such decisions more often. The general
practitioner on the other hand will more frequently refer patients io the
clinician, leaving the decisions to treat or not to treat to him. For euthanasia
and life-terminating acts wilhout explicit request the explanation of the
differences between physicians is more difficuit. The fact that euthanasia is
more often performed at home may reflect the choice of the patient who
requests euthanasia. The larger number of life-terminating acts without
explicit request of the patient in hospital may reflect the larger proportion of
patients who are dying under extreme suffering but who are not competent
to exprass their wishes.?

Patient involvement in an end-of-life decision only makes sense if the
patient is aware of his prognosis. It the past the withholding of this kind of
information, especially for cancer patients, was no exception. In the Nether-
lands it is nowadays generally accepted that the patient knows his diagnosis.
But, according to the resulis, this does not imply that a patient will always
be involved in the process of a decision that might shorten or not further
prolong life. In those cancer patients where decisions for pain alleviation or
non-treatrnent were not discussed, a relatively high number of physicians
answered that such a discussion could have harmed the patient or that this
decision was the best for the patient. In a certain amount of these cases the
patient was probably competent. It seems that there is still some refuctance
on discussing end-of-life decisions openly with the patient.
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6.4 Conclusion

In the future, the number of end-of-life decisions will increase, the absolute
and relative increase of cancer deaths being an important reason. Therefors,
the decision-making process in terminal cancer needs special attention.
End-of-life decisions in cancer patients are not equally spread over the
specialties, being parily patient-related and probably parily physician-re-
iated. Furthermore, although cancer patients are more often involved in the
decision making process, there is certainly still room for improvement.

Further research is required into the reasons for the differences between
specialties and the differences in patient involvement. This could contribute
fo a better training of physicians in the decision-making process at the end
of the patient’s life.
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7 Euthanasia: do doctors comply with
the guidelines?*

7.1 Introduction

Guidelines developed in the past years play an important role in the discus-
sion about euthanasia, Also, the reporting procedure has & prominent place
in this discussion. This chapter contains the results on medical decisions
concerning the end of iife, as far as they relate to the guidelines and the
reporting procedure. This investigation was commissioned by the Commit-
tee of Inquiry into the Medical Practice concerning Euthanasia, chaired by
prof.mr. J. Remmelink. The investigation had four objecti\.re&‘.:"3

- Quantitatively correct estimates had to be presented of the incidence of
euthanasia and other important decisions,

- Characteristics of the patients and physicians involved and circumstances
under which decisions were taken had to be described.

- The amount of knowledge of physicians concerning the guidelines with
respect to euthanasia and its translation into practice had to be investigated.
- Conditions had to ba explorad under which physicians would be prepared
to report suthanasia truthfully.

The third and fourth objective of this investigation will be described in this

chapter.

7.2 Results

Almost all physicians answered the question ‘Are you aware of the existence
of the guidelines with respect to euthanasia?’ in the affirmative (table 1). The
respondent was then asked to mention several guidelines. Table 1 sum-
marises both the guidelines as formulated by the Royal Dutch Medical
Association, by the National Health Councii, or in the 1987 bill and the
percentage of respondents mentioning one or more of these guidelines
spontaneously. Respondents mentioned an average of 3.3 guidelines. Al-
most all respondents who were aware of the existence of the guidelines
mentioned ‘consultation with colleagues’, about two thirds mentioned ‘seri-
ously considered request of the patient’; alf other guidelines were mentioned
less frequently, Of the physicians involved, 76% mentioned at least one of

* Van der Maas PJ, Van Delden JJM, Pijnenborg L. Ned Tijdschr Geneeskd 1991;135:2082-8
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Table1  Respondents’ knowledge of the guldelines with respect to euthanasia {physiclan interviews)

General Nursing-home
practitionsr ~ Speclafist physiclan Total
n=152 n=202 n=50 n=404
% % % %
Aware of existance of guldelines 29 94 100 98
If above queslionIs answared affirmatively:
Guldslines mentioned*T:
Voluntariness 42 40 49 42
Serlously considered request 71 54 76 66
Leng-standing desire to dle 16 15 47 18
Suffering not acceptable for patisnt 41 26 37 37
Consullation with colleague 90 87 94 89
Explanation of diagnosis, course of
iiness and alternative theraples 10 13 i8 H
Relatives were informed unless palient
did not wish this 15 23 2 16
Written report on decision-making 44 23 25 37

* More than ons reply could be given 1o this question.
1 The 8 mentioned guldelines are formulated by the RDMA, Ihe Naliona) Health Council, or in the bill of 1987,

the three guidelines concerning the request of the patient (‘voluntar-
iness’,'seriously considered request’,‘long-standing desire to die'). The fact
that voluntariness was mentioned by fewer than half the respondents,
however, does not necessarily mean that this would not be a grave consider-
ation for the other respondents.

The fact that voluntariness regarding the request for euthanasfa was
considered obvious, is confirmed by the data of table 2. Respondents were
asked to indicate their view of the degree of importance of several ‘official’
guidelines (that is the first 8 mentioned in table 1} and ‘unofficial’ guidelines
onascale from 1to 5. The 5 categories were: unimportant, hardly important,
more or iess important, important, and very important. Most respondents
who were aware of the existence of the guidelines felt that free choice, the
carefully considered request and the technically faultless performance in
particular were important or very important. Aithough all respondents men-
tioned consuitation with colleagues as one of the guidelines, not all respond-
ents found this important or very important. Of the general practitioners, 40%
did not feel that consuitation was (very) important,

Almost an identical distribution was found for replies to the separate
question: ‘Do you feel that a colieague should be consulted in all cases of
euthanasia?’. Almost 40% of the general practitioners replied in the negative,
as did 14% of the specialists and 10% of the nursing home physicians,
respactively,

7.2,1 Compliance with the guidelines
Respondents were asked a great number of questions with the purpose of
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Table2  Opinion regarding the ‘ofticlal and the ‘unofficial’ guidelines tor euthanasia {indicated are the
nurber of physicians that found a particular guidetine Imporiant or very imporiant)

General Nuising-heme
Guidslines praclitiener  Specialist physieian Tolal
n=15t n=201 n=50 n=402

% % % %
'Ofticlal™
Voluntaringss a8 97 98 98
Sericusly considered request 99 97 109 99
Long-standing desire to die 75 &9 a0 74
Suffering not acceptable for patient 85 94 96 95
Consuitation with colieague 60 79 20 &7
Explanation of diagnosls, course of illness
and alternative theraples 90 98 94 93
Relatives were informed unlass palient
did not wish this 72 73 B8O 73
Written report on decision-making 51 70 92 &9
‘Unofficlal’
Technically faultiess performance 98 g7 100 99
Incurable disease 78 a9 66 81
No treatmant altematives 57 78 74 64
Palient dylng g 66 59 40 63
Nurslng siafi must be involved
indecisfon-making 33 73 82 47
No tinnecessary suffering for others 40 57 52 46

* The ‘official’ guidelines correspond with the guldslines mentioned In fable 1.

detecting the extent to which they had complied with the guidelines on
euthanasia and assisted suicide (table 3). In nearly all cases, the patient had
made a voluntary request for euthanasia or assisted suicide. Moreover,
virtually all cases involved a long-standing and carefully considered desire
to die, as evidenced by the large percentage of repeated requests and the
considerable percentage of patients who had a good understanding of their
illness and prognosis.

In almost 80% of cases, no therapeutic alternatives were available to the
patient. In those cases where alternatives were present, these were not
applied by the respondent, as in almost all instances permission to do so
was refused by the patient. A colleague was consulted in 84% of cases.

One of the strict guidelines proposed by the Cabinst in 1987 is that
relatives of the patient must be informed, unless the patient does not want
this. Table 3 shows that this guideline was followed in almost all cases.

The guideline on recording the decision-making process was complied
with less stringently. Somewhat mors than one half of the general practition-
ers and three quarters of the specialists kept adequate records.

In addition to euthanasia and assisted suicide there are also cases in
which life is terminated without explicit request of the patient. Our best
estimate is that physicians prescribe, supply or administer a drug with the
explicit purpose of hastening the end of life without explicit request of the
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Table3  Towhal extent with the guidelines for eulhanasla complied with?* {physiclan interviews)

General
practilioner Specialist Total
n=94 n=87 n=187

% % %
Reguest of the patlent
Explicitrequest 97 91 96
Request made wholly by the patlent 99 97 99
Repeated requast 94 94 94
Patient had good insight into disease and prognosls 100 99 100
Alternatives
No alternalives 77 84 79
Alternatives but patlent no longer want them 17 16 17
Consultations
Consult with colleagues 81 93 84
Relatives Informed 97 85 94
Relativas not Informed because there were none - 9 2
Relalives not Informad because patient did not want titis 2 1 2
Relatives not informed for other reasons ] 5 2
Records
Written records kept 54 74 80

* Nursing-homa physlclans are not mentioned separately but were Included In the total,

patient in 0.8% of all deaths annually. In these cases, the guideline calling
for an explicit and repeated request was not observed. Virtually all cases
involved severely ill or terminal patients who were clearly suffering greatly
and who were no longer able to make their wishes known. In more than half
of these cases, the decision had been discussed with the patient, or the
patient had at some time indicated his wish to have the end of life hastened.
In several cases, there had been no consultation with others (family or
relatives, colleaguses). In a small number of cases there had been no
consultation while this would have been possible. There was also a select
number of cases wherse life had besn shortened by more than half a year
and, in the opinion of the physician, the palient clearly had not yet reached
the terminal stage of his iliness.

Intensifying the alleviation of pain and/or symptoms through administra-
tion by the physician of morphine or similar drugs in doses such that he at
least takes into account the probability that the end of life will be hastened
was a very frequent decision and the most important end-of-life decision in
17.5% of deaths.! In some of these cases, hastening the end of life was
{(partly) the explicit purpose. In the latter case, making a formal distinction
between this action and euthanasia or acling to terminate life without explicit
request of the patient is not always possible. In addition to situations meeting
the definition of euthanasia, there are several decisions and actions that can
be considered as part of the accepted actions of the medical profession. This
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boundary area beiween euthanasia or performing a life-terminating act
without specific request on the one hand and intensifying the afleviation of
pain and/or symptoms on the other hand can be estimated to comprise about
2% of ali deaths. This 2% is part of the above mentioned 17.5%. In cases
where life-shortening was the explicit intention of the alleviation of pain and
symptoms, the patient had at some point expressed his or her wishes on
this matter or had explicitly requested his or her life to be terminated.

7.2.2 Opinions about examining and reporting

Some two thirds of specialists and nursing home physicians answered in the
affirmative to the question: ‘Do you feel that each case of euthanasia should
be somehow examined?’ About 30% felt that this was sometimes, but not
always necessary and a small minority feit that euthanasia need never be
examined. It is not possible to determine whether all the respondents
interpreted this question the same way. It could have been seen as referring
only tolegal examination (tabie 4). Those whofeltthat all or only scme cases
of euthanasia needed o be examined, were subsequently asked who should
examine a case of euthanasia or assisted suicide in the first instance and
who in the second instance, in cases that could not pass the examination in
the first instance. In the opinion of specialists and nursing home physicians,
especially physicians are the candidates of choice for performing the first
examination. A medical ethics commiltee, an institutional committes of
colleagues or an indepandent medical examiner would be suitable. If a case

Table4  The oplnlon of specialists and nursing-homs physiclans on the questions whether euthanasla
should somehow ba examined

Nursing-home

Spechalist physician Total

n=199 n=50 n=24%
% % %

Do you fes! that each case of suthanasla should somahow ba examined?

Yes 61 76 64
No, but somsetimes yes 31 22 29
No, naever 9 2 7
Total 100 100 100

Only for respondents answering ‘yes' or ‘somelimes’ o the above stated question:
Who should test In 1st or 2nd Instance {ses text)*

1st 2nd 15t 2nd 1st 2nd
Publie prosecutor 7 25 25 49 10 30
Medicaltribunal 2 17 4 31 2 20
Coroner 8 3 10 5] 9 3
Healthinspector . 15 38 14 35 15 37
Medical-sthical commiltes 35 13! 37 12 35 1t
Institutional commities of colleagues 52 11 27 2 47 9
Independent madical examiner 30 16 35 ] a1 14
Other 12 10 g 4 12 9

* More than one answer could be given to this question.
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does not pass the first examination, a health inspector or public prosecutor
should be considered for the next examination.

The question concerning the examining of cases of euthanasia was put
In a different manner to general practitioners, who had been interviewed on
the basis of an earlier version of the questionnaire.

The question 'Do you fesl that each case of euthanasia should be
examined legally?’ was answered in the affirmative by 30% of general
practitioners. The following question: ‘Do you feel that in each case of
euthanasia it would be sufficient to use In first instance a form of examination
to be performed by colleagues according to a fixed protocol?’ was answered
in the affirmative by 69%. Some 15% of general practitionars added com-
ments to thelr answers (e.9.:'ves, legally but not by a criminal judge").

All respondents were aiso asked what would be the conditions under
which they would be prepared to report truthfully that euthanasia had been
performed. The question was put as follows: ‘What would be the conditions
under which you feel that one can require a physician to report to the police,
coroner or legal authority a case of euthanasia as an unnatural death?’

The answers are presented in table 5. Respondents had to formulate the
conditions themselves. No possible answers were offered.

More than a quarter of the physicians feit that euthanasia should always
be reported as unnatural death; 22% of physicians felt that this could never
be demanded from a physician. Onein three general practitioners mentioned
as condition that relatives must not be questioned by police. One guarter of
physicians mentioned prosecution as objection to reporting euthanasia.

In the proposals for a modified procedurs {put forward by 20% of all
respondenis) emphasis was often placed on the fact that police must

Table5  Under what conditfons would physicians be prepared to report euthanasla as euthanasia to police,
coroner or legal authority® (physiclan interviews)

General Nursing-home
practitioner  Specialist  physiclan Total
n=149 n=201 n=49 n=399
% % i) %
Always 23 29 51 27
Only under the following conditions:
if reporting does not lead 1o questioning of
relatives by police 35 20 22 30
If reporting tdoes not lead Yo prosecution 22 29 29 24
if reporting procedure is modified, i.e. (see text) 21 18 14 20
If reporting does not lead to confiscation of body 16 9 12 13
If guidelines were not applied - 3 3 - 3
If considerable lite-shortening was involved 2 4 - 3
tnder no condition 26 17 8 22
Other 7 8 4 7

* More than one answar could be given to this question.
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proceed with discretion. Many of the physicians making these kind of
suggestions emphasise that they would be prepared to report euthanasia as
such but do not wish to be considered as a suspect in a criminal act, Also,
the uncertainty of what might happen to the physician is considered as an
obstacle to making a report of unnatural death. Physicians indicated that
they needed a careful, clearly formulated procedure that would not be drawn
out for months on end.

7.2.3 Death cerlificate and reporting

After parforming euthanasta or assisted suicide, three quarters of the general
practitioners and about two thirds of the specialists reported these as cases
of ‘natural death’ in the death certificate {table 6). Of the six cases reported
by nursing home physicians, however, in only a single case was the cause
of death reporied to have been natural. The most important reasons for
declaring death to have occurred naturally were: the ‘fuss’ of a legal
investigation (55%), fear of prosecution (25%), the desire to protect relatives
from a judicial enquiry {52%) and bad expetiences in the past with stating
unnatural death (12%). Moreover, the fact that 8 general practitioners and
15 speciallsts declared that, in spite of seuthanasla or assisted suicide, they
had experienced the patient’s death as a natural one is noteworthy.

If no declaration of natural death was made, the coroner was contacted
in 80% of the cases, the police in some 40% and the public prosecutor in
some 40%. The inspector of heallth was contacted in only a small minority
of cases. It is striking to note that general practitioners contacted the police
much more often than the speclalists. Specfalist were far more likely to
contact the public prosecutor.

Of the 97 cases in the Interview study of life-terminating acts without
explicit request of the patient, the death certificate aimost always stated that
the patient died a natural death. Only one general practitioner reporied

Table &  Dealh cerificate in case of euthanasta or asslsted sulclde® (physiclan interviews)

General
practilionar Speclalist Totat
n=93 n=85 n=184
% % %
No decfaration of natural death made 25 35 28
In that case contact set up wita!:
Munlclpal coroner 85 45 60
Police 57 10 42
Public prosecutor 35 62 42
Inspecior of health g 4 8
Declaration of natural death made 7% 65 72
Total h 100 100 100

* Nursing-home physiclans are not mentioned separately but were included in the total,
1t More than ons answer could ba given to this quastion.
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‘unnatural death’ to the public prosecutor. In this case the public prosecutor
decided not to prosecute. The most important reasons for ceriifying that the
death was a natural one were the *fuss’ of a judicial investigation (47%), the
view that the death was in fact natural (43%) and the desire to protect
relatives from a judicial enquiry (28%).

7.3 Discussion

This investigation provides answers to the questions about the opinions and
the practice of physicians with regard to the guidelines and the reporting of
euthanasla. Seven types of physiclans were selected in the sample: general
practitioners, nursing-home physicians, cardiologists, surgeons, and spe-
cialists in internal medicine, chest disease, and neurology. By interviewing
these physicians systematically, the information obtained refers 1o 95% of
all deaths in the Netheriands. To extrapolate the results to the total number
of deaths in the Netherlands, weights were derived, taking into account the
stratification of the sample and the non-response rate. Selection effects due
to the sampling procedure and non-response could not be found, so the
results are probably representative of Dutch physicians from the disciplines
sampled. With regard to the opinions of the physicians, it should be kept in
mind that physicians who have only few or no death cases in their practice,
such as some types of specialists, were not interviewed. The division of the
discussed opinions applies only forthe seven mentioned types of physicians.
Since these physicians coma into contact with dying patients, their opinions
about the guidelines and the reporting procedure is especially important.

It appears from the investigation that the interviewed physiclans were
aware of the existence of the guidelines, and that they could mention an
average of 3.3 guidelines out of the 8 ‘official’ ones, Moreover, it may well
be that the respondent felt that one or perhaps even several of the guidelfines
were too obvious to rate a mention (e.g. the voluntariness of the request).
However, demonstrating familiarity with a particular guideline does not mean
that it is considered important or very important. For example, 89% of
respondents mentions as guideline ‘consultation with a colleague’, whereas
only 67% indicates it as (very) important, A written report is mentioned
spontaneously in 37% of cases only, yet only 59% of physicians found this
to be (very) important.

On the whole, it may be concluded that the decision-making process in
respect of euthanasia is careful; the results of the interviews indicate as
muech, Moreover, a considerable amount of information other than the
quantitative information obtained in the interviews points in the same direc-
tion: the decision for euthanasia or assisted suicide is never taken lightly.
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Many respondents indicated spontaneously that the increasing openness
around this subject and the fact that the forming of opinion has resulted in
guidelinesin the past years, has improved the quality of the decision-making
process,

Animportant stumbling block Is the written report, which failed to be made
in 40% of cases. Another important limitation is the fact that no declaration
of natural death was delivered in only 28% of all cases. These findings
correspond closely with Van der Wal et al.5® They conclude that the majority
of physicians complies with the material guidelines adequately5, whereas
this is much less the case with regard to the procedural guidelines {obtaining
advice of a colleague, written reports, and not dslivering a declaration of
naturai death).6

Apart from euthanasia and assisted suicide, all other decisions concern-
ing the end of life also require careful decision-making. Particular attention
should be paid to the life-terminafing acts without explicit request of the
patient (0.8% of all deaths) and the 2% of deaths in which the boundary
between ‘the intensification of the alleviation of pain and symptoms’ on the
one hand and ‘euthanasia’ and ‘life-terminating acts without explicit request
of the palient’ on the other hand is not clearly cut. In most of these cases
there is only a minor shortening of life, according to the physician (some
hours or days at the mosf), but in a small number of cases there is
considerable life-shortening. It is precisely in these decision situations that
oxtra carefulness is required.

It appears from this investigation that most physicians agree that cases
of euthanasia should be examined. They would prefer examination by
colleagues in first instance; a medical ethics committee, an institutional
committee of colieagues or an indepsndent medical examiner wouid be
suitable. If a case does not pass the first examination, a public prosecutor
or healith inspector or the medical tribunal should be considered for the next
examination.

It should be kept in mind that any examination procedure can only achieve
its aim if at least two conditions are met. First, the procedure should be totally
clear with respect to objective, criteria, steps of actions, (possible) conse-
quences and total period of time. Second, physicians must receive training
in dealing with euthanasia and other medical decisions concerning the end
of life. This includes going through the decision-making process (together
with others), determining the motives of the patient, and the evaluation of
medical aspects and all other relevant factors, as in the end, the quality of
medicai decisions concerning the end of life is determined by human and
professional qualities of the physician and the nurses, and regulation can
only give some support at the most,
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8 Life-terminating acts without the
patient’s explicit request*

8.1 Introduction

The euthanasia debate In the Netherlands has focused whether or under
what conditions a physician might be allowed to comply with a patient’s
requestfor such anaction. It might seem self-evident thatany life-terminating
act without the explicit request of the patitent should be considered murder.
Yet there remains the uneasy feeling that some very important questions
are being obscured, What is the responsibiiity of a physician towards a
patient whom he has treated for many years and who is dying in great pain
but unable to express any wish 1o be spared further suffering? Might not
some doctors consider ittheir responsibitity in such circumstances to shorten
the patient’'s fife by hours or days? The wish for clear-cut lines of demarcation
is understandable but the suffering and death of a'human being can give
rise to a tension with generally accepted rules. This issue has been covered
by studies done for the Dutch Commission of Inquiry into Medical Practice
Concerning Euthanasia, which was set up in 1980 to look at all important
‘end-of-life decisions’. Cne of these is a life-terminating act without the
explicit request of the patient (LAWER). We found that this happens in about
0.8% of all deaths in the Netherlands (the figure for euthanasia is 1.8%;.
This fir\dingﬂ'2 has disturbed many of those who have been following the
euthanasia debate and we felt that more details of the circumstances of such
events should be disclosed.

8.2 Methods

The methods used in the three studies - interviews with physicians, ques-
tionnaires to physicians attending patients who died, and a prospective study
of respondents to the interviews - are described in chapter 2. Here we will
focus on how information on LAWER was eficited.

Interviews
Questions on LAWER were introduced by pointing out that ‘There are
situations in which it is decided to perform a life-terminating act without the

* Pijnenborg L, Van der Maas PJ, Van Delden JUM et al. Lancel 1893;341:1196-9



82 End-of-life decisions in Dulch medical practice

patient's request to do so. This can occur if the patient had made only vague
remarks but not an explicit request. Other situations are those in which a
patient is no longer able to make such a request or if the condition of the
patient is evidently intolerable’, The interviewer was told to consider as "acts’
only the administration of drugs and not, for example, the withdrawal of
artificial respiration. The interviewee determined what was non-explicit
request - a.g., no request at all or a request that was not explicit.

There were 37 questions on the most recent LAWER-case (if any). The
interviewer was instructed to work up a case report on the most illustrative
end-of-life decision arising during the interview. Sometimes this was a case
of LAWER. In total detailed information was available on 97 LAWER-cases.

Death carlificate study and prospeclive study

The guestions most perinent o LAWER were: ‘Was death caused by the
use of a drug prescribed, supplied or administered by you or a colleague
wilh the explicit purpose of hastening the end of life?’ and ‘Was the decision
concerning that action taken upon an explicit request of the patient? If the
answers were ‘yes' and ‘no’ respectively, that death was considered to be
LAWER. The iotal number of LAWER cases in the death certificate stugy
was 47 and in the prospective study 44,

All estimates are based on small numbers, for LAWER is a rare event.
The numbers yielded by the prospective study are very similar to those from
the death certificate study and any differences will be mentioned. More than
half the cases in the' interview study arose before 1985, and this study Is the
source of illustrative case histories only, uniess otherwise specified.

8.3 HResults

The frequency of LAWER was 0.8% in the death certificate study and 1.6%
in the prospective study. This difference probably reflecls a grey area
between LAWER and the alleviation of pain with opicids at dosages that
might have shoriened life.2 _

At interview 27% of respondents said that they had performed LAWER at
least once, 32% never have but could conceive of a situation where they
would be willing to do so; and 41% never would,

Some characteristics of the patients {e.g., age, sex, diagnosis) and the
physicians are summarised in table 1.

Information about the patients’ wishes and competence the physicians’
consultations with others, and the life-shortening effects of LAWER and
suthanasia are compared in table 2. In 59% of all LAWER the physician had
information about the patient’s wishes (discussion with the patient and/or a
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Table1  Paltent- and physiclan-characteristics of LAWER and to olher end-of-lite decisions
{deathcerliflcate study)*

% of other end-of-life decisions’ % of non-acule
% of LAWER E/AS - APS NTD dsaths®
{n=47} {n=157) (n=1166) (n=991) {n=4007)

Age

0-49 2 10 6 7 6
50-64 20 25 17 g 13
65-79 23 44 40 32 a7
80+ 36 21 a7 53 44
Males 85 59 48 46 50
Diagnosis of cancer 60 71 54 28 39
Type of physlclan

Gensralpractitioner 26 70 38 29 37
Speclalist 89 28 40 42 43
Nursing home physician 5 t 22 30 20

* Percentages based on weighied data so percentages cannot be computed directly

from absolute numbers
1t E/ASs euthanasla or assisted sulclds; APS = allevialion of pain and sympioms;

NTD = non-treatment dacisions
% Non-acule deaths form 70% of all deaths. In 54% of non-acute deaths an end-of-lite declslon

has been made.

Table2  Decision characteristics in LAWER compared with those in authanasla and assisted sulcide
{death certificate study)*

% of euthanasia or

Decision-characteristics % of LAWER assisted suicide

{n=47) {n=157)
Discussion, request, previous wish
Discussed, explicitrequest - - 100
No explicit request, but discussed or previous wish 59 .
No discussed and no previous wish 41 -
Competence
Competent 36 99
Not compstant 56 1
Unknown 8 -
Declslon discussed with: -
Colleagues 70 84
Nursing staff 66 38
Relalivas a3 89
No-one 2 -
Shortening of life
< 24 hours 42 18
1dayio 1wk 44 40
1to 4wk 6 25
Moze than 1 mo 8 17

Unknown - 1

* Percentage based on weighled data so percentage canno! be computed from absolule numbers.
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previously expressed wish) short of an explicit request, In all other cases
discussion with the patient was no longer possible. In 56% of cases the
patient was thought to be able to assess his situation and to make a clear
decision. in 41% of cases where the decision had not been discussed with
the patient (because that was not possible) and the patient had not ex-
pressed a wish previously, the family had asked for hastening of the end of
the patient's life. In 70% of all cases the decision had been discussed with
a colleague an in 83% there had been discussion with relatives. In 2% a
physician had made the decision without discussing it with anybody. In 86%
of cases life was shortened by few hours or days at most, The physician
knew his patient on the average 2.4 years {specialist} and 7.2 years (general
practitioner). 2.3% of the general practitioners and 31.3% of the specialists
knew their patient less than one month (interview study).

8.4 Case histories
The spectrum of LAWER will be illustrated by three examples.

Case 1 finformation on patient's previous wish)

An 81-year-old woman terminally ill with breast cancer and widespread bone
metastases wanted to die at home. The general practitioner, who had known
her for 8 years, visited her regularly. The pain became more and more
difficult to alleviate with opioids. The patient repeatedly mentioned that if her
situation were to become degrading or the suffering unbearable ‘everything
should be finished’ but consciousness deteriorated rapidly and this was
never an explicit request. When the decubiius became extensive and pain
could no longer be relieved, the doctor, after discussions with a colleague,
the home care nurse; and the patient's son, gave a very high dosage of
opioids to shorten life, The patient died half an hour later. The doctor
estimated that life was shortened by a week at most. As with other patients
in this LAWER category the patient's wish was not perceived as an explicit
request.

The fact that something was known about the patient's wish about
life-ending was not always the most important consideration. As in this case,
the hopelessness of the situation, the unbearable suffering, and the futifity
of {further medical freatment were usually the most important factors (inter-
view study).

Case 2 {no informalion about patient’s wish}
A 75 year-old-woman, 3 years after her first stroke, was admitted with a
basilar artery thrombosis. She was totally paralysed and her consciousness
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deteriorated rapidly. Bronchitis developed and worsened despite antibiotics.
That there was no chance of improvement was confirmed by a colleague,
and asphyxia seemed imminent. The patient had never expressed a wish
about fife-ending, but the physician knew that patient very well. Her family
first mentioned life-ending and the decision to do this was discussed with a
colleague, nurses and husband. The most important considerations were
the avoldance of a prolonged terminal phase and the threat of asphyxia,
After high-dose opioids the patient died within an hour and her life was
estimated to have been shortened by iess than 24 hours.

Case 3 {no information abouf patients’ wishes; life-shortened by at least 1
month).

A foew cases are exceptions to the more typical cases 1 and 2, and the most
important of these are where life was shortened by at least a month (8%,
prospective study 0%). A 64-year-old man with a brain tumour was perma-
nently unconscious and frequent seizures could not be controlled. He was
not on opioids, No trealment alternatives or chance of improvement re-
mained, and this was confirmed by another physician. After discussion with
a colleague, nurses, and the patient's wife - the main arguments being the
very poor quality of life with no chance of improvement, {urther treatment
being futile - the specialist gave potassium chloride by intravenous drip.
Death ensued within 3 minutes. Here the patient's life was shortened by 1-6
months.

8.5 Discusslon

LAWER, largely Ignored until recently, complicates the euthanasia debate,
but before we try to interpret our findings we must discuss their credibility,
For the study as a whole no indication of selection bias has been found.?
The fact that the study was supporied by government, the Royal Dutch
Medical Association, and by the chief inspector of health, that anonymity and
immunity were guaranteed and that physicians were interviewed (212 hours
on average) by experienced colleagues all support our impression that
respondents answered honestly. The only other investigation of the in-
cidence of LAWER, also in the Neiheriands4, was based on a questionnaire
survey and indicated 100 cases a year in general practice. Our estimate is
270 and this is probably a reliable figure because it comes mainly from a
sample of death cerlificates and does not rely solely on ‘most recent case’
questions, The case described in JAMA in 1988° could be defined as
LAWER but one important difference between this case and most cases in
our sludy Is that ‘Debbie's’ physician saw her for the first time the day, that
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her life was cut short while in our study the physician had usually known his
patient for months or even years.

There are two ways to describe LAWER - that it Is a physician killing a
pearson who has become defenceless or that it is a response to the injustice
that a patient unable to make an explicit request has to suffer tothe end even
when his or her doctor, who may have been responsible for this patient for
a long time, and perhaps the relatives also feel confident that the patient’s
wishes would have been for life to be ended.

A doctor's duly to preserve life and to alleviate suffering are thus in
conflict. In discussing this dilemma it is also important to keep in mind that
the life-shortening effect in LAWER is smaller than that in euthanasia on
request. Almost all LAWER cases involve patients with only a few hours or
days to live.

Why is there no explicit request from the palient? A patient’s situation may
deteriorate rapidly and unexpectedly and he or she may become incompe-
tent before there has been an opportunity to discuss the possible future
course of action. Another reason may be that older patients (and their
spouses) often expect the doctor to ‘de what is best' and in extreme
situations patient and family may expect the physician to act as a sort of
proxy-decisionmaker between doctor and patient. For younger generations
this may be different. A third cause may be that it takes courags, an open
mind and time from doctors and patients allke fo discuss death and the
acceptance of terminal illness and the possibility of great pain may come
slowly or not at all. Physicians indicated that the public debate about
suthanasia in the Netherlands has meant that open discussion between
doctor and patient has become easier. Situations in which nothing is known
about the wish of the patient are likely to become less common while
advanced directives, and the assignment of proxy-decisicnmakers will
becomes more common.

End-of-life decisions will increase in importance with demographic shifts
towards older populations, with the increasing proportion of cancer deaths
and with the growth in life-prolonging technologies. However, this does not
mean that LAWER will increase too. In the debate that followed publication
of our earlier findings the existence of LAWER was often taken to confirm a
*slippery slope’ once suthanasia on explicit request is accepted. Our studies
do not permit conclusions about trends®® but comments from our respond-
ents about the increasing possibilities for open discussion convince us that
future increase in end-of-life decisions may well go together with a decrease
in LAWER.

But it is unlikely to disappear since there will always be some situations
in which terrible suffering, which can end only when the patient dies, arises
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when the patient cannot give a clear judgement about the desired course of
action. Many doctors in the Netherfands feel that in such exceptional
situations LAWER can be justified. Safe-guards must include optimal palli-
ative care, discussion with relatives, a colleague, and nurses, and reporting,
and the absence of economic motives. In this last respect it must be noted
that in the Netherlands 99.4% of the population is comprehensively insured
for medical expenditures and 100% for the costs of long-standing illness.
The ending of a patient's life never produces financial gain for the physiclan.,

Legal regulation of euthanasia on reguest has proven very difficult, even
in the Netherlands, and regulation of LAWER may even be impossible,
making it likely that such acts will always remain an act against the law.
Nevertheless, the answer to the question: ‘LAWER: murder or medical
practice? must be ‘Neither'. When all the safeguards are respected and only
the best interests of the patient are taken into account, it is certainly not
murder. Yet it is not normal medical practice elther, and LAWER will always
to be an exception to normal practice. We conclude, as in our previous
articles'? that open discussion, starting from the premise that end-of-life
decisions have to be made in any country with high standards of medical
care, will contribute to a better quality care for the dying. Such discussion
may reduce the incidence of LAWER and will improve decision-making in
those cases that, insvitably, remain.
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9 End-of-life decisions in general
practice*

9.1 Introduction

General practitioners as well as hospital doctors and doctors in nursing
homes are increasingly confronted with medical decisions about the end of
life, This is partiy because of the growing number of technologies to prolong
life and an increase in the prevalence of chronic diseases in an aging
population. A weakening in the taboo of discussing death and dying may
also have conttibuted to the number of cases in which such decisions have
to be taken.

in 1990-1 we performed the first nationwide study on decisions about the
end of life in medical practice.’ The purpose of this chapter is to give insight
into such decisions made by the general practitioners. We compared the
occurrence of these decisions in general practice - that is, in patients’ homes
- with that in hospiltal and in the nursing homes. We also studied differences
between general practitioners in the decision making process.

In the Nstherlands thers are several important differences between
general practitioners and hospital doctors. Most general practitioners prac-
tice single handedly so they are less audit orlented. General practitioners
have a long standing refationship with most of their patients. They visit
patients at home if required. They function as gatekeepers of clinical
medicine. Together with the fact that most patients prefer to die at home,
these could alt be reasons for differences in the number and type of about
the end of life and in the decision making process.

The methods are described in chapter 2.

9.2 Results

In 1990 about 129,000 deaths occurred in the Netherlands: 42% at home,
41% in a hospital, and 16% in a nursing homes. Given the total number of
physicians per speciaity, the yearly average of deaths was nine for general
practitioners, 16 for hospital doctors, and 33 for doctors in nursing homes,
Table 1 shows some characteristics of patienis according to the type of
attending doctor. The mean age of patients who died in general practice was

* Pijnenborg L, Van Delden JJM, Kardaun JWPF et al. 1984;309:1208-12
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Table1  Age, sex, and diagnosis of the died patients, according to type of physician {study H}*

Nursing-home

General practilioner Clinician physician Total
n=2356 n=1766 n:=986 n=5108
% n % n % n % n
Age (years) :
0-49 7 145 10 164 1 16 7 325
50-84 16 430 16 314 3 40 14 784
65-79 35 860 44 807 30 31t 38 1978
80+ 43 921 30 481 65 619 4 2021
Sex :
Male 54 1280 §5 8963 37 363 &1 2606
Dlagnosls
Cancer 36 11986 29 755 17 215 ao 2166
Cardiovase, diseases 34 544 33 383 19 165 31 1092
MNervous systam 8 177 11 171 23 218 12 564
Pulmonary system 6 132 7 117 14 127 8 376
Cther diseases 16 307 20 340 27 263 19 910

* Percenliages are based on welghted dala, so cannot be calculated directly from absclute numbers.

74 years, in hospital 71 years, and in nursing homes 81 years. Cancer was
the most common diagnosis in patients dying at home. Cardiovascular
diseases and diseases of the nervous system, including stroke, were the
most common causes in hospital and nursing homes respectively.
General practitioners took fewer end of life decisions than hospital doctors
and doctors in nursing homes (34%, 40% and 56% of all dying patients
respectively). This differance was mostly because of a larger proportion of
sudden deaths in general practice. If sudden deaths are excluded from the
denominator, the numbers were 54%, 54%, and 67%, respectively, Table 2
presents the distribution of end of life decisions made for sach type of
physician (excluding sudden deaths). Decisions about pain relief non-treat-
ment were commonly made by all physicians. The withholding of antibiotics
and no {further) diagnosis were the non-treatment decisions most often

Table2  Decislons about the end of life made [n patients who did not die suddenly, according to type of
physician (study H)*

General Nursing-homs

practitioner Hospltaldoctors  physliclan Total

% n % n % n % n
Paln rellef 28 528 25 392 29 244 27 1164
Non-treatment 20 324 25 339 38 324 26 987
Euthanasia or assisted sulclde 51 114 18 40 0.2 3 27 157
Life-ferminating acts without explicit
request 08 16 1.9 28 0.3 2 12 46
Non-sudden deaths where no end-of-life
decision was made 46 755 46 615 33 270 44 1640
Total 100 1737 100 1414 160 843 100 3994

* Percentages are based on welghted data, so cannot be calcutated directly from absolule numbers.
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Table 3  Reasons for not discussing the decision about pain relief or non-treatment with patient®,
according to typs of physiclan {study 1)

Genaral Hospitat  Nursing-heme
practitioner doclors physictan Totat
n=361 n=360 n=398 n=1119
% n % n Y n % n
a Diminished consclousness 65 227 80 285 53 204 67 716
b Demenlia 20 62 8 27 80 237 29 326
¢ Clearly the best for patient 34 129 18 72 13 53 21 2564
dWould have dore more harm thangood 11 42 8 22 4 15 6 79
cor donly 20 a5 10 3B 4 16 1t 139

* More lhan one answer possible.
t Percentages are based on welghied data, so canno! ba caleulated directty from absotute numbers.

made in general practice (study [). In 1990, three end of life decisiocns were
made for each generai practitioner, six for each hospital doctor, and 18 for
each doctor in a nursing home. However, general practitioners performed
euthanasia or assisted suicide three timas more often than the other physi-
cians. This wouid imply one case of euthanasia or assisted suicide every
three years for the general practitioners, once in four years for the clinicians
(selected speciallies), and once in 14 years for doctors in nursing homes.

Pain relief or decisions not to freat were not discussed with the patient in
over half (54%) of the cases in general praclice. In such cases the family
was involved over half of them.

Table 3 shows the reasons for not discussing these decisions with the
patient. In most cases this was related o the incapacity of the patient
because of diminished consclousness or dementia. In a fifth of cases the
generat practitioners answered that they had not discussed the decision
because they considered it as the best for the patient or because a discus-
sion would have done more harm than good. From here on these reasons
are called ‘paternalistic’ which is meant here to be a neutral term rather than
a pejoralive term.

Tables 4 and 5 present the characteristics of patienis and physicians that
were significantly related to the proportion of patients or colleagues with
whom the general practitioner had discussed an end of life decision. (Tables
4 and 5 are based on results from study I, because it contained background
information on the physicians, which was not available in study 11). No
significant relations were found with sex of palient or of general practitioner,
type of practice (single-handed or cther), region, and degree of urbanisation.
Logistic regression analysis showed that the competence of the patient,
consultation of a colleague, shortening life by more than one week, and the
general practitioner being under 50 were all significantly and independently
associated with the proportion of patients with whom the decision had been
discussed.
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Table4  Relatlon between the general practittoner’s discussfon with the patient about an end-of-tife
decision and selected characteristics of pationts and physiclans {study 1H).

Characteristlc % of general practitioners who
discussed decislon with patient

Age patient***

Younger than 80 (n=112} 66

80 or older (n=70) 40

Competence of patient***

Competent or competence uncertain® {n=122) 80

Not competent? {n=58) 9

Consultallon of a colleague***

Yes (n=76) - 84

No (n=104) . 36

Extent of life-shortening***

Less than a weak (n=127) 47

A week or more (n=53} 79

Age of genaral practitioner**

Younger than 50 {(n=129) 64

80 or older (n=53} 38

General practitioner rellglous*

Yes (n=75) 45

Mo (n=105) 64

Size of practice*

Less than 2500 persons {n=115} 63

More than 2500 persons (n=67) 45

Chl-square test: *** p<0.001, ** 0.001<p<0.01, * 0.01<p<0.05

1 Incases in which the competence was uncertain researchers were not able to establish the
competence of palient from lhe answers, because answer on quaslion ‘Why was the declslon not
discussed with the patient’ was in most Instances ‘Ihls end-o-life decision was clearly the best for
the patient' or ‘discussion would have done more harm than good',

$ Discussion with the pailent must have taken place before the palient became Incompetent.

The consuitation of a colleague was significantly (P<0.05) related to the
characteristics mentioned in table 5 (data from study [Il}. Logistic regression
analysis showed that discussion with the patient, younger age of the patient,
shortening life by more than a week, and working in group-practice were all
significantly and independently associated with the proportion of decisions
in which a colleague had been consulted.

9.3 Discussion

In the Netherlands other investigators have found similar estimates for the
incidence of euthanasia or assisted suicide in general practice and in nursing
homes.® They have not, however, studied other end of life decisions. The
strength of our research lies in the high response rats in the three studies.
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Table5  Relalion between the general practitioners' consullation with collsagues about an end-of-life
decislon and selected characleristics of patients and physiclans (study Il).

Characteristic % of general praciitioners who discussed
daclslon with colleagues

Age patient***

Younger than 80 (n=111} 57
80 or older (n=69} 18
Competence patlent***

Competent or compstence uncartainf(n=120) 54
Incompetem*(n=58) ’ 19
Dlscusslon with patlent***

Yes (n=101) 63
No (n=79) 15

Extentof life-shortenlng***
Less than a week (n=125) 33
A week or more {n=53) 84

Slze of practice*

tess than 2500 persons {(n=115} 49
More than 2500 persons (n=65) 31
Type of practice*

Single-handed (n=102) . 34
Othar {n=78) 53

Chi-square tesh: ***p<0.001, ** 0.001<p<0.01, * 0.01<p<0.05

t Incases in which the competence was uncertaln researchers were not able 1o establish the competence
of patlent from the answars, because answer on question 'Why was the decislon not discussed with the
palient’ was In most instances 'this end-of-life decislon was clearly the best for the patient’ or
‘discussion would have done more harm than good®,

1 Discussionwith the paliant must have taken place before the patient became incompetent.

The fact that the research data used for analysis were completely anonym-
ous and immunity against legal prosecution based on the data was guaran-
teed, strengthens our conviction that the physicians answered honestly and
that no serious biases exist in the material.

The number and kind of end of life decisions in general practice differed
from those in hospital practice. A higher proporiion of sudden deaths in
general practice reduces the possibility or necessity of making end of life
decisions such as the relief of pain or symptoms with opicids and the
withhalding or withdrawal of treatment. Euthanasia or assisted sulicide,
however, is performed three times more often in general practice than in
other practices. We attribute this difference to the generally long standing
relationship between patient and physician in general practice. This forms
the basis for sufficient mutual trust, which is needed in order to ask for and
perform euthanasia.” In the Netherlands there is a strongly developad
system of primary care.® Virtirally everyone has his or her own general
practitioner, Patients change their general practitioner only when they move
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to another area in most cases. Another explanation may be that terminally
ill patients who are able to request euthanasia, also strongly prefer to die at
home. In the interview study (study I} we found that of the patients who
obtained euthanasia at home, 79% had chosen to die there and of those
who obtained euthanasia in hospital, 45% had chosen to die there.

The long-standing relationship between patient and general practitioner
could also be one of the reasons for the relatively large proportion of
‘paternalistic’ reasons for not discussing the decision about pain relief or
non-treatment with patients. General praclitioners are in general more
familiar with the backgrounds of thelr patients, with the patients’ relatives
and with the patients’ past and present ilinesses, That is perhaps why they
more easily assume that they know what is the best for the patient or that
they will harm the patient by discussing these subjects. This paternalistic
approach conflicts with the principle of autonomy.® 1 in different countries
general practitioners have different opinions about the optimum balance
between bensficence and autonomy; more general practitioners from the
United States than from Canada or Britain choose to share information with
patients about difficult medical decisions.! As we have said, paternalistic
in this context does not necessarily have a negative connotation. In some
cases of terminally ill patient dying at home there is probably a tacit
understanding between doctor and patient not to go on with treatment until
death. Thus the decision not to give antibiotics to a patient in the final stages
of lung cancer might have to be takken more explicitly in hospital than athome.
One should, however, be cautious with this type of reasoning.

Younger general practitioners discuss end of life decisions more often
with the patient, which could imply that in the future open discussion with the
patient will be seen as more a matter of course. '>"*

The strong positive association between the consuitation of a colleague
and whether the decision was discussed with the patient might reflect
differences in the attitudes of physicians and also differences in how difficuit
the decision was to make.

We conclude that differences in work situation between general practi-
tioners and hospital doctors and differences between individual general
practitioners contribute to differences in the number and type of end of life
decisions as well as in the decision making process.
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10 Euthanasia: physicians’ attitudes and
practices

10.1 Introduction

Quite a number of articles have been written on the physicians’ attitudes
towards euthanasia. Recently, too, articles have started to appear on the
euthanasia practice. No comparison between attitudes and practice of
euthanasia, however, has ever been attempted. In 1990-1991 we performed
the first nationwide study on end-of-life decisions in the Netherlands. The
first resuits were published elsewhere.’ In this chapter, physicians’ atti-
tudes and practice towards euthanasia will be studied by first comparing the
characteristics of physicians who considered it inconceivable that they would
ever perform euthanasia and of those for whom this is not inconceivable,
and subsequently by comparing, in the latter mentioned group, the charac-
toristics of physicians who have and those who have not actually ever
performed suthanasia. Apart from some soclo-demographic characteristics
such as age, gender, specialty, and region of practice, other possibly
explanatory variables such as religion, number of years of practice and
number of deceased per year were also included in two descriptive models.

10.2 Methods

The interview questionnaire consisted of 122 pages about euthanasia and
other medical decisions concerning the end of life. Euthanasla in the
Netherlands is defined as an intentionatl act to terminate the life by a person
other than the person involved, upon request of the latter. When we talk
about ‘euthanasia’ in this chapter, we are actually referring to ‘euthanasia or
physician-assisted suicide’, as the latter case differs from euthanasia only
in respect of the person who administers the drug. The methods of the
interview study were described in chapter 2. The questions about euthanasia
were: 1. 'Have you ever performed euthanasia?’ and 2. (if not) ‘Can you
conceive of situations in which you would be prepared to perform euthana-
sla?’ Physicians who had already performed euthanasia at some time were
assumed to find the decision conceivable.

To model the conceivability and practice of euthanasia two series of
logistic regression analysis were performed. Stratification weights were used
to calculate percentages and odds. Standard errors and significance tests
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{probability ratio tests, p<0.05) were based on numbers in the original
sampling population.

Mode! | describes the probability of a physician conceiving of a situation
in which he will perform euthanasia, and model |l describes the probability
of a physician actually having performed euthanasia at some point, given he
can concelve of such a situation,

The explanatory variables that were used in the models were the follow-
ing: type of specialty, age and gender of physician, region of practice,
experience (number of years of practice, number of deceased in praclice
per year, number of requests for euthanasia per year}, and religion {type of
religion, role of religion with respect to euthanasia).

10.3 Results

Of the respondents, 87% were men, and 73% were under the age of 50, As
regards their religious affiliation, 17% were Roman Catholic, 168% were
Protestant, 5% described themselves as Christians, 5% had another affilia-
tion, and 57% had nio affiliation; for 43% of those with a religious affiliation,
religion had played an important role in their thinking on euthanasia, for 28%
it was somewhat important, and for 30% it was not important (table 1). The
physicians in the sample did not differ from the total population of physicians
in the Netherlands in terms of sex, age, and regicn of practice.

10.3.1 Concelvabliity of performing euthanasia (model f)

Twelve percent of all physicians could conceive of no situation in which they
would perform euthanasia, Model | shows the relation with some physician
characteristics (table 2}. Type of specialty was related to this (p=0.0086); the
odds ratios of the general practitioners and the internists were 3.5 times as
high as the odds of the nursing-home physicians, indicating that a larger
proportion of this first group might be willing to perform euthanasia. The
conceivability of performing euthanasia was also significantly related to age,
gender, region of practice, and the importance attached to religion (p<0.05).
A larger proportion of physicians under 50, of female physicians, of physi-
cians working in the northern part of the Netherlands, and of physicians
without any religion could therefore conceive of situations in which they
would perform euthanasia. Furthermore, a positive relation was found
between having received at least one request for euthanasia and the
conceivability of performing euthanasia. There was no relaiion to the number
of deceased per practice per year. Nor was the model improved by including
faith (Roman Catholic, Protestant etc.).
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Tablet  Samplecharacteristics

n %"
Speclalty
Nursing-home physician 50 7
General practitioner 152 65
Cardiologist 34 4
Surgeon 34 8
Internist {incl. oneologists) 68 10
Lung speclalist 33 3
Nsurologist 34 4
Age
50 or older 104 27
Younger than 50 301 73
Gender
Male 348 a7
Female 59 13
Reglon .
South ' a4 22
West 196 47
East 80 20
North 45 11
Has had request last year
No 242 58
Yes 162 42
Role religlon In medical practice
Religlon Is very impodant 72 18
Is religious, but no impertant role 111 25
Is not religlous 221 57

* All perceniages are based on welghted data, so percentages cannot be compuled directly from
absolute numbers In tha sample.

Multivariate logistic regression analysis revealed that, except for age of the
physician {p=0.065) and region of practice (p=0.051), all the variables
menticned were significantly and independently associated with the propor-
tion of physicians that considered performing euthanasia conceivable in
some situations. Overall, the varlables ‘role religion’ and ‘requests for
euthanasia’ were the strongest determinants (p<0.001).

10.3.2 Practice of euthanasla (model li)

Of the physicians to whom periorming euthanasia was not inconceivable,
61% had actually ever done so. Column 3 of table 2 shows the univariate
odds ratios. Having performed suthanasia at some time, if conceivable, was
refated to type of specially, the importance attached to religion, and having
had one or more requests for euthanasia (p<0.05). Age and gender of the
physician no longer played a statistically significant rote. There was also no
significant relation to the number of deceased per practice per year. Once
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Table2  Model I: Odds of the conceivability of perferming euthanasia, for type of spacialty and
salected (socio-demographic) characleristics. Model I): Odds of having performed euthanasia at any tima,
given the fact that is conceivable for the physlclan, for type of specialty and selected {soclo-demegraphic}
characteristics

Model | Modoel! Il
(performing suthanasla {given euthanasla conceivable,
conceivable) ever parformed)
n=400 n=341
Univariate odds Multivariate odds Univariate odds Multivarate odds

Speclalty p=0.006 p=0.004 p<0.001 p<0.001
Nursing-home physiclan 1.00 1.00 1.00 1.00
General praclitioner 3.70 5.58 117 12.02
Cardiologist 0.73NS 0.99 NS 1.82 NS 1.04 NS
Surgeon 2.04 NS 202 NS 3.65 2.82NS
internist {incl. onccloglsts) 3.51 4.35 9.59 12.07
Lung specialist 246 NS 1. 98NS 9.30 5.93
Neurologlst 1,64 NS 1.96 NS 3.34 230 NS
Age p=0.014* p=0.085 p=0.313" t
50 or older 1.00 1.00 1.00
Younger than 5¢ 2.08 1.36 NS 1.30 NS
Gender p=0.007 p=0.002 p=0.165 T
Male - 1.00 1.00 1.00
Female . 4.00 7.11 0.66 NS
Reglon p=0.001 p=0.051 p=0.002 p=0.061
Soulh 1.00 1.00 1.00 1.00
West 1.24 NS 0.81 NS 291 2.28
East 0.68 NS 0.59 NS 1.41 NS 1.28 NS
North 12,53 8.65 1.72N8 1.83NS
Has had request last year p<0.001 p<0.001 p<0.001 p<0.001
No 1.00 1.00 1.00 1.00
Yes i 4.35 4.93 5.92 7.52
Role religlon toward euthanasta p<0.001 p<0.001 p<0.001 p=0.007
Religion Is very imporiant 1.00 1.00 1.00 1.00
Is religious, but no important role 3.10 3.92 0.94 NS .11 NS
fs not religious 7.88 8.83 2,57 3.86

* A classification into more or other age-greups did not improve tha medels.
1 This variable is not included in the multivartate model, becausa it had no significant rofe in the univariate
model.

again, a distinction according to religion (Roman Catholic, Protestant etc.)
did not further improve the model.

Muitivariate logistic regression analysis revealed that type of speciaity,
the number of requests, and the role of religion were significantly and
independently associated with the proportion of physicians that had ever
performed euthanasia, given this was conceivable to them. Region of
practice had no significant influence in the multivariate model (p=0.061).
Overall, the variables type of speciaity’ and ‘requests for euthanasia’ were
the strongest determinants (p<0.001). None of the interaction terms were
significant.
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10.4 Discussion

The results show that the physicians’ attitudes toward euthanasia differ from
the practice of euthanasia, as far as a number of socio-demographic
characteristics of physicians Is concerned. These characteristics will be
reviewed, in an attempt to interpret the differences between the two modaels.

Type of speciaity. plays a more important role In model it than in model |
(comparing the multivariate odds}. For example, the odds for the conceiv-
ability of performing euthanasia are 5 times higher for the general specialties
(general practitioners and internists) than for the nursing-home physicians,
but given the fact that euthanasia is conceivable, the odds for the ganeral
specialties for ever actually performed it are 12 times higher. The difference
betwsen the models must at least have to do with differences in patient
population between the specialties. It is known that euthanasia is relatively
more often performed in cancer patients, who are on average younger than
the age of 80. Therefore, the chance of a nursing-home physician or
cardiologist being confronted with possibie euthanasia cases is lower than
in other specialties. Hence model Il suggests that, if a physician can conceive
of a situation in which he would perform euthanasia, the type of patients he
treats determines to a major extent whether or not he will ever actually
perform euthanasia.

The fact that age of the physician does not play a role in either modst after
correction for other varlables, could be dtie to three effects: an age-effect, a
period-sffect, and a generation-effect, Unfortunately, it Is impossible to
disentangle these three effects completely, because our study is cross-sec-
tional. However, some statements can be made. We shall restrict ourselves
to modei 1. An age-effect must exist, as the chance of having performed
euthanasia is higher for older, more expsrienced physicians than for
younger. Because this is not seen in the model, one of the two other effects
must have cancelled out the age-effect. If an age plus a period effect shouid
be operative, the combination of these effects should still have resulted in a
difference between younger and older physicians, Because this is not the
case, two possibilities remain: there is an age-effect plus a generation-effect,
or all effects play a role,

The gender of the physician only plays a role in modet |; a larger proportion
of female physicians is able to conceive of situations in which they would
perform euthanasia than male physicians. But from those who can conceive
of such a situation, the odds for having ever performed euthanasia did not
differ significantly between male and female physicians. Because women
do not perform euthanasia more than men (not in models), apparently a
larger proportion of female physicians can conceive of (exireme) situations
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in which they would be prepared to perform euthanasia, but which do not
occur In practice.

The region in which a physician’s practice Is located alsc shows some
interesting findings. The fact that a larger proportion of physicians working
in the northern part of the Netherlands can conceive of situations in which
they would perform euthanasia could perhaps partly be explained by the fact
that the first euthanasia court case which received supportive media in the
Netherlands came from the north,

The variable ‘has had a request for euthanasia last year’ is difficult to
interpret. The higher the number of severely ill patients in a certain practice,
the higher the chance of requests for euthanasia. On the other hand, a
physician with a positive attitude towards euthanasia can expect more
requests. Probably, the last explanation is more valid, because the number
of patients per practice played no significant role in either univariate model,
andbecause, given a request, the number of requests did not furtherimprove
the models.

The role of religion with respect to euthanasia plays a more important role
in model | than in model . Apparently, for physicians who can conceive of
si{uations in which they would perform euthanasia, their religious point of
view still plays a role as far as whether or not they had ever actually
performed euthanasia, but other factors such as the type of patient probably
become more important.

As was stated in the baginning, quite a number of articles on atiitudes
and practice of suthanasia have been written. A large study in Victoria,
Australia also indicated that male and female doctors did not differ signifi-
cantly with respect to the question of whether they had ever taken active
steps to bring about the death of a patient who asked the doctor to do 0.3
Religion did play a role, but, as in our study, there were some doctors from
every religious group who had performed euthanasia. There was a prepon-
derance of support to take active steps sometimes especially among
younger doctors, just as inour study. In a relatively small study done in South
Australia there were no significant differences between physicians who had
ever or never taken active steps to bring about death, according to age, sex
orreligious affiiation. In Alberta, Canada, the willingness to practise active
euthanasia If it were legalized was significantly and independently related to
gender, and {o religious affifiation and activity. In contrast to our study, here,
a larger proportion of male physicians was willing to practise euthanasia.
in a small study in a Midwestern city in the US, the number of years in the
profession was related to disagreement with euthanasia, but this disagree-
ment was based on a highly disputable vignette.%7 In a larger study in
Washington state, attitudes toward euthanasia varled significanily among
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the studied specialties. There were no differences with regard to gender.B
Finally, in one area in the United Kingdom no significant assoclations were
found between the physicians’ age, sex or religious beliefs and the question
of whether they had ever complied with a patient's request for active
euthanasia.’ Although the qusstions about atlitudes and practice between
these studies differed slightly, it may be concluded that there seem to be
differences between countries.

In ali these studies, no comparison was made between attitudes and
practice. In our study, it became clear that attitudes towards euthanasia do
not always coincide with actual practice: euthanasia being conceivable does
not mean that the physician will also actually perform euthanasia. In other
words, saying that one can conceive of a situation in which one would
perform euthanasia may mean that one is in principle prepared to comply
with a serious request for euthanasia ('yes, if..."), but also nearly the opposite
(‘never, unless...’). Even more important is the fact that the variables
influencing these two issues are not the same. Therefore research into
physicians’ attitudes is useful, but not sufficient to draw conclusions about
potential practice in the community.

10.5 Concluslon

It can clearly be seen that the conceivability of euthanasia and actually
having performed this have different meanings. The presented models are
restricted to some physician characteristics as explanatory variables. Un-
doubtedly, the diagnosis, the prognosis and other patient-characteristics
aiso play an important role in the practising of euthanasia. Attitudes as well
as practice vary significantly among the studied specialties. The age of the
physician, corrected for other variables, plays no role in this context. Never-
theless, this may imply that younger generations wifl perform euthanasia
relatively more often,

The conclusion is that research on the physiclans' attifudes towards
euthanasia in relation with some (sccio-demographic) characteristics is not
suifficient to gain a proper impression of the practice of suthanasia in relation
to these characteristics, and vice versa.
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11 Changes in Dutch opinions on
euthanasia, 1966 through 1991~

11.1 Introduction

The Netherlands appears to have a worldwlide reputation for tolerant policifes
onh controversial issues such as abortion, drug abuse, and euthanasia. In a
comparative survey of 15 countries, including the United States and Canada,
the Dutch turned out to have by far the most permissive orientation. !
‘Tolerant' In this context has positive connotations for some and negative for
others, who interpret this tolerance as a loss of fundamental values that
inevitably lead to a disintegration of society.

Policies must have at least some basis in public opinion and in opinions
of the relevant professional groups. This is especially the case in an
extremely value-ladentopic such as euthanasia. Values such as the sanctity
of life and human self-determination are involved as well as medical-profes-
sional ethics that may been seen as more or less derived from such values.
in this chapter, we examine the development of public opinion on the issue
of euthanasia and the changes in opinion that occurred among a repre-
sentative sample of Dutch physicians during their medical practice.

The data that are presented in this chapter only refer to euthanasia, which
is defined inthe Netherlands as an intentional act to terminate life by a person
othar than the person involved, upon request of the latter.? Essential in this
description are the physician's intention to end the patient's life and the
request of the person on whom euthanasia is performed. Thus, euthanasia
does not include the othier medical decisions concerning the end of life, such
as the alleviation of pain and symptoms with oploids In such dosages that
the patient’s life might be shortened, decisions not to treat, assisted suicide,
and life terminating acts without explicit request. From an analysis of three
studies, which we have reported previc.msly3 we estimate that euthanasia
occurs in the Netherlands in 1.8% of deaths. Nearly all such cases of
suthanasia concern patients who are terminally ill. In our surveyss, physicians
reported that in 87% of euthanasia cases the patient would have lived for a
month at most, while another 12% would have lived for six months at the
most.2 Other medical decisions concerning the end of life, as described above,
occur in approximately 36% of deaths, of which life-terminating acts without
explicit request in 0.8% of deaths, and assisted suicide in 0.3% of deaths.

* Van der Maas PJ, Pijnenborg L, Van Dsidan JJM. JAMA 1995 (in press).
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11.2 Surveys of Public and Physician Opinions

The data concerning the development of public opinion in the Netherlands
stems from a number of surveys on a range of socio-cultural subjects, held
In 1966, 1970, 1975, 1980, 1985, and 1991. These data were made available
by the Social and Cultural Planning Office of the Netherlands.* Respondents
waere selected following a three step procedure: first a random sample of
municipalities was drawn; within these municipalities a sample of addresses
was drawn; and from the persons living at each address a respondent was
selected according to a standard procedure.

For the period 1966 through 1981 each survey contained one question
about euthanasta, asked during a personal interview: "What should a doctor
do, when a patient asks him to put an end to his suffering by administering
a lethal injection?'. There were four possible answars: ‘Give the injection’,
‘not give the injection’, ‘depends’, and ‘don't know'. The numbers of respond-
ents ranged from 1656 and 1851 for the different years. The group of
respondents ranged in age from 16 to 70 years, representing the adult Duich
population in terms of age, sex and region. The response rates ranged from
79% to 83%. :

The information about physiclans’ opinions was collected as part of a
nationwide study on medical decisions concerning the end of life, which was
performed in 1990 and 1991 and previously reportr-;d.a's'7 We asked a
stratified sample of 405 physicians in a personal interview about their
practice of and opinions on euthanasia and other end-of-life decisions.
Participants were selected from registries of licensed physicians of the Dutch
Institute for Primary health Care, the Dutch Association of Nursing Home
Fhysicians, and the Inspectorate of Health. The registries were ordered
according to province, and within each province alphabetically according to
name. Based on sample fractions 1/n, every n-th physiclan was selected as
respondent in each sample. Stratification was according to type of specialty.
The sample consisted of general practitioners, nursing home physicians,
cardiofogists, surgeons and specialists in internal medicine, chest diseases
and neurology. These specialties together cover about 95% of all deaths in
the Netherlands and also about 95% of ali euthanasia cases.>® To make
the results more representative for the total group of the above mentioned
speciaities, the data were weighted according to the sampling fractions for
the different strata {specialties).

To be included in our study, physicians had to be practising in the same
specialty and location for at least two years.

Of all physicians invited (N=599), 194 were not included in the study: 138
did not meet the selection criteria; 41 refused to participate, mainly because
of the required time investment {the interviews lasted 2.5 hours on average);
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14 addresses were incorrect; and 1 interview did not provide useful informa-
tion,

One of the questions during the interview was: ‘Have your own opinions
about euthanasia changed during the whole period that you have been
praclisingmedicine?’. From four respondents no information on this question
was available. In Dutch ‘euthanasia’ refers only to euthanasia on the
patient’s explicit request. During the Interviews, this was stated by the
interviewers to avoid any confusion.

11.3 Resulis

11.3.1 Publle opinion

Figure 1 summarizes the percentages of respondents’ answers to the
guestion regarding euthanasia. Between 1966 and 1975, significant
changes In public opinion occurred (95% confidence Intervals varied be-
tween 1.4% and 2.4%). In 1966 nearly half of all respondents saild that a
physician should not give the lethal injection. Four years later fess than one
quarter of the respendenis adhered to this position. The percentage not
supperting euthanasia continued to drop gradually to 9% in 1991, The
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From: Study on Cultural Changes

Figure1 Distribution of answers to public opinion interview question: ‘What should a doctor do when
a patient asks him to put an end to his suffering by adminislering a lethal injection?’ during the period
1966-1981. {Conlidence intervals are represented by crossbars).



112 End-of-life dacisions in Dutch medical praclice

Table1  Distribution of answers and respondent characteristics from Duich public opinlon interviews
conducted in 1966 and 1981. Question; ‘What sheuld a doctor te when a patient asks him to put an end fo

this suffering by administering a fethal injection?'

1966 1991

Respondent Donot  Donot Donot Do not
characteristics Give Depends give know Give Depends glve know

n % .n % n % n % n % n % B % n %
Total 679 39 196 11 828 47 43 3 965 57 546 32 145 9 45 3
Male 313 39 90 11 390 48 156 2 426 57 236 32 64 9 f6 2
Female 366 39 168 11 438 47 28 3 539 56 31032 81 8 29 3
17-39 311 38 86 11 403 49 21 3 518 59 280 32 53 6 24 3
40-64 311 39 89 11 370 47 19 2 379 55 226 33 72 10 15 2
65-70 57 42 21 15 55 40 3 2 68 5t 40 30 20 15 8 5
Norellglon 347 566 87 14 175 28 14 657 67 278 28 32 3 19

2
Roman Cathollc 176 33 52 i0 288 55 11 2 190 63 126 35 30 8 12
Duleh Reformed 96 33 35 12 149 52 7 2 69 38 74 41 28 18 9
Calvinist 42 17 18 7 181 72 10 4 25 23 46 42 37 34 2
Other religions 18 3t 4 7 35 60 12 24 36 2233 18 27 3

BN

From: Dulch Study on Cultural Changes 1966-1991

percentage of respondents who agreed that euthanasia should be given on
request increased steeply belween 1966 and 1970, but afterwards only
gradually increased, reaching 57% in 1991. The largest part of the decrease
in the percentage of respondents who did not support euthanasia was
compensated for by the increase in the percentage of respondents who said
the answer would depend on the specific situation,

Opinions did not vary according to gender; they varied only slightly
according to age (Table 1). In 1991, all age groups reported a shift toward
supporting euthanasia or toward allowing suthanasia depending on spegific
circumstances. The age group 17-39 included the highest percentage of
respondents who answered in the affirmative (59%). Aithcugh the numbers
forthe 65-70 age-group are relatively small, the respondents had the highest
percentage who said that the doctor shouid not give the injection (15%). This
age trend reversed belween 1966 and 1991,

The largest differences were found between members of different relig-
ious groups. After being relatively restrictive in the 1950s and 1960s the
distribution of the opinions of members of the Roman-Catholic church was
now nearly identical to that for the whole poputation of the Netherlands.
Persons who did not belong to a religious group have been much more
permissive than members of religious groups during the entire period.
Members of the Dutch Reformed church remained more restrictive and
members of the Calvinist churches remained the most restrictive. The
percentage of respondents of both of these groups that would allow eutha-
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nasia increased only slightly. However, the percentage of Dutch Reformed
and Calvinist respondents who said that their answer would depend on the
specific circumstances increased.

11.3.2 Physicians’ opinions

Before 1990, empirical information about the practice of euthanasia in the
Netherlands did not exist. Similarly, reliable data about physicians’ opinion
on euthanasia was lacking during that period. For an understanding of the
physicians’ opinions about euthanasia it is important to know something
about the actual practice of euthanasia in the Netherlands. The physicians
we interviewed were asked if they had ever practised euthanasia at the
expiicit and persistent request of the patient. Forty-nine percent confirmed
that they had practised euthanasia, and 22% had done so at least once
during the previous 24 months, Fifty-seven percent of the general practi-
tioners, 43% of the clinicians, and 10% of the nursing home physicians
reported performing euthanasia. Five percent of physicians reported ever
asslsting in suicide, but not performing euthanasia.

Thirty-eight percent of respondents said that they had never practised
euthanasia, but could conceive of sifuations in which they would be prepared
to do so. The remaining 13% said that they could not conceive of any such
situation.

The physicians ahswered the question if their opinion on euthanasia had
changed as follows: 61% said they had not changed their opinion, 25% said
they had become more permissive, and 14% said they had become more
restrictive,

All physicians who answered that they had changed their opinion were
asked to elaborate (Table 2). Fifty percent of respondents who had hecome
more permissive and 20% of those who had become more restriclive
referred to their own experience with dying pecple. The reason most
frequently offered by these who had become more restrictive was that better
palliative medical care was available, Twenly percent of the more restrictive
physicians cited the development of guidelines and {egal policy as reasons
for their change in opinion. Only 6% of those physliclans who moved towards
a permissive position cited those reasons; they mentioned increased discus-
sion more often as a reason (15%).

Of the 55 respondents who had become more restrictive, 29 (66%)
reported performing euthanasia (Table 3}. Of the 100 respondents who
became more permissive, 44% reported performing euthanasia and 47%
said that they had never performed euthanasia but could conceive of a
situation in which they would be prepared to do so. Of the 246 respondents
whose opinions had not changed, 48% had performed euthanasia. Of the
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Table2  Explanations given by physicians for their changs in opinlon on euthanasia

n %"
More permissive (n=100)
Experience 50 &0
Increased societal discussion 15 16
Guldelines/protocolsiisgalpolicy 6 6
Wish of patisnt now more important 8 8
From 'never’ to 'sometimes” - 1 11
Maedicine has its limils 3 3
| won't do It myself, but understand it belter now g g
Religlon has becoma less important 4 4
Other 8 6
More restrictive (n=55)
Expsrience 1 20
Increased socletal discussion 3 5
Guidelines/protoceisiegatpaticy 11 20
Physiclan's emotions and judgment 7 13
From 'always' to 'somstimes’ 4 7
Medicine has improved {bsiter palliative care) 13 24
Reguest not always wall-considered <] 11
Dangarof slippery slops 4 7
Terminal phase unprediclable 3 5
Other 3] 11
* Total higher than 100% because more than one answer was possible.
Table3d  Physlcians’ practice and atfitudes regarding euthanasfa*
Mare permissive Mora restrdelive  No change Total

n % n % n % n %
Ever parformed euthanasla 40 44 29 &6 106 48 175 49
Never parformed, but would be
willing under certaln circumstances 47 47 7 20 99 38 163 38
Never parformed and belisve it not
concalvable to ever do so ' i3 g 9 14 41 14 63 13
Total 100 100 55 100 246 100 401 100

* Afl percentages are based on welghted data, so percentages cannot be computed direclly from
absolule numbers In the sample.

Tahle4  Changes in physiclans’ opinlons about euthanasia in refation to the number of years they have
practised medlcing*

Years of medical practice More permissive Moraresidctive  Nochange Total

n % n % n % n %
2-9 24 14 24 17 89 69 137 100
16-19 49 27 25 14 117 59 191 100
220 27 39 6 9 40 52 73 100
Total 100 25 55 14 246 61 401 100

* Al percentages are based on welghted dala, so percenlages cannot be computed directly from absolute
numbers In the sample.
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52% who had never performed euthanasia, 14% reported that it was not
conceivable that they would ever do so.

Woe noted an association between the number of years thatthe physicians
had practised medicine and those who reported changes in their opinion
(Table 4). While most physicians have not changed their opinions, physi-
cians who had practised medicine more than 20 years reporied moving
toward a more permissive position. Those who had practised medicine for
a relatively short time (2-9 years) more often moved towards a more
restrictive position. The largest opinion shift couid be seen in Roman Catholic
physicians, of whom 27 (37%) said that they had become more permissive.
Twenty-five (25%) physician-members of other religious groups and 48
(23%) non-religious physicians reported a similar shift in opinion.

11.4 Discussion

Before discussing the resuits of the public and physician surveys, their
validity and limitations should be considered. With the relatively high re-
sponse rates the results of the public opinion surveys can be generalized to
the overall adult Dutch population."‘ Due to the relatively large numbers in
the sample, the confidence intervals are small. The most important limitation
was that only one question about euthanasia was asked in each survey. In
addition we did not assess socio-economic characteristics other than age,
sex, and religious affiliation.

For the physician survey, the percentage of those who refused to partici-
pate was low {9%). All physician participants were promised anonymity and
immunity against legal prosecution and leiters were sent to all Dutch
physicians from the Chairman of the Royal Dutch Medical Association and
the Chief Medicai Officer recommending participation. These actions may
have contributed fo the low refusal rate. We expect the risk of recall bias to
be low. Some physicians may not completely remember their initiaf opinion
about euthanasia, but it is very unlikely that a physician would forget having
performed suthanasia.

We cannot offer any specific explanations for the large shift in public
opinion that occurred belween 1966 and 1970. It was not until 1973 that the
first case of euthanasia was tried in court and subsequently attracted wide
attention. Since then,-an ongoing public debate has ensued, which intensi-
fied during the 1980s. The smaller shift in the ‘depends’ and ‘do not give’
answers between 1970 and 1975 thus might be related to the media attention
for the 1973 court case. The defendant in this case, a women physician who
administered her seriously ill mother a lethal injection at her persistent
request, attracted much public support.
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The opinion shift before 1973 probably should be seen in the light of parailel
shifts with respect to opinions on church membership, religious beliefs, the
importance of the family, and divorce.*

The causes of these changes in attitudes, which occurred simuitaneously
in many Western countries, are subject to much speculation. A number of
Dutch and US authors cite an association between the economic growth of
the 1950s and 1960s and the subsequent individualization process of the
1960s as one of the reasons for the movement away from traditional,
institutionalized value systems.8*0

As to the developmant of public opinion on euthanasia, a humber of
similarities between the United States and the Netherlands exist. From an
assessment of public opinion surveys conducted in the United States
between 1950 and 1981, Blendon et ai'l reported a shift towards more
permissive altitudes regarding the legalization of euthanasia. They reported
that the percentage of respondents who answered ‘ves’ to the question,
‘When a person has a disease that can not be cured, do you think doctors
should be allowed by law to end the patient’s life if the patient and his or her
family requested it?, increased from 36% in 1950 to 63% in 1991, With
regard to euthanasia, not including assisted suicide, 24% would consider
asking their ph¥sicians to end their lives if they ‘were beyond recovery and
in great pain.’1 Like the shift seen in the Netherlands, the greatest amount
of change occurred before 1973 when 53% answered yes to the question,
This change in US public opinion occurred during a time of changes in
attitudes toward religious practices, sexual morals, divorce, and aboertion.
In both countries, public attitudes toward morality, religion, social behaviour
and individual responsibilitg shifted to a more liberai, permissive plane
between 1965 and 197521213

Of the 155 (39%) Dutch physicians who had changed their opinions on
euthanasia, 61 (39%) explained this change by referring to their experience
with dying patients. Such responses may represent a tensfon between those
with the relevant experience and those without. Since most people rarely or
never will assist others in their death, they may never be confronted with an
extreme situation that may induce people o request for euthanasia. In
addition, there are a number of medical specialties, such as ophthalmology,
dermatology and orthopaedics, in which a patient’s death and a long terminal
iliness are rare. In fact, in the Netherands, 956% of all deaths are covered by

7 s;::ecialties.3

The fact that 39% of Dutch physicians who had practised for 20 years or
more reported changing to a mere permissive position, while only 14% of
those who had practised for a relatively short time reported becoming more
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permissive, may be interpreted as an interesting generational association or
an effact of experience with dying patients.

Dutch physicians who considered themselves to be Roman Catholic had
more often changed towards a more permissive position than Protsstants,
members of other religlous and non-raligious groups. The official doctrine of
the Reman Catholle church rules out any form of euthanasia. ' On the other
hand, in the Reformed and Calvinist churches, where church dogtrine has
no absolute authority and the final responsibility remains with the individ-
ua!15, the positions remain more restrictive, although there was a shift
towards the ‘depends’-position.

The ‘depends’-answer, which was given by one third of ail respondents
in 1981, may, with some caution, be seen as an indication that according to
these respondenis a patient's request is not sufficient justification for perfor-
ming euthanasia,

Euthanasia is an issue that involves the entire society, which makes the
development of public opinicn in this area extremely relevant. However,
euthanasia pre-eminently involves the medical profession, making the opi-
nion of physicians just as important. To make progress in the euthanasia
debate there should at [east be some agreement between the opinions of
the general public and of the medical profession. But even if general public
and medical profession agree on the acceptability of euthanasia under
certain circumstances, legal regulations and ethical principles do not provide
simple decision rules.
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12 The Dutch euthanasia debate in
international perspective

12.1 Introduction

Why does the Netherlands have such a special position in the international
euthanasia debate? This question apparently does not have a quick straight-
forward answer, as the issue has been discussed for at least a decade
already in a variety of contexts. Exploration of this question might shed new
light on the cuttural, legal, ethical and emotional backgrounds of euthanasia.
The answer is important for the Dutch who feef that they take the issue of
euthanasia very seriously but are often regarded as deviant by others who
take the euthanasia issue just as seriously. It is also important for those who
want to draw lessons from the experience in the Netherlands.

Therefore, we decided to explore this question in a further depth with the
help of a number of experts from different countries, representing a variety
of disciplines: physicians, lawyers, ethicists, philosophers, and social scien-
tists. This chapter attempts to integrate the various opinions of the experts,
taking into account the importance that respondents attach to certain opi-
nions.

12.2 Methods

We invited 44 respondents to take part in our study. Five respondents said
that they were not able to participate, either because they thought they would
not be able to answer the questions or because of lack of time. From five
respondents who intended to participate, no answer was received, resuiting
in a total response percentage of 77%.

The selection of the respondents was not based on a representative
sample of any kind but was intended to cover the main relevant disciplines
(medicine, law, ethics, philosophy, and sociology), and a number of different
countries (Australia, Canada, Germany, the Netherlands, United Kingdom,
United States). All respondents were selected on the basis of their expertise
regarding euthanasia. They were expected to be familiar with the Dutch
situation, and, for Dutdh respondents, with the situation in at least one other
country. Table 1 presents the distribution of the respondents per nation, and
per discipline.
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Table1  Samplecharacteristics.

n=34

Discipline* -

Medicina . 13
Law 8
Ethies/phillosophy 11
Psychology/sociology 4
Other 2
Country

The Netherlands 23
United States 5]
Ausiralla 2
Canada 1
United Kingdom 1
Germany 1

* More than one answer possible

We asked the respondents to answer two questions:
1 ‘What, according to you, is the explanation of the fact that the current
discussion on euthanasia in the Netherlands differs from the discussion in
other countries?’
2 'Do you think that the current euthanasia practice in the Netherlands
differs from other countries?’
The procedure was more or less based on the Deiphl method, and pro-
ceeded as follows:
1 The respondents received the above mentioned questions,
2 The answers to question 1 were arranged forming ten main topics (history,
church and religion, cullure and society, geography and demography, physi-
cian and patient and health care, moral principles, legal aspects, definition
of euthanasia, politics, media). The information was categorized according
to topic, taking into account as far as possible the range of opinions, as well
as the frequency with which the different issues were raised. The answers
to question 2 were also summarized.
3 Each respondent received the combined and condensed text and was
invited to give comments. The respondents were also asked to indicate
which three topics, according to them, were the most important for the
answer to the first question.
4 The text was revised, taking into account the comments.
To getan indication of the position the respondents choose in the euthanasia
debate, the respondents were asked to respond on the statement: ‘On the
whole, | find the practice of suthanasia in the Netherlands...(acceptable-un-
acceptable)’, with answering categories on a five-point scale.

All the opinions presented in the resulis reflect those of the respondents.
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12.3 Results

The majority of the respondents indicated they found the questions very
difficult, because the -answers can only be based on speculation without
sound scientific support. All the respondents agreed that there was a
difference in the euthanasia debate between the Netherlands and else-
where, although there may be some similarities with certain countries. It was
also pointed out that there were [arge differences between other countries,
which would make a general comparison difficult. One respondent stated
that in comparison with other countries there had not been any very serious
discussion at ali in the Netherlands.

Most non-Dutch respondents said that they mainly compared the Nether-
lands with their own country. Dutch respondents mainly drew comparisons
with the United States, the United Kingdom and Germany. As a matter of
fact a sizeable proportion of the answers was not directed at any comparison
between the Netherlands and other countries but fried to describe the history
of the Dutch euthanasia debate itself.

One respondent pointed out the risk of providing explanations that are too
ethnocentric, when such a question is answered by the Dutch themselves.

The word 'differ’ in the question could be interpreted in several ways. The
debate can differ with respect to content and form but also with respect to
the participants, its course and the conclusion, From the answers it was
evident that ‘differ’ generally was understood as ‘more permissive’ or ‘more
open’. The answers on the statement about the acceptability of the eutha-
nasia-practice in the Netherlands are presented in table 2. As couid be
expected, Dutch respondents found this practice more acceptable than
non-Dutch respondents.

Inevitably, categorizing the answers in ten groups results in some overiap.
Where relevant, cross references will be made. The combined complete text
of the respondents was 8 times as long as the present chapter. Although
this reduction unavoidably resulted in the loss of some detail, it gained
considerably in cohsrence. The respondents mainly agreed with the sum-
marized text, alithough there was some disagreement. A number of respond-
ents were strongly opposed to some statements indicated in the text such

Table2  Respondents' opinions about the next statement: 'On the whos, { find the praclice of
euthanasla in the Natherlands:...’

n=34
Very acceplable i2
More acceptabla than unacceptable 13
Nelther acceptable, nor unacceptable 1
More unacceptable than acceptabls 4

Very unacceptable 4
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as: ‘One respondent mentioned...". However, we kept those in the final text
to do justice to all respondents.

12.3.1 Question 1: The euthanasia debate

History ;

Since its emergence as an independent nation in the 17th ceniury, the
Netherlands has had a strong position in international trade. This strong
mercantile arientation requires flexibility, adaptation and the avoidance of
conflicts. Although the war of independence with Spain (1568-1648) also
had strong religious motives, the government attempted to avoid serious
religious quarrels, which might harm business. This is one of the reasons
why the Netherlands became a refuge for dissidents and religious groups
who were oppressed or expelled elsewhere, such as the French Huguenots,
free thinkers such as Spinoza and Descartes, the Sephardic Jews from
Portugat and the Ashkenazi Jews from Eastern Europe.

Aithough the religious tradition was strongly calvinistic and clergies were
often very intolerant in their teaching, tolerance in religicus matters and
freedom of thought prevented one dominant view from being imposed on
oihers by force of law. Moral and religious issues remained a continuous
source of public debate. Since the 19th century, there was a simple solution
for persons with dissident religlous views: they were always allowed to found
a new denomination.

Turning to the more recent history, the Netherlands, despite its liberal
tradition, was not the first country to start the discussion of more liberal
euthanasia legislation, That discussion started in the United States, Ger-
many and the United Kingdom at the turn of the century.1 In the Netherlands
the discussion only began during the sixties, the decads in which emanci-
pation and liberation of the individual in all aspects of life was the dominant
cuitural development. This may have contributed to the rather immediate
pubiic support for euthanasia. An important additional aspect was that the
Netherlands did not have a Nazi past as did Germany. Especially Dutch
physicians as a group have an impeccable record of non-cooperation and
resistance against the Nazis, which makes them trustworthy in the eyes of
the public.2

A number of Dutch respondents pointed out the role some individuals
have played in the development of the Dutch euthanasia debate. Of course,
historical explanations always have to find a balance between structural and
individualistic components. However, the fact that since the seventies a
number of key persons in the religious, political, medical and legal system
have acknowledged the existence of situations which can be defined as
unbearable or as involving unacceptable suffering, which could allow for
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termination of life upon request, formed a strong impetus. They joined the
euthanasia debate in the professional as well as in the public media without
being afraid of an ensuing disintegration of soclety. As a result euthanasia
became an important issue for public debate. The verdict in the euthanasia
case of 1973 may thereby have acted as a catalyst (see ‘legal aspects’). For
example, it fed to the establishment of the Dutch ‘Right to Die’ Society.

In 1985, the State Commission on Euthanasia, installed by the govern-
ment, recommended the legalization of euthanasia by a margin of 13 votes
against 2.8 This recommendation had, as with the formuiated point of view
of the Board of the Royal Dutch Medical Association in 1984*, a great
influsnce on the course of the euthanasia debate in the Netherlands. Among
other things, the Commission advised that the detinition of suthanasia be
restricted to situations in which there had been an explicit request of the
patient (see ‘definition of euthanasia’).

Church and religion

Many respondents referred to the role of religion and churches in the
Netherlands, As was indicated above, the emergence of the Netherlands as
a powerful nation coincided with the dominance of protestantism, as well as
with a certain tolerance towards other philosophies of life. The strong
calvinist tradition in the Netherlands accentuates the individual’s responsib-
ility in all aspects of life, ranging from one's own conscience and personal
salvation to public matters. This individualism went hand in hand with a
strong social control.

Some mentioned that Dutch Roman Catholicism still retains calvinist
characteristics, especially with respect to the concept of individual respons-
ibility and the related resistance to official church dogma. The Dutch Roman
Catholics during the 1960s played a role of emancipation vis-a-vis Roman
dogma and Vatican authority. From that time quite a number of Dutch
Catholics supported suthanasia.

Neither Protestants nor Roman Catholics have a dominant political or
moral position in the Netherlands at present. Moreover the separation
between state and church in the Netherlands has been a reality for a long
time. This excludes the direct influence of the churches in matters of
legislation. Although the US and the UK also have a long-standing sepatr-
atlon between church and state, church leaders still have a significant
influence on public debate. This seems important in the general opposition
to euthanasia in those countries. Perhaps some of the complexities of the
current American debate on euthanasia reflect the considerable ambi-
valence and disagreement within the American society today about the
proper role of religion in public life and public discourse.



124 End-of-life decisions in Dutch medical practice

All Western societies are much further secularized and individualised than
they were in the fiftles, but the level of secularization differs strongly among
countries. In the United States for instance a much larger proportion of the
popuiation still considers itself to be church member than in the Netherlands
or the United Kingdom.5 A general consequence of secularization is the
awareness that you live your own unique life and that there is no hereafter.
This probably makes it more difficult to discern a meaning in suffering.

Cufture and society

As was mentioned in the section on history, the Dutch national character
produces an at times surprising combinalion of pragmatism and principle.
There is often much discussion on matters of principle, btit at the same time
people are prepared to look for pragmatic solutions. Thus, the existence of
moral problems is rarely denied, but some solutions may look hypocritical to
others. This attitude can be seen in the discussion on very diverse issues,
such as euthanasia, drug policy and abortion. The calvinism-inherited men-
tality largely guarantees the clarity and openness of the discussion, although
the solutions may be less transparent (one dissenting respondent claimed
that ‘the Dutch cannot squarely face the facts and significance of euthana-
sia’, and that ‘practice has been allowed to run far ahead of any serious
discussion of morality’). It may all have o do with the strong tendency
towards consensus in public matters. This contributes, according to most
respondents, to the moderate tone of the discussion. This tolerance with
respect to public regulation seems to bear fruit in other areas. The Nether-
lands has, for example, the lowest abortion rates in the worlds. in spite of an
open and tolerant abortion policy and thanks to open information on birth
control and the easy availability of contraceptives.

The tendency towards consensus has prevented the polarization of the
euthanasia debate which can be observed in many other countries. For
instance, the United States may be considered as a religiously tolerant
soctety, but its tolerance may be more constitutional and legal than social.
Especially the churches and other religious groups, which form strong
polarizing powers in the public debate in the United States, tend in the
Netherlands to be included in the consensus formula. One respondent
concluded thers seems to be no serlously organized groups to oppose the
changes that have taken place in Dutch law. Another respondent was
convinced that within the Netherlands there is a polarization against Chris-
tian morals and organizations, which suppresses an even-handed presen-
tation of the Issues involved.

In the Netherlands moral standpoints and daily practice tend to be rather
closely related. This means that publicly defended moral standpoints have
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to be realistic. This may explain the nearly complete absence of tabloids,
sex scandals involving prominent parsons, and moralizing discussions on
drugs or AIDS. _

The Netherlands is a country with relatively minor social inequalities.
Health care is one area in which inequalities are relatively small. Basically
there is equal access to health care for everyone (see ‘physician, patient
and health care’). On the whole the Netherlands is a non-viclent society:
murder and suicide rates are low (suicide rates are even decreasing) and
death is not a daily fear or reality for the majority of Dutch people. This might
have facilitated the euthanasia debate.

Geography and demography

The fact that the Netherlands is a small, densely populated country, with one
language for the large majority of the people, where news can simultaneous-
ly reach all inhabitants, may have contributed to the rapid start and progress
of the debate,

Physician, patient and health care

Nearly ali respondents mentioned one or more aspects of the Dutch health
care system as important. On some aspects there was complete agreement,
on others there was less.

The Dutch health care system has at least two relevant charactaristics:
equal access and a generally long-standing doctor-patient relationship.
Presently, sconomic motives and scarcity of health care provisions hardly
play a role in end-of-life dacisions.” Of alt inhabitants, 99.4% are insured for
medical expensses and 100% are insured for the costs of long-term iliness.
Therefore, the costs of long-term medical and nursing care will never
become an unbearable financial burden for the family and are thus never
reasons for euthanasia requests in the Netheriands. There are no financial
motives for the physician either. There is no fee for suthanasia, and a doctor
can not inherit from a patient whom he or she has treated in the final stages
of life.

Virtually everyone in the Netherlands has a general practitioner with
whom he or she generally has a very long-standing relationship. This
relationship may become very personal during the terminal phase of dis-
ease, and generally includes the whole family. Discussing death and dying
may be easier in such a situation. [t is therefore not surprising that most
euthanasia cases occur at home, by the general praciitioner.

The etithanasia debate in the Netherlands was started by physicians and
lawyers. This is very important for two reasons, First, the medical profession
is a prestigious one with strong ties to the legal and political establishment.
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The first euthanasia conferences were mainly organized by lawyers and
doctors who tried to draw the attention of politicians to the increasing
problems in the application of medical technology. Scarcity of heaith care
resources was never an issue. Second, the medical profession asked for
social standards for decisions concerning the end of life and did not keep
the problem to itself. In other words, the discussion did not emanate from a
crisis of confidence between the madical profession and the generai pubilic
or other professional groups. And although the discussion was mainly
directed at norms based on criminal law, there was no general feeling and
no evidence that there were excesses that should be brought under more
strict and legal control.

In most other countries the debate stresses the possibility of abuse. A
non-Dutch respondent rematked that ‘an outsider can not be certain why or
how killing some of the seriously ill became established in all branches of
society in place of a strict adherence to providing good humane and medical
care’ (see ‘moral principles’).

The decision of the general board of the Royal Dutch Medical Association
(RDMA) to become involved in the public debate and to take a moderate
standpoint was of major importance. So, in the Netherlands not only the
majority of the general public suppori euthanasia under well specified
conditions, as is the case in other European countries, Australia, and the
United States as well, but also the large majority of the medical profession,
which is not the case in many other countries.® ° However, this can only be
part of the explanation, as in England in the 1930s prominent physicians and
their organizations led the fight for the legalization of euthanasia without
success.

On two important health care aspects, patient autonomy and palliative
care, there was disagreement between the raspondents,

Many respondents mentioned the strong patient autonomy in the Dutch
health care system. However, two respondents thought that Dutch doctors
are still very paternalistic. This has a bearing on the question whether the
physician or the patient controls the dying process.

Some respondents doubted whether Dutch physicians are sufficiently
aware of the possibilities of palliative care. A lack of knowledge could be
responsible for a certain tendency towards suthanasia. In contrast, others
pointed out that the Dutch system of terminal care, whether at home, in a
nursing-home or in a hospital is on the whole of high quality. Moreover,
serious requests for euthanasia can not always be prevented with good
humane and medical care.

Finally, the common sense mentality of the Dutch may have contributed
to the acceptance of the limitations of medical technology and death as
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inevitable. The fact that one third of ali births and 42% of all deaths still occur
at home, independent of social status, may illustrate that birth and death are
seen as natural events. However, one respondent thought that Dutch
physicians in particular have a tendency towards intervening instead of
fetting nature take its course, Performing euthanasia instead of fetting the
patiant die would fit this picture,

Moral principles

In all industrialized countries the traditional Judeo-Christian attention to the
sanctity of human life has gradually shifted to the quality of life.'® For the
majority of people health is the prime value and is more and more identified
with a happy and meaningful life. Together with the increasing importance
of self-determination this has led to the acceptance of the fact that a severely
ill patient may decide for him- or herself whether life is still worthwhile. Some
pointed out that the calvinist tradition of individua! responsibility in a petiod
of sscularization may tumn into an extreme form of self-detarmination,
resulting in extreme individualism and perhaps even hedonism. Others
disputed this hypothesis; besides individual responsibility, social cohesion
exists to a large extent. In health care, this not only appears from the social
insurance system, but also from the refationship between patients and doctors
and from an extensive offer of volunteers for the care of chronic patients,

The Dutch seem to be less afraid of the so-called slippery slope than
others. According to several Duich respondents this has to do with the
organisation of the Dutch health care system (equal access, long-standing
relationship between patient and physician, social control by relatives and
nurses), and the confidence that, just as with abortion, an open approach
and good regulation do not lead to undesirable or unwanted consequences.
Several non-Dutch respondents sald that the Duich seem to close their eyes
to the fact that they have already begun to slide down the slope.

Legal aspects

This section combines comments on the Dutch legal system, Dutch law and
specific court cases. According to many respondents the latter have played
an important role. The euthanasia case that was brought to court in 1973
had a strong influence on the current euthanasia debate. The defendant was
a physician who had shortened, at her persistent request, the life of her
mother, who was terminally ill and suffering very much, The sentence was
a conditional imprisonment of one week, The court agreed with some of the
arguments that had been brought to the defence by the expert witness. The
present criteria for careful euthanasia still contain a number of elements that
were introduced by the defence in that case.
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Dutch criminal law contains a paragraph on ‘necessity’ {conflicting duties,
force majeure). This made it possible to keep euthanasia in the criminal law
but at the same time to accept it under specific circumstances. Although
euthanasia falis under the criminal code - there are even separate para-
graphs about killing on request and assisting in suicide - the legal debate
was not primarily concerned with crime.

Another important aspect is that the Dutch administration of criminal
justice is not based on the legalily principle which implies that all cases
should be prosecuted, but instead on the principle of expediency.ﬁ'18 This
principle implies that there can be cases in which prosecution of a possibly
criminal act would not serve the public interest. The principle of expediency
leaves room for public policy in the area of criminal justice. Thus, also the
judgement whether not-prosecuting would serve the public interest is the
responsibility of criminal justice.

The number of medical malpractice suits remains rather low in the
Netherlands. On the whole the Dutch put trust in the medical profession.
There are no strong incentives to practice defensive medicine. Therefore,
Dutch physicians are perhaps more willing to make euthanasia decisions,
aven If it would entail some risk of legal prosecution initiated by complaints
of the farnily.

The definition of euthanasia

The present definition of euthanasia in the Netherlands is restricted to
life-terminating acts at the sxplicit request of the patient. The reasons for
restricting the definition of euthanasia were threefold.'® In the first place it
was meant {o help clear up the euthanasia debate. Second, self-determina-
tion was taken as a starting point, which makes the request the central issue.
Third, while the intentional life-termination without the request of the patient
is considered to be marder in the Dutch penat code, intantlonat life-termina-
tion following explicit and serious request, mentioned in a separate section
of the law, is, although punishable, not called murder. The definition of
suthanasia was intended to connect with this section of the law.

The restricted definition of euthanasia was adopted by the Health Couneil,
the Royal Dutch Medical Association, and the State Commission on Eutha-
nasia.>*20 Several respondents mentioned that this restricted definition of
euthanasia indeed had clarified the debate and had made it possible to give
this form of euthanasia a more or less legal basis under strict criteria. Some
mentioned that this restriction also had its drawbacks. One consequence
was that patients who are unable to put forward a request for euthanasia in
the Netherlands have remained outside the main discussion for a long time,
in contrast to many other countries. The withdrawal of life-sustaining treat-
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ment, .¢., in comatose patients, was a major issus in the United States [ong
before becoming so in the Netherlands.

The lack of consensus about the definition of euthanasia and other
end-of-life decisions probably has complicated the international euthanasia
debate. One respondent went so far as to say: 'l somatimes belleve that the
differences between countries may have as much to do with confusion and
misunderstanding, as with serious ethical disagreement’, with which two
others explicilly disagreed,

Politics

Dutch sociely used to be rather strongly organised along the lines of religion
and philosophy of fife. in politics this is still more or less the case; The major
parties are Social Democrats, Christian Democrats, Liberals, and Liberal
Damocrats. Traditionally relatively few Christians were members of a non-
denominational political party, and if they were, they had a relatively liberal
philosophy of life. The non-denominational parties thus could afford to
propose rather liberat euthanasia legisiation, without risking the loss of a
sizeable number of votes. Nevertheless, a bill proposed by the Liberal
Democrats, which would legalize suthanasia at request was never accepted,
because the Christian Democrats formed a majority coalition with first the
Liberais and then the Social Democrats, which precluded such lsgislation.
This might be seen as another example of consensus politics, resulting in a
combination of principle and pragmatism.

Media

In general the media play an important role in the shape and style of any
public debate. They share perceplions and concepts which for many partici-
pants form the only information upon which to base their opinion, because
they fack direct experience with the problems that are being discussed. As
an example, the euthanasia trial of 1973 was turned into a radio play. Public
opinion was very much in favour of the defendant, People were convinced
of the good faith of the doctor, irrespective of whether they considered such
an act morally acceptable. Two other cases in which the carefulness of the
doctor was doubted, were seen as exceptions to a generally accepted
picture of careful suthanasia practice.

Two respondents believed that the Dutch community is poorly or selec-
tively informed about euthanasia. A number of other respondents postulated,
however, that the Dutch are very much aware of the true practice of
euthanasia in their country, and that they do not depend on distorted

information from abroad.
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12.3.2 Question 2: The euthanasla practice

All respondents indicated that In the absence of quantitative empirical data
from most other countries than the Netherlands they could only hazard a
guess about differences in euthanasia practice between the Netherlands
and other countries. Studies from the United Kingdom and Australia suggest
that 12% to 20% of physicians have at some lime practised euthanasia at
the patient's explicit request.’ 134 1n the Netherlands, 54% of all physi-
clans have ever performed euthanasia.? In the face of the criminal penalties
attaching to active euthanasia in the US, aimost any response of physicians
to research surveys must be viewed as of questionable validity, and re-
sponse rates are usually too low to allow confident interpretation.

All respondents knew of cases of euthanasia in their own country. Overall,
most respondents hypothesized that euthanasia at the patient's explicit
request wouid be more frequent in the Netherlands than in other countries.
According to them, this had to do with the openness of the euthanasia debate
and the acceptance and availability of euthanasia in the Netherlands.
Although euthanasia as an ethical issue is widely discussed in many
countries, specific requests for euthanasia and the actual performance are
only rarely openly discussed in those countries. In the Netherlands the
patient is aware of the options and dares to ask for them, and the chance of
prosecution of the physiclan Is low. The result of the fact that elsewhere
euthanasia is not discussed opanly is that no clearly formulated guidelines
for careful deciston-making and euthanasia psrformance have been de-
veloped,

The existence of life-terminating acts without the patient’s explicit request
that was reported in the ‘Remmelink study' was mentioned as a marked
difference between the Netherlands and other countries by three respond-
ants.2! However, the majority of respondents think it plausible that physi-
cians, being placed in the same situation of ‘necessity’ as Dutch doctors, will
act in quite the same way. But they will probably use other language (they
have to use much innuendo) to prevent prosecution. Physicians may prefer
to over-prescribe high doses of narcotic medications sufficient to cause
respiratory depression and death. Such cases are not called euthanasia and
are referred to as reiief of suiffering; but it is understood that death will result.

12.4 Conclusion

The answer to the question why the Dutch debate on euthanasia differs from
other countries resulted, as could be expected, in a wide range of topics.
Still, it seems that a rather coherent picture emerges, although it inevitably
has some contradictory and speculative elements. The topics that were most
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Table 3  The most important iepics according {o the respondents {n=33; three fopics per respondent)

Toples Times
mentlongd
History 1
Church and religion 10
Culture and soclety : 22
Geography and demography 1
Physician, patlent and health care 24
Mozral principles 5
Legataspecls 16
Definiticn of suthanasia ) 6
Politics - 2
Madia 3
Total 99

often mentioned as having the most explanatory powar for the differences
hetween the Netherlands and other countries were differences in culture,
differences in health care system, and differences in the legal system (table
3). We think that the results of this exploratory study warrants a much more
thorough international comparative study into the socio-historical back-
ground of euthanasia. Finally, only time wilf tell whether the developments
in the Netherfands are really unique, or whether by coincidence they have
just happened ahead of other countries, or whether they are a one-time
experiment which will be reversed in the fulure,
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13 Conclusions and recommendations

13.1 Introduction

This thesis explores the field of end-of-life decisions in Dutch medical
practice, seen primarily from the physician’s point of view. In the previous
chapters detailed empirical information was given on the incidence of
end-of-life decisions and the decision-making process. The physician's role
and the patient’s involvement were highlighted. Finally, the decisions were
placed in a socio-historical context. In this chapter the qualities and the
limitations of the investigation will be considered and the question whether
the objective has been realised will be answered. After the conclusions,
recommendations will be given to maintain and improve the quality of
medical decision-making at the end of a patlent's fife,

13.2 Qualities and limitations of the studies

13.2.1 Qualitles

Design

Three studies were performed, as described in chapter 2. Study | consisted
of interviews with 405 physicians, Study 1l contained the responses to 5197
questionnaires filled out by physicians concerning deceased persons, and
Study lif was composed of information about 2257 deaths collected by a
prospective study among those physiclans who had been interviewed. The
design of the samples was such that representative information on physi-
cians as well as deaths could be cbtained. The designs of the studies were
complementary: studies il and Ill were meant fo give quantitative information
on end-of-life decisions, whereas study | was to provide greater insight into
the decision-making process. In practice, data from all three studies were
used, according to their original intentions.

Concepts -

The decisions we intended to study were classiffed on the basis of thres
quaestions: What did the physician do, what was the physician’s intention,
and did the patient request this end-of-life decision? If, for example, the
physician had administered a drug with the explicit intention of ending the
patient's life, at the patient's explicit request, this decision was classified as
euthanasia {studies Il and lil). In the interview study, we were able to use
the term euthanasia as such, as the setting allowed apparent misconcep-
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tions about the definition used® to be corrected. In general, the interviewed
physicians concurred with the given concepts. Some problems, however,
should be mentioned.

Some respondents had difficulties in indicating their intention where
decisions o forego treatment or to alieviate pain with opiocids were con-
cerned. This was a matter to which they, in some cases, had given no prior
specific consideration (see 13.3.3).

We knew that there would be a grey area between pain alleviation with
opiolds on the one hand and euthanasia and life-terminating acts without the
patient's explicit request on the other. The interview study gave a first
indication of the extent of this area. We explicitly defined euthanasia {only
one intention possible: deliberately hastening the end of life) and asked
questions such as ‘Have you ever performed it?', If this proved to be so, we
went on to ask a number of questions about the physician’s most recent
experience in this area. In another section of the Interview questionnaire we
asked questions about the alleviation of pain and symptoms with opioids:
‘Were you ever in a situation in which you were going to have to give such
high doses of morphine... that the patient’s life would aimost certainly be
shortened?’ If so, one of the following questions concerned the intention of
the physician in that case. A small number of physicians answered that the
explicit intention had been to shorten the patient’s life. This could not have
been a case of euthanasia, as this would have been dealt with in the previous
section. We concluded that these cases were part of the grey area between
euthanasia and performing a life-terminating act without the patient’s explicit
request on the one hand and intensifying the alleviation of pain or symptoms
with oploids on the other.

We were given a second indication that this grey area indeed exists by
the difference in the number of affirmative answers to question 7 of iwo
percent between the studies Il and 1% ‘Was the death caused by the use
of a drug* prescribed, supplied or administered by you or a colleague with
the explicit purpose of hastening the end of life?’ (* This may mean one or
more drugs; morphine is also sometimes used for this purpose). The
conclusion was that it is possible to classify end-of-life decisions, when this
grey area is taken into account,

The term ‘life-shortening’ deserves special attention. We were very
reiuctant to ask a question about this. It appears to be almost impossible to
give an accurate indication of the time span of the terminal phals.e.3 To avoid
confusion about the term "terminal phase’, we introduced the shortening of
life-estimate. This study showed that the extent of life-shortening estimated by
the physicians differed markedly, depending on the type of end-of-life decision.
This indicates that more is involved than a relatively casual estimate.
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In the interview study, several physicians mentioned that where non-treat-
ment decisions were concerned, the aim had been ‘not to prolong iife’ rather
than ‘to shorten life’. The correct terminology depends on whether or not the
results of life-prolonging treatment in terminal patients are considered to be
part of normal human life expectancy.

Questionnaires

Two questionnaires were used: an interview questionnaire consisting of 122
pages for study I, and a questionnaire of 4 pages (24 questions, see
appendix) which was to be filled out by the physician for the studies Il and
Iil. To go through the interview questionnaire took quite some time: two-and-
a-half hours on average. At the end of the questionnaire the respondents
were asked to comment on the interview. In many cases, they had found it
exhausting and somelimes causing heavy emolions, but also very clarifying,
meaning that they had considered it as a mirror for their own decision-
making. A few remarked that questions about the emotions that some
decisions had brought about were lacking.

An even closer connection between the questions in the two guestion-
nairas could have facilitated the comparison between the studies, This was
the case pariiculary for decisions on foregoing treatment or alleviating pain
with opioids.

Response

The response rates in the three studies were high. Only 9% of the physicians
selected refused to participate in the interviews, mainly because of lack of
time. Of those who were interviewed, 80% also took pait in the prospective
study, giving nearly complete information on all deaths among patients for
whom they had been responsible. Of the 7,000 questionnaires in study |
76% was returned,

The impressive cooperation of the Dutch medical profession may be
interpreted as an indication that euthanasia and other end-of-life decisions
are seen as important issues that deserve investigation and discussion.
Indeed many respondents commented to this effect, mentioning that these
decisions are among the most difficult aspects of medical practice.

Validity and reliability

Altinterviews except one yielded complete information, since every interview
had been discussed with the researchers afterwards and any unclear details
could be corrected by consuiting the respondent again. The answers in study
il also appeared to be very useful, aithough the physicians who patticipated in
this study could not be consuited afterwards, because of complete anonymity.
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The studies i and il showed nearly identical resuits, although the samples
of physicians and death cases in each of these studies were obtained in a
totally different way. The interview study indeed provided the expected
deeper insight in the decision-making process. A good example of this are
the case-reports, worked out by the interviswer, on the most illustrative
end-of-life decision arising during each interview. For a good understanding
of the decision situation, these case-reports were indispensable.

The fact that the three studies showed far more similarities than differen-
ces, Is a strong argument in favour of their validity. Furthermore, the
response rates were rather high and the physicians cooperated irrespeclive
of their opinions about euthanasla and other end-of-life decisions. Even
though the response rates in study Il differed for those dying in a hospital
versus elsewhere (64% versus 81%) detailed analysis showed no bias due
to non-response.

The fact that Van der Wal found the same incidences for euthanasia in
family- and nursing-home prac!ices'e, gave even more support to the reli-
ability of the study results. Neither nationally nor internationally has this
quality baen questioned. Criticism was not directed at the quality of the data,
but at the definition of euthanasia, that was restricted to active euthanasia
at the patient's explicit request.’ The estimates of the total number of
end-of-life declsions were not disputed.

Complete anonymity and immunity against legal prosecution based on the
research data were guaranteed. Furthermore, the study was supported by
the government, the Royal Dutch Medical Association, and by the chief
inspector of heaith. From many details on the interview questionnaires and
the returned questicnnaires we could infer that the responding physicians
had answered the questions sincerely, and attentively. Taking all these facts
together, we are convinced that no serious biases are likely to have arisen.

A detailed discussion of response and representativity can be found in
appendix C of the first study repon.2

13.2.2 Limitations

The most important limitation of the study was the type of respondents
chosen. In the three studies performed, only physicians were approached.
To answer the objective of the thesis, we could restrict ourselves to this
group, because the final responsibility for end-of-life decisions is carried by
them. However, the scope of the information gained could have been
widened by including three other groups who would have been able to
provide important additional insights: the (competent) patient, the patient's
relatives, and the nurses.
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Information from the patient or his relatives would have been helpful in further
exploring the communication with the physician. It has often besn demon-
strated that this communication can be far from smooth. Explanations
regarding the iliness, for example, often appear not to be completely clear
to the patient. It is thus obvious that in case of an end-of-life decision
particutarly high demands are made on the physician’s ability to communi-
cate. The possibiiity that the patient or his relatives feel that consultations
had not been particularly satisfactory, while the physician had been of the
opinion that everything had been satisfactorily arranged with good under-
standing on the part of everyone cannot be ruled out. This aspect requires
further exploration in another study.

There is no doubt that nurses play an important role in end-of-life
decisions, particularly in hospitals and nursing homes. Through their daily
and intensive contacts with the patient they receive important signals earlier
and can often evaluate the total situation better from a social point of view.
Their position also needs further investigation.

The scope of our studies do not allow us to draw conclusions about the
time (sequence) in the decision process: How much time was needed for
the decislon? How are different end-of-life decisions taken after one an-
other? Another limitation is that the studies do not parmit conclusions about
time trends, becauss only ons moment in time was measured. A so-called
slippery slope can thus neither be affirmed nor denied (see 13.4).

Unfortunately, comparisons with the decision-making in other countries are
impossible. So far, the Netheriands has been the only country in the world
in which end-of-life decision-making has been quantified on a nationwide
basis.

13.3 Conclusions

| think that the question of whether the objectives of this thesis have been
realised can be answered In the affirmative. This thesis had four objectives:
1 Quantification of end-of-life decisions;

2 Description of the background of end-of-life decisions;

3 Analysis of the role of the physician in end-of-life decisions;

4 Exploration of the socio-historical perspective on euthanasia.

Not all results will be summarized here again. Some of the most important
findings will be reviewed in the light of these objectives. At the end of these
conclusions, the practice of medicai decision-making at the end of a patient's
life in the Netherlands will be tentatively appraised.
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13.3.1 Quantification of end-of-life decisions

By exploring the field of end-of-life decisions we wanted to identify the place
of euthanasia within the antire scale of medical decisions at the end of life.
Moreover, we wanted 1o distinguish frequently occurring situations from
exceptions. End-of-life decisions cover all decisions in which the physician
took at least into account the probability that the end of a patient's life would
be hastened. The four types of end-of-life decisions were: non-treatment
decisions, decisions to alleviate pain or symptoms with opioids, euthanasia
or physician assisted suicide, and life-terminating acts without the patient's
explicit request. The incidence of end-of-life decisions could be measured
well. Non-treatment decisions and decisions to alleviate pain with opioids
were commonly made by all types of physicians (generai practitioners,
clinicians and nursing-home physicians). The other end-of-life decisions
menticned were made relatively infrequently (chapter 3}.

13.3.2 Background of end-of-life decisions

Differences in background between end-of-life decisions could also be
described. They concerned differences in physiclan-characteristics (see
13.3.3) as well as differences in patient-characteristics. The following can
be said about the patient-characteristics. Non-treatment decisions are taken
somewhat more often with older patients (chapter 5). The distribution of
causes of death in non-treatment cases do not differ from the distribution
found for the total mortality in the Netherlands. |t appeats that in such cases
the type of iliness is less important than the fact that treatment no longer
contributes to the patient's well-being. Intensifying the alleviation of pain or
symptoms with probable hastening of the end of life occurs relatively less
often in the oldest age group (80+). More than half of the patients suffer from
cancer (chapter 6). Euthanasia and related end-of-life decisions are also
made mainly with respect to cancer patients. The patients are under 65 years
of age in about half of these cases. The patienls are somewhat more often
males, contrary to other end-of-life decisions (chapter 3).

The remaining life-expectancy at the time of the decision-making was
short on average: some days for non-treatment declisions, for pain allevia-
tion-decisions with opioids, and for life-terminating acts without the patient's
explicit request; some weeks for euthanasia.

Questions about treatment alternatives and the adequacy of pain allevi-
ation had only been asked in the case of euthanasia decisions or life-termi-
nating acts without the patient's explicit request (interview study). In a
minority of cases, treatment alternatives had still been available. These
alternatives had not beén used, because the patient had refused this, because
it would have prolonged the suffering, or because the gain to be expected was
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no longer acceptable in relation to the treatment. Pain apparently could not
always be treated adequately despite opioids (chapters 3 and 8). We can
not pass judgement on the quality of pain alleviation and other palliative care
in the Netherlands from our study. In a different study it was shown that the
prevalence of pain in cancer patients as an indication for the quality of pain
alleviation is comparable with other countries, but improvements are
possible.7

The patient's request for an end-of-life decision and/or discussion with
the patient about an end-of-life decision is dealt with in the chapters 5 to 8.
A well-informed patient and a carefully considered request are only possible
if the patient is able to assess his situation and to take a decisicn about it
adequatsly. In most instances this was ho longer possible. In those cases,
physicians had to make decisions about continuing or stopping treatment
without the patient's participation.

13.3.3 Analysis of the role of the physiclan in end-of-life decisions
General practitioners take fewer end-of-life-decisions than clinicians and
nursing-home physicians. Especially decisions on whether to withhold or
withdraw life-prolonging treatment are taken less often. On the other hand,
euthanasla or assisted suicide is performed relatively more often (chapter
9). This is what would be expected, since itis especially the general practitioner
who has a long-standing and often intimate relationship with the patient,

The physiclan does not always discuss end-of-life decisions with the
patient, mostly because of the patient's incompetence, but sometimes for
‘paternalistic reasons’, which is used here as a neutral term, not as a
pejorative. Itis imporiant to place this aspect of the communication between
physician and patient in a historical context. Only a few decades ago,
patients were generally not told the truth about diagnosis or prognosis, let
alone talked to about possible decision-making. Nowadays, older general
practitioners do not discuss end-of-tife decisions as often as younger general
practitioners. This could indicate a generation effect (chapter 9). This dif-
ference could howsever also partly be explained by the fact that younger
physicians have less experience and thus have to deal with more uncertain-
ties, and as a consequence are more willing to discuss things. However, the
fact that a younger physician does not consult with a colleague more often,
possibly contradicts the last hypothesis.

The more far-reaching the decision, the more often a colleague was
consulted. The question is whether all end-of-life decisions should be
discussed with a colleague. It is difficult to make a general pronouncement
in this regard. Consultation becomes more important if a diagnosis or
prognosis is more uncertain, if the consequences of the decision are more
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extensive, and if there are more uncertainties about the patient's decision-
making capacities.

The term ‘intention’ deserves further attention, As explained in chapter 2 the
physician was asked if the end-of-life decision had been made ‘taking into
account the probability that the end of life would be hastened’ or ‘with the
explicit intention of ending the patient’s life’. If the decision had been to
alleviate pain or symptoms with opioids, a third answer category was aiso
offered: ‘partly with the intention of ending the patient's life’. This description
reiates to a situation in which the patient's death was not foremost in the
physician’s mind, yet neither was death unwelcome. Some will argue that
theoretically there can only be two groups: hastening the end of a patient's
life either with or without the explicit intention of doing so. The responses to
this question showed however, that practice, as always, is more complicated
than theory.

When asked what the most important considerations were {or an end-of-
life decision, the physicians answered: the patient's wish, the patient's
suffering, no chance of improvement, all medical therapy had bacome futile
orwas too burdensome, and the low quality of life. Economic considerations
(e.0. scarcity of beds) had not or hardly ever played a role in the decision-
making process. For most end-of-life decisions ‘the hastening of the end of
the patient’s life’ is not foremost in the physician’s mind at all. ‘Intention’ must
be seen as a relative term: it can only be part of the moral evaluation of a
situation (chapter 4).

13.3.4 Exploration of the soclo-historical perspective on euthanasia
Public opinion on euthanasia has changed in the Netherlands as well as in
the United States during the past decades (chapter 11). The increase in the
number of advocates of euthanasia occurred mainly during the sixties and
early seventies, the decades in which emancipation and liberation of the
individual in ail aspects of life was the dominant cultural development
{chapter 12). Physiclans’ attitudes towards euthanasia have also undergone
change. The fact that physicians who have practised for a long time more
coften moved towards the more permissive position, as opposed to those who
have practised for a relatively short time may be interpreted as an interesting
generation effect (chapter 11).

The Netherlands has a very specific position in the international euthana-
sia debate, It is the country with the most liberai regulation of euthanasia in
the world, and with the most open discussion regarding its practice, both
probably interrelated. The question of why the Netherlands differs in this
aspect from other countries is not easy to answer, but plausible roots may
be traced back to the 17th century. The emergence then of the Netheriands
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as a powerful nation coincided with the dominance of Protestantism, as well
as with a widespread tolerance towards other philosophies of life. This has
probably contributed to a tendency towards consensus in public matters
such as euthanasia (chapter 12). A thorough, internationally comparative,
socio-historical study would be necessary to give a non-speculative answer.

Nowadays, a number of factors still distinguish the Netherlands from other
countries. For example, the fact that the Royal Dutch Medical Association
has not been opposed to euthanasia since the eighties, has been of major
importance for the development of guidelines for the careful performance of
euthanasia. There is enough evidence that euthanasia is also performed
outside the Netherlands, but unfortunately it is rarely discussed in the open.

13.4 A tentative appralsal of the present end-of-life practice

The study for the Remmelink Commission was set up to collect facts on the
practice of end-of-life decision-making. The task and purpose of the re-
searchers was not to give judgements about the practice. The results had to be
presented in such a way that the Remmelink Commission and others could
base their opinions on facts. The present thesis is not subject to this restriction,
Hence | will briefly present some personal opinions. They concern two major
guestions: 7. Can the current practice (and procedures} be improved?, and
2. Will the current practice by itself lead to unwanted future situations?

Present practice

Many years' discussion about end-of-life decisions in the Netherlands,
intensifying in the last few years, has been fruitful,2 On the whole, physicians
are very seriously concerned with end-of-life problems. They think about it
regularly, but do not always have a clear view of their own decision-making
process. Perhaps this is more often the case in the relatively frequently made
decisions to forego treatment or to alleviate pain or symptoms with opioids.
The different elements of end-of-life decision-making at the moment do not
seem to form an integrated part of the professional identity of physiclans.
The guidelines that have been developed for euthanasia have, as yet, not
been further developed into a frame of reference for other end-of-life
decisions, Several respondents in the interview study mentioned that the
interview itself had already contributed to a clearer view on end-of-life
decisions. Moreover, some respondents indicated after describing cases
that had occurred several years ago, that due to present day acceptance of
more open decision-making they certainly would have opted for a more
explicit decision-making process had these cases occurred today. These
facts show that improvements are possible.
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It appears that, at present, decisions about euthanasia are generally made
very carefully. It is such an emotional burden for a physician, that he must
feel very sure about the whole situation (unbearable suffering, well con-
sidered request, no acceptable alternatives stc.) before proceeding to such
an act. When a physician fails to comply in full with the guidelines, this mostly
concerms procedural guidelines such as consuiting a colleagus, or reporting
euthanasia as an unnatural death, andto a far less extent material guidelines
such as, for example, the condition of the patient’s unbearable suffering.9

| particularly expect improvement in end-of-life decision-making as re-
gards discussion with the patient and consuitation with a colleague. Scme,
less far-reaching decisions could perhaps be made without a colleague or
maybe even without involvement of the patient under the terms of ‘thera-
peutic privilege’, but the general principle should be that the patient is to be
involved, and in most cases also a colleague. These improvements could
perhaps be achieved with certain procedures, but most improvement can be
expected from an open, matter of fact, discussion on the subject as occa-
sioned by this research, and from providing training to physicians and other
health care professionals in end-of-life decision-making (see 13.5.2).

Slippery slope?

The question that repeatedly has been posed, is whether the Netherlands
is on a slippery slope regarding end-of-life decisions. The structure of the
argument is: to take position A, in itself morally acceptable or morally nsutral,
will or can iead to the morally unacceptable position B or fo a total of
unacceptable consequences B.'%!! The discussion aboutthe slippery slope
has mostly been restricted to cases of ‘life-terminating acts without the
patient's explicit request” the fact that in the Netherlands, euthanasia is
considered morally acceptable to the majority of people, has been thought
to lead to morally unacceptable life-terminating acts without the patient’s
explicit request. These last decisions have been discussed extensively In
chapter 8. They concerned terminally ill patients who, in the majority of
cases, would have lived for another few hours or days. According to the
physician, the suffering was such that the only way to reduce it was to hasten
the end of the patient's life. The patients had expressed their wishes
regarding life-termination at some point in time in more than half of these

cases,

There are three points that need to be emphasized. Firstly, the factthatthese
cases were shown to occur was seen as evidenhce for a practice which is on
the wane.21% However, our study does not permit conclusions about time
trends, because only one moment in time was measured. We simply do not
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know whether life-terminating acts without the patient's explicit request
occurred more or less frequently a decade ago.

Secondly, in the debate resulting from these ‘thousand cases’, various totally
different patient groups were mixed up. As mentioned above, most of these
patients would have died within a few days. Life-terminating acts on patients
whose life expectancy ranges from months to years, such as may be the
case in newborns, mentally handicapped patients, demented patients, and
permanently comatose patients can thus be considered as extremely excep-
tional.

Thirdly, in exceptional situations, prolonging a patient's suffering can be
crueller than ending a patient's life. In these cases life-terminating acts
without the patient's explicit request can be morally defendable. Thus,
inevitably, these decisions will sometimes have to be made, not as a rule
but as an exception to normal medical practice.

| do not want to argue that all cases in our study were morally acceptable.
In some cases, especially some of those that occurred some time ago, the
decision-making process could have been more extensive, And besides
that, patients could have expressed their wishes in this regard more explicitly
if physicians or patients had started discussing end-of-life issues at an earlier
stage of the disease.

To see whether the number of these decisions is changing and to gain
more insight into the background of the decision-making process, it would
bs worthwhile to set up a new study within another few years. Meanwhile,
physicians, lawyers, and ethlicists have to try to further clarify the limitations
of acceptability of end-of-life decisions.

Safeguards for careful medical practice must include optimal palliative
care, discussion with relatives, a colleague, and nurses, and the absence of
economic motives, In this last respect it should be noted that in the Nether-
lands 99.4% of the population is comprehensively insured for medical
expenses and 100% for the costs of long-standing illness. Thus, the costs
of long-standing medical and nursing care can never become an unbearable
burden for the family. Furtherrore, the snding of a patient's life never may
produce financial gain for the physician.

Given the fact that euthanasta and life-terminating acts without the
patient’s explicit request have to be carried out in very exceplional cases,
they can perhaps only be tolerated by society in a context where on the whole
all human fife is valued highly and each human being is valued as equally
important. In situations where the value of life becomes more uncertain due
to violence, high suicide rates, disasters, economic uncertainties etc., the
basis of mutual trust on which this decision-making should be founded
cannot be sufficiently guarantead.



146 End-of-life decisions in Dutch medical practice

13.5 Recommendations

13.5.1 End-of-life declsfons: increasing frequency and difficulty
End-of-life decisions are an integral part of medical practice. As such,
physicians will retain final responsibility regarding those decisions. The
recommendations to be made in this section are directed at physicians who
are or will be confronted with these decisions. Firstly, some arguments
showing why physicians should pay (more) attention to end-of-life decisions
will be given. Secondly, some improvements in the training of physicians in
the knowledge, attitude and practice of end-of-life decision-making will be
proposed,

itis very likely that end-of-life decisions wilt become an issue of increasing
importance for doctors. The number of these decisions will increase for three
reasons. It is a fact that, as a consequence of the ageing population, the
number of deaths per 1,000 inhabitanis wilt increase. In addition, an import-
ant change in the pattern of causes of death is taking place: the proportion
of cardiovascular diseases is decreasing and that of cancer is increasing.
Therefore, cancer will be the cause of death more frequently in the future.
As described in chapter 8, end-of-life decisions are taken significantly more
often in cancer patients. Moreover, medical technology is still progressing.
As more possibilities of prolonging life become available, the physician will
be confronted more frequently with decisions as to whether to initiate, to
continue or to withhold treatment.

Not only the frequency of end-of-life decisions will increase, but perhaps
also the difficulty of the decision-making. With the increase in the number of
very old people, the number of patients unable to express their own wishes
may alsc be expected to increase. On the other hand, there is a growing
willingness of both physician and patient to talk about the end of life openly.
As a consequence, the number of requests for or against euthanasia and
assisted suicide will probably increase. This investigation showed that
requests for euthanasia are made fairly frequently by relatively young
people. This also holds for people for whom euthanasia or assisted suicide
was performed. Physicians have to be able to cope with an increasing
number of patients who want to decide on their own life and death, but who
want the physician to assist.

13.5.2 Education in end-of-life decislon-making

To all decision-making in medical practice, it is important that a physwlan
has the knowledge, the right attitude, and enough experience. it can some-
times be difficult to build up experience, especially in case of exceptional
decisions. Decision support is desirable in such cases. As | indicated in
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chapter 1, ideally, a protocol for decision support would be made for every
far-reaching kind of end-of-life deciston, assuming that evary kind of end-of-
life decision is morally defendable under certain circumstances. In recent
years much attention has been pald to the protocolling of euthanasia. The
Royal Dutch Medical Associalion formulated guidelines that are now more
or less embedded in the law as ‘points of attention’. There are no such
guidelines for non-treatment decisions and decisions on pain alleviation with
opioids. These decisions are generally considered as ‘normal medical
practice’. Nowadays, also ‘normal medical practice’ is a subject for protocols
to improve the qualily of medical decision-making.

Although guidelines for good practice at the end of the patient's life are
desirable, the range of end-of-life decisions is too broad to address in one
common protocol, However, the required professional skills can be
presented in general terms.

Knowledge

Physicians must be familiar with ail treatment alternatives. If they are
uncertain about the available possibilities, they should consuit a colleague.
in the terminal phase, optimal paliiative care is required. Since many
physicians are only infrequently confronted with terminal patients, consui-
tation with an expert physician may be necessary. Every hospital should
have at least one such an expert to advise cliniclans and general practition-
ers on palliative care. University hospitals should be top reference centres
with ragard to palliative care, as they are In other areas of medicine.

Physicians ought o be able to estimate a patient's prognosis in case
end-of-life decision-making is considered. This is especially important when
the reason to stop (further) treatment is because the expected burdens of
that treatment outweigh the benefits. Predicting the outcome is not always
easy, and often seems impossible in case of a capricious course of illness.
Nevertheless, in our study most physicians were willing to give an estimate
of the life-expectancy in terms of days, weeks or months. Prognostic
knowledge is increasing constantly (e.g. in coma patients), but further
research is necessary.

Atlitude

Good practice also means having a right atlitude. Assuming physicians only
want the best for their patients, a number of virtues described in medical
ethics could contribute to this. Physician ought to be honest, sincere and
faithful; they should have respect for their patients; they should have
patience and perseverance at the right moment; they ought to be modest,
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with feeling for their fellow men; and they ought to be open and ready to
justify their decisions.®

Physicians should be conscious of their motives when making a decision
concerning the end of life, also of their personal motives. In this latter respect,
one may consider one’'s own attitude towards death, sympathy for the
patient, uncertainty, and emotional burden. In what way do certain emotions
play a role? Is it acceptable that they play a role? Physicians should be able
to recognise their emotions, to admit them and channel them in the proper
direction, to ensure that they can stand by thelir decision emotionally as well.

Practice

As in ail areas of medicine, it is practice that makes the master. To gain
experience in end-of-life decision-making other than by having to go through
these decisions in practice, two forms of training are of interest. Firstly, all
medical students and residents should receive medical ethics training in this
field. Video and role plays could be very helpful in this aspect. Secondly,
they should all acquire experience in areas in which the number of end-of-life
decisions is relatively high (for example, oncology departments or nursing
homes).

In practice, there are a number of persons who are close to decision-
making process. The patient is, of course, at the cenire of the decision-
making. That means that the patient should be involved wherever possible.
On what does ‘possible’ depend? Firstly, the patient must be able to
communicate. In case of unconsciousness or coma, for example, this is
impossible. The patient should also be able to assess his situation and to
take a decislon about it adequately. A physician should not assume too
rapidly that the patient can not bear responsibility, or that discussion would
do more harm than good. By talking with the patient in an sarly stage, and
by taking fime for discussing options more than once, the patient gets the
oppottupity to be well informed, Only then is the patient able to express a
well-considered wish about the further course of action,

This wish should obviously be verified by the physician. What Is exacily
the motive of the patient? Do fear or uncertainties play a role? Unclear
statements of the patient, like '‘Doctor, you should help me if my life becomes
worthless', must be clarified. What does the patient mean by ‘helping’?
When is life no fonger worthwhile to the patient?

The patient indeed is at the centre of the decision-making, but ultimately the
physician is the one who bears the final responsibility for the decision, even
when the patient requested the decision. A decision is permitted only if all
alternatives are considered. Burdens and benefits of each treatment should
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be weighed. If the patient is no longer able to make decislons, weighing these
issues is no simple matter since it involves patient preferences. A judgement
about the quality of the patient’s life is inevitable in these cases.

Although up untit now, the patient's family has not been discussed, they
can also play an important role. They can contribute to the decision-making
process, especially if the patientis no longer competent, provided the family
is well-informed. iIf an end-of-life decision is requested by the family, their
motives must be investigated.

Finally, the colleague-physicians have to be mentioned. They have to play
an important role especially when the attending physician is uncertain about
the diagnosis, the prognosis, the treatment alternatives, the patient’s com-
petence, or the deliberateness of the patient's request. The first three are
the competence of the clinician, the other two require a physician who is well
trained in looking at psycho-social, psychiatric and environmental aspects.

13.5.3 Furtherresearch
There are at least four fields that need further investigation in order to
improve medical deciston-making at the end of life.

Firstly, the answer of whether or not palliative care could be improved
considerably in the Netherlands has not been answered yet. Comparative
studies between countries, as well as comparative studies between different
settings in one country are necessary. Moreover, intervention studies could
be set up to ascertain whether protocolling of pain treatment could improve
the decision-making process.

Secondly, further research in prognostic knowledge in different diseases and
clinicat situations is necessary, especlally in the slderly who will make up an
increasing proportion of patients in the near future.

Thirdly, further investigation into decision-making from the patient's point of
view is required, especially regarding the aspects playing a role in the
patient's decision to refuse (further) treatment or to ask for euthanasia.

Fourthly, a second ‘Remmelink study’ is recommended in a few years time,
to see whether the decision-making process regarding end-of-life decisions
has altered, and if so, what the reasons are for this change. To compare the
end-of-life practice in the Netherlands with other countries, itwould of course
be very useful to start studies abroad.
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13.6 Finally

It has been a privilege to participate in a scientific siudy on the medical
practice of end-of-life decisions In the Netherlands, This research has
yielded an unigue amount of data, thanks to the enormous cooperation of
thousands of physicians. The first study resuits played a role in the political
debate around legislation of euthanasia in 1892, This thesis, however, is
especially meant for the practising physicians confronted with terminally ill
patients, Most of them started their career with the intention of curing people,
or at least of keeping them as healthy as possible. in their training, only little
time was spent on the fact that sometimes lives can not be saved, that people
sometimes do not want to go on iiving, or that major decisions have to be
taken without the patient being able to participate, Nevertheless, the task of
physicians is not only to preserve the patlents’ lives, but also to support them
at the end of life. In such a situation, the most important professional skills
are: knowing when to refrain and when to act, being prepared to face and
discuss these difficult decisions, and being prepared to account for them
afterwards.
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Appendix The Standard Questionnaire

1 Inrespect of this death, where you t speclalist/speclalist-in-training/
acting as: assistant-physician-not-In-iraining
o general prastitioner/gensral
pracitioner-in-training
onursing-home physiclan/trainee
nursing-home physiclan
oin a different function to those named

above
2 When was your flrst contact with the o before or at the time of death — go to
patlent? question 3

o after dealh — go o question 24

3  Was death sudden and tolafly unexpected? oyes — go to question 22
ono — go to question 4

4  Did you or a colleagus take cne or more of
the foliowing actions, or ensure that one of
them was taken, faking Into account the
probability that this action would hasten
the end of the patient's life: (please reply
to all three guestlons, 4a, 4b and 4c})

4a  withholding a treatment*? oyes
ono
4b  withdrawlng a trealment*? oyes
ono
4¢  intensifying the alleviation of paln and/or tyes — go lo question 5
symptoms using morphine or a ono — go to question 6

comparable drug?

5 Was hastening the end of life partly the oyes
purpose of the action Indicated In question ono
4c?

6  Was dsath caused by.one or more of the
following actions, which you or a colleague
declded to take with the explicit purpose of
hastenlng the end of life: {answer both 6a

and 6b)
6a withholding a treatment'? ayes
one
6b  withdrawing a treatment*? gyes
ono

* In this stedy,, 'trealment’ Is taken {o Include ‘tube fesding’
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Was the deaath caused by the use of a
drug** prescribed, supplied or
administered by you or a colleague with
the explicit purpose of hastening the end
of life {or of enabling the patient to end his
own [Hfe)?

if yes, who administered this drug**

(= introduced it into the body)? (tick one
or more answeis)

ryes
ono

othe patient himself in the doctor's
presence

o the patient himself without the doctor
baing present

tryou or a colleague

oanurse

o another person In the doctor's presence

o another person without the doctor
belng present

it at feast one of the ltems of questions 4, 5, 6 and 7 was answered with 'yes', go to
question 8
if all parts of questions 4, 5, 6 and 7 were answered with ‘no’, go to question 22

Questions 8 to 21 relate to the last ‘yes’ In answer to questions 4 to 7

8  Aquestion about that (last mentioned} omore than six months
action: in your estimation, by how much t1one to six months
was the life of the palient in fact shortened o one to four weeks
by this action? nup to one week
nless than 24 hour
o life probably was not shorlened at afl
9  Did you or a colleague discuss with the nyes, at the time of performing the
pallent the {possible) hastening of the end  action or shorlly before— go to
of life as a result of the fast-mentioned quastion 10
action? oyaes, some time befoershand (and not at
the time of, or shorlly before) — go to
question 10
oyes, | do not know when - go to
question 10
ano, no discussion — go to question 16
10 Who took the initlative to discuss the othe patient

situation with the patient? (tick one ore
more answers)

r1you or a colleague

o nursing staff

othe patlent’s partner

o (olher} relatives of the patient
o pastor, spiritual adviser

v other persons

r1do not know

** This may mean one of more drugs; morphine Is also sometimes used for his purpose.
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11 At the ime of the discussion, did you nyes
conslder the patient able to assess hisfher 1110, not or not totally able
situation and to take a decision about it
adequately?

12 Was the decision concerning the oyes — go to question 13
(last-mentioned) action taken upon an no — go to question 16
explicit request of the patient?

13 Atthe lime of this request, did you oyes
consider the patient able to assess histher ©1no, not or not totally able
situation and take a decision about It
adequately?

14 Did the patlent express this request nyes
repsatedly?

15a Was there a wiitten advance directive Dyes — go lo question 15b
avallable? : oRno — go to question 21

15b Did this play part in reaching the declsion? ©yes — go to question 21

ano — go to qusstion 21

Only answer questions 16 to 20 If the answer to question 9 was 'no, no dlscusslon’

16

Was it possible to discuss the situation
with the patient at the time when the
(last-mentioned) aclion was decided upon?

oyes
ono

17

Why was this decision not discussed with
the patient? {tick one or more answers)

opatlent was too young

o patisnt was too emoticnally unstable

oihis (last-mentionad) action was clearly
the best one for the patient

o discussion would have done more
harm than good

o patient was temporarily unconsclous

o patient was permanenily unconsclous

o palient was in a state of diminished
consclousness

o patlent was demanted

o patient was mentally handicapped

1 patient was suffering from a psychiatric
disorder

wother, if you wish you may expand on
this at question 24
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18

Did one of the following make an explicit
request to hasten the patient’s life: {tick
ONB Or MOTe answers)

o partner of patlent

B parents of patient

o guardian, or authorized representative
of patient

o children of patient

a{other) relalives of the patient

ocolleague

o nursing staff

oothers

o no explicit request

19 Asfar as you know, did the patient ever D yes — go to question 20
express a wish for the end of life to be ono -3 go to qusestion 21
hastened?
20 How were you informad of this wish? (lick  averbally by the patfent
©ONne or Mmore answers) o by a written directive of the patient
overbally by a colleague
oin writing by a colleague
nby relatives or othar persons
o otherwlse, if you wish you may expand
on this at question 24
21 Did you or a colleague discuss with cwith onie or more colleagues
anybody elsa the {possible) hastening of o nursing staff
the end of the patient’s life bsfore it was D partner of patient
decided 1o take the last-mentioned action O {other) relatives of patient
that was indicated by ‘yes’ In questions 4 i pastor, splritual adviser
to 77 (lick one or more answers}) a guardian, autherized representative of
patient
oother parsons
o nohody
22 Did you or a colleague clearly agree in oyes, with other doctors
advance that in the event of a {functional)  Oyes, with nursing staff
cardlac and/for resplratory arrest no Dyes, with the patient
attempt would be made to resuscitale this  Dyes, with relatives of the patient
patient? {(a so-called Do Not Resuscitate o not explicitly for this patient; however,
decislon)? {lick one or more answars) implicitly based on the agreement that
resuscitation will not in general be
attempted In our institution
ono
23 Was there an expliclt request to terminale  Ono, there was no explicit request that
fife ihat was not carried out? {tick one or was not carrfed oul
more answars) oyes, request by patient
Dyaes, request by relatives
Oyes, request by other persons
24 I In your opinion your answers to the questions would benefit from further clarification,

please provide this in the space balow



Summary

This thesis explores the field of end-of-life decisions in medical practice in
the Netherlands, seen primarily from the physician’s point of view.

The four objectives for the investigation are: quantification of end-of-life
decisions {chapters 3-4), description of the background of end-of-life deci-
sions (chapters 5-8), analysis of the role of the physician in these decisions
{chaptars 9-10), and exploration of the socio-historical perspective on eu-
thanasia {chapters 11-12). The data on which this thesis is based stems
mainly from the study on euthanasia and other medical decisions concerning
the end of life, that was performed for the ‘Commission of Inquiry into the
Medical Practice concerning Euthanasia’, better known as the ‘Remmelink
Commission’. The Commission published its report in 1991. In the present
thesis the material from the Remmelink study is further analyzed, new
material is added, and interpretations and recommendations are given.

Chapter 2prasents the classification of end-of-life decisions and the study
design of the Remmeslink study.

The end-of-life decisions were classified on the basis of three questions:
What did the physician do, what was the physiclan's intsntion in doing this,
and did the patient request this end-of-fife decision? Four typas of end-of-life
decisions were discerned; euthanasia and physician-assisted suicide, life-
terminating acts without the patient’s explicit request, alleviation of pain and
symptoms with probable life-shortening effect, and non-treatment decisions
with probable life-shortening effect.

Three studies were performed during the period 1990-1991, Study !
consisted of interviews with 405 physicians: general practitioners, nursing-
home physicians, and specialists from five specialties who are often con-
fronted with dying patients. Random samples were drawn from physician
registries. For study Il a sample was drawn from the death certificate file of
Statistics Netherlands, and the responsible physicians were contacted. This
study contained the responses to 5187 questionnaires concerning deceased
persons, filled out by these physicians. Study lil was composed of informa-
tion about 2257 deaths collected in a prospective study among those
physicians who had been interviewed in study 1.

The elaborate questionnaire of study 1 included among others detailed
questions about the last occasion in which the physician had made an
end-of-life decision. The concise questionnaire of studies Il and lll consisted
of questions concerning the decision-making process in the final stages of
a patient's iife, in case an end-of-life decision had been made.
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The response rates in the three studies were high: 91% in study I, 76% in
study Il, while 80% of the interviewees of study | participated in study Iil. The
impressive cooperation of the Dutch medical profession may be interprsted
as an indication that euthanasia and other end-of-life decisions are seen as
important issues that deserve investigation and discussion.

The fact that the three studies showed far more similarities than differen-
ces, is a strong argument in favour of their validity. Complete anonymity and
immunity against legal prosecution based on the research data were guar-
anteed. It couid be inferred that the responding physicians had answered
the questions truthfully and carefully. Potential biases have been explored,
but were not found (see also chapter 13).

Chapter 3 presents the frequency of end-of-life decisions. About 30% of
all deaths appeared to be sudden and unexpected, according to the physi-
cian. In the remaining 70% there was enough time to make decisions, and
in more than half of these cases an end-of-life decision was made. Non-treat-
ment decisions and decisions to alleviate pain with opioids were commonly
made by all types of physicians. The other end-of-life decisions mentioned
were made relatively infrequently: euthanasia in 1.8% of deaths, physician-
asslsted suicide In 0.3% of deaths, and life-terminating acts without the
patient's explicit request in 0.8% of deaths. Initial requests for euthanasia
were not rare (25,000 in 1890), but two thirds of these never evoived into a
serious and persistent request. if they did, another two thirds did not result
in euthanaslia mainly because physiclans could often offer alternatives.

it is concluded that physicians perform euthanasia less often than was
previously supposed by some. A large majority of physicians sees euthana-
sia as an accepted element of medical practice under certain circumstances.

In chapter 4 the discussion on the true incidence of euthanasia is evaluated.
In the Netherlands, the accepted definition of euthanasia is the purposeful
act of terminating life by a person other than the person concerned, upon
request of the iatter. Some have interpreted the term ‘euthanasia’ to include
all medical decisions in which it is the physician's primary or secondary
intention to hasten the end of the patient's life, including for example
decisions to withhold antibiotics at the explicit request of a terminal cancer
patient.

Such a different definition of euthanasia is of course possible, but con-
cluding that all these decisions are instances of ‘wrongful killing’ is an
unacceptable simplification. For a moral evaluation of end-of-life decisions,
not only ‘intention’ has to be taken into account, but also the presence of a
request of the patient, the futility of further medical treatment and other

aspects.
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Chapter 5investigates the decisions to withhold or withdraw treatment at the
end of life, collectively called non-treatment decisions. These decisions were
made in 39% of non-sudden deaths. This percentage varied by spaciaity
(28% to 55%). Non-treatment decisions were made more often in older,
female patients. The decisions were made at the expiicit request of the
patient {19%), after discussion with the patient or after a previous wish
{22%), or without any involvement of the patient (59%). Of this last group,
87% of patients were not competent to take a decision. Of all physicians
interviewed, 56% had changed their attitude concerning: life-proionging
treatment since the heginning of their practice, of which 81% toward more
non-treatment decisions at the end of life.

It is concluded that continuing or starting treatment should be argued just
as rigorously as discontinuing or withholding treatment. For this to be done
properly, the patient should be involved whenever possible.

In chapter 6 special attention is paid to the end-of-life decision-making in
terminal cancer patients. It appeared that decisions for pain alleviation,
euthanasia and life-terminating acts without the patient's expilicit request
occurred three to six times more often in cancer patients than in patients
with other diagnoses at death. ‘Pain’ was an important reason for the cancer
patlient to ask for suthanasia, which is compatible with the fact that it is often
terminal cancer patients whose pain cannot be relieved sufficiently.

Due to ths fact that there wlll be a further absolute and relative Increase
of cancer deaths in the future, the number of end-of-life decisions is expected
to increase. This warrants more training for physicians in the end-of-life
deciston-making in terminal cancer patients.

Chapter 7 desciibes whether physicians comply with the Dutch guidelines
with respect to suthanasia, and it explores the conditions under which the
physicians are prepared to report euthanasia truthfully. In nearly all cases
of euthanasia the request was explicitly made. Virtually all cases involved a
long-standing and carefully considered desire to die, In 79% of cases, no
therapeutic alternatives were available to the patient. In almost all cases
where alternatives were present, the patients refused their application.

Physicians acted somewhat less prudently with regard to the procedurai
guidelines: a colleague was consuited in 84% of cases, and written records
were kept in 60% of cases, Most physicians agree that cases of euthanasia
should ba examined, undar the condition that the procedure is transparent
in terms of objectives, criteria, steps to be taken, and (possible) conssquen-
ces.

Chapter 8 investigates the life-terminating acts without the patient’'s
explicit request (LAWERY). In 59% of LAWER the physician had some
information about the patient’s wish; in the remaining 41% discussion on the
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decision was no fonger possible. in LAWER, patients tend to be younger
and more likely to be male and to have cancer than in non-acute deaths
generally. The physician knew the patient on average 2.4 years {hospital
specialist) or 7.2 years (general practitioner). Life was shortened by between
some hours and a week at most in 86%. In 83% the decision had been
discussed with relatives and in 70% with a colleague. In nearly all cases,
according to the physician, the patient was suffering unbearably, there was
no chance of improvement, and paliiative possibilities were exhausted,

itis concluded that although the number of end-of-life decisions probably will
increase in the future, increasing possibilities for open discussion suggest a
possible reduction in LAWER, even though there will always remain some
situations in which a well-considered LAWER decision may have to be made.

Chapter 9 analyzes the role of the general practitioner In end-of-life
decisions, 41% of alt patients in the Netherlands dle at home. General
practitioners took fewer end-of-life-decisions than hospital specialists and
nursing-home physicians (34%, 40% and 56% of all dying patients, respec-
tively). Especially decisions to withhold or withdraw life prolonging treatment
were taken less often. On the other hand, euthanasia or assisted suicide
was performed in 3.2% of all deaths in general practice, against 1.4% in
hospital practice. In 54% of the cases concerning pain relief or non-treat-
ment, the general practitioner did not discuss the decision with the patient,
mosily because of incompetence of the patient, but in 20% of cases for
‘paternalistic’ reasons, Older general practitioners discussed end-of-life
decisions less often with their patients than younger ones. Colleagues were
consulted more often if the general praciitioner worked in group-practice.

The conclusion is that differences in work situation between general
praciitioners and hospital specialists, and differences within the group of
general practitioners contribute to differences in the numbesr and type of
end-of-life decisions, as well as in the decision-making process.

In chapler 10 the attitude of physicians towards euthanasia Is compared
with the practice. Performing euthanasia was not conceivable for 12% of
physiclans. Of those who could conceive of ever perdorming euthanasia,
61% had actually done so. Type of specially (general practitioner, internist),
gender of physician (female), importance attached to religion (none}, and
the number of received requests for euthanasia (one or more) were all
significantly and independently contributed to the probability that a physi-
cian could conceive of ever performing euthanasia. Within the group of
physicians who could conceive of a situation in which they would perform
euthanasia, the gender of the physician was not related to the distinction
between those who had never performed euthanasia and those who had
ever done so. Differences in type of specialty became more prominent,
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indicating that differences in patient population per specially probably in-
fluence the chance of performing euthanasia.

The findings demonstrate that conceiving of a situation in which euthana-
sia could be performed and having performed this at any time describe to
different things. Therefore, research on the physicians' attitudes towards
euthanasia in relation with some (soclo-demographic) characteristics is not
sufficient to gain a proper insight into the practice of euthanasia in relation
to these characteristics, and vice versa.

Chapter 11 reports on the Dutch public and physicians’ changes in
opinions on euthanasia from 1966 to 1991. There was a major shiftin opinion
of the general public between 1966 and 1975. Opponents of suthanasia
decreased from 49% to 15% in 1975, with a further decrease to 9% in 1991,
The largest shift was towards a conditional acceptation of euthanasia. The
opinion shift before 1975 probably should be seenin the light of parailel shifts
with respect to attitudes toward religious practices, sexual morals, divorce,
and abortion. Of the physicians, 39% had changed their opinion on eutha-
nasia during their medical practice, 25% towards a more permissive position,
14% towards a more restrictive position.

One of the conclusions s that the physicians’ confrontation with severe
sufferingin terminal disease tends to modify very clear-cut opinions in favour
or against euthanasia.

In chapter 12 the question is put forward why the Netherlands has such
a special position in the international euthanasia debate. A number of
experts from different countries, familiar with the Dutch situation, and repre-
senting a variety of disciplines, was asked to give their view. The answers
covered, as cotlld be expected, a wide range of topics, Sill, a rather coherent
picture emerged, although it inevitably had some contradictory and specu-
lative elements. The topics that were most often mentioned as having the
most explanatory power were differences in culture, differances in health
care system, and differences in the legal sysiem.

The results of this exploratory study warrants a much more thorough
international comparative study into the socio-historical background of
euthanasia.

The concluding chapter examines to what extent the objectives raised at
the beginning have been realised. The most important findings are reviewed
in the light of these objectives. In addition, the qualities and limitations of the
investigation are discussed and the practice of medical decision-making at
the end of a pallent's life In the Netherlands is tentatively appraised.
Improvements in the training of physicians regarding the knowledge, attitude
and practice of end-of-life decision-making are proposed. Finally, sugges-
tions for future research are given.
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Samenvatting

In dit proefschrift worden de medische beslissingen rond het levenseinde in
Nederland in kaart gebracht, bezien vanuit het oogpunt van de ants.

De vier doelstellingen voor het proefschrift zijn: kwantificering van deze
beslissingen {(hoofdstukken 3-4}, beschrijving van de achtergrond van deze
beslissingen {hoofdstukken 5-8), analyse van de rol van de arts in deze
beslissingen (hoofdstukken 9-10), en onderzoek naar euthanasie in sociaal-
historisch perspectief (hoofdstukien 11-12). De gegevens waarop het proef-
schrift is gebaseerd zijn voornamelijk afkomstig uit het onderzoek naar
euthanasie en andere medische beslissingen rond het levenseinde, dat is
uitgevoerd voor de ‘Commissie Onderzoek Medische praktijk inzake Eutha-
nasig’, beter bekend als het ‘de Commissie Remmelink’. De Commissie
publiceerde haar rapportin 1991. In dit proefschrift wordt het materiaal van
het Remmelink onderzoek verder geanalyseerd, wordt nieuw materiaal
toegevoegd, en worden interpretaties en aanbevelingen gegeven.

Hoofdstuk 2 gesft dé classificering van beslissingen rond het levenseinde
en de onderzoeksopzet van het Remmelink onderzoek, De beslissingen
werden geclassificaerd op basis van drie vragen: Wat deed de arts, wat was
intentie van de arts hierbij, en wat was de rol van de patiént bij deze
beslissing? Vier typen beslissingen werden onderschelden: euthanasie an
hulp bij zelfdoding, levensbegindigend handelen zonder het uitdrukkelijk
verzoek van de patiént, pijn- en symptoombestrijding met waarschijnlijk
levensbekortend effect, en beslissingen om behandelingen te staken of niet
int te stellen met waarschijnlijk levensbekortend effect.

Drie onderzosken werden uitgevoerd gedurende da periode 1990-1991.
Onderzoek | bestond uit interviews met 405 artsen: huisartsen, verpleeg-
huisarisen, en specialisten uit vijf specialismen die regelmatig worden
geconfronteerd met stervende patiénten. Uit bestaande artsenregistraties
werden aselecte steekprosven getrokken. Voor onderzoek Il werd een
steekproef getrokken uit het bestand van de doodsoorzaakverklaringen van
het Centraal Bureau voor de Statistiek, en de verantwoordelijke artsen
werden aangeschreven. Dit onderzoek bevat de antwoorden op 5197 vra-
gentijsten over overleden patiénten, ingevuld door deze artsen. Onderzoek
Il bestond uitinformatie over 2257 sterfgevallen, kemend uit een prospectief
onderzoek onder de arisen die waren geinterviewd in onderzoek I.

Onderzoek | bestond onder meer uit gedetailleerde vragen over de laatste
kear waarin de arts een bepaald type beslissing had genomen. Da beknopte
vragenlijst uit de onderzoeken Il en |l bevatte vragen over het besiuit-
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vormingsproces, in het geval een beslissing rond het ievenseinde was
genomen.

De respons in de drie onderzoeken was hoog: 91% in onderzoek |, 76%
in onderzoek II, terwijl 80% van de geinterviewden uit onderzoek | deelnam
aan onderzoek [Il. De grote madewerking van de medische beroepsgroep
mag worden opgevat als een aanwijzing dat euthanasie en andere beslis-
singen rond het levenseinde worden gezien als belangrijke onderwerpen die
onderzoek en discussie vereisen.

Het feit dat de drie onderzoeken vesl meer overeenkomsten dan verschil-
ten lieten zien vormt een aanwijzing voor hun validiteit. Volledige anonimiteit
kon worden gegarandeerd, evenals het niet opvraagbaar zijn van het
verkregen materiaal In het kader van eventuele rechtsvervolging. Geconclu-
deerd werd dat de artsen de vragen zorgvuldig en naar waarheid hadden
geantwoord. Selectie-effecten ten gevolge van non-respons werden niet
gevenden (zie ook hoofdstuk 18).

Hoofdsiuk 3 beschiijft het voorkomen van beslissingen rond het levens-
einde. Van alle sterfgevallen vond 30% plotseling en onverwacht plaats. In
de overige 70% was er voldoende tijd om beslissingen te nemen, hetgeen
in de helft van deze gevallen geschiedde. Beslissingen om behandelingen
te staken of niet in te stelien, en om pijn- en symptoombestrijding te
intensiveren werden frequent genomen. De andere typen beslissingsan
waren betrekkelijk zeldzaam: euthanasie in 1,8% van alle sterfgevallen, hulp
hij zelfdoding in 0,3%, en levensbedindiging zonder uitdrukkelijk verzoek in
0,8% van alle sterigevallen. Verzoeken om euthanasie kwamen regelmatig
vaor (25,000 in 1990), doch slechts eenderde hisrvan mondde uit in een
uitdrukkelijk en herhaald verzoek. Eenderde van deze laatste leidde uitein-
deliik tot euthanasie of hulp bij zeifdoding.

De conclusie is dat euthanasie minder vaak plaatsvindt dan eerder we!
eens werd verondersteld. Wel ziet de overgrote meerderheid van de artsen
euthanasie als een acceptabel onderdeel van de medische praklijk.

Hoofdstuk 4 gaat in op de discussie welke ontsiond naar aanleiding van
publikatie van de in hoofdstuk 3 gerapporteerde gegevens. Sommige au-
teurs wilden alle beslissingen waarbij bespoediging van het levenseinde
mede of het uitdrukkelijke doel was als euthanasie opvatten. Hierdoor vielen
bijvoorbeeld beslissingen om geen antibiotica toe te dienen bij terminale
kankerpatiénten, al dan niet op uitdrukkelijk verzoek, onder de definitie van
euthanasie. Vervolgens werden al deze beslissingen vaak beschreven als
‘wrongful killing'. Voor een morele beoordeling van beslissingen rond het
tevenseinde dient echtar met meer aspecten rekening te worden gehouden
dan alleen intentie. Ook het al dan nlet aanwezig zijn van een uitdrukkelijk
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verzosk van de patiént, en de mogelijke zinfoosheid van verdere behande-
ling dienen bijvoorbeeld in de afweging te worden betrokken.

In hoofdstfuk 5 worden beslissingen om behandslingen te staken of niet
in te stellen nader onderzocht. Dergelijke beslissingen werden in 39% van
aile niet-acute sterfgevallen genomen. Tussen verschillende specialismen
variesrde dit percentage van 28% tot 55%. Ze betroffen vaker oudere,
vrouwelijke patiénten. In 19% van de gevallen werden ze genoman op
uitdrukkelijkk verzoek van de patiént, in 22% na overleg met de patiént of na
een eerder geuite wens van de patiént, terwijt in de resterende 59% de
patiént niet bij de beslissing betrokken was. Van deze laatste groep was
87% van de patiénten niet wilsbekwaam. 56% van de geinterviewde arisen
zei dat hun opvattingen over de toepassing van levensverlengende behan-
delingen in de loop van de praktijk was gewijzigd. Hiervan zei 81% tegen-
woordig minder vaak dergelilke behandelingen tos te passen,

De conclusie is dat het continueren van of beginnen met behandeling
evan zorgvuldig moet worden beargumenteerd ais het staken of niet begin-
nen. Waar mogelijk dient de patiént bij de besluitvorming te worden betrokken.

In hoofdstuk 6 worden medische beslissingen rond het levenseinde van
kankerpatiénten besproken. Intensivering van pijn- en symptoombestrijding,
euthanasie, en levensbeéindigend handelen zonder uitdrukkelijk verzoek
vinden bij kankerpatiénten drie tot zesmaal zo vaak piaats als bij andere
terminate patiénten. Kankerpatiénten noemden vaker pijn als reden voor het
euthanasieverzoek. Dit is in overeenstemming met het gegeven dat bij
terminale kankerpati&nten de pijn soms niet voldoende kan worden bestre-
den.

Gezien de voortgaande absolute en relatisve toename van de aantallen
sterfgevallen aan kanker mag een toename van het aantal medische beslis-
singen rond het levenseinde worden verwacht. Dit vraagt om een intensie-
vere scholing van artsen op dit gebled.

Hoofdstuk 7 beschiijft in hoeverre artsen bekend zijn met de zorgvuldig-
heidseisen ten aanzien van euthanasie, hoe die in de praktik worden
gehanteerd, en onder welke voorwaarde artsen bereid zijn om suthanasie
te melden, fn nagenoeg alle gevallen van euthanasie betrof het een uitdruk-
kelijk verzoek van de patiént. Ook was er sprake van een duurzaam en
weloverwogen verlangen naar de dood. In 79% van de gevalien waren er
geen hehandelingsalternatieven meer voor de patiént, Wanneer die er wel
waren, had de arts er in bijna alle gevalten van afgezien deze toe te passen,
omdat de patiént dat niet foestond.

Artsen handelden-lets minder zorgvuldig met batrekking tot de proce-
durele elsen: In 84% was overlegd met een collega, en in 60% was een
schriftelifk verslag bijgehouden.
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De meeste artsen vinden toetsing van euthanasie gewenst, op voorwaarde
dat de procedure volstrekt helder is wat betreft doelstelling, criteria, te volgen
stappen, (mogelijke} consequenties en totaal tijdsbeslag.

In hoofdstuk 8wordt hetlevensbeéindigend handelen zonder uitdrukkelijk
verzoek (LHZUV) van de patiént nader onderzocht. In 59% van de gevallen
van LHZUV beschikie de arts over informatie omtrent de wens van de
patiént. In de resterende 41% was het niet meer mogslijk de beslissing met
de patiént te bespreken. In vergslijking met de verdeling over alle niet-acute
sterfgevallen vindt LHZUV vaker plaats bij jongere, mannelijke patiénten, en
bij patiénten met kanker. De arls kende de patiént gemiddeld 2,4 jaar
(klinisch specialist) respectievelijk 7,2 jaar (huisarts). In 86% van de gevallen
bedroeg de levensbekorting tussen enige uren en hooguit een week. in 83%
van de gevallen was de beslissing besproken met familieleden en in 70%
van de gevallen met een collega. In vrijwel alle gevallen was er sprake van
een ondraaglijk lijden, was er geen uitzicht op verhetering, en waren de
palliatieve mogelijkheden uitgeput.

De conclusie |uidt dat, hoewel het tolaal aantal beslissingen rond het
levenseinde in de toekomst waarschijnlijk verder zal toenemen, het aantal
LHZUV mogslilk zal dalen als gevolg van de toegenomen mogelijkheden
voor een openlijke gedachtenwisseling met de patiént. Desondanks zullen
zich allijd omstandigheden blijven voordoen, waarin LHZUV zal mosten
worden overwogen.

Hoofdstuk 9 baspreeki de rol van de huisarts bij medische beslissingen
rond het levenseinde. 41% van alle sterfgevallen in Nederland vindt thuis
plaats. Huisartsen namen minder beslissingen rond het levenseinde dan
klinisch specialisten en verpleeghuisarisen (respectievelijk 34%, 40%, en
56% van alle sterfgevallen). De huisarts nam vooral minder vaak een
beslissing om een behandeling te staken of niet te beginnen. Daarentegen
vonden euthanasie of hulp bij zelfdoding plaats bij 3,2% van aile sterfgeval-
len in de huisartsenprakdtijk, tegen 1,4% in het ziekenhuis. In 54% van de
gevallen van intensivering van pijn- en symptoombestrijding of het staken of
niet beginnen van levensverlengende therapie had de huisarts de bestissing
niet met de patiént besproken. In de meeste gevallen was de reden gelegen
in de wilsonbekwaamheid van de patiént, in 20% van de gevallen betrof het
‘paternalistische’ redenen. Oudere huisartsen bespraken dergelijke beslis-
singen minder vaak met hun patiénten dan jongere. Collega’s werden vaker
geraadpleegd wanneer de huisarts in een groepspraktijk werkte.

De conclusie is dat verschillen in werksituatie tussen huisartsen en clinici,
en verschillen binnen de groep huisartsen gevolgen hebben voor het aantal
en het soort beslissingen rond het levenssinde, evenals voor het besluitvor-

mingsproces,
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In hoofdstuk 10wordt de attitude van de arts met betrekking tot euthanasie
vergeleken met het feitelijke gedrag. Van alle arisen gaf 12% te kennen zich
geen situatie te kunnen voorstellen waarin ze euthanasie zouden uitvoeren.
Van de overigenhad 61% oolt euthanasis vilgeveerd. Specialisme (huisarts,
internist), geslacht van de aris (vrouw), belang van godsdisnst {geen), en
het aantal verzoeken van patiénten om euthanasie (een of meer}, droegen
alte onafhankelijk en significant bij aan de kans dat men het zelf uitvoeren
van euthanasle denkbaar acht. Binnen de groep arisen die het uitvoeren
denkbaar achite, was er geen samenhang tussen geslacht en het ooit
hebben uitgevoerd van euthanasie. Verschillen tussen specialismen waren
hier meer prominent aanwezig, wat een aanwijzing kan zijn dat de kans om
ooit suthanasis te hebben uitgevosrd samenhangt met verschillen in patién-
tenpopulatie.

Deze resultaten laten zien dat er een verschil is lussen het denkbaar
achten van suthanasie en het feitelijk hebben uitgevoerd ervan. Onderzoek
dat zich beperkt tot attitudes van artsen met betrekking tot euthanasie is niet
voldosande om een indruk te kidjgen van de feitelijke tospassing, en omge-
keerd.

Hoofdstuk 11 beschrijft de veranderingen in de publieke opinie met
betrekking tot euthanasie tussen 1966 en 1921, en veranderingen in de
opinies van artsen. De publieke opinie onderging een aanzienlijke verands-
ring tussen 1966 en 1975. Het percentage tegenstanders van euthanasie
nam af van 49% tot 15% in 1975, om verder te dalen tot 8% in 1991. Het
merendeel van deze verschuiving kwam op rekening van een voorwaarde-
lijke acceptatie van euthanasie. Deze verandering moset geplaatst worden
in de veel bredere context van verandersnde opvattingen over religie,
gezinspatronen, sexualiteit etcetera, welke in die periode in vrijwel de gehele
Woesterse wereld plaatsvonden. Van de in onderzoek | geinterviewde artsen
gaf 39% aan dat hun opinie over euthanasie in de loop van hun medische
praktijk was gewijzigd. 25% zei permissiever te zijn geworden, terwijl 14%
restrictiever was geworden.

Een conclusie is dat ervaring uitgesproken opvattingen over euthanasie
kennelijk modificeert. -

Hoofdstuk 12 behandelt de vraag waarom Nederland zo'n bijzondere
positie inneemt in het internationale euthanasiedebat. Een aantal experts uit
verschillende landen, die vertrouwd waren met de Nederlandse situatie en
afkomstig vit verschiilende disciplines, werd gevraagd hierover hun mening
op schrift te stellen. Zoals mocht worden verwacht kwam in de antwoorden
een groot aantal onderwerpen aan de orde. Hieruit kon een redelijk samen-
hangend beeld worden samengesteld, ondanks een aantal onvermijdelijke
tegenstiijdige en speculatieve elementen. Als belangrijkste kwamen cultu-
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rele verschillen, verschillen in gezondheidszorgsysteem en verschiflen in het
rechisstelsei naar voren,

De resultaten van dit exploratieve onderzoek rechtvaardigen een syste-
matischer en omvangrijker internationaal vergelijkend onderzoek naar de
achtergronden van euthanasie.

In het slothoofdstuk komt de vraag aan de orde in hoeverre de doelstel-
lingen van dit proefschrift zijn gerealiseerd. De belangrijkste bevindingen
worden basproken, evenals de betekenis en de beperkingen van het onder-
zoek. Er wordt een tentatief oordeel over de medische besluitvorming rond
het levenssinde in Nedertland gegeven. Verbeteringen in de opleiding van
artsen met betrekking fot kennis, atiitude en vaardigheden op het gebied
van besluitvorming rond het levenseinde worden voorgesteld. Het hoofdstuk
eindigt met enkele voorstellen voor verder onderzoek,



. Dankwoord

Mijn promotie-onderzoek valt goad in te delen in twee trajecten: de zestien
maanden dat ik nauwelijks over promoveren nadacht (ten tijde van het
‘Remmelink onderzoek'), en de drie jaar erna, waarin alles in het kader van
promoveren stond. Terugdenkend aan het eerste traject voelde het als het
rijden in een TGV-trein: snei, geen tijd om stil te staan, voorzien van alle
luxe; het tweede mear als het rijden in een stoomirein: het gaat vooruit, zij
het soms hortend en stotend, maar met voldoende stoom wordt het einddoei
wel bereikt. Bside trajecten kostten veel energle, maar dankzij steun en
begeleiding van vele mensen Kijk ik er zeer tevraden op terug.

In het eersts iraject werkte ik intensief samen met Paul van der Maas en
Hans van Delden. Paul gaf Hans en mij de dagelijkse leiding in handen, en
wist ons met een onzichtbare kracht tot daden aan te zetten, Hans leerde
mij de beginselen van de ethiek, zo waardevol voor het onderzoek en voor
mijzelf. Ondanks het feit dat vele medewerkers van het instituut Maatschap-
pelijke Gezondheidszorg van de Erasmus Universiteit Rotterdam hebben
geleden onder de voorrang die de TGV-trein telkens kreeg, bleven zij
belangstellend en gaven zij volledige staun. Speciale dank gaat naar het
secretariaat - Alice, Monique, Else, Theresa, Aty, Saskia en llse - voor het
keurig klaren van de immer weer nieuwe spoedklussen, en naar de ‘compu-
termannen’ - Caspar, Hans en Ton - voor hun wijze raad. Caspar leerde mij
om vGor te denken, zodat ik minder hoefde na te denken, Daarnaast wil ik
hier ook graag mevrouw Gribling-Laird noemen, die in een aantal hoofdstuk-
ken van mijn Engels echt Engels heeft gemaaki.

Omdat mijn proefschrift grotendeels is gebaseerd op het Remmelink
onderzoeK wil ik hierbij ailen die dit onderzoek tot een succes hebben
gemaakt, bedanken. Ik denk hierbij in het bijzonder aan de leden van de
Commissie Remmelink en de leden van de Subcommissie, de interviewers,
en alle betrokkenen van het Centraal Bureau voor de Statistiek. Jan Kardaun
en Ko Glerum, mede-auteurs van enkele artikefen, gaven mij veel steun op
afstand. Zonder de volledige medewerking van de duizenden artsen die hun
kostbare tijd in het onderzoek staken, waren beide trajecten niet vitgereden.

In het tweede traject waren Prof. Borst-Eilers en Prof. de Beaufort bereid
om als promotor op te treden. Mevrouw Borst gaf zowel als lid van de
Commissie Remmelink als tijdens haar promotorschap immer duidelijke en
krachtige adviezen, zonder afbreuk te doen aan eigen creaties, Met Inez
samenwerken was behalve heel gezellig ook zeer leerzaam, en voor mij
telkens van grote waarde om weer ontspannen verder te gaan.
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Door de verandering van functie van mevrouw Borst werd Prof. Gunning-
Schepers viak voor het eindstation gevraagd om het promotorschap over te
nemen. Louise was degene die mij adviezen gaf over mijn toekomstige
loopbaan reeds voor ik met mijn coschappen begon. Bij het Remmelink
onderzoek was zij nauw betrokken geweest als één van de interviewers. Zij
varvulde haar taak als promotor met veel enthousiasme en energieke
betrokkenheid. Louise en Inez zorgden ervoor dat ik vol vertrouwen mijn
werk aan de kleine promotie-commissie ter beoordeling gaf.

Ik wil graag Anky Erlings bedanken voor het feit dat zij mij gedurende het
tweede traject de gelegenheid gaf om één dag in de week in haar huisart-
senpraktijk waar te nemen. Het wel en wese van haar patiénten vormde een
goed tegenwicht tegen de ‘papieren’ wetenschap. Dankzij deze ervaring
besloot ik om te solliciteren voor de opleiding tot huisarts.

Diegenen die het dichtst bij me stonden, hebben het meest van mijn
pieken en dalen kunnen genlsten. Kees-Jan, jouw levensfilosofle is en blijt
belangrijk voor mij: een niet aflatende optimistische kijk is goud waard.
Anneke en Marijn, mijn lieve zusjes, wat is het altijd fijn om weer met jullie
te zijn, en liefst dan natuurlijk in Maastricht, nog altijd een thuis. lr&ne en
Frans, jullie gaven me al vroeg het gevoel dat ik m’n eigen leven kon en
mocht leiden, en dat heeft me altijd enorm gestimuleerd.

Als [aatste persoon nogmaals Paul, nu als vriend. Het feit dat onze relatie
het tweede traject heeft doorstaan, geeft mij het volste verirouwen in een
prachtige toekomst.

Dit onderzoek werd mogelijk gemaakt door subsidi&ring van het Ministerie
van Volksgezondheid, Welzijn en Sport, en het Ministerie van Justitie,
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