494
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In ethical debates about euthanasia, the focus is often
exclusively on the involvement of physicians and the
involvement of nurses is seldom given much attention. Yet
nurses occupy a central position in the care of terminal
patients, where being confronted with a euthanasia request
is an ever present possibility. To assess the involvement of
nurses in euthanasia, this article provides an overview of
relevant findings from the scientific literature. From this it
becomes apparent that nurses are involved in various
phases of the euthanasia process: observing the request for
euthanasia, decision making, carrying out of euthanasia,
and the aftercare for the patient’s family members.
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is often exclusively on the involvement and

responsibilities of physicians; the involvement
of nurses is seldom given much attention.
Although euthanasia may be one of the so called
medical decisions surrounding the end of life, it is
still an issue that greatly affects nurses. They are
the ones who are involved on a daily basis in the
care of dying patients. In hospitals they are at
patients” bedsides 24 hours a day. This perma-
nent, caring involvement with terminally ill
patients teaches nurses a great deal about
patients” anxieties, questions, and needs.'
Consequently, a nurse being confronted with a
patient’s request for euthanasia would not be
such an unlikely occurrence.

On 16 May 2002, the Belgian parliament
definitively approved the legislative bill on
euthanasia. The law came into force on 23
September 2002. This makes Belgium the second
country (after the Netherlands) to have a law on
euthanasia. Even though there is currently legal
regulation of euthanasia in Belgium and the
Netherlands, very little is known about the
involvement of Belgian and Dutch nurses in
euthanasia. Some insight into their actual
involvement in the process of euthanasia would
nevertheless be useful when drawing up guide-
lines for clinical practice.

Sometimes cases come to light in which nurses
have administered a lethal injection at the
request of a patient, without the knowledge of
the physician and/or the patient’s family. Such
practices usually garner extensive media atten-
tion and some have claimed that this kind of
nursing practice is more widespread than is
generally thought. Disturbing messages like this
cause confusion about the position of nurses in

I n ethical debates about euthanasia, the focus

euthanasia. For this reason, too, empirical
research that would clarify nurses” involvement
in euthanasia is long overdue.

These considerations have prompted us to
carry out a literature review on the topic. By
integrating existing empirical findings, this
article will attempt to sketch a general picture
of how nurses, internationally, are involved in
cuthanasia (however, judging the permissibility
of nurses” involvement in euthanasia falls out-
side the scope of this article).

In this article, the term ‘““euthanasia” means
“the administration of lethal drugs with the
explicit intention of shortening the patient’s life
at the patient’s explicit request”. This is the
definition that is used in the Belgian and Dutch
cuthanasia laws.?

By ““the involvement of nurses in euthanasia”,
we mean the role played by the nurse in cases
where a patient requests euthanasia. This invol-
vement is not at all limited to providing
assistance in administering the lethal medica-
tion, but includes the nurse’s role throughout the
entire process of euthanasia. This process com-
prises registering the request for euthanasia,
participation in decision making, actually per-
forming the euthanasia, and aftercare.” The
nurse’s involvement in euthanasia does not refer
to the attitudes and ideas of nurses regarding
euthanasia or their own involvement in it.
Although these attitudes and ideas may con-
ceivably exercise an influence on a nurse’s
factual involvement, they fall outside the scope
of this literature review. By restricting this study
to the actual involvement of nurses in euthana-
sia, we hope to provide a more focused picture of
that involvement.

METHOD
The literature was systematically investigated
using the electronic databases Medline and
Cinahl from 1970 to June 2002, and using the
snowball method.* We also consulted an expert
in the field. In selecting the literature, three
criteria were applied: (1) articles which describe
the results of (quantitative or qualitative)
empirical research; (2) articles focused on the
involvement of nurses in euthanasia; (3)
English, French, or Dutch language publications.
At first sight, there appears to be a great deal
of literature on the involvement of nurses in
euthanasia, but after a thorough analysis of the
content of these articles, the number of usable

*Examining the references for further articles; examining
those articles’ references, and so on.
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publications was drastically reduced. In a large number of the
publications it was unclear what was meant by euthanasia, or
else the definition used did not comply with the definition of
euthanasia proposed for this study. Moreover, most authors
limited themselves to a description of the nurses’ attitudes
and ideas about euthanasia and their involvement in it.

The search strategy yielded 15 usable studies which then
formed the basis for this literature review. Fourteen articles
describe the results of a quantitative empirical investigation,
and provide mainly statistical information. One article
describes the results of a qualitative empirical study in which
an attempt was made to understand what this involvement
really implies.?

In nine articles, the sample consisted of nurses.”"' These
studies were considered as primary articles in the literature
review. The samples consisted exclusively of palliative care
nurses, intensive care nurses, and oncology nurses on the one
hand; and nurses from diverse fields on the other hand. The
remaining six studies, in which physicians or cases of death
are the topic of investigation, provide supplemental and
indirect information regarding the involvement of nurses.
The selected studies were carried out in the Netherlands,
Belgium, Australia, Japan, and the United States.

Evthanasia law

Since April 2001, the Netherlands has had a legal regulation
of euthanasia, making it the world’s first country to place
cuthanasia within a legal framework. This regulation allows
a physician to administrate lethal drugs at the voluntary and
well considered request of patients (adults and children aged
12 years or older) whose suffering is lasting and unbearable.
Before doing so, the physician has to inform the patient
about his or her situation and prospects and has to consult
another independent physician. Before April 2001, the
Netherlands pursued a policy whereby euthanasia was
tolerated if the physician performing it respected a number
of due care requirements. Guidelines concerning cooperation
and task distribution between physicians and nurses in the
euthanasia process were drawn up by the Royal Dutch
Medical Association (KNMG) together with the National
Nurses Association (NU 91)."> One of the guidelines states
that the involvement of nurses in decision making is
desirable because of the nurses’” specific skills and everyday
involvement in patient care. The administration of the
euthanaticum, however, is an action that is reserved for
physicians.

In Belgium, after years of debate, the law governing
euthanasia came into force on 23 September 2002. Before this
date, euthanasia was illegal in Belgium. The legislation
allows a physician to carry out euthanasia on adults who are
in a medically futile condition of constant and unbearable
physical or mental suffering that cannot be alleviated,
resulting from a serious and incurable disorder caused by
illness or accident. Like in the Dutch law, euthanasia can also
be performed on the basis of an advanced directive. The
Belgian law governing euthanasia says very little about the
role of nurses in euthanasia. The euthanasia act only
mentions that if there is a nursing team present that has
regular contact with the patient, then the patient’s euthana-
sia request must be discussed with this team.” So the
legislation leaves uncertainty in the minds of nurses
regarding their concrete function and involvement.

In Australia, euthanasia is currently illegal. However, a
1995 law made euthanasia legal for a short time in the
Northern Territory. This law, which permitted euthanasia
and physician-assisted suicide under certain conditions,
came into force on 1 July 1996, and was revoked after a
debate in March 1997.”
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Japanese criminal law explicitly prohibits assisted suicide
or killing others at their request. Nevertheless there is still
uncertainty and ambiguity regarding the legality of eutha-
nasia. The Japanese Medical Association’s Bio-ethical Council
suggests that euthanasia ought to be permitted in exceptional
circumstances. Moreover, the district court in Yokohama laid
down four criteria which must be fulfilled in cases of
euthanasia."

Euthanasia is illegal in every state of the US, and
euthanasia does not have a prominent place in the debate
on the end of life that is conducted in the US. The discussion
is focused mainly on assisted suicide, which is legal only in
the state of Oregon."”

RESULTS

Registering a request for euthanasia

The literature studied shows that around one nurse in four
has at some point been confronted with a request for
euthanasia from at least one patient. Twenty five per cent of
American nurses working with adult cancer patients have
been confronted with a euthanasia request. In this study, the
number of requests received by a nurse can vary from 0 to 20
in the year preceding the study.” Of the nurses in a different
American study (oncology and non-oncology nurses), 22%
had at some point received a euthanasia request from a
patient, and the number of requests varied from 0 to 30 in the
year preceding the study.” In a study carried out in the
Australian state of Victoria, 36% of nurses had at some time
received a euthanasia request from a patient.” It should be
pointed out that, in addition to a request from a legally
competent patient, a request by way of an advance directive
also belongs to their definition of euthanasia. Another
Australian study from the same period shows that 30% of
nurses in South Australia had at some point received a
request from a patient for active termination of life. In
this study, more men than women reported having
received a request from a patient (p<<0.05). However, the
number of men in the sample was rather small, so it is
unclear whether this sex discrepancy is valid for the total
population of South Australian nurses.® Studies of American
intensive care nurses give a smaller number: 13% of nurses
have at some point been confronted with a patient’s request
for euthanasia and/or assisted suicide. This may be partly due
to the patients in this ward having a reduced ability to
communicate.”

Qualitative research from the Netherlands shows that half
of the patients use the word “euthanasia” to express their
request.” The other half uses vague terms. In this regard, the
authors refer to the important role of the nurse in registering
and correctly interpreting the request. Because of their
specific expertise and daily involvement in the care of
terminal patients, nurses are the most appropriate people to
determine, together with other caregivers (including doc-
tors), whether the request is genuinely a euthanasia request
and whether the request originates from the patient himself.
Research brings to light the fact that nurses do not always
interpret the euthanasia request as meant by the patient.
Precisely as a result of their immense personal involvement
and long standing relationship with the patient, in some
cases nurses go by their feelings regarding the request,
without fully examining those feelings.’

Australian nurses almost always inform the other nurses
(92%) and the physician (90%) about the patient’s request to
accelerate death. In 68% of cases, the family is informed.* A
study in which Japanese palliative care nurses were
compared with the Australian nurses from the study just
mentioned revealed comparable statistics as far as informing
other nurses and the physician is concerned. On the other
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hand, the family is more frequently (p<<0.0001) informed by
Japanese nurses than by Australian nurses."

The results of the Dutch qualitative research show that
informing the physician, and especially informing other
nurses, about the request usually takes place without the
patient’s consent’ even though, in the Netherlands, request-
ing consent was one of the guidelines put forward by the
Royal Dutch Medical Association and the National Nurses
Association."” The authors suggest that a possible explanation
for this is the fact that nurses act out of habit and are
insufficiently aware of the need for extreme care in dealing
with information regarding ethically sensitive issues like
euthanasia.’

Participation in decision making

Participation by nurses in decision making is usually limited
to taking part in discussions; nurses seem to have very little
say in the actual decision making process. In the Dutch
qualitative research, nurses thought that a formal vote in
decision making was not a necessity, but they did think it
was important that they be heard, precisely because of their
everyday involvement in terminal care and their specific
expertise in the field.?

The medical literature shows, however, that participation
by nurses in discussions about a euthanasia request or
assisted suicide is absent in about half of the cases."* "
Differences can be noted in the extent to which physicians
consult with nurses. In the first place, the physician’s
specialty plays a role: Dutch specialists (in internal medicine,
pulmonology, cardiology, neurology, or surgery) and nursing
home physicians consult more frequently with nurses than
Dutch general practitioners (GPs) in cases of euthanasia or
assisted suicide. Among Dutch specialists and nursing home
physicians, consultations take place in 95% of cases. On the
other hand, Dutch GPs have consultations with the nurses
involved in 55% of cases.'® One possible explanation for this
discrepancy put forward by the authors is the work
environment. Compared with nursing home physicians or
specialists, GPs usually have a more personal relationship
with their patients, one in which nurses play no part. The
differences in the extent to which physicians consult based
on their specialty is illustrated by another Dutch study."” As
far as GPs are concerned, there were consultations in 17-40%
of reported cases of euthanasia. If one only looks at the cases
in which nurses are involved in patient care, the consultation
rate is 64%. Among Dutch specialists (in various disciplines),
this percentage is notably higher: nurses were consulted in
75-86% of cases."”

The extent of consultation between physician and nurses
also varies according to the topic of consultation. In 52% of
cases, Dutch GPs consulted nurses about the patient’s request
for euthanasia or assisted suicide when professional nurses
were involved in treating the patient. Consultations were
carried out to a lesser extent about the physician’s intention
to perform euthanasia or assisted suicide (40%) and the
physician’s actually carrying it out (36%)."*

Respect for the patient’s wishes was the primary reason
given by Dutch GPs for not consulting nurses. Some of the
other reasons cited were: the physician not considering it
necessary to consult, lack of time, the limited involvement of
nurses in care, and the physician’s wish to safeguard
confidentiality."

Carrying out euthanasia
The role played by the nurse in carrying out euthanasia can
vary from simple presence in person to the actual adminis-
tration of the lethal medication.

In general, the nurse has a role that consists primarily in
assisting the patient and family. This means good patient
oriented care not only in the days and hours leading up to,
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but also during the administration of the lethal medication.’
One surprising finding is that Dutch homecare nurses are
absent at the moment the lethal medication is administered
in 90% of cases.' In 3% of cases, the nurse is present in the
house but not at the patient’s bedside. This means that in 7%
of cases, homecare nurses are present at the patient’s bedside
during administration of the lethal medication. In a nursing
home, this percentage is 60%."°

Although the administration of the lethal medication is
usually carried out by a physician, it is sometimes delegated
to a nurse.” * “* '* * ' For instance, 21% of Dutch specialists
stated that nurses sometimes administer the lethal medica-
tion under their supervision.'* In the same study, Dutch GPs
stated that the lethal medication was administered by a nurse
in 4% of the cases, and in 3% of cases for Dutch hospital
physicians. An Australian study showed that 23% of nurses
had at some point been asked by the physician to administer
the lethal medication, and of these, 85% had complied with
the request.* One study showed that the percentage of nurses
in South Australia who ended the life of a patient in an active
manner at the request of a physician was 5.4%.° An American
study of the association between the self reported participa-
tion of intensive care nurses and their social and professional
characteristics showed that older nurses, more religious
nurses, nurses working in a cardiology unit, and nurses with
less positive attitudes towards euthanasia are less likely to
report having cooperated in performing euthanasia.® The
authors observed that the effect of the sex and religion of the
nurses is probably mitigated by attitudes.

Among the reasons for physicians delegating the admin-
istration of a lethal medication, reference is often made to the
nurses’ technical expertise with medical drip devices (intra-
venous drip), the means by which a lethal medication is most
often administered. Other reasons cited include habit, a wish
to find the easiest solution, and the hierarchical relationship
between the physician and nurse.” Although the percentages
are low, it cannot be denied that nurses sometimes carry out
euthanasia without a physician having prescribed it. An
Australian study showed, for instance, that 5% of nurses
working with terminal patients over 12 years of age, and who
receive a euthanasia request from a patient, sometimes
comply with the patient’s request without authorisation from
a physician.* This figure is almost identical to the 4.5% rate
among oncology nurses in an American study, and the 2%
rate among nurses (mixed sample of oncology and non-
oncology nurses) from a separate American study.” ' In the
two latter studies, however, it is not clear to what extent the
attending physician was involved.

Reasons cited by the nurses for performing euthanasia
without a physician’s authorisation include: a feeling of
responsibility for the patient’s wellbeing, the wish to relieve
the patient of his or her suffering, and the wish to avoid
therapeutic obstinacy on the part of physicians.*

Nurses generally experience their involvement in carrying
out euthanasia as being quite demanding. This is primarily
because of the planned nature of the patient’s death, and the
quick transition from life to death, which confront the nurses
with a sense of unreality.” This does not diminish the fact
that nurses exhibit a relatively high degree of willingness to
participate in carrying out euthanasia.” This willingness is
high for the personal presence of a supporting nurse when
the lethal medication is being administered. Very few nurses,
on the other hand, are prepared to administer the lethal
injection themselves.

Aftercare

Data relating to aftercare can be found in the Dutch
qualitative study.> Aftercare relates to the nurses supportive
role towards the deceased patient’s family. After euthanasia
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is performed there is frequently an interview between the
physician and the family—usually in the presence of the
nurse—at which the family members can air their feelings
and review the course of the illness. The physician and nurse
generally have a brief discussion in which they share their
experiences.’

A thorough evaluation of the nursing aspects of the overall
caring process framing euthanasia is often not sufficiently
present, and sometimes entirely absent. The impression
arises that nurses hardly ever reflect on their involvement
in the euthanasia process.’

DISCUSSION

The aim of this literature review was to provide an
international sketch of the involvement of nurses in
cuthanasia. Even though euthanasia is a hot topic, the
amount of literature does not reflect this and what little there
is has limitations. Firstly, there is a limited number of basic
articles focusing on the involvement of nurses in euthanasia.
The remaining articles, in which the object of study was
mainly physicians and cases of death, bring the involvement
of nurses to light only in an indirect manner. A second
limitation has to do with the lack of information about the
reliability and validity of the measurement techniques used.
It is therefore advisable to use caution when interpreting and
comparing research findings. Finally, the atmosphere of
illegality surrounding euthanasia at the time the study was
carried out is a potential source of distortion for the research
findings. One could wonder whether the study’s guarantee of
anonymity was sufficient to allow the participants to answer
freely and truthfully.

In spite of these limitations, the literature review does
provide a number of valuable findings regarding nurses’
involvement in euthanasia. In the first place, this study lends
empirical support to the actual involvement of nurses in
euthanasia. Nurses are undeniably confronted with requests
for euthanasia from patients—often, they are the first
caregivers to receive such a request—and this means they
are more or less explicitly involved in further care of these
patients. This research evidence contrasts sharply with the
almost total absence of nurses in the euthanasia debate,
which focuses mainly on the involvement of physicians in
cuthanasia.

In terms of the actual form in which nurses are involved in
euthanasia, this literature review gives a less clear picture.
Although one could conclude on the basis of the literature
that nurses are involved in the entire process of care (from
the patient’s request, through performing euthanasia, to
aftercare for the family) and have a number of important jobs
to do, this study can only partially illustrate a few aspects of
their involvement. Central among them are: listening to and
interpreting the patient’s request, reporting and explaining
the request to other nurses and physicians, and lending
support to the patient and the patient’s family when carrying
out euthanasia. The study further suggests that the extent
and the manner in which nurses are effectively involved in
care for patients with a euthanasia request are dependent on
a number of contextual factors. This probably refers to the
legal context in which the euthanasia request is situated, the
euthanasia policy in place in the healthcare institution and
respective ward, the existing structures of communication,
the therapeutic policies, the physician’s specialty, and the
institutional setting (such as homecare, nursing home,
hospital, and so on). More pragmatic factors such as time
pressures and habit also seem to have a role in determining
whether and in what way nurses are involved in the various
phases of the care process.

The fact that the involvement of nurses in euthanasia is
situation dependent contributes to an extreme lack of clarity
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regarding nurses’ involvement, and this is somewhat
troubling. Particularly when it comes to performing eutha-
nasia, there is little clarity regarding the actual role and
responsibility of nurses. In spite of the fact that responsibility
lies in principle with the physicians, and nurses are given a
supporting role as assistants, the nursing practice in this
phase turns out to be less transparent. The atmosphere of
illegality in which euthanasia was situated at the moment
the studies were carried out can be a significant contributing
factor to this: only in the Dutch studies was there an official
policy of toleration regarding euthanasia, where the eutha-
nasia procedure was regulated by concrete guidelines with
respect to the division of labour between physician and
nurses. The discovery that in some cases nurses administered
the lethal medication themselves—whether or not this was
delegated by the physician and in the presence of the
physician—is a finding that should be taken quite seriously.
It goes without saying that the lack of clarity regarding the
nurse’s involvement in euthanasia, as demonstrated by this
study, does nothing to help care for the patients. This is even
more disturbing when one realises that nurses—compared
with other healthcare professionals—are best positioned to
provide care for dying patients. The continuity of care and the
closeness with the patient place nurses in a privileged posi-
tion for listening to and registering the patient’s euthanasia
request, for determining what the reasons may be for the
request, for reporting the request to the attending physician,
for participating in discussions about the request, and for
assisting and supporting the patient and family. The strong
personal involvement in caring for these patients and the
specific expertise in this area permit nurses to be a “skilled
companion” for these patients,” *' a companion who is will-
ing and competent to encounter the other as a person, to
ascertain his or her needs and, together with the patient, to
seek the most dignified answer in an interdisciplinary context.

The willingness to care for patients who request euthanasia
is clearly present among nurses. What is much less clear from
the empirical studies under review is how this willingness
gets translated into care. The broad social debate on
euthanasia, which in Belgium and the Netherlands has
already led to a euthanasia law, leads us to believe that
nurses will increasingly be confronted with euthanasia
requests and will therefore be more involved in care for
these patients. The results of this literature review argue for
greater transparency and clarity of policy regarding actual
practice, especially nursing practice. Greater awareness of
and reflection on the specific contributions of nurses in
caring for patients who request euthanasia could lead to a
clearer picture of the nurse’s role in this care. Until now,
awareness of the specific contribution made by nurses in
caring for these patients seems to be lacking in the social
debate, in research, and in clinical practice. In other words,
optimal care for patients who explicitly request euthanasia
demands a better understanding of how nursing expertise
and care can most effectively be employed in the inter-
disciplinary care context, so that the patient receives the most
humane care available. Further research into the involvement
of nurses in euthanasia will undoubtedly contribute to such
an understanding.

The fundamental question however remains: what is the
moral relevance of these empirical findings? How can
empirical data about nursing involvement in euthanasia be
used to carry out a normative assessment of clinical care
practice? How should the relation between nursing care and
euthanasia be viewed from an ethical perspective? Further
research—both empirical and ethical—is necessary in order
to provide good answers to the ethical questions raised by the
involvement of nurses in euthanasia and to arrive at good
clinical practice.
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certainly not prevent HIV infection and, in any case, needs to be undertaken with extreme
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prevention on safe sex.

explains in detail.
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In a critique of a paper proposing to introduce the practice into Botswana the author
shows that the idea of HIV prevention through circumcision is based on false premises. In
his opinion, the reliance on circumcision to prevent HIV infection can only result in a
calamitous worsening on the HIV-AIDS epidemic as it fails to place the main emphasis for

Issues relating to circumcision include medical, psychological, sexual, and social effects,
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The practice of neonatal circumcision in certain Eastern countries, such as the United
States, is to the author not a valid reason for introducing it into Botswana. Once started
circumcision tends to persist even when the need is over, as is exemplified by many

countries, where it is proving difficult to eradicate.
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