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ABSTRACT

In Dutch healthcare, patients and physicians are responsible for medical end-
of-life decisions. These include nontreatment decisions, withholding or
withdrawing parenteral hydration and nutrition where the patient can no longer
drink or eat, relieving pain and other symptoms with drugs that might shorten
life, euthanasia, and physician-assisted suicide. The objective of this study is to
investigate the views of nurses on their role with regard to discussing these
kinds of decisions, as well as their actual role in the decision-making process.
Nurses (n = 489) involved in palliative terminal care answered questions about
their preferred and actual role in end-of-life decision-making processes. Nurses
want to be involved in making end-of-life decisions, but this depends partly on
the kind of decision that has to be taken. When caring for terminal patients, 62%
of the nurses usually talk about such decisions with patients or their families.
Three-quarters of the nurses had been involved in an end-of-life decision-
making process in the previous 2 years, mostly by talking with the physician and
the patient's family. It is concluded that physicians should discuss these
decisions with nurses more often. The finding that characteristics of the nurses
influence their role in end-of-life decision-making processes emphasizes the
importance of developing mechanisms to ensure that end-of-life decisions are
made in a consistent manner and do not depend on the demographic
characteristics of nurses.

In the Netherlands, as in many other Western countries, physicians and patients are
responsible for making medical end-of-life decisions and carrying them out. This article
reports on the role of nurses with regard to discussing medical end-of-life decisions such as
nontreatment, withholding or withdrawing parenteral hydration and nutrition, relieving pain
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and other symptoms with drugs that might shorten life, euthanasia, and physician-assisted
suicide.

Medical end-of-life decisions are often made in the final phase of life. In a study 1 on the
frequency and characteristics of end-of-life decision-making practices in 6 European
countries (Belgium, Denmark, Italy, the Netherlands, Sweden, and Switzerland), the
proportion of deaths preceded by any end-of-life decision ranged from 23% (Italy) to 51%
(Switzerland). In the Netherlands, the estimated proportion was 44%. After the 1990 to 2001
period, the proportion of deaths preceded by any end-of-life decision in the Netherlands
increased slightly from 39% to 44%:2 and stabilized from 2001 onwards (43% in 2005).3

In some cases, when palliative options have been exhausted and there is unbearable and
hopeless suffering, active termination of a life may be discussed. Except for euthanasia, there
is no legislation on medical end-of-life decisions and the role of professionals in Europe.4
The only European countries that have legislation on euthanasia are the Netherlands,
Belgium, and Switzerland. In the Netherlands, euthanasia is understood to mean the
termination of life by a physician, under strict conditions, at the request of a patient.5 In
recent decades, requirements of due care have been formulated through jurisprudence, and
these have been incorporated in the euthanasia legislation, which came into force in the
Netherlands on April 1, 2002. This legislation cements the requirements and review
procedures that had previously been used in medical and legal practice. The Dutch Penal
Code stipulates that a physician who performs euthanasia is liable to prosecution unless the
physician has complied with the requirements of due care required by law and has reported
the nonnatural death to a "regional euthanasia review committee.” The requirements of due
care mean that the physician 3,5:

* must be convinced that there is a voluntary and carefully considered request from the
patient;

* must be convinced that the patient's suffering is hopeless and unbearable;

* has to tell the patient about his or her situation and prospects;

* has to consult at least one other independent physician who sees the patient and gives his
or her opinion in writing about the due care as referred to in the first 3 requirements above;

* has to become convinced, together with the patient, that there is no other reasonable
solution for the situation that the patient is in. This last requirement of due care means that it
has to be ascertained whether there are further possibilities in the area of palliative care to
reduce the suffering; and

* has to implement the termination of life or assisted suicide with due medical care.

Euthanasia was recorded in 2.6% of all deaths in 2001 in the Netherlands; this was more
frequent than in Belgium, Denmark, Italy, Sweden, or Switzerland.1 The number of requests
for euthanasia, however, decreased to 1.7% in 2005.3 The reasons for requests for euthanasia
have also changed.6 The importance of pain in such requests decreased significantly, parallel
to a proportional increase in the importance of deteriorating health. However, most medical
end-of-life decisions do not concern euthanasia but involve the cessation of treatment and the
alleviation of pain and symptoms with possible life-shortening effects (40% of all deaths in
2001).1

Relevant studies on the decision-making process in cases of medical end-of-life decisions
often concentrate on the role of physicians.7 This is not surprising because these decisions
are the responsibility of the physician attending the patient. However, it can be assumed that
nurses also play a role in this process because the nature of their work involves them directly
in the care of terminally ill patients.8,9 Nurses' observations of the needs of patients and their
communication with patients may play a valuable role in decision making.

The aforementioned European study on end-of-life decisions 1 shows that physicians in
Belgium (57%) and Switzerland (50%) more often discuss the medical end-of-life care with
the nursing staff than in the other countries. In the Netherlands, 36% of the end-of-life
decisions were discussed with the nursing staff. Studies suggest that the involvement
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depends on the beliefs and demographic characteristics of nurses (eg, religion, educational
background, age).10-13

The measured involvement of nurses also depends on the person reporting the involvement.
Nurses are found to have different perceptions of their involvement. In a study in French
intensive care units, for instance, only 27% of nursing staff members and 50% of physicians
believed that the nursing staff was actually involved in decision making.14

Finally, the role of nurses may also vary among healthcare sectors, that is, the duration of
the relationship between the patient and the nurse and whether nurses and physicians work in
the same organization. In homecare settings, district nurses and general practitioners usually
work separately and do not often see one another. Research shows that district nurses were
involved in the decision-making process in fewer cases than were nurses in institutional
settings.7,13 It is also not unusual for the patients in the homecare sector to have made known
the wish to discuss an end-of-life decision before their first contact with a district nurse.7 In
institutions for mentally handicapped people and psychiatric care, nurses often have a
longer-lasting and closer relationship with patients. In a study of institutions for mentally
handicapped people, the physicians discussed the decision with the nursing staff in 90% of
the deaths in which an end-of-life decision was made.15

The objective of this study is to investigate the views of nurses on their role in discussing
end-of-life decisions and their actual role in the decision-making process and how this relates
to the background characteristics of nurses.

RESEARCH QUESTIONS

With regard to the study objective, the following questions will be answered:

1. How do nurses view their role in the following medical end-of-life decisions:
nontreatment decisions, withholding or withdrawing parenteral hydration and nutrition,
relieving pain and symptoms with drugs that might shorten life, euthanasia, and physician-
assisted suicide?

2. What role do nurses actually have in these medical end-of-life decisions?

3. What is the relationship between nurses' views and their actual involvement and
sociodemographic data (type of healthcare setting, years of work experience, number of
working hours per week, number of palliative terminal patients, sex, and education level)?

METHODS

Participants

The study population was made up of nurses from a nationally representative nursing panel.
The panel consists of a permanent group of nurses who are prepared to fill in a postal
questionnaire at least twice a year. The education background of these nurses ranged from at
least 4 years of basic professional training (bachelor of science in nursing) to 2 or 3 years of
professional training (associate degree in nursing). Candidates for the nursing panel were
recruited from a random sample of nurses registered with the National Social Insurance
Services Company, where all employees are required to be insured.

In 2002, a total of 734 nurses filled in a postal questionnaire about end-of-life care. Some
nurses work in settings where patients do not usually die. For this article, we included only
nurses who had given palliative terminal care to at least 1 patient in the previous 2 years,
wherein patients died after a spell of sickness resulting from a chronic physical illness or old
age. In these cases, there were probably opportunities to talk about end-of-life decisions.
This selection resulted in 489 nurses (67% of the total response group). Table 1 shows the
characteristics of these respondents.
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[TABLE 1]

Questionnaire

The questionnaire contained questions concerning the nurses' preferred involvement in end-
of-life decisions as well as their actual involvement. Preferred involvement refers to whether
the nurse wants to be consulted by the physician in making end-of-life decisions. Actual
involvement refers to participation in the decision-making process, specifically, whether
nurses discuss requests for end-of-life decisions with either the physician, the patient, or the
family.

PREFERRED INVOLVEMENT IN END-OF-LIFE DECISIONS (5 ITEMS, 5-POINT
SCALE, CRONBACH [alpha] =.91).

Five kinds of decision that might hasten death or deliberately cause death were described.
These were withholding or withdrawing life-prolonging treatments (nontreatment decision),
withholding or withdrawing parenteral hydration and nutrition where the patient could no
longer eat or drink, relieving pain and other symptoms with opiates or similar drugs that
might shorten life, euthanasia (ending life by the physician giving lethal drugs), and
physician-assisted suicide (ending life by the patient with lethal drugs provided by the
physician). For each situation, a statement was formulated, to the effect that: "the physician
should involve me (the nurse) in this decision (description of the decision) if | am providing
care to the patient." The nurse was asked whether he or she (strongly) agreed, was neutral, or
(strongly) disagreed with the statement.

ACTUAL INVOLVEMENT

The actual involvement was measured in 2 ways: (a) the tendency of the nurse to talk about
end-of-life decisions when giving regular care to a palliative terminal patient (ie, irrespective
of whether such a decision must actually be made) and (b) the involvement in the end-of-life
decision-making process if such decisions are to be taken by the physician and the patient.

A. Tendency to talk about end-of-life decisions with the patient or family (2 items, yes or
no). Nurses were asked whether they had talked about end-of-life decisions with most of the
palliative terminal patients they had cared for during the previous 2 years (yes or no). We
also asked whether they talked about such decisions with the family (eg, spouse, child) in
most of these cases (yes or no). If the nurse answered yes to at least 1 question, the tendency
to talk about end-of-life decisions was scored as yes (1). If both answers were no, the score
was no (0).

B. Involvement in end-of-life decision-making process (20 items, yes or no). Four questions
were asked on each of the 5 previously mentioned decisions. The first question concerned
involvement in this type of decision during the previous 2 years (yes or no) and the number
of patients concerned. If the nurse had been involved in the decision-making process, the
nurse indicated with whom he or she (usually) had been talking: (a) the patient, (b) the
family, and (c) the physician (yes or no).

The questions were formulated by the researchers. Sixteen experts in the field of terminal
care individually assessed a draft questionnaire. They were asked to comment on the content
validity of the questionnaire (eg, regarding the described end-of-life decisions) and to judge
whether the questions and possible answers were unequivocal. Eight experts were nurses
with practical experience, often working in centers for cancer and palliative care. Eight were
researchers in the field of end-of-life decisions at universities in the Netherlands and
Belgium.

Analyses

Categorical variables were summarized by using proportions. Continuous variables were
summarized by using means and standard deviations. To investigate the relationship between
background characteristics and the preferred involvement and actual involvement in end-of-
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life decisions, univariate analyses of variance were used. In these analyses, the categorical
background characteristics (healthcare sector, education level, and sex) were treated as
factors. Continuous background characteristics (working experience, number of working
hours per week, and number of palliative terminal patients) were covariates.

Because the tendency to talk with the patient and/or family about end-of-life decisions is a
dichotomous variable, we chose to conduct a logistic regression analysis to investigate
determinants of this tendency (1 = in most cases talks with patient or family about end-of-life
decisions, 0 = in less than half of the cases talks with patient or family about end-of-life
decisions). All coefficients were tested for significance at a 2-tailed P <.05 level, and
nonstandardized Bs are mentioned. The sign of B reflects a positive or negative relationship
between the independent and dependent variable. For the categorical independent variables
with more than 2 categories, we chose the category nearest to the overall mean as the
reference group.

RESULTS

Preferred Involvement in End-of-life Decisions

In general, nurses preferred to be involved by the physician in end-of-life decisions,
depending on the kind of decision that had to be taken (Table 2). Most nurses (77%-82%)
preferred to discuss such medical decisions in the final phase of life that might hasten death
(eg, whether to stop life-prolonging treatments). A smaller number preferred to be involved
in decisions on deliberately causing death (euthanasia or physician-assisted suicide).

[TABLE 2]

The Role of Nurses in the End-of-life Decision-Making Process

The actual role of nurses in the decision-making process is measured by the tendency to
talk about end-of-life decisions with patients or their families and by the number of end-of-
life decision-making processes they had been involved in during the previous 2 years. When
caring for a patient in the final phase of life, 38% of the nurses will (usually) not talk about
issues related to end-of-life decisions (Table 3). That means that 62% generally do talk about
this issue, most often with the patient and the family.

[TABLE 3]

Table 4 shows that three-quarters (76%) of the nurses with palliative terminal patients have
been involved in a medical end-of-life decision-making process in the previous 2 years. The
nurses were involved in an average of 8 cases in a 2-year period. Most often, the decision
related to the use of opiates or similar drugs for pain and symptom relief that may possibly
hasten death. Nineteen percent of the nurses played a role in a decision as to whether to carry
out euthanasia. Involvements in decisions on active ending of life by physician-assisted
suicide were scarce (6 nurses, or 1%).

[TABLE 4]

If the nurse had played a role in a decision, the nurse indicated with whom he or she had
discussed it. Most nurses talked with the family (Table 5). Where euthanasia is concerned,
83% discussed the situation with the family. In cases of other end-of-life decisions, the
percentages were even higher.

[TABLE 5]
Most nurses also discussed end-of-life decisions with the physician. The extent to which
nurses spoke with the patients depended on the kind of decision that was being discussed. In
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the case of euthanasia, most nurses (87%) (also) talked with the patient. However, when
stopping parenteral hydration and nutrition was being considered, half (49%) of the nurses
did not discuss it with the patients.

Background Characteristics

Before analyzing the relationship between preferred involvement, tendency to talk about
end-of-life decisions, and actual involvement on the one hand and background characteristics
on the other hand, we investigated the interrelations between the 3 dependent variables. All
variables were interrelated. The wish to get involved in the physicians' decision-making
process related to the tendency to talk about end-of-life decisions during the care process (F
= 27.01, P <.001) as well as with the actual involvement in such decisions (Pearson
correlation coefficient = 0.241, P <.001). Nurses who tend to talk about end-of-life decisions
when giving care are twice as frequently engaged in decision-making processes (mean
number of decisions = 10.5 vs 4.6; F = 23.57, P <.001).

The preferred involvement in the end-of-life decision-making process was found to be
related to the healthcare sector, education level, and the number of weekly working hours
(Table 6). Nurses in psychiatry, in particular, preferred to become involved, whereas fewer
nurses in homes for elderly people did. Nurses with a high or intermediate education level
and nurses working more hours per week preferred to become involved more frequently. No
associations were found with the other background characteristics (sex, working experience,
and number of palliative terminal patients).

[TABLE 6]

Nurses working in nursing homes tended to talk more about end-of-life decisions when
caring for a patient, whereas nurses in psychiatry tended to talk less about it (Table 6). Nurses
with more working experience, working more hours per week, and with many palliative
terminal patients talked more frequently with the patients or their families about medical
end-of-life decisions. No relationship was found with sex and education level.

Not surprisingly, involvement in the decision-making process is strongly positively related
to the number of palliative terminal patients of the nurse (Table 6). In addition, nurses who are
frequently engaged in an end-of-life decision-making process more often work in hospitals
and nursing homes, work more hours per week, and are more frequently male.

DISCUSSION

This study highlights the role of nurses in end-of-life decisions, seen from the viewpoint of
nurses. Most nurses prefer to be brought into end-of-life decisions by the physician, but this
depends, in part, on the kind of decision that has to be taken. When euthanasia or physician-
assisted suicide is discussed, a larger number of nurses do not want to be involved in the
decision-making process than when nonactive end-of-life decisions (eg, stopping life-
prolonging treatment) are discussed. This study shows not only that most nurses prefer to be
involved in end-of-life decisions but also that many of them do talk about such decisions
with the patient and/or the family in daily practice.

A remarkable finding is that nurses more often tend to talk about end-of-life decisions with
the family (57%) than with the patient (45%) in the final phase of the care. In the actual
decision-making process, the nurse also talks with the family more often. It may be easier for
nurses to talk about these issues with relatives of the patient than with the patient. Another
explanation is that the formal decision-making process, especially in cases of stopping
hydration and nutrition and, to a lesser extent, in cases of possible life-shortening pain and
symptom relief and nontreatment decisions, takes place in a later phase of life, when
communication with the patient is difficult or indeed no longer possible (eg, coma or
dementia).
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In nursing homes and hospitals, nurses are more frequently engaged by physicians in the
decision-making process. This may be because of the fact that nurses and physicians work in
the same building (in the Netherlands, all nursing homes have their own physician), which
makes it easier for them to consult one another. Another explanation is that death is more
common in nursing homes and hospitals, which might lead to more openness about end-of-
life decisions in these sectors than in other sectors.16

Nurses working in psychiatry prefer to be involved by the physician in end-of-life decisions
more frequently than do nurses in other healthcare sectors. When they give care to a
palliative terminal patient, however, they tend to talk less about end-of-life decisions. This
discrepancy may be because of the fact that nurses in psychiatry do not have many of these
patients. They probably do not have sufficient "tools™ for the discussion of end-of-life issues
and need further training.

Clearly, most nurses (prefer to) talk about medical end-of-life decisions. The results show
that further discussion about the role of nurses in end-of-life decisions is necessary. Nurses
are directly involved with terminally ill patients and prefer to be involved by the physician in
end-of-life decisions. Their central role in the care allows nurses to make a valuable
contribution to the discussion on end-of-life decision making. Other research shows that
nurses are mostly well informed about their patients' situation and preferences regarding end
of life 17 and that nurses and physicians have the same moral commitment to a patient and
experience the same ethical problems.18 When nurses and physicians share these problems,
the burden of this care may also become less heavy. In a study on decisions about parenteral
hydration and nutrition in nursing homes, nurses were an important source of information for
nursing home physicians in gaining an impression of the condition of the patient during the
day.19 Nurses also played a central role in initiating the decision-making process by
observing changes in the patients' condition and reporting these changes to the physician.

Other research, however, shows that in most deaths (64%) preceded by an end-of-life
decision, the physician did not discuss this decision with a nurse.2 Research also shows that
nurses in Belgium were largely involved in administering lethal drugs in end-of-life
decisions, whereas their participation in the decision-making process was limited.20

The practical implications of this study may be 3-fold. First, because nurses prefer to be
involved by physicians in the end-of-life decision-making process, and this apparently is not
always the case, physicians should discuss these decisions with nurses more often. If the
nurses' preference to be involved is taken into account, it probably becomes easier for nurses
to carry out patient care that results from the patients’ own wishes.

Second, whenever nurses do play a role in the decision-making process, increased clarity
about their role is needed. The difference between nurses and physicians is that physicians
are legally responsible for making decisions.5,21 A more explicit description of the role of
nurses is necessary. Therefore, in 2006, the respective associations of physicians and nurses
jointly published guidelines describing the roles of physicians and nurses in the different
phases of the care process concerning euthanasia.22 By implementing these guidelines, there
will be more clarity about the position and the care of nurses in end-of-life decisions.

Third, we found that the role of nurses is related to background characteristics. The finding
that the characteristics of professionals may influence their role in end-of-life decision-
making processes has been reported previously.23-25 A review study on written institutional
policies on end-of-life decisions shows that written documents primarily provide technical
and procedural guidelines and give little attention to the specific roles of involved parties.26
Such findings emphasize the importance of institutes developing procedures to ensure that
medical end-of-life decisions are made in a consistent manner and do not depend on the
demographic characteristics of the nurses.
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TABLES
% Table 1 * Characteristics of the Participants
N (n = 489)
n %
Healthcare sector
Hospitals 66 13.5
Psychiatry 33 6.7
Organizations for 44 9.0
the mentally handicapped
Homecare 177 36.2
Homes for the elderly 85 17.4
Nursing homes 84 17.2
Education level
High (at least 4 years) 77 15.7
Intermediate (3-3.5 years) 161 32.9
Low (2 or 3 years) 251 51.3
Sex
Male 32 6.5
Female 456 93.3
Missing 1 0.2
Mean SD (Range)
Years of working experience 15.2 7.9 (0.5-37)
No. of working hours 23.1 8.5 (3—40)
per week
No. of palliative terminal 10.4 10.3 (1-60)
care patients in 2 years
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H Table 2 ® Preferred Involvement in the End-of-
life Decision Process (n = 489)

The physician should

involve me if | am
caring for a patient

and a decision has to  (Strongly) (Strongly)

be made about Agree, % Neutral, % Disagree, %

parenteral hydration 82 10 8
and nutrition.

pain and symptom 79 13 8
relief.

nontreatment T 14 9
decisions.

euthanasia. 61 22 17

physician-assisted 49 30 21
suicide.

‘w Table 3 ® Tendency to Talk About End-of-life

Decisions With the Patient or the
Family (n = 489)

With the majority of my palliative

terminal patients, ...

do not talk about end-of-life decisions. 38%

talk with the patient as well as the family about 40%
end-of-life decisions.

talk with the family about end-of-life decisions. 17%

talk with the patient about end-of-life decisions. 5%
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------ : Table 4 ®* Actual Involvement in End-of-life
Decisions in the Previous 2 Years
(n = 489)
Percentage No. of  Variation
of Nurses  Cases in No. of
Kind of Decision® Involved  (Mean) Cases (SD)
Parenteral hydration 50 2.1 4,7
and nutrition
Pain and symptom relief 63 3.4 6.0
Nontreatment decisions 46 2.3 5.2
Euthanasia 19 0.4 1.4
Physician-assisted suicide 1 0.03 0.3
Overall (irrespective of 76 8.3 13.2
kind of decision)

"Nurses could have been involved in several kinds of end-of-life decisions.

::= ----- : Table 5 ® Person the Nurses Were Speaking
With in the End-of-life Decision-
Making Process
Kind of Decision® Patient  Family Physician
Parenteral hydration and 49% 91% 84%
nutrition (n = 245)
Pain and symptom relief 61% 91% 91%
(n = 308)
Nontreatment decisions 67% 85% 80%
(n = 225)
Euthanasia (n = 92) 87% 83% 74%

“Because only 6 persons were involved in the decision-making process
concerning physician-assisted suicide, this kind of decision was left out in
the analysis.
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%Z,:‘:" Table 6 ® Relationships Between Background Characteristics of the Nurses and Preferred Involvement in the
- Decision-Making Process, Tendency to Talk About End-of-life Decisions, and Involvement in
End-of-life Decision-Making Processes
Preferred Involvement in
Involvement in the Tendency to Talk End-of-life Decision-
Decision-Making About End-of-life Making Processes®
Process® Decisions” {Mean No. of Cases)
F P B P F P
Healthcare sector 7.266 {000 5.707 .000
Hospitals 0.344 ns®
Psychiatry —1.063 .008
Organizations for the mentally handicapped —0.409 ns
Homecare ref.
Homes for the elderly 0.336 ns
Nursing homes 0.692 .037
Education level 9.339 {000 0.155 ns
High (at least 4 years) —0.3506 ns
Intermediate (3—3.5 years) ref.
Low (2 or 3 years) 0.336 ns
Sex (male = 0; female = 1) 0.293 ns —0.151 ns 3.997 046
Years of working experience 0.244 ns 0.043 .003 0.013 ns
No. of working hours per week 7.331 007 0.046 .001 9.304 .002
No. of palliative terminal care patients in 2 years 3.767 ns 0.037 007 248.499 000
R 0.181 0.152 0.460

Abbreviation: ref., indicates reference group.
*Analysis of variance.

! L .

"Logistic regressions.

“ns, = .05.
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