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an historical milestone in 1997 as the United

T States Supreme Court considered the “right to die”
(Burt, 1997). The court’s decision that no such constitu-
tional right exists redirects society’s attention to the para-
mount issues and needs of the terminally ill. Because of
the Supreme Court decision, healthcare professionals
now must reevaluate their commitment to end-of-life
(EOL) care and formulate strategies to address the major
deficiencies that became so glaringly evident during the
Supreme Court deliberations. As the primary group of
professionals caring for the dying, nurses must respond
to this ethical and social mandate for change. This article
reports the results of a survey completed by 2,333 nurses
in 1998 regarding dilemmas, barriers, educational needs,
and effectiveness of EQOL care. One survey respondent
expressed the need for increased attention to nursing
education with the following.

he controversy regarding assisted suicide reached

» Nurses face many barriers and ethical dilemmas in end-
of-life (EOL) care.

» Oncology nurses commonly care for the dying and need
increased education to provide competent and compas-
sionate care.

» For the most part, basic nursing programs do not teach
students about EOL care.

> In their role as providers of EOL care, nurses are in a
position to receive requests from patients and their fam-
ily members to assist with dying or to administer lethal
doses of medication to relieve suffering.

My most vivid memory of end-of-life care content in
my basic diploma program is from a postconference.
My roommate raised questions about all the care being
given in an intensive-care unit setting to a dying pa-
tient. The instructor dismissed her concerns. When she
persisted in arguing the futility of the care, the instruc-
tor dismissed her! We learned—don’t bring up ethical
issues regarding dying patients.

This survey was an attempt to describe nursing perspec-
tives of several key issues related to care of the dying.

Literature Review

Several studies were conducted from 1996—1998 re-
garding EOL care. Interestingly, most of these studies fo-
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cused only on the topics of assisted suicide and euthana-
sia rather than other topics of importance in caring for the
terminally ill. During these same years, the actions of Jack
Kervorkian, MD, the Supreme Court ruling on the “right
to die” (Burt, 1997), and the Institute of Medicine’s repon,
“Approaching Death: Improving Care at the End of Life"
(Field & Cassel, 1997), increased attention to this topic
and undoubtedly prompted these studies. ‘

Several studies have focused on physician views of as-
sisted suicide and euthanasia. In 1998, Meier et al. pub-
lished the results of a national survey of physician special-
ists in the United States who were most likely to receive
requests from patients for assistance with suicide or eutha-
nasia. The mailed survey resulted in 1,902 responses. Of
the respondents, 11% said that they would be willing to
prescribe medication to hasten a patient’s death under ces-
tain circumstances and 7% reported that they would ad-
minister a lethal injection under current legal constrainis.
When asked what they would do if these practices were
legal, 36% and 24%, respectively, said they would pre-
scribe medication or administer a lethal injection. Eighteen
percent reported having received a request from a paiient
for assistance with suicide. Eleven percent reportad receiv-
ing a request for lethal injection. Of the physicians recejv-
ing requests, 16% (3% of the entire sample) reported that
they had written at least one prescription to be used to
hasten death and 5% reported that they had administered
at least one lethal injection, In this study, oncologists were
- more likely to have received requests for a prescription,
but physicians in other specialties were more likely to be
willing to provide assistance under current law.

Howard, Fairclough, Daniels, and Emanuel (1997) con-
ducted a study in which they surveyed oniy oncologists.
These researchers interviewed 355 randomly selected
oncologists about their attitudes and practices related to
euthanasia and assisted suicide. Approximately 48% re-
ported that they could imagine a situation in which they
might desire euthanasia or assisted suicide for themselves.
Of those who could imagine such a situation, 86% found
these actions acceptable for their patients. Of those
oncologists who could not imagine such a situation, 42%
still found these interventions ethical for their patients.
Only 7% of oncologists reported that they wouid desire
these actions for themselves while finding them unaccept-
able for patients. This study provides an interesting per-
spective on the association between personal beliefs and
professional practice.

Emanuel, Fairclough, Daniels, and Clarridge (1996)
also conducted a study involving physicians. Telephone
interviews were conducted with 155 patients with cancer,
355 oncologists, and 193 individuals from the public. In
this study, two-thirds of the patients and the public sup-
ported assisted suicide and euthanasia as acceptable for
patients experiencing unremitting pain. Interestingly, pa-
tients surveyed who actually had pain themselves were
less likely to support assisted suicide or euthanasia, More
than 25% of patients had seriously thought about these
issues, and 12% had discussed them with their physician
or others. More than half of the physicians reported receiv-
ing requests for assisted suicide or euthanasia. Significant
findings of the study were that one of seven physicians
reported actually carrying out assisted suicide or euthana-

sta and that patients who were depressed were more likely
to request assisted suicide. Therefore, the researchers em-
phasized that patients who request such an intervention
should be evaluated and treated for depression before en-
thanasia is discussed.

Several studies involving nursing attitudes or practices
related to assisted suicide or euthanasia also have been
conducted. Asch’s (1996) study involving 1,139 critical-
care purses was one of the most controversial. The analy-
sts was based on responses to a written survey from 852
critical-care nurses who practiced exclusively in the in-
tensive-care unit. Of these nurses, 17% reported receiv-
ing requests for euthanasia or assisted suicide and 16%
reported having engaged in such practices. Of the re-
spondents, 4% also reported hastening death by pretend-
ing to provide life-sustaining treatments. This study re-
ceived tremendous response and criticism from the
nursing community. Scanlon (1996) responded with an
editorial in the New England Journal of Medicine that
cited many flaws in the research, including lack of test-
ing of the survey instrument and many-vague and confus-
ing terms that challenge the validity of the findings. The
controversies surrounding this study remained, and, in
1998, Maeve wrote an additional follow-up criticism of
the Asch study. One of the major concerns cited by
Maeve was the potential harmful effects that occur when
such findings are reported. Maeve stated that such re-
ported findings alarm family members and create fear
that their loved ones might be endangered in the care of
critical-care nurses. Both Maeve and Scanion also chal-
lenged the appropriateness of a physician (Asch) study-
ing nurses in isolation.

In an additional response to the Asch (1996) study,
Leiser, Mitchell, Hahn, and Abrams (1996) reported find-
ings that were similar to the critical-care survey from a
study of the AIDS population. In a letter to the editor pub-
lished in the New England Journal of Medicine, these au-
thors reported findings of a survey of 428 nurses involved
in care of patients with AIDS. Of the nurses who received
surveys, 50% responded. Of these 50%, 15% reported as-
sisting in the suicide of a patient with AIDS and 37% re-
ported receiving direct requests to end the life of a patient
with AIDS,

Two previous studies have used Oncology Nursing
Society (ONS) members to evaluate similar issues with
nurses. Young, Volker, Rieger, and Thorpe (1993) re-
ceived 1,210 responses to a random survey of 2,000 ONS
members. The survey included vignettes and questions.
When asked about a terminally ill patient with whom the
nurses had a long-term relationship, 44% agreed with the
concept of physician-assisted death and would remain
with the patient through the ordeal. Twenty-nine percent
disagreed with this concept but would stay with the pa-
tient, and 24% disagreed and would not remain present
with the patient if death were assisted. The investigators
found that nurses held widely divergent views regarding
these topics. Although many nurses favored physician-
assisted death, they also expressed reluctance to admin-
ister medication that would cause death.

Matzo and Emanuel (1997) examined a sample of 600
New England-region ONS members. Four hundred forty-
one nurses (73%) responded to a survey that was a replica-
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tion of work previously done with the physician sample (N
= 355). The investigators compared results from the nurse
sample with results from the physician sample and found
that although 11% of physicians had assisted in a patient’s
. death, only 1% of nurses reported doing so. However,
nurses were more likely than physicians to have performed
patient-requested euthanasia (4% versus 1%). Nurses re-
ported frequently consulting with others, particularly phy-
sicians, about patient requests for assistance with dying, but
nurses rarely consulted each other or nursing supervisors,

The controversial issues of assisted suicide and eutha-
nasia have prompted great attention to EQL care (Coyle,
1992; Davis et al., 1995). As Meier et al. (1998) acknowl-
edged, the debate about these topics is only one portior of
the overall problem of EOL care. Although the literature
has focused predominately on contrasting differences and
opinions, both sides of the debate generally have.strongly
agreed that EOL care needs to be improved. Many profes-
sional organizations, including the American Nurses As-
sociation (1994) and ONS (1995), have issued position
statements on euthanasia, assisted suicide, and other EQL
care issues,

Ferrell, Grant, and Virani (1999) recently conducted a
survey of faculty and deans of nursing schools and repre-
sentatives of state boards of nursing to evaluate the current
status of nursing education and EOL care. The 725 respon-
dents identified gaps in all aspects of EOL care in nursing
school curricula; however, most respondents recognized
EOL care as important for all nurses and also perceived
faculty members and schools as interested in making
change. Following this survey of nursing faculty, the in-
vestigators determined that having input from practicing
clinical nurses related to overall needs of EOL care would
be useful. This study was designed to contribute to the lit-
erature by providing data regarding numerous EOL care
issues as well as the specific topics of assisted snicide and
euthanasia from the perspective of nurses.

Methods

Study Questions

The following questions guided the survey.

1. What are the most common dilemmas experienced by
nurses in EOL care?

2. What are the most common barriers perceived by nurses
in EOL care?

3. How do nurses rate the effectiveness of EOL care and
EOL education?

4. What are nurses’ beliefs and practices regarding as-
sisted suicide and euthanasia?

Procedures

For this descriptive study, the investigators developed
and used a mailed survey. The survey instrument included
items that covered dimensions of dilemmas, barriers, and
effectiveness of EOL care and education and issues of
euthanasia and assisted suicide. Eight consultants re-
viewed the survey, which then was revised extensively.
The project consultants had expertise in EOL medical care,
palliative nursing care, ethics, and nursing education. The
eight consultants provided input on the survey content,
item construction, and format. The investigators devel-

oped the content of the survey based on previous literature,
including the key studies previously cited in this article
and, to reflect cutrent issues of EOL care, key sources such
as the Institute of Medicine’s Approaching Death: Im-
proving Care at the End of Life (Field & Cassel, 1997).
The final survey included 30 items: four items to assess
barriers to effective EOL care, three items related to EOL
education, six items to assess self and colleagues’ knowl-
edge of and effectiveness in providing EOL care, nine
items related to assisted suicide and euthanasia, seven de-
mographic items, and one open-ended question inviting
comments,

The investigators attempted to avoid some of the prob-
lems that other researchers have encountered in similar
studies, such as those noted in the Asch (1996) study.
They consulted Colleen Scanlon, RN, JD, and used input
from her and the project consultants to extensively refine
the tool. To avoid confusion in terms, for example, the
investigators constructed clearly defined items (e.g.,
Rather than asking, “Have any of your patients requested
assisted suicide?” the item asked, “Has any patient re-
quested your help in getting a prescription for medication
to use with the primary intention of ending his or her own
life?”). All items, particularly the nine items exploring

- issues of assisted suicide or euthanasia, were worded

similarly to offer clear understanding. The survey then
was published in Nursing98 (Ferrell, 1998) and Nursing
Management. Three hundred responses were received.
Because the investigators were seeking a larger sample,
they decided to mail directly to oncology nurses involved
in EOL care. A random sample of 5,000 nurses from the
ONS membership was obtained. These individuals re-
ceived the survey, a letter of instruction, and a return
envelope. A total of 2,033 responses (40% return) were
received from this one-time mailing by the cut-off date,
which provided a total of 2,333 responses to the survey.
A response of approximately 2,000 ONS members pro-
vides 95% confidence that the sample is representative of
the total ONS membership (p = 0.05).

Resuits

Demographics

Table 1 presents the demographic data of the 2,333 re-
spondents to the survey, The mean time since becoming
licensed as a nurse was 23 years, and the mean age was 46
years. The predominant location of practice was hospital
(32%) followed by ambulatory care/outpatient (28%).
Respondents identified the most common clinical areas as
oncology (70%) and medical/surgical (13%). The pre-
dominant education level obtained was a master’s degree
(40%). Respondents most frequently identified staff/clini-
cal nurse (33%) and clinical specialist/nurse practitioner
(25%) as their job title.

End-of-Life Care Dilemmas

Table 2 presents a summary of the dilemmas that the
subjects most frequently experienced in their clinical set-
tings. Respondents were asked to rate these dilemmas
based on their occurrence as “not common,” “somewhat
common,” or “very common.” The dilemmas are pre-
sented from highest rate of occurrence to lowest rate of
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Table 1. Demographics

Characteristic n %
Years licensed as a nurse
"X =23 - -
Age (years)
X =46 - -
Range = 18-80 - -
Employment selling (n = 2,310)
Hospttat 1.200 52
Ambulatory care/outpatient clinic 651 28
Hospice 209 4
Home heatth care 159 7
Rehabiltation 21 1
Cther 407 18
Clinical area (n =2.307)°
Oncology 1,603 70
Medical/surgical am 13
Administration 133 6
Education 122 5
Critical care 82 4
Pediatrics 47 2
Emergency 22 1
Operating room/postanesthesia 10 <]
Other setting 462 20
Education level (n = 2,220 : .
Diploma 242 N
Associate 221 10
BSN/BS/BA 725 33
MSN/MS/MA, 883 40
PhD/EQD/DNSc 76 3
Other 74 3
Job file (n = 2,262)
Staff/clinical nurse 746 33
Clinlcal speclalist/nurse practitioner 558 25
Nurse manager 260 11
Nurse director/executive 156 7
Charge nurse 143 6
Other 399 18
N=2333

9 Some subjects indicated more than one empiloyment set-
ting and clinical areaq.

occurrence. The most frequently occurring dilemmas were
use of advance directives and preserving patient choice/
self-determination, which 37% and 23%, respectively,
cited as very common. Interestingly, 93% of respondents
cited requests for assisted suicide and requests for eutha-
nasia as not common dilemmas, and 6% cited these re-
quests as somewhat common. More than one-third of all
nurses reported seven of the nine dilemmas, excluding
those of assisted suicide and euthanasia, as somewhat
common or very common. Acknowledging the diversity in
responses to these dilemmas is important. For example,
although 37% of respondents reported use of advance di-
rectives as very common dilemmas, 31% of the respen-
dents reported this area as not common.

Barriers to Effective End-of-Life Care

Table 3 presents a summary of barriers to effective EOL
care. Respondents were asked to rate how much of a bar-
rier each factor was to providing good EOL care in their
settings. The items were rated as “not a barrier,” “some-

what of a barrier,” or “a severe barrier.” Respondents most
frequently cited “influence of managed care on end-of-life
care” (25%) as a severe barrier followed closely by “lack
of continuity of care across settings” (23%). The barriers
reported as common and the diversity of these barriers il-
lustrate the complexity of effective EOL care. The respon-
dents identified not only system barriers (e.g., continuity
of care, influence of managed care) but also cited patients’
(70%) and family members’ (73%) avoidance of death as
somewhat of a barrier. Other prominent barriers were
healthcare providers® lack of knowledge and personal dis-
comfort with death,

Effectiveness of End-of-Life Care

Table 4 presents data from two survey questions that
were related to effectiveness of EOL care. The first ques-
tion asked respondents to rate the effectiveness of vari-
ous aspects of EOL care in their setting. The aspects were
rated as “not at all effective,” “somewhat effective,” or
“very effective.” Pain assessment (52%) and manage-
ment (50%) were rated as very effective followed by
symptom management (44%} and psychological support
for dying patients (41%). Attention to spiritual needs and
bereavement support were rated as least effective. Re-

. spondents also were asked to rate the effectiveness of

care of the dying today as compared to five years ago. Of
the respondents, 4% felt that it was worse, 30% rated it
as about the same, and 66% rated it as better than five
years ago. :

Respondents were asked to rate how effective they were
in caring for the dying. Results indicated ratings of 0.5%
as being not effective, 28% as being somewhat effective,
and 71.5% as being very effective. The respondents then
were asked to rate the effectiveness of their nursing col-
leagues. Subjects rated their colleagues as less effective
than themselves, with only 47% rating their colleagues as
very effective as compared to the 71.5% who rated them-
selves as very effective. The final question in this category
asked the nurse respondents to rate the effectiveness of
physicians in their setting in caring for dying patients.
Physicians were rated as not effective (11%), somewhat
effective (60%), and very effective (29%).

End-of-Life Education

Table 5 presents data regarding several items evaluating
EOL education. Of the respondents, 72% said that they
cared for dying patients during nursing school and 87%
stated that they cared for dying patients in their current
role. The resources identified as most often used for EOL
care information were journals (90%), seminars (89%),
and colleagues (89%). Of the respondents, 64% used text-
books. Only 20% reported using the Internet for EOL in-
formation.

Subjects also were asked to rate the adequacy of their
basic nursing education in preparing them for aspects of
EOL care. Less than 13% of the subjects rated all of the
nine aspects of nursing education that were offered in the
survey as very adequate. The areas most frequently rated
as not adequate were pain management (71%), overali
content on EOL care (62%), and roles/needs of family
caregivers (61%). The respondents were asked the impor-
tance of EQL care content to basic nursing education, and

ONF - VOL 27, NO 3, 2000

448



Table 2. Frequency of Occurrence of End-of-Life (EOL) Care Dilemmas

Very Somewhat Not
Dilemmas Common Common Cemmon
‘Use of advance directives 37% 32% 31%
Preserving patlent choice/seif-determingation 23% 48% 29%
Uncertainty about patients’ prognosls 13% 44% 43%
Fear of causing death by giving paln medication 1% 34% 55%
Discontinuing life-sustaining therapies 11% 48% A%
Withholding/withdrawing medically provided nutrition/hydration 8% 42% 50%
Legal issues at EOL 7% 39% 54%
Requests for assisted sulcide 1% &% Q3%
Reqguests for euthanasia 1% 6% 3%
N=2,333

10% reported that it was somewhat important, with 89%
rating EOL content as very important. Of the respondents,
35% rated themselves as somewhat knowledgeable and
65% as very knowledgeable.

Assisted Suicide

The survey asked questions related to assisted suicide,
beginning with a question that asked subjects whether
they supported the legalization of assisted suicide (see
Table 6). Of the respondents, 30% reported yes and 20%
reported that a patient had requested their help in getting
a prescription for medication to use with the primary in-
tent of ending his or her own life. The next question
asked subjects to list how many of their patients had re-
quested help in obtaining such a prescription since they
began to work as a nurse. The mean score was 1.78, with
77% of respondents reporting no requests and 16% re-
porting one to five requests. The range of requests was
from 0-300. The nurses then were asked specifically
about such requests during the prior 12 months. The
mean was reduced to 0.24, and the range also reduced to
0-30. Of the respondents, 90% reported no such requests
during the prior 12 months, with 9% reporting one to five
requests during the previous year.

The survey asked the nurses to move beyond requests
for assisted suicide to identify the number of patients that
they had helped to obtain such a prescription since they
began to work as a nurse and then specifically during the
prior 12 months. Since beginning to work as a nurse, sub-
Jects reported helping a mean of 0.14 patients to obtain
such a prescription, with a range of 0-25. Of the respon-

_dents, 97% reported never having helped patients obtain

such a prescription and 2% reported assisting one to five
patients. When asked specifically about the prior 12
months, the mean was reduced to 0.04, with 99% of nurses
reporting no such action and 1% reporting assisting in the
range of one to three patients.

Euthanasia

The final section of questions in the survey focused on
euthanasia (see Table 7). Of the respondents, 23% sup-
ported the legalization of euthanasia. This was less than
the 30% supporting legalization of assisted suicide. Sub-
Jects were asked to approximate the number of patients
who had requested their help in injecting a lethal dose of
medication since they began working as a nurse and dur-
ing the prior 12 months. Since beginning to work as a
nurse, the mean number of patients requesting euthana-

Table 3. Strength of Barriers to Etfective End-of-Life (EOL) Care

Severe Somewhat of Not a
Barriers to EOL Care Barier a Barrier Barrier
Infiuence of managed care on EQL care 25% 52% 23%
- Lack of continuity of care across settings 23% 54% 23%
Famlly members’ avoldance of death 19% 73% 8%
Healthcare professionals’ personal discomfort with death 17% 56% 27%
Lack of knowledge by healthcare providers 15% 57% 28%
Patients’ ffamilies’ fears of addliction 12% 63% 25%
Increased use of unlicensed personnel in care of the dying 1% 28% 61%
Legal restrictions placed on healthcare professiongls in pre- 1% 36% 53%
scriblng pain medications
Cultural factors influencing EOL care 10% 64% 26%
Avoidance of dying patients by healthcare professionais 10% 39% 51%
Heatthcare professionals’ fear of causing addlction by admin- 10% 4% 56%
istering pain medications
Patients’ aveidance of death 8% 70% 22%,

N=2.333
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Table 4. Effectiveness of End-of-Life (EOL) Care

Not ot All Somewhat Very
Effective Effective Effective
Aspecis of EOL Care
Paln-assessment 3% 45% 52%
Pain management 3% 47% 50%
Other symptom management 2% 54% 44%
Psychological support for dying patients 8% 51% A%
Attention to spiritual needs 15% 51% 34%
Grief/bereavement support 18% 54% 28%
Worse Than Five About the Better Than Five
Years Ago Same Years Ago
Compared to five years ago, rate the care of the 4% 30% 66%
dying today.
Not Somewhat Very
Effective Effective Effective
How effective are you in caring for dying patients? <1% 28% 72%
How effective are your nursing colleagues in cor- 1% 52% 47%
ing for dying patients?
How effective are the physicians in your setting in 11% 60% 29%
cafing for dying pattents?
N=2333

sia was 1.3, with a range of 0~200. Of the respondents,
78% reported no requests and 17% reported requests in
the range.of one to five. In the prior 12 months, the mean
dropped to 0.19, with a range of 0-30, and 93% reported
no such requests. Almost 7% of nurses reported a range
of one to five requests. The survey then asked the nurses
the number of patients to whom they had administered a
lethal injection at the patients’ request. The mean was
0.04 patients, with a range of 0-11, and 98% of nurses
reported giving no such injections. During the prior 12
months, the mean was 0.01, with only 0.1% reporting
having administered a lethal injection at the patients’ re-
quest.

The final question asked the nurses the approximate nurn-
ber of times that they have felt obliged by the sitnation to
administer a lethal dose of medicine without having it re-
quested by patients or family members. The mean was 0.4,
with a range of 0-100 instances. Approximately 95% re-
ported no instances, with 3% of nurses reporting in the one
to five range. When asked about the prior 12 months, the
mean was (.04, with 99% reporting no instance of feeling
obliged to administer a lethal dose of medicine and 1% re-
porting a range of one to five patients. The second part of
this question asked the number of times that nurses not only
felt obliged but also actually had administered a lethal injec-
tion without specific request. Most (97%) nurses reported
no such instances, and 3% reported one to five instances
since beginning to work as a nurse. During the prior 12
months, the numbers were reduced to 99% reporting no
instances and less than 1% reporting one to five instances.

Open-Ended Responses

The survey also invited respondents to add any com-
ments regarding EOL care that they wished to share. Fig-

ure 1 provides a summary of comments made on the sur-
vey regarding EOL issues that the investigators selected to
further illustrate the major findings. The comments pro-
vided insight to and a better understanding of the quanti-
tative survey results. Nurses’ experiences with unrelieved
pain and poorly managed deaths were related to their be-
liefs about assisted suicide and euthanasia. The comments
also often reflected confusion in terms, such as nurses’ be-
liefs that medicating imminently dying patients constituted
assisted suicide. As one respondent wrote, “At one time,
a terminal patient was due morphine for pain. Her respira-
tions were dropping, and everyone was afraid to medicate
her. There was fear of causing her death. I gave the injec-
tion and the patient died.”

The need for education frequently was expressed and in-
cluded education of patients, their families, nurses, and phy-
sicians. The nurses’ written comments were an important re-
minder of the intense personal nature of care of the dying.
The comments also frequently included acknowledgments
by respondents of the importance of this area of research. As
one participant wrote, “The questionnaire is designed for
measurable answers; behind every pen is a nurse with a
unique personality, unique life experiences, and unique feel-
ings that cannot be reduced adequately to a moment in time
on a piece of paper. Thank you for working to make a dif-
ference in the very special part of the human life cycle.”

influence of Demographic Variables

The investigators also were interested in potential influ-
ences of demographic variables of the respondents on EOL
attitudes. The survey items were clustered into six key vari-
ables that were based on factor analysis that was conducted
on the total survey data: effectiveness of EOL education,
barriers to EOL care, effectiveness of EOL care, frequency
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Table 5. End-of-Life (EOL) Education

Yes No
Did you care for a dying patient during nursing school? 724, 28%,
Do you core for dying patients in your current role? 87% 13%
Seminars/
Journals  Conferences Colleagues Textbooks Intemet

Sources of Information about EOL care 90% 89% 89% 64% 20%

Not Somewhat Very

Adequate Adequate Adequate

Adequacy of Basic Nursing Education
Pain management at EOL % 21% 8%
Overall content about EOL care 62% 3% 7%
Role/needs of farnily caregivers in EOL care 61% 3% 8%
Other symptom management 59% 32% %%
Grief/bereavement 58% 3% 8%
Understanding the goais of palliotive care 57% 33% 10%
Ethical issues of EQOL care 56% 34% 10%
Care of patients at time of death 52% 36% 12%
Communication with patients/families at EOL 52% 37% 1%

Not Somewhat Very

Imporiant imporant important
importance of EOL care content to basic nursing education <1% 10% 20%
"Not Somewhat Very
Knowledgeabie Knowledgeable Knowledgeabie

Knowledge about EOL care <1% 35% 65%
N=22333
of EOL dilemmas, belief in enthanasia and assisted snicide, DiSCUSSiOI’I

and assistance in death. T-tests and one-way ANOVA were
used to determine differences in scales that were based on
demographic variables (see Table 8).

Nurses were divided into three age groups: younger
than 42 years, 43-49 years, and older than 50 years. These
groups were selected based on distribution of the sample
responding to the survey. With regard to age, older nurses
rated EOL care as significantly more effective than did
middle-aged nurses. Younger nurses rated frequency of
dilemmas as significantly higher than did middle-aged
nurses. With regard to work place, hospital-based nurses
identified significantly more barriers to EOL care, more
. dilemmas, and assisted death more frequently than nurses
in other clinical areas. They also found care to be less ef-
fective than nurses in other clinical areas, Hospice nurses
rated educational preparation as less adequate, EOL care
as more effective, and dilemmas as more frequent. Hos-
pice nurses reported being asked to assist with suicide
more often but to participate in assisting death less as com-
pared to nurses in other clinical areas.

Oncology nurses rated the effectiveness of EOL care
higher than other nurses, educational preparation as signifi-
cantly less adequate, barriers as less severe, and dilemmas
as less frequent. Nurses prepared at the graduate level rated
barriers as significantly more severe, EOL care as less effec-
tive, and were less often involved in assisting death,

Findings of the study provide important insight into
nurses’ perspectives of EOL care. Nurses voiced their be-
lief that many EOL care dilemmas occur commonly and
are diverse in nature. These dilemmas encornpass conflicts
about direct patient-care issues (e.g., withholding nutri-

- tion/hydration) and also reflect conflicts in nursing action

(e.g., fear that giving adequate pain medication may result
in death). Nurses also recognized many barriers to effec-
tive EOL care that were diverse and encompassed patient,
professional, and system barriers.

Nurses felt most confident about physical aspects of care
provided to patients in their settings as compared to spiritual
care or psychosocial needs such as support or bereavement
care. Of the survey respondents, 66% rated care of the dy-
ing today as better than five years ago. Overall, nurses rated
their basic nursing education as having provided inadequate
preparation for EOL care. Clearly, continuing education
may be an important force because nurses reported feeling
at least somewhat adequate in providing care in areas such
as pain management even though they rated their education
as inadequate in these same areas.

Findings regarding beliefs and actual practice of as-
sisted suicide and euthanasia are troubling. Although over-
all mean scores are quite low and most nurses reported no
requests or action in hastening deaths, even the small num-
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Table 7. Euthanasia

Table 6. Assisted Suicide
Yos No
Do you support the legalization of as- aoc% 70%
sisted suicice?
Has any patient requested your help in 20% 80%
getting o prescription for medication to
use with the primary intention of ending
his or her own life?
Approximate number of patients who have
requested help from such a prescription
%
¢ Since beginning to work as a nurse 0 77
X=1.78) 1-5 16
610 4
11-25 2
26-50 <1
60-100 <1
300 <]
» During the past 12 monthe (X = 0.24) 0 90
-5 9
6-10 <1
11-3¢ <1
Approximate number of patients you have
helped to obtain such a prescription
. Bange %
» Since beglnning to work as a nurse 0 97
X=0.14 1-5 2
6-10 <1
20-25 <]
e During the last 12 months (X = 0.04) 4] 99
1-3 <1
1627 <]

N=22333

bers of nurses reporting requests for and practice of as-
sisted suicide and euthanasia is quite important and war-
rants attention. Of the survey respondents, 23% reported
receiving a request at some time in their career from pa-
tients to obtain a prescription to end their life and 10%
reported receiving this request in the previous year. The
findings related to actually assisting in obtaining such a
prescription or requests for lethal injection were similar in
frequency. The findings related to active euthanasia are of
even greater concern. Almost 5% of nurses reported feel-
ing obliged to administer a lethal drug without a request
during their career, and more than 3% reported actuaily
having done so. Findings of this survey are similar to re-
ported beliefs and practices of physicians (Emanuel et al.,
1996; Meier et al., 1998), findings from surveys of oncol-
ogy nurses in smaller samples (Matzo & Emanuel, 1997:
Young et al., 1993), and reports from nurses who care for
patients with AIDS (Leiser et al., 1996).

Despite the investigators’ attempts to clearly assess be-
liefs and actions regarding the terms “assisted suicide” and
“euthanasia,” many subjects’ comments suggested that
these terms are not clearly understood. In fact, nurses re-

Yes No
Do you support the legalization of eu- 23% 7%

thanasla?

Approximate number of patlents who requested that
you Injact thern with o lethal dose of medication

Bange %

e Since beginning to work as a nurse 0] 78
X=1.30; 1-5 17
610 3

11-50 <2

. 75200 <1

 During the last 12 months (X = 0.19) 0 93
1-5 7

6-10 <1

20-30 <1

Number of patients to whom you have
administered a lethal infection at their request

Range %

= Since beginning to work as a nurse 0 @8
X=004 1-4 2
61 <l

 During the Iast 12 months (X = 0.01) 0 99
1 <1

Approximate number of fimes that you feft obliged
by the situation to administer a lethal infection withour
it having been requested by the patient or family

%

* Since beginning to work as a nurse 0 95
(X=0.40) 1-5 3
6-15 ]

2050 <

100 <]

* During the last 12 months (X =0.04) 0 99
1-5 1

12 <

Nurmber of patients to whorn you have given a
lethal infection because of thelr situation or
without specific request by the patient or farnity

Bange %

* Since beginning to work as a nurse 0 97
X=017 -5 3
6~20 <]

25-50 <1

» During the last 12 months (X = 0.02) 0 %
-5 <1

&9 <]

N=2.2333

porting participation in these acts actually may not have
but, rather, were interpreting palliative care interventions
(e.g., administering morphine) as hastening death. The
comments also suggested that nurses’ distress in observing
unrelieved pain or other symptoms and the continual in-
volvement in inadequate care of the dying strongly influ-
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Pain control/in favor of assisted suicide

I have never given a lethal iInjection but many times have given
pain medications that | knew may hasten death by a short time
to prevent my patient from dying in severe pain. Many times, |
have wanted to be able to give a lethal injection when re-
quested but have not because It's against the law—laws that
are stupid and force patients to live longer than necessary.
There Is nothing wrong with death with aignity.

i morally believe taking a life is wrong and, yet, also do not
want patients to endure suffering, I'm afraid if these roads to
death were legalized, there would be thass who would
abuse the power. While | could never be an active partici-
pant In either, | would not take steps to prevent a patient
from ending his/her life, and | might even provide resources
regarding drugs/chemicals that one might use to accom-
plish the act. | do believe in letting “nature take is course”
and therefore could support/participate In withdrawal of life
support, hydratton, nutrition, ete. It it was the patient’s wish.

Pain control/against assisted suicide
| feel very strongly that cur goal with terminal patients needs
1o be kil the pain, not the patient.”

! belleve that if a patient's pain and other symptoms are
adequately controlled, there would not be the need for gs-
sisted suicide. Moreover, | arm not afrald of giving a paitent
sufficient pain medications even though they may die. This is
not the sarme as euthanasia.

Education of healthcare statf

We (doctors and nurses) nesd much more education about
the dying pattent and, in particular, pain control. No one
should die in pain.

Education of patients

| do spend a significant amount of time not just ot work but
at church and in my community educating peopie about
the process of dying (e.g., take your pain medicine, be com-
fortable, don’t be afraid of addiction at the end of life).
There needs to be more education In this areq so people
won't suffer needlessly.

Education/ineffectiveness of doctors

Physiclans should be more aware of the full scope of hospice
care and shouid recognize that virtually all symptoms are
managedable.

When physiclans can accaept {symptom and pain manage-
ment] as laudable goals, then the tronsition from active
treatment to supportive care will be easier.

The oncologists that | work with are reluctant to speak to
patients” families about a terminal prognesls and will treat
patients with chemotherapy even up to the time of death,

Education of tamily
Sometimes the greatest banier to effective “end-of-life” care
Is that patients/families don't grasp that continuation of ac-

-

tive treatment s futile, that It is fime 1o “let go.” We gently
bring them along, byt many don‘t get there and want to
pursue “everything possibie” to preserve iife, or families will try
fo “protect” the patient from information about prognoss,
efc. to avoid “upsetting” them,

We need fo educate famillies that palliative care does not
mean that a patient will not receive comfort care, which is
a common misconception.

Personal experiences in end-of-life care

I work in the department of pain and symptom manage-
ment. | have a lot of experience with end-of-life care. | origi-
nally wert fo nursing school in England, where hospice was
arotation. | got my BSN here. End of iife was not mentioned.

Relieving pain or assisting death

Although | have never intentionally given a “lethal® injection,
On numerous occasions, the appropriate dose given was
enough 1o hasten the patient’s death.

The term “lethal Injection” is vague. if it's meant fo end life,
period, never have | done it. if i's meant to give the appro-
priate amount of pain medication needed to relieve pain
(and will, incidentally, hasten death) many, many times I've
done that.

The current systern altows us to keep potients comfortable.
I'would be wiling to keep a patlent comfortable even at nisk
of speeding up last breath.

General comments about end-of-iife care

In oncology, end-of-life care does not have an abrupt start
but is woven into care, being mindful of prognosis. | hope this
point can be included in developing cumiculum for end-of-
life care,

Care of the dying patient Is long overdue. | am very happy
with the strides ry staff, the physiclans, and | have made to
help patients experlence a peaceful, painless deathl

Government conhol

t think end-of-ife declsions should be made by patients/fami-
lies and thelr healthcare provider, whe knows them best. |
think the legal system does not belong In these declsions,
Otherwise, we are back to arresting Al Capone for faliure o
pay iIncome tax rather than murder!

Managed core/funding
Padllictive and end-of-life care are not revenue-producing
and therefore not deemed worlhy of attention In the health-
care system. Accounfing firms are now playing a large role
In heaithcare consulting, which has resultted in watering
down or, in some cases, eliminating services so necessary to
quality end-of-life care, such as soctal workers, chaplains,
and adequate clinical staff. Managed care companies
foice early discharges from hospitals, not supporting the time
required to prepare patients and families for end-of-ife care
in another setting,

Figure 1. Sample Respondent Comments

ence professional beliefs. Future research is needed to pro-
vide more in-depth exploration of nurses’ experiences and
actions when caring for the dying.

Limitations

This study was limited in scope to responses to a sur-
vey published in two journals and direct mail to a random

sample of ONS members. Thus, the findings are limited
in generalizability. The survey provided respondents
with an opportunity to add written commeants, but no in-
terviews were conducted. The investigators believe that
future studies might benefit from the use of nurse inter-
views to further understand nurses’ experiences with
EOL care.
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Table 8. Influence of Demographic Variables on Factors of End-of-Life (EOL) Care

Effectiveness Bamiers Effectiveness Frequency Belief in
Demographic of EOL to Good of EOL of EOL Euthanasia/ Assistance in
Variables Education® ECL Care® Care® Dilemmas®  Assisted Suicides Death
X sD X SO X sD X SD X SD X sD

Age (years)

18-42 (N = 777) 1.52 0.51 1.78 0.34 2.40 0.36 1.60°  0.37 -0.0 0.58 .00 0.47

43-48 (N = 706) 1.48 0.51 1.78 0.37 2.38 0.37 1.55 0.35 0.00 0.46 0.02 0.62

50-80 (N = 732) 1.49 0.52 1.78 0.38 243" 0.38 1.56 0.35 0.00 061 -0.02 0.57
Workplace

Hospitai (N =1,177)  1.49 050 1.80* 036 2.37

Other (N = 1,080) 1.51 0.53 1.76 0.37 243

Workplace

Hospice (N = 200) 1.34 0.43 1.79 0.38 2.7

Other (N = 2.057) 151" 052 178 036 237
Specialty

Oncology 147 048 177 035 242"
(N =1,582)
Other (N = 675) 1.56 (.57 1.82** 0.39 2.36
Education
< Baccalaureate 1.51 0.51 1.74 0.37 2.43

(N=1,173}
Graduate (N =946) 1.47 0.51 1.83* 035 2.36

0.36 1.60** 0.35 -0.02 052 0.03** 067
0.38 153 0.37 001 059 -0.04 0.38

.31 171" 0.44 016 Q.76 -0.13 0.27
0.36 155  0.35 -0.02 0.53 0.01*" 057

0.35 1.55 035 000 0.54 0.00 0.57
o4 1.62"" (.38 -0.03 0.589 0.01 0.51
0.37 1.56  0.36 -0.02 053 0.30** 0864

0.37 1.57 036 001 0861 -0.03 0.41

2Scaored on a scale of 1-3, where 3 is more adequate/effective

bScored on a scale of 1-3, where 3 represents more severe barriers and more diemmas
©Standard (z) scores (X = 1, 5D = 0). where a high score represents sironger belief or more assists

*p <005
**p<0.01

Note. Based on ANOVA for three-group comparison of age indicating difference between the highest and lowest scores and

t-tests for other two group comparison

Conclusion

The stady findings succeeded in informing the investi-
gators and professional community about the views of
nurses in EOL care. Major reform in EOL care obviously
is needed, as echoed by many recent siudies and efforts.
This study reminds nurses of the importance of their voice
in that dialogue.

The United States Supreme Court has said that indi-
viduals have the right to a peaceful death as opposed to
the right to die. To ensure that patients experience a
peaceful death will require major educational ap-

proaches, policy reform, and consumer demand. Nurses
also must receive support and guidance in facing the di-
lemmas encountered in daily practice of EOL care. Con-
tinued efforts to understand nursing perspectives and at-
tention to nursing interventions are essential to change
EOL care.

The authors acknowledge consultation from Colleen Scanion, RN, JD,
regarding the research and manuscript.

Author Contact: bferrell@coh.org with copy to editor at
rose_mary @earthlink.net
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National Nurses Week
is May 6-12
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