
 

ATTITUDES OF PATIENTS WITH AMYOTROPHIC LATERAL SCLEROSIS AND CARE GIVERS TOWARD ASSISTED SUICIDE

 

Volume 339 Number 14

 

·

 

967

 

Special Article

 

ATTITUDES OF PATIENTS WITH AMYOTROPHIC LATERAL SCLEROSIS AND THEIR 
CARE GIVERS TOWARD ASSISTED SUICIDE

 

L

 

INDA

 

 G

 

ANZINI

 

, M.D., W

 

ENDY

 

 S. J

 

OHNSTON

 

, M.D., B

 

ENTSON

 

 H. M

 

C

 

F

 

ARLAND

 

, M.D., P

 

H

 

.D., S

 

USAN

 

 W. T

 

OLLE

 

, M.D., 

 

AND

 

 M

 

ELINDA

 

 A. L

 

EE

 

, M.D.

 

A

 

BSTRACT

 

Background and Methods

 

Amyotrophic lateral scle-
rosis (ALS) is a neuromuscular disease that causes
gradual paralysis, respiratory failure, and death, usu-
ally within three to five years after it has been diag-
nosed. Between 1995 and 1997, we surveyed patients
with this disease in Oregon and Washington, as well
as their family care givers, in order to determine
their attitudes toward assisted suicide. Patients were
considered to be willing to contemplate assisted sui-
cide if they agreed with the statement, “Under some
circumstances I would consider taking a prescription
for a medicine whose sole purpose was to end my
life,” and disagreed with the statement, “I would
never request or take a prescription for a medication
whose sole purpose was to end my life.” The Oregon
Death with Dignity Act, which legalized physician-
assisted suicide, was approved by Oregon voters in
1994 but did not go into effect until October 1997,
after data collection for this study had been com-
pleted.

 

Results

 

Of 140 eligible persons with ALS, 100 (71
percent) agreed to participate in the study, as did 91
family care givers. The mean age of the patients with
ALS was 54 years; the mean duration of illness since
the diagnosis was 2.8 years. Fifty-six patients (56
percent) said they would consider assisted suicide,
and 44 of the 56 agreed with the statement, “If phy-
sician-assisted suicide were legal, I would request a
lethal prescription from a physician.” One patient
would have taken the medication immediately, and
36 would have kept it for future use. As compared
with the patients who were opposed to assisted sui-
cide, those who would consider it were more likely
to be men, had a higher level of education, were less
likely to be religious, had higher scores for hopeless-
ness, and rated their quality of life as lower. In 66 of
91 instances (73 percent), care givers and patients
had the same attitude toward assisted suicide.

 

Conclusions

 

In Oregon and Washington, a major-
ity of persons with ALS whom we surveyed would
consider assisted suicide. Many would request a
prescription for a lethal dose of medication well be-
fore they intended to use it. (N Engl J Med 1998;339:
967-73.)
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MYOTROPHIC lateral sclerosis (ALS) is a
neuromuscular disease that causes gradual
paralysis and respiratory failure and that
results in death within three to five years,

on average, after the diagnosis has been established.

 

1

 

There is currently no clearly effective treatment. Pa-
tients with ALS have participated in the debate over
assisted suicide,

 

2,3

 

 yet their interest in obtaining a
physician’s aid to hasten death has not been studied.
We examined the attitudes of patients with ALS and
their family care givers toward assisted suicide.

 

METHODS

 

Respondents

 

Potential subjects included all persons with ALS in western or
north central Oregon, southwestern Washington, or Seattle who
were patients in the ALS Clinic at Oregon Health Sciences Uni-
versity in Portland, Oregon; had participated in previous studies
of ALS at the university; or had expressed an interest in partici-
pating in research on ALS in a survey conducted in 1996 on be-
half of the university by the Muscular Dystrophy Associations of
Oregon and Washington.

ALS was diagnosed by a neurologist at Oregon Health Sciences
University’s ALS Research Center or was confirmed by one of the
investigators as a probable or definite diagnosis on the basis of a
review of the medical record with the use of criteria developed
by the World Federation of Neurology.

 

4

 

 We required that patients
be able to communicate “yes” or “no” in response to questions
and be fluent in English. Patients were excluded from the study
if their primary physicians believed that participation would be
detrimental, if the patients had other life-threatening medical ill-
nesses or substantial cognitive impairment, or if they were unable
to acknowledge that they had ALS and that it might result in
death. Family care givers were defined as persons who were relat-
ed to the patient or who had a relationship with the patient that
was characterized by reciprocal affection and commitment. Paid,
unrelated care givers were excluded. Patients and care givers were
interviewed separately and (with the exception of those in Seat-
tle) by different research assistants. The interviews were conduct-
ed between September 1995 and April 1997. The study was ap-
proved by the institutional review board at Oregon Health
Sciences University. All subjects provided informed consent; if
they could not write their names, they made a mark on the form.

A

Copyright © 1998 Massachusetts Medical Society. All rights reserved. 
Downloaded from www.nejm.org on November 28, 2009 . For personal use only. No other uses without permission. 



 

968

 

·

 

October 1,  1998

 

The New England Journal  of  Medicine

 

Measures

 

Instruments that require only “yes” or “no” responses were
chosen, or instruments were modified in order to accommodate
the patients’ communication impairments. Standardized instru-
ments were used to measure social support,

 

5

 

 hopelessness,

 

6

 

 and
depression.

 

7

 

 Low energy and psychomotor retardation were ex-
cluded as symptoms of depression. We revised three items from
the Zarit Burden Inventory to determine whether the patients be-
lieved that their medical condition caused stress or was an emo-
tional or financial burden for their families.

 

8

 

 Patients rated the im-
portance of religion on a Likert scale and indicated church
membership and frequency of religious practices.

 

9

 

 Subscales of the
Sickness Impact Profile were used to assess eight aspects of func-
tional status: mobility, body care and movement, household man-
agement, work (not assessed in the case of retirees), recreation
and pastimes, ambulation, communication, and nutrition.

 

10

 

 Pa-
tients rated quality of life, pain, and suffering on Likert scales.

 

11,12

 

Patients were asked whether they agreed or disagreed with state-
ments about refusing life-sustaining medical treatment, including
cardiopulmonary resuscitation, mechanical ventilation, feeding
tubes, and using adequate medication for pain, even if death was
hastened as a result. Patients were classified as willing to consider
assisted suicide if they agreed with the statement, “Under some
circumstances I would consider taking a prescription for a medi-
cine whose sole purpose was to end my life,” and disagreed with
the statement, “I would never request or take a prescription for a
medication whose sole purpose was to end my life.” Patients clas-
sified as willing to consider assisted suicide were asked whether
they agreed or disagreed with a series of statements about request-
ing a prescription for a lethal dose of a medication from a physi-
cian, if it were legal to do so, and about a preference for self-
administration or administration by another person.

Family care givers completed the same questionnaires about so-
cial support, depression, and religious beliefs and practices. We as-
sessed the financial burden of the illness

 

13

 

 and its effect on the care
givers’ social life, health, and level of stress.

 

8

 

 Care givers rated the
patient’s quality of life, suffering, and severity of pain on Likert
scales and indicated whether they would support or oppose the
patient’s refusal of cardiopulmonary resuscitation, mechanical venti-
lation, or feeding tubes and the patient’s acceptance of pain medi-
cation, even if it might hasten death. Care givers were also asked
whether they would support or oppose the patient’s decision to take
a lethal dose of medication and what they thought the likelihood
was that the patient would actually request such a prescription.

 

Statistical Analysis

 

Cronbach’s alpha was used to measure the internal reproduc-
ibility of the modified scales.

 

14

 

 The results were as follows: pa-
tients’ religious practices, 0.84; burden on family care givers,
0.89; and family care givers’ religious practices, 0.85.

Comparisons between patients who would consider assisted sui-
cide and those who would not were performed for all variables.
Chi-square statistics were used for categorical variables, and un-
paired t-tests were used for continuous variables.

 

15

 

 All tests were
two-tailed. The kappa statistic

 

16

 

 was used to test for agreement be-
tween the patient and the family care giver with respect to the pa-
tient’s willingness to consider taking a lethal dose of medication.

 

RESULTS

 

Subjects

 

Of 148 patients with ALS who were identified as
candidates for participation in the study, 8 were ex-
cluded (1 did not speak English, 1 was unaware of the
diagnosis, 4 had dementia, and 2 were excluded at the
primary physician’s request). Of the 140 patients eli-
gible to participate in the study, 100 (71 percent)
agreed to do so. Their mean age was 54 years, and

 

*Mean values are given with 95 percent confidence intervals in paren-
theses.

†Information on hospice services was obtained from 85 of the 91 care
givers.

‡Major depressive disorder was defined according to the criteria specified
in the 

 

Diagnostic and Statistical Manual

 

 (fourth edition) of the American
Psychiatric Association.

§The Sickness Impact Profile

 

10

 

 measures the impact of illness on func-
tional status, with scores ranging from 0 (low impact) to 60 (high impact).

¶The Duke–University of North Carolina Functional Social Support
Questionnaire was used to assess social support.

 

5

 

 Scores for affective (emo-
tional) support range from 3 (low) to 9 (high); confidant scores (which
reflect the extent to which important matters are discussed or shared)
range from 3 (low) to 15 (high).

¿Scores on the Beck Hopelessness Scale

 

6

 

 range from 0 (not hopeless) to
20 (very hopeless).

**The importance of religion was assessed on a Likert scale, with scores
ranging from 0 (not important) to 100 (very important).

††Practices included praying, reading the Bible, reading devotional lit-
erature, viewing religious programs on television, and relying on religious
leaders for decision making. For each practice, the score ranged from
1 (never) to 3 (frequently).

‡‡Scores ranged from 1 (quality of life is as good as it can be) to 6 (qual-
ity of life is very bad).

§§Scores ranged from 1 (health problems have not limited quality of life)
to 6 (health problems have severely limited quality of life).

¶¶Scores ranged from 1 (no physical pain) to 6 (severe physical pain).

¿¿Scores ranged from 1 (not suffering) to 6 (suffering terribly).
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C

 

HARACTERISTIC

 

V

 

ALUE

 

*

 

Mean age — yr 54.0 (51.6–56.8)

Male sex — no. (%) 61 (61)

White — no. (%) 97 (97)

Married — no. (%) 78 (78)

Mean level of education — yr 14.4 (13.9–14.9)

Mean time since diagnosis — yr 2.8 (2.0–3.6)

Mean time since first symptoms — yr 4.0 (3.1–4.9)

Living at home — no. (%) 97 (97)

State of residence — no. (%)
Oregon
Washington

74 (74)
26 (26)

Receiving hospice services — no. (%)† 20 (24)

Diagnosis of major depressive disorder — 
no. (%)‡

11 (11)

Mean score on Sickness Impact Profile§ 33.1 (29.7–36.5)

Mean score for social support¶
Affective
Confidant

8.2 (7.9–8.5)
12.9 (12.4–13.4)

Mean score on Beck Hopelessness Scale¿ 4.8 (4.1–5.5)

Mean score for importance of religion** 73.8 (67.0–80.6)

Mean score for religious practices†† 9.6 (9.0–10.2)

Mean score for quality of life‡‡ 2.3 (2.0–2.6)

Mean score for effect of illness on 
quality of life§§

3.5 (3.2–3.8)

Mean score for severity of physical pain¶¶ 2.2 (1.9–2.5)

Mean score for severity of suffering¿¿ 2.4 (2.1–2.7)
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they had attended school for a mean of 14.4 years
(Table 1). Sixty-one percent were men, 97 percent
were white, and 78 percent were married. The mean
duration of illness was 4 years since the onset of
symptoms and 2.8 years since the diagnosis. Seventy-
four percent of the patients were residents of Oregon,
and 26 percent were residents of Washington.

Ninety-seven percent of the patients lived at home.
Of the 85 for whom information on hospice care
was available, 20 (24 percent) received such services.
Two patients were dependent on a ventilator. Eleven
percent of the patients were clinically depressed.
Ninety-one percent felt that their medical condition
was a cause of stress for family members, and 65 per-
cent felt that they were a burden to their families.
Forty-eight percent thought that their medical con-
dition resulted in financial hardship for their fami-
lies. Other functional, social, psychological, and re-
ligious characteristics of the patients are shown in
Table 1.

Fifty-six percent of the patients agreed with the
statement, “Under some circumstances I would con-
sider taking a prescription for a medicine whose sole
purpose was to end my life,” and were therefore clas-

sified as willing to consider assisted suicide. As shown
in Table 2, the patients who agreed with the state-
ment were more likely to be men, had more years of
education, had higher scores for hopelessness, were
less likely to be religious (on all measures), and rated
their quality of life as lower than those who dis-
agreed with the statement. The willingness to con-
sider assisted suicide was associated with a desire to
die, recent thoughts of committing suicide, and
possible refusal of life-saving treatment (Table 2).
Other variables, including state of residence, time
since the onset of symptoms or since the diagnosis,
social support, use of hospice care, disability, pain,
suffering, and perceived effects of illness on family
did not differ significantly between the two groups
of patients.

Although there was no difference in the preva-
lence of depression between the patients who would
consider taking a lethal dose of medication and
those who would not, patients who would consider
assisted suicide had higher scores for hopelessness
(Table 2). Hopelessness and depression were not
synonymous. For example, the subgroup of patients
with hopelessness scores of 9 or higher included 3 of

 

*CI denotes confidence interval.

†Scores ranged from 1 (as good as it can be) to 6 (very bad).

‡Scores ranged from 0 (not hopeless) to 20 (very hopeless).

§Scores ranged from 0 (not important) to 100 (very important).

¶Scores ranged from 5 (no religious practices) to 15 (frequent religious practices).
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(N=44)
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(N=56)
P 

V
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mean (95% CI)*

 

Level of education (yr) 13.5 (12.7–14.3) 15.0 (14.0–16.0) 0.02

Score for quality of life† 2.0 (1.6–2.4) 2.5 (2.3–2.8) 0.04

Score on Beck Hopelessness Scale‡ 3.4 (2.4–4.4) 5.9 (4.9–6.9) 0.001

Score for importance of religion§ 91.6 (85.5–97.7) 59.8 (50.0–69.6) <0.001

Score for religious practices¶ 11.5 (10.8–12.2) 8.0 (7.4–8.6) <0.001

 

no. (%)

 

Male sex 20 (45) 41 (73) 0.005

Thought of committing suicide in 
previous 2 wk

0 8 (14) 0.009

Wanted to die in previous 2 wk 3 (7) 17 (30) 0.003

Church member 34 (77) 22 (39) <0.001

Might refuse feeding tube 18 (41) 45 (80) <0.001

Might refuse cardiopulmonary 
resuscitation or mechanical 
ventilation

32 (73) 54 (96) 0.001

Might take pain medication to 
be comfortable, even if death 
hastened

33 (75) 55 (98) <0.001
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11 patients with a major depressive disorder (27 per-
cent) and 16 of 89 patients without a major depres-
sive disorder (18 percent) (P=0.46). Table 3 provides
additional information about the relation between
hopelessness and the willingness to consider taking
a lethal dose of medication.

The 56 patients willing to consider assisted suicide
were asked whether they agreed or disagreed with a
series of statements about obtaining a prescription
for a lethal dose of medication from a physician and
about preferences for the route of administration.
Fourteen of the 56 patients (25 percent) said they
would prefer to administer the lethal medication
themselves, 10 (18 percent) said they would prefer
to have another person inject the medication, and
31 (55 percent) said they would accept either ap-
proach. Forty-four of the 56 patients (79 percent)
agreed with the statement, “If physician-assisted sui-
cide were legal, I would request a lethal prescription
from a physician.” Only one patient agreed with the
statement, “If physician-assisted suicide were avail-
able now, I would request a lethal prescription today
with the intention of taking it to cause my death
within the next month.” Thirty-six of the 44 pa-
tients who would request a lethal prescription if it
were legal to do so agreed with the statement, “I
would probably keep the prescription available to
potentially use in the future.”

 

Family Care Givers

 

Ninety-one family care givers completed the sur-
vey. Four refused to participate or did not complete
the survey, four patients had no care givers, and one
patient refused to allow the care giver to participate.
Sixty-seven care givers were spouses, 11 were chil-
dren, 5 were friends, 4 were parents, 3 were other
relatives, and 1 was a sibling (Table 4). Their mean
age was 53 years, and 68 percent were women; they
had known the patient for a mean of 30.2 years. Ad-
ditional characteristics of the care givers are shown
in Table 4.

The social, economic, and psychological impact of
care giving was substantial. Sixty-seven care givers
(74 percent) provided assistance with shopping, 59
(65 percent) with dressing, 49 (54 percent) with
transferring from bed to chair, 40 (44 percent) with
bathing, and 34 (37 percent) with use of the toilet.
Fifty-nine care givers (65 percent) indicated that the
patient needed moderate or substantial help. Al-
though 89 of the 91 patients (98 percent) whose
care givers completed the survey had health insur-
ance, 21 of the care givers for those 89 patients (24
percent) reported that the patient did not have ade-
quate finances to cover expenditures for medical care
and equipment. Thirty-four care givers (37 percent)
had lost income because of care giving, 16 (18 per-
cent) had quit work to care for the patient, 11 (12
percent) had become ill while caring for the patient,
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(N=56)
P
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% of patients

 

“I look forward to the future with 
hope and enthusiasm.”

84 52 0.001

“My future seems dark to me.” 11 54 <0.001

“When I look to the future I ex-
pect I will be happier than now.”

66 25 <0.001

“I have great faith in the future.” 89 59 <0.001

*Because of rounding, percentages do not total 100. CI denotes confi-
dence interval.

†The number ranged from 0 to 10.

‡Scores ranged from 0 (never feels burdened) to 20 (nearly always feels
burdened).

§The scale for social support was the same as that used for the patients,
with scores ranging from 3 (low) to 9 (high) for the affective component
and from 3 (low) to 15 (high) for the confidant component.

¶The scale was the same as that used for the patients, with the score
ranging from 0 (not important) to 100 (very important).

¿The scale was the same as that used for the patients, with the score
ranging from 5 (no religious practices) to 15 (frequent religious practices).

**Scores ranged from 1 (as good as it can be) to 6 (very bad).

††Scores ranged from 1 (no physical pain) to 6 (severe physical pain).

‡‡Scores ranged from 1 (not suffering) to 6 (suffering terribly).

 

T

 

ABLE

 

 4.

 

 C

 

HARACTERISTICS

 

 

 

OF

 

 91 F

 

AMILY

 

 C

 

ARE

 

 G

 

IVERS

 

.*

 

C

 

HARACTERISTIC

 

C

 

ARE

 

 G

 

IVERS

 

no. (%)

 

Female sex 62 (68)

Relationship to patient
Spouse
Child
Parent
Sibling
Other relative
Friend

67 (74)
11 (12)
4 (4)
1 (1)
3 (3)
5 (5)

 

mean (95% CI)*

 

No. of activities of daily living in which patient 
requires assistance†

5.7 (5.0–6.4)

Period of acquaintance with patient — yr 30.2 (26.8–33.6)

Burden score‡ 9.0 (7.9–10.1)

Social-support score§
Affective
Confidant

7.4 (7.1–7.7)
12.1 (11.5–12.7)

Score for importance of religion¶ 71.4 (64.7–78.1)

Score for religious practices¿ 9.4 (8.8–10.0)

Score for assessment of patient’s quality of life** 2.4 (2.1–2.7)

Score for assessment of patient’s pain†† 2.7 (2.4–3.6)

Score for assessment of patient’s suffering‡‡ 2.8 (2.5–3.1)
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and 26 (29 percent) had delayed plans for them-
selves or their families. Twenty-one (23 percent) re-
ported that their social lives suffered frequently, 20
(22 percent) reported that they frequently did not
have enough time for themselves, and 30 (33 per-
cent) felt stressed frequently because of caring for
the patient. Twenty-two care givers (24 percent) were
clinically depressed. None of these factors were asso-
ciated with the care giver’s support of or opposition
to the patient’s request for assistance with suicide.

On the six-point Likert scales, 29 percent of the
care givers rated the patient’s suffering as 4 or high-
er, and 30 percent rated the patient’s severity of pain
as 4 or higher. The care givers’ perception of the pa-
tients’ pain, suffering, and quality of life were unre-
lated to their attitude toward a request for assistance
with suicide.

In 66 of 91 instances (73 percent), the care giver
and the patient had similar attitudes toward physi-
cian-assisted suicide (kappa=0.46). Overall, 56 care
givers (62 percent) said they would support the pa-
tient’s decision to take a lethal dose of medication.
Nine care givers of patients who would consider as-
sisted suicide said they would oppose such a request.
Care givers who opposed assisted suicide were more
likely to be religious than those who supported it,
on all measures of religious beliefs and practices, in-
cluding church membership (77 percent vs. 41 per-
cent, P<0.001), importance of religion (90 vs. 60
on the 100-point Likert scale, P<0.001), and the fre-
quency of religious practices (11.7 vs. 8.0, P<0.001).
Seventy-six percent of the care givers were able to
predict accurately the patient’s willingness to consid-
er taking a lethal dose of medication. In seven in-
stances, the care giver believed the patient would not
consider assisted suicide, whereas the patient indicat-
ed a willingness to consider it. In 14 instances, the
care giver thought the patient might consider assist-
ed suicide, but the patient indicated that he or she
would not consider it.

 

DISCUSSION

 

Our study was conducted in Oregon and Wash-
ington during a time of considerable legal and po-
litical activity with regard to physician-assisted sui-
cide. An assisted-suicide initiative, the Oregon Death
with Dignity Act, was approved by Oregon voters in
November 1994 but was not implemented because
of a series of legal challenges.

 

17

 

 In view of the me-
dia’s attention to these issues during the study peri-
od, it is likely that seriously ill persons in the Pacific
Northwest had thought about whether they would
choose assisted suicide for themselves and had dis-
cussed it with family members. The Oregon Death
with Dignity Act was enacted in October 1997, after
the data for the study had been collected.

Throughout the study period, it was uncertain
whether patients with ALS would qualify for assisted

suicide under the Oregon Death with Dignity Act.

 

17

 

By the time patients with ALS have less than six
months to live (one of the criteria for qualification),
they may have lost the use of their hands and have
such difficulty swallowing that taking oral medica-
tion without assistance is no longer possible. The

 

Oregon Health Law Manual,

 

 however, points out that
there is wide room for interpretation of the law. Al-
though the law expressly prohibits lethal injection,
the manual states, “Interpretation may also be need-
ed to clarify whether intravenous equipment . . .
may be used by the patient to deliver a slow infusion
of medication. One might reasonably interpret a
prescription for an ‘infusion’ as distinct from an ‘in-
jection’ and therefore within the scope of the Act.”
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If such an interpretation is upheld, “self-administra-
tion” may be possible with assistive devices. If not,
persons with ALS will probably not qualify for as-
sistance with suicide under the Oregon law because
of their disability.

A majority of the study participants with ALS said
they would consider assisted suicide, and 44 percent
said they would request a prescription for a lethal
dose of medication from a physician if it became a
legal option. Only one patient, however, would take
the medicine immediately; most of the patients would
reserve it for future use. These findings support the
notion that some seriously ill persons gain psycho-
logical comfort from knowing that taking a lethal
dose of medication is an option. Having control
over one’s death may be especially important for
persons with a disease such as ALS, in which the in-
ability to work, engage in pleasurable activities, care
for oneself, and communicate constitutes a formida-
ble loss of autonomy.

 

19

 

Patients and family care givers with strong reli-
gious beliefs and frequent religious practices were
much less likely to consider assisted suicide an op-
tion than those who were less religious. Although
there has been concern that poor persons would be
more likely to choose physician-assisted suicide if it
were legalized,

 

20

 

 like other investigators,

 

21

 

 we found
that persons with higher socioeconomic status (as
measured by educational level) were more likely to
desire this option. Other factors thought to be rele-
vant, including extent of social support, degree of
disability, presence or absence of the perception that
one is a burden to others, and presence or absence
of pain and suffering, were not associated with atti-
tudes toward physician-assisted suicide.

We found that hopelessness, but not depression,
was associated with a willingness to consider assisted
suicide. In contrast, one study of patients with hu-
man immunodeficiency virus infection and two stud-
ies of patients with cancer found that depression was
associated with an interest in hastening death.21-23

Major depression is characterized by depressed mood
or loss of interest or pleasure in activities. Associated
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findings include feelings of worthlessness or guilt;
thoughts of death or suicide; difficulty concentrat-
ing, making decisions, or thinking; and changes in
sleep, energy, appetite, and psychomotor activity.
Hopelessness is a way of thinking in which negative
expectations about the future are pervasive. Many
depressed patients express hopelessness, but patients
may be hopeless without being depressed.

In patients with psychiatric disorders, hopeless-
ness is a better predictor of suicidal intent and actual
suicide than is depression.24,25 Although some per-
sons with ALS in our study expressed hopelessness,
many similarly disabled persons did not. Understand-
ing psychological adaptations that allow persons
with ALS to avoid hopelessness may help to improve
the care of such patients. Pessimism, hopelessness,
and other forms of existential despair in the absence
of depression may best be addressed by cognitive
therapies that help the patient find meaning in the
future, reduce fears, and avoid focusing on the worst
outcomes.26,27

Fatigue on the part of family care givers has been
implicated as a factor in requests for physician-assist-
ed suicide. Cherny and colleagues27 identified four
components of such fatigue: persistently inadequate
relief of the patient’s suffering, inadequate resources
to provide care without compromising the family’s
future welfare, unrealistic expectations of oneself as
a care giver and of medical care, and emotional dis-
tress. In a study of 2661 seriously ill patients,28 eco-
nomic hardship was associated with family members’
desire to forgo life-sustaining medical treatments. In
our study, however, the care giver’s perception of the
patient’s suffering, level of social support, emotional
distress (depression), and economic burden were not
associated with attitudes toward assisted suicide (da-
ta not shown).

Several shortcomings and limitations of our study
should be noted. We did not investigate the factors
that lead a person who desires or requests a lethal
dose of medication to take it. The sample was small,
and it consisted of a subgroup of patients with ALS
who were interested in participating in research;
whether the results were therefore biased is un-
known. The majority of patients were white, college-
educated, and male. Other investigators have found
that these characteristics are correlated with favor-
able attitudes toward assisted suicide and euthana-
sia.21,22,29,30 The diagnosis of depression was not con-
firmed by a mental health professional. Because of
potential impairments in the patients’ oral and writ-
ten communication, questions were asked in a yes–
no format, which resulted in a diminished range of
possible responses for several measures, including
the key variable — willingness to consider taking a
prescription for a lethal dose of medication.

Our study suggests that where physician-assisted
suicide is legal, some terminally ill patients may re-

quest a prescription for a lethal dose of medication
well before they intend to take it. Such requests may
be prompted more by pessimism about the future
than by current suffering. Physicians may be able to
help patients by exploring their feelings of dread and
enhancing their sense of control.
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