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Medical comorbidity, which is
common among persons
with serious mental illness,

contributes to increased disability,
health care costs, and early mortality
(1–5). Despite advances in the use of
psychiatric advance directives (6–9),
public mental health systems have
generally neglected medical advance
directives for their consumers (10). It
is likely that several factors contribute
to this neglect. First, mental health
providers may avoid end-of-life dis-
cussions for fear of provoking a nega-
tive reaction (11). Second, providers
may assume that serious mental ill-
ness impairs a person’s capacity to
formulate and communicate health
care choices (12–14). Finally, case
managers and other mental health cli-
nicians lack the knowledge, training,
or standard procedures needed to fa-
cilitate and support advance care
planning (10).

Little is known about the end-of-
life care preferences of persons with
serious mental illness or about
methods for facilitating completion
of medical advance directives by this
high-risk population. In other re-
ports, including an article published
in this issue of Psychiatric Services
(10,15), we describe the Health
Care Preferences Questionnaire
(HCPQ) and report on consumers’
attitudes, concerns, preferences,
and experiences with medical ad-
vance care planning. The purpose of
this article is to describe mental
health care consumers’ end-of-life
care preferences in relation to vari-
ous hypothetical medical health
state scenarios.
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Objective: The goal of this study was to ascertain preferences for end-
of-life care among persons with serious mental illness. Methods: The
participants were 150 community-residing adults with serious mental
illness. The Health Care Preferences Questionnaire was administered
to obtain information about treatment preferences in response to hy-
pothetical medical illness scenarios: use of pain medication in the
case of incurable cancer and use of artificial life support in the case
of irreversible coma. Participants were asked what their treatment
preferences would be for an imaginary person in each scenario (“oth-
er”) as well as their preferences for themselves (“self”). Results: For
the scenario involving pain medication for incurable cancer, most
participants chose aggressive pain management even if cognition
might be affected (64 percent of respondents under the “other” sce-
nario and 66 percent under the “self” scenario). Few participants
thought a doctor should provide patients with enough medication to
end their life (34 percent for self and 24 percent for other). For the
scenario involving irreversible coma, respondents were divided in
their choice regarding life support. Approximately one-quarter said
that they would prefer to immediately terminate life support (28 per-
cent of respondents for other and 29 percent for self), and half said
they would choose to turn it off after a defined period (48 percent for
other and 45 percent for self). Conclusions: Persons with serious men-
tal illness were able to designate treatment preferences in response
to end-of-life health state scenarios. Future research is needed to test
advance care planning methods, assess stability of choices over time,
and ascertain the utility of scenario-based preferences to guide end-
of-life care decisions in this population. (Psychiatric Services 56: 585–
591, 2005)
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Methods
The participants in this study were
150 clients of the Massachusetts De-
partment of Mental Health who were
18 years of age or older. The study
was conducted from November 2000
through July 2001. A detailed de-
scription of the sample and data col-
lection methods is provided in the
companion article in this issue of the
journal (15).

Information about consumers’
preferences was obtained by using
the HCPQ. Two hypothetical health
state scenarios were adapted from
standard scenarios in which patients
have conditions that prevent them
from expressing a choice between
different types of palliative care, ag-
gressive treatments, and life support
(16–26). These scenarios were sup-
plemented with questions derived
from the Quest to Die With Dignity
(27), an instrument used to analyze
values, opinions, and attitudes con-
cerning end-of-life care. We antici-
pated that hypothetical health state
scenarios would enable us to learn
about the advance care planning
preferences of persons with serious
mental illness, as they have for the
general population (23–26).

The two scenarios used in the
HCPQ include terminal metastatic
cancer with terrible pain and total
paralysis with irreparable brain dam-
age. Interviewers read a scenario in-
volving an imaginary patient and
asked the study participant to select a
treatment choice for this person. Par-

ticipants were then asked to consider
what treatment they would want for
themselves in the same situation. A
total of 140 participants (93 percent)
reported treatment preferences for
the imaginary person, and 141 (94
percent) reported treatment prefer-
ences for themselves.

The scenarios were preceded by
assessments of health status and ad-
vance care planning and were fol-
lowed by assessments of beliefs, val-
ues, and end-of-life concerns, as well
as interview feedback and follow-up.
The HCPQ also contains a psychi-
atric health state scenario. Because
this scenario addresses psychiatric
advance directives as distinct from
medical advance directives, partici-
pants’ preferences in this regard are
not reported here.

Scenario-based treatment prefer-
ences were examined by using chi
square analyses and logistic regres-
sions. The logistic regressions exam-
ined predictors of congruence be-
tween responses to the “self” and
“other” scenarios as well as predic-
tors of end-of-life health care prefer-
ences. A correlation matrix was used
to identify demographic, clinical,
functional, advance directive, and
end-of-life care preference variables
that accounted for variance in de-
pendent variables. Variables associat-
ed with significant variance were
used as independent variables in re-
gression models. Highly intercorre-
lated variables were removed from
the analysis. 

Results
As reported in our other article in
this issue (15), 67 participants (45
percent) were women, and 137 (91
percent) were white. The mean±SD
age of the sample was 42.0±10.4
years. The participants had predom-
inantly been educated through high
school or beyond (116 participants,
or 77 percent), and most had never
married (129 participants, or 86 per-
cent). Primary diagnoses included
schizophrenia or other psychosis (99
participants, or 66 percent), mood
disorders (major depression and
bipolar disorder) (42 participants, or
28 percent), and other disorders
(personality disorders or posttrau-
matic stress disorder) (nine partici-
pants, or 6 percent). Ninety partici-
pants (60 percent) had at least one
medical illness that required ongo-
ing treatment.

Preferences for end-of-life care
Table 1 summarizes the participants’
end-of-life care preferences under
the scenario of terrible pain from ter-
minal metastatic cancer. Most partic-
ipants indicated a preference for pain
medication even if it caused confu-
sion or an inability to communicate
(92 participants, or 66 percent).
Nearly two-thirds of respondents en-
dorsed this level of pain medication
for the imaginary person as well (90
participants, or 64 percent). Among
participants who responded to this
scenario, nearly two-fifths (55 partici-
pants) expressed concern about ad-
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Preferences for use of pain medication in the case of incurable cancer, both for an imaginary other patient and for the re-
spondent (self), among persons with serious mental illness

Self, yes Self, no Total
Medication scenario and response
in relation to the other patient N % N % N % χ2† p

Increase dosage even if it causes
confusion or inability to communicate 72.14 <.001

Yes 82 59 8 6 90 64
No 10 7 40 29 50 36
Total 92 66 48 34 140 100

Doctor to provide an overdose
to end the patient’s life 72.01 <.001

Yes 32 23 2 1 34 24
No 16 11 91 65 107 76
Total 48 34 93 66 141 100

† df=1. The analysis compared the percentages of “self” and “other” responses.
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diction to the pain medication (data
not shown).

The second part of the cancer sce-
nario describes a patient who asks the
doctor “to give him enough pain med-
icine to die by overdose.” Most par-
ticipants indicated that the doctor
should not comply with this request
(93 respondents, or 66 percent, under
the “self” scenario and 107 respon-
dents, or 76 percent, under the “oth-
er” scenario). However, participants
were more likely to indicate a prefer-
ence for an overdose for themselves
on request (48 respondents, or 34
percent) than to honor the request of
an imaginary person (34 respondents,
or 24 percent).

A logistic regression model indicat-
ed that preference to receive pain
medication that could cause confu-
sion or an inability to communicate
was positively associated with age
(odds ratio [OR]=1.05, 95 percent
confidence interval [CI]=1.01 to
1.10) and negatively associated with a
concern about addiction (OR=.29,
CI=.13 to .64). In contrast, a logistic
regression model indicated that the
preference to receive a medication
overdose designed to end life was
positively associated with a prefer-
ence for medication that may cause
confusion or an inability to communi-
cate (OR=2.62, CI=1.11 to 6.18), a
belief that other people should make
decisions for a terminally ill person
(OR=2.89, CI=1.05 to 7.90), and a
preference for the immediate termi-
nation of life support (OR=2.30,
CI=1.02 to 5.19).

Respondents’ preferences under
the scenarios of irreversible brain
damage and the decision of whether
to end life support are summarized in
Table 2. The participants selected
from terminating life support imme-
diately, waiting for a defined period
for a change to be detected (seven
days or 30 days), indefinite use of life
support, or other. Participants who
responded “other” provided addition-
al information about this preference
and usually indicated “I don’t know”
(nine respondents). “I don’t know” re-
sponses were coded as indefinite use
of life support. More than two-fifths
of respondents (61 respondents, or 43
percent, under the “self” scenario and
64 respondents, or 45 percent, under
the “other” scenario) endorsed wait-
ing a defined period. The remainder
were nearly equally distributed be-
tween terminating life support imme-
diately (40 respondents, or 28 per-
cent, for self and 38 respondents, or
27 percent, for other) and waiting in-
definitely (40 respondents, or 28 per-
cent, for self and 39 respondents, or
28 percent, for other).

Participants gave nearly identical
reasons for life support choices in re-
lation to both the imaginary person
and themselves. Among those who
said that they would terminate life
support immediately, 20 (48 percent)
cited absence of quality of life, loss of
personhood, and not wanting to be
dependent on a machine or in a vege-
tative state. Another eight respon-
dents (19 percent) said they did not
want to prolong life, that it was “in

God’s hands,” or that one should let
nature take its course. Among partic-
ipants who said that they would wait
for a defined period, the most com-
mon reason was to allow time for a
medical change or a “miracle” (33 re-
spondents, or 48 percent). Finally, of
participants who said that they would
prolong life support indefinitely, 12
(33 percent) said that everyone de-
serves to live as long as possible, and
an additional seven (19 percent)
wanted to allow time for clinical
changes or “miracles.”

A logistic regression model indicat-
ed that the preference to terminate
life support immediately (as opposed
to waiting for at least one week) was
not predicted by participant charac-
teristics. In contrast, the preference
to remain on life support indefinitely
(as opposed to terminating life sup-
port immediately or waiting up to 30
days in order for a change to be de-
tected) was positively associated with
the mental health component of the
Short Form-12 (SF-12) (OR=1.06,
CI=1.02 to 1.10) and negatively asso-
ciated with presence of a mood disor-
der (depression or bipolar disorder
compared with other disorders)
(OR=.25, CI=.08 to .79).

Congruence
Congruence for the imaginary other
person and for the respondent him-
or herself was high for both health
state scenarios. For the scenario of
terrible pain due to incurable cancer,
122 respondents (87 percent) ex-
pressed similar preferences for them-
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Preferences for life support in the event of brain damage with little chance of recovery, both for an imaginary other patient
and for the respondent (self), among persons with serious mental illness

Self, turn it Self, wait for a Self, keep alive
off now defined perioda indefinitelyb Total

Response in relation
to the other patient N % N % N % N % χ2† p

Turn it off now 33 23 3 2 2 1 38 27 172.23 <.001
Wait for a defined periodc 4 3 55 39 5 4 64 45
Keep alive indefinitelyb 3 2 3 2 33 23 39 28
Total 40 28 61 43 40 28 141 100

a Thirty-five respondents specified a wait of seven days, 24 a wait of 30 days, and two a wait of some other defined period.
b Nine participants responded with “I don’t know” for either the imaginary patient or themselves and were included in the “keep alive indefinitely” cat-

egory.
c Thirty-six respondents specified a wait of seven days, 27 a wait of 30 days, and one a wait of another defined period.
† df=4
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selves as for an imaginary other per-
son with respect to increasing med-
ication despite confusion and an in-
ability to communicate. Among indi-
viduals with noncongruent responses,
preferences were split between want-
ing the medication for themselves but
not the imaginary person (ten respon-
dents) and wanting the medication
for the imaginary person but not for
themselves (eight respondents). In
the scenario describing a request for
medication overdose to end life, 123
respondents (87 percent) had congru-
ent responses for themselves and for
the imaginary other person. However,
most individuals with noncongruent
responses said that they would choose
the overdose for themselves but not
for another person (11 respondents),
whereas only two said that they would
choose it for another person but not
for themselves.

Logistic regression models indicat-
ed that congruence on the question
about taking medication even if it
caused confusion was positively pre-
dicted by congruence on the question
about medication overdose (OR=
6.51, CI=1.91 to 22.24). Congruence
on medication overdose was predicted
by congruence on taking medication
despite its causing confusion (OR=
21.55, CI=3.54 to 131.68) and by a
lower mental component score on the
SF-12 (OR=.88, CI=.81 to .96).

For the scenario involving total
paralysis, brain damage, and little
chance of recovery, 121 participants
(86 percent) identified congruent life
support preferences for themselves
and the imaginary person. Among in-
dividuals whose responses were non-
congruent, preferences were evenly
split between waiting longer to termi-
nate life support for themselves (ten
respondents) and waiting longer to
terminate life support for the imagi-
nary other person (ten respondents).
Congruent responses were predicted
by older age (OR=1.07, CI=1.01 to
1.13) and the presence of a mood dis-
order (OR=9.70, CI=1.21 to 77.72).

Distress in response 
to the scenarios
Follow-up information was obtained
for 26 of the 29 participants who re-
acted negatively to at least one of the
questions on the HCPQ. The ques-

tion about terminal cancer distressed
seven of these participants, and all
the questions distressed five partici-
pants. In addition, distress was asso-
ciated with the psychiatric scenario
(eight participants), the entire inter-
view (two participants), concerns
pertaining to death or development
of a terminal illness (two partici-
pants), questions associated with
trusting one’s physician (one partici-
pant), and health care proxy issues
(one participant).

Six participants terminated the in-
terview before completion because of
distress. Of these participants, two
terminated the interview during the
question about terminal cancer, two

terminated during the question about
life support, and two terminated after
completing the three HCPQ health
state scenarios.

None of the distressed participants
required crisis intervention or experi-
enced a psychiatric decompensation.
One participant accepted supportive
counseling after abruptly terminating
the interview, responded well, and
was reassessed the next day. No addi-
tional interventions were needed.

Discussion
Obtaining advance directive prefer-
ences by using hypothetical scenarios
has been promoted as practical and

feasible in a variety of populations.
The study reported in our companion
article in this issue of the journal (15)
suggests that mental health con-
sumers are able to respond to difficult
end-of-life questions with modest dis-
tress and few omissions. Although the
scenarios distressed some partici-
pants, and six terminated their partic-
ipation in the study at that point,
none of these individuals experienced
ongoing deleterious effects. This
finding should help allay concerns
that end-of-life care discussions will
provoke serious negative reactions
among persons with mental illness.
Our results support the limited pub-
lished findings that mental health
consumers are able to participate in
advance care planning for complex
and potentially distressing future situ-
ations, such as identifying prefer-
ences for psychiatric hospitalization
and treatments (11,28–30).

Components of the HCPQ that
cover health status, psychiatric and
medical conditions, and experience
with advance care planning preceded
the reading of the hypothetical sce-
narios. The advance care planning
component includes questions about
the designation of a health care proxy
and the situations in which a proxy
would be activated (“in case you be-
come too sick to make medical deci-
sions yourself” and “to communicate
your health care decisions if you can-
not communicate for yourself”). Be-
cause participants could question any
item that they did not understand, the
preceding topics may have prepared
them for thinking about the end-of-
life scenarios. Other authors who
used scenarios to assess treatment
preferences noted improvements in
understanding and comfort by offer-
ing the opportunity to ask questions
(31,32). In addition, those who have
investigated the decision-making ca-
pacity of people with serious mental
illness have also noted improvements
in understanding when participants
are allowed to ask questions (33,34).
Recent work supports our impression
that persons with serious mental ill-
ness have the cognitive capacity to re-
spond to written scenarios (35).

We found that persons with serious
mental illness frequently endorsed
the same treatment options for an
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imaginary person as for themselves
(in 83 to 88 percent of the situations
described). Indicating preferences
for complex, ambiguous, and emo-
tionally difficult decisions (36) that do
not require the situation to be imme-
diately personal may be easier for
participants than indicating such
preferences for themselves. Present-
ing an imaginary situation might allow
the participant to first conceptualize
the situation as a story. This approach
offers participants the opportunity to
ask questions about the scenario and
answer potentially upsetting ques-
tions about treatment choices for
some unknown detached person be-
fore considering the same choices for
themselves.

Individuals who were older, who
had lower (worse) mental component
scores on the SF-12, and who had a
mood disorder were the most likely
to provide congruent responses to
the scenarios. Reich (37) and Ander-
sen and colleagues (38) described de-
creased latency response among de-
pressed people who were asked to
predict whether positive or negative
events would happen to an “average
person” or to themselves. They at-
tribute the congruence in their sam-
ple of patients with depression as
representative of a depressed cogni-
tive schema. Careful research is
needed to determine whether the
high congruence we observed in
HCPQ responses in the subgroup of
respondents who had mood disorders
and lower mental component scores
on the SF-12 can be attributed to de-
creased response latency caused by
depression.

Sixty-six percent of the participants
in our study said that they would
choose to have pain medication ad-
ministered in the case of advanced,
incurable cancer with terrible pain,
even if it caused them “to become
confused or unable to communi-
cate,” and less than 40 percent ex-
pressed concern about becoming ad-
dicted. The preference to receive
pain medication was associated with
older age and with a lack of concern
about addiction. In a survey of adults
who were asked about taking strong
pain medication in the context of ter-
minal cancer, 49 percent were con-
cerned about “the possibility of men-

tal confusion,” and 37 percent ex-
pressed concern “about the possibil-
ity of addiction” (39).

The physician’s role in hastening or
causing death was unsupported by a
majority of the participants in our
study (66 percent under the “self”
scenario and 76 percent under the
“other” scenario). Only one-third (34
percent) affirmed that they would
want a physician to respond to a re-
quest to provide “enough medicine to
die by overdose,” and fewer (24 per-
cent) affirmed this option for the
imaginary other person. Studies of
the general population reveal differ-
ent results. For example, in one study

2,203 respondents (49 percent)
agreed with the statement, “In case of
a fatal illness a doctor should help the
person end his or her life” (40). In
other studies of the general popula-
tion, respondents said that they
would not choose physician-assisted
suicide for themselves but that they
would not take away someone else’s
right to make that choice (27).

We also found conservative prefer-
ences for terminating artificial life
support among persons with serious
mental illness. In contrast to findings
from a survey of the general popula-
tion, in which 48 percent of persons

reported that they would discontinue
artificial life support in a case of coma
from irreversible head trauma (41),
only 29 percent of our study partici-
pants said that they would do so. On
the other hand, 71 percent of our par-
ticipants said that they would choose
to prolong artificial life support tem-
porarily or permanently to “allow
time for a possible miracle” or be-
cause people “deserve to live as long
as possible.”

Although these response rates are
different from those of Caucasians in
the general population, the choices
are similar to those expressed by
some racial or ethnic groups. African
Americans, Latinos, and Haitians of-
ten choose to continue aggressive
treatments, including artificial life
support, when the prognosis is poor
(42–45). Disparities in access to
health care, quality of care, and deliv-
ery of services underlie distrust in
health care in minority populations
(46,47) and contribute to a hesitancy
to discontinue intensive treatments.
Persons with serious mental illness
experience similar health care dispar-
ities (48,49) and may be influenced
by similar feelings.

Although our study begins to ad-
dress the feasibility of identifying
end-of-life care preferences among
persons with serious mental illness, it
had several limitations. First, the
study sample was small and was not
culturally diverse. Second, the re-
spondents were not randomly select-
ed. Third, there was no comparison
group. Fourth, the precise text of the
scenarios was altered from that of
standard advance care planning sce-
narios. Fifth, our methods of using
scenarios for an imaginary other per-
son and for the respondent him- or
herself was not informed by relevant
psychological theory (50). Finally, the
follow-up was clinical and was limited
to individuals who expressed a great
deal of distress. Universal follow-up
would have strengthened the study by
providing data about advance direc-
tive completion rates and participant
well-being. Thus the results should
be interpreted with caution.

Despite these limitations, this is the
first report we are aware of that de-
scribes end-of-life treatment prefer-
ences of a sample of persons with se-
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rious mental illness. Support for the
findings requires studies of health
state scenarios that have adequate
power to evaluate well-defined sub-
groups, such as psychiatric disease,
race, age, religion, health status, and
methods for measuring the stability of
preferences over time. The general
population (51,52) and persons with
serious mental illness (53) are recep-
tive to advance care planning, al-
though rates of completion of ad-
vance directives are low. Important
barriers include consumers’ concerns
and misconceptions (54); lack of
knowledge, education, experience,
and comfort among practitioners
(55); discordance between the pa-
tient, the family member or proxy,
and the provider; and concerns about
providers’ compliance with directives
(56). Potential benefits include pro-
moting individual autonomy and em-
powerment; enhancing communica-
tion between patients, family mem-
bers, and health care providers; and
protecting individuals from receiving
unwanted treatments at a time when
they cannot make or communicate
their own treatment decisions. Con-
sumers are supportive of advance di-
rectives, and their participation is
critical for the development and im-
plementation of needed education,
research, policies, and best practices.

Conclusions
In this study, mental health con-
sumers were able to engage in med-
ical advance care planning through
hypothetical health state preference
scenarios. In a scenario involving in-
curable cancer, nearly two-thirds of
individuals with serious mental illness
indicated preferences for aggressive
pain management, even if it would
impair cognition, and one-third indi-
cated preferences for receiving a
medication overdose in order to end
their life. Moreover, nearly half of
participants indicated that they would
prefer to receive life support for a de-
fined period, and the remainder was
split between immediately terminat-
ing life support and maintaining it in-
definitely.

Because persons with serious men-
tal illness die at a younger age than
the general population, it is important
to begin discussions about advance

directives with them as outpatients, as
has been recommended for the gen-
eral population (57,58). Regular re-
view of proxy designations and med-
ical and psychiatric treatment prefer-
ences will improve communication
and empower consumers, family
members, and significant others. Our
suggested intervention includes ob-
taining information about medical
and psychiatric preferences, values
(59), beliefs, and health care proxy
designation coupled with the flexibil-
ity to complete the directive at once
or in parts. Documentation of end-of-
life care preferences and inclusion of
preferences in medical and case man-
agement records can support future
decision making for guardians, prox-
ies, family members, and practition-
ers at a time when a consumer is un-
able to make or communicate his or
her own health care decisions. ♦
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