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Abstract
We explore the content and correlates of older adults’ end-of-life treatment preferences in two
hypothetical terminal illness scenarios: severe physical pain with no cognitive impairment, and severe
cognitive impairment with no physical pain. For each scenario, we assess whether participants would
reject life-prolonging treatment, accept treatment, or do not know their preferences. Using data from
the 2004 wave of the Wisconsin Longitudinal Study (N = 5,106), we estimate multinomial logistic
regression models to evaluate whether treatment preferences are associated with direct experience
with end-of-life issues, personal beliefs, health, and sociodemographic characteristics. Persons who
have made formal end-of-life preparations, persons with no religious affiliation, mainline Protestants,
and persons who are pessimistic about their own life expectancy are more likely to reject treatment
in both scenarios. Women and persons who witnessed the painful death of a loved one are more likely
to reject treatment in the cognitive impairment scenario only. Consistent with rational choice
perspectives, our results suggest that individuals prefer treatments that they perceive to have highly
probable desirable consequences for both self and family.
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INTRODUCTION
In its influential report Crossing the Quality Chasm, the Institute of Medicine (2001) called
for “patient-centered care” that explicitly considers the preferences and desires of patients.
Bioethicists concur that physicians should share, and in some cases delegate, medical decision-
making control to dying patients and their families (President’s Council on Bioethics, 2005).
In practice, however, many dying persons are unable to convey their preferences for medical
treatments because they are incapacitated when the decision is required (Field and Cassel,
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1997). As such, difficult decisions about stopping or continuing treatment often fall to family
members, who may be distressed and may disagree among themselves about appropriate care
(Kramer et al., 2006). When families and health-care providers cannot agree on a course of
action, the default decision typically is to continue treatments, which may be finan-cially and
emotionally draining for family members, and physically distressing to the patient (Field and
Cassel, 1997).

In an effort to prevent problematic, futile, or contested end-of-life care, practitioners encourage
older adults to express and document their treatment preferences when they are still in good
health (American Medical Association, 1996). Adults may convey their treatment preferences
formally through a living will or a durable power of attorney for healthcare (DPAHC)
appointment, or informally via discussions with significant others. Public policies support these
practices; the Patient Self-Determination Act, passed by Congress in 1990, was designed to
foster patient autonomy by encouraging use of advance directives (i.e., documents that
comprise a living will and DPAHC designation).

Despite professional endorsements and widely publicized reports of the advantages of planning
for end-of-life care, studies consistently show that only 20–30% of dying patients have an
advance directive in their medical chart (e.g., Ditto et al., 2001; Morrell et al., 2008). Some
scholars argue that this pattern reflects a “death-denying” ethos in contemporary Western
society (Kellehear, 1984). However, others have pointed out structural obstacles to end-of-life
planning and discussions, including patients’ lack of knowledge about treatment options,
limited access to health-care and legal professionals who could assist in advance care planning,
and the (often erroneous) belief that such practices are unnecessary because one’s family
members intuitively understand and thus can convey the patient’s preferences at the end of life
(Coppola et al., 2001; Field and Cassell, 1997; Porensky and Carpenter, 2008). Given these
obstacles to holding timely and effective end-of-life conversations, little is known about the
end-of-life health-care preferences of relatively healthy, community-dwelling older adults.

We use data from the Wisconsin Longitudinal Study (WLS) to investigate the end-of-life
treatment preferences of men and women in their mid 60s. We assess whether older adults
would want to accept or reject life-sustaining treatments, or whether they do not know their
preferences, in two hypothetical scenarios: a terminal illness with severe physical pain and no
cognitive impairment, and a terminal illness with no physical pain yet severe cognitive
impairment. We further investigate the extent to which five sets of psychosocial factors are
associated with treatment preferences: direct experiences with end-of-life issues, personal
beliefs, health and health-care encounters, family roles, and demographic characteristics. Our
analysis is guided by rational choice perspectives, where individuals endorse preferences and
behaviors that they perceive will maximize their own well-being and the well-being of their
significant others.

BACKGROUND
In the spring of 2005, the Terri Schiavo case captured national media attention. Schiavo, a 41-
year-old Florida woman, had been immobile and uncommunicative for more than 15 years
after having suffered heart failure and subsequent brain damage when she was 26 years old.
Her family members vigorously debated whether to keep her on artificial life support, and these
disagreements triggered both judicial intervention and a national conversation about end-of-
life planning. Experts agreed that if Schiavo had articulated her preferences for (or against)
life-sustaining treatments when she was still healthy and cognitively intact, the public
controversy and private family distress could have been avoided (Ditto et al., 2006).
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In the months following Schiavo’s death, the nonprofit organization Aging with Dignity
received more than 800,000 requests for advance directives—more than 50 times the usual rate
(Ditto et al., 2006). Despite this outpouring of interest, mounting evidence reveals many threats
to the effectiveness of advance directives (Collins et al., 2006). For instance, health-care
providers may not have access to the document at the moment when a decision is required, or
the specific treatment preferences stated may not be applicable to the patient’s current health
condition.

Further, patient advocate groups have criticized advance directives for focusing on preferences
for specific treatments (e.g., use of a ventilator), rather than broad personal values, such as self-
determination or acceptance at the end of life (Collins et al., 2006). Consequently, both medical
and patient advocate communities have developed alternative forms of advance care planning,
where health-care providers obtain a patient’s “values history,” which assesses general beliefs
regarding healthcare that are then used to identify the patient’s preferred approach to a variety
of specific end-of-life situations (Doukas and McCullough, 1991). New forms of advance
directives, called combined directives, merge components of the traditional advance directive
and the values history as a way to obtain a more comprehensive record of a patient’s wishes
(President’s Council on Bioethics, 2005).

Despite the nascent movement toward combined directives and attention to patients’ general
preferences and values, most scholarly research focuses on identifying the prevalence and
correlates of older adults’ specific treatment preferences. Studies typically rely on small clinical
samples of terminally ill older adults suffering from a single condition, such as cancer
(Claessens et al., 2000; Phelps et al., 2009); frail elders residing in a nursing home (Resnick
and Andrews, 2002); or patients with limited life expectancy, based on medical chart review
(Fried et al., 2002). This reliance on narrowly defined subpopulations has created three serious
limitations to studies of end-of-life preferences: they focus on specific treatment options only,
which may not be understood by or applicable to many individuals at the end of life; they fail
to explore the prevalence and correlates of not having a preference; and they focus on a limited
set of demographic and health characteristics of study participants and do not consider the
broader range of experiential, attitudinal, and relational factors that may influence preferences.

Assessing General Versus Specific Treatment Preferences
Most studies assess whether individuals would accept or reject specific treatments such as
cardiopulmonary resuscitation (CPR), ventilators, or feeding tubes if faced with a particular
health condition (Emanuel, 1998; Gordon and Shade, 1999). However, such questions require
that study participants possess the medical knowledge necessary to evaluate each option—and
relatively few hold such knowledge (Porensky and Carpenter, 2008).

A focus on preferences for specific treatments also is problematic because preferences may
change between the time one completes a living will and the time that the treatment is offered
to the patient (Fried et al., 2007). Psychological research on affective forecasting suggests that
individuals cannot accurately predict the specific feelings and preferences they will have in
the distant future, although general orientations or “high-level construals” (Trope and
Liberman, 2003) are relatively stable over time (Wilson and Gilbert, 2003). Thus, we evaluate
older adults’ general preferences to accept or reject life-prolonging treatments when presented
with two hypothetical terminal illness scenarios.

Who “Doesn’t Know” Their Treatment Preferences?
A second limitation of prior studies is that most assess whether individuals would accept or
reject treatment, yet they fail to consider that some persons do not know what they would do.
The modest sample sizes of prior studies prevent researchers from identifying the
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characteristics that distinguish this small yet important subpopulation. Researchers typically
group together persons who are uncertain and those who desire life-prolonging treatments
(Ditto et al., 2001). This analytic strategy is consistent with clinical practice: if patients do not
know their treatment preferences, they typically receive life-extending treatments (Field and
Cassel, 1997). Documenting the characteristics of those who do not know their preferences is
of practical importance because difficult decisions about withholding, withdrawing, or
continuing treatment will fall to significant others if the patient is incapacitated and has not
conveyed his or her own preferences. Identifying the psychosocial correlates of “don’t know”
responses also has implications for research on preferences and attitudes, more broadly.
Researchers have debated whether survey responses of “don’t know” reflect a “nonattitude”
because one has too little information to articulate an opinion (Converse, 1964), or information
overload, which causes uncertainty (Zaller, 1992). Our analysis is based on a large sample of
more than 5,000 men and women; thus we can explore a broad range of potential factors that
may distinguish those persons who cannot articulate their end-of-life preferences.

Identifying Correlates of End-of-Life Treatment Preferences
A third limitation is that most prior studies were designed primarily to document preferences;
thus researchers did not aim to identify the broad array of personal, interpersonal, and
experiential factors that may shape these preferences. Rather, prior studies focused on a limited
range of demographic and health factors, including race and ethnicity (Bayer et al., 2006; True
et al., 2005), gender (Gordon and Shade, 1999), and health status (Claessens et al., 2000;
Coppola et al., 1999). The WLS, by contrast, is a large study of aging and the lifecourse that
obtained information on a wide range of potential influences. We explore the extent to which
five sets of influences are associated with general preferences for end-of-life care: direct
experience with end-of-life issues (observing painful death of family member, making formal
end-of-life preparations), personal beliefs (death avoidance, attitudes toward physician vs.
patient control over healthcare, religious affiliation), health (perceived lifespan, self-rated
health, illnesses, depressive symptoms, recent hospitalizations, and health insurance), family
roles (marital and parental status), and demographic characteristics (gender, education).

The Reasoned Action Framework
Our investigation draws on the theory of reasoned action, which proposes that individuals are
more likely to endorse a preference for a particular action if: (1) they evaluate the action and
its anticipated consequences positively; (2) they view the purported positive consequences as
highly probable (and purported negative consequences as highly unlikely); and (3) they believe
that the action and its consequences will be viewed positively by significant others (Ajzen and
Fishbein, 1980). We argue further that preferences will be shaped by one’s perception that a
particular course of treatment will have positive consequences for his or her significant others.

We conceptualize five sets of factors as indirect indicators of beliefs about the probable positive
or negative consequences of accepting versus rejecting treatment. First, we expect that persons
who witnessed the painful deaths of loved ones will be more likely than nonbereaved persons
to reject treatment. They may be highly motivated to avoid the physical and emotional distress
experienced by their (now-deceased) loved one, and may want to spare their own family
members from the duress of observing a painful death. Qualitative studies show that older
adults’ feelings about end-of-life care are influenced by the deaths of others (Inman, 2002;
Lambert et al., 2005). For example, witnessing the painful deaths of others imbued in older
persons a sense of futility about resuscitation or other life-sustaining efforts (Lambert et al.,
2005). We do not expect that persons who witnessed a “good death” will also differ sig-
nificantly from nonbereaved persons because negatively charged information has a greater
influence on decision making and perceptions than positive or neutral information (Tversky
and Kahneman, 1991).
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Second, given that individuals who engage in advance care planning often are motivated by or
receive information consistent with the “death with dignity” and palliative care movements
(Schwartz and Estrin, 2005), we expect that they will be less likely than nonplanners to desire
life-sustaining treatments.4 We also expect that persons who engage in end-of-life planning
will be less likely than nonplanners to endorse the “don’t know” option; direct experience with
a behavior or practice increases the likelihood that one holds a well-articulated and strong
attitude toward it (Fazio and Olson, 2003). Although knowledge of one’s preferences is not a
prerequisite for engaging in some components of advance care planning (e.g., appointing a
DPAHC), the process of planning may help individuals to formulate and refine their
preferences.

Third, we expect that persons who believe that life-extending treatments are desirable and have
a high probability of sustaining life will be more likely to desire such treatments. We propose
that individuals who believe that they will have a long lifespan, who place great trust in the
medical profession, and who fear death will desire life-sustaining treatments. We expect that
perceived rather than objective aspects of health will be associated with treatment preferences.
Our hypothesis draws on health beliefs research; Leventhal and colleagues (1980) have found
that perceptions—rather than objective indicators—of the duration and curability of one’s
illness are powerful predictors of health behaviors. Consistent with the health beliefs model,
research finds that objective health conditions do not significantly predict whether one has a
living will (SUPPORT, 1995), and persons who are optimistic about the “chance for a cure”
are more likely to desire life-prolonging medical measures (Everhart and Pearlman, 1990).

Fourth, we expect that persons belonging to religious groups that historically have condemned
euthanasia and endorsed “pro-life” ideologies will be more likely to desire life-sustaining
treatments. Specifically, we expect that Catholics and conservative Protestants will be more
likely than mainline Protestants, persons who do not have a formal religious affiliation, and
those with another religion to desire life-sustaining treatments. The former two religious groups
differ from the latter three in broad worldviews that are associated with the use of life-sustaining
treatments, including beliefs about personal control, adherence to religious doctrine, and
definitions as to what constitutes quality of life (Talone, 1996).

Finally, we expect that persons who are highly motivated to spare significant others from the
burden of caregiving duties or end-of-life decision making will be less likely to desire life-
sustaining treatments. Specifically, we expect that women, parents, and married persons will
be more likely than men, childless persons, and unmarried persons to reject life-sustaining care.
Women are more likely than men to fear becoming an emotional and financial burden on loved
ones, in part, because they have greater knowledge of precisely what intensive caregiving
entails (Bookwala et al., 2001). The desire to spare others from a caregiving burden has been
found in qualitative studies to be associated with a desire to hasten one’s death (Schroepfer,
2006).

METHODS
Data

We use data from the most recent wave of the Wisconsin Longitudinal Study (WLS), a random
sample survey of 10,317 men and women who graduated from Wisconsin high schools in 1957.
Participants were first surveyed during their senior year in high school and were reinterviewed

4Some would argue that organizations promoting end-of-life planning characterize life-extending treatments in a negative light, and thus
contribute to one’s belief that medical interventions are undesirable. For example, Compassion and Choices, a nonprofit organization
that provides information on “choice at the end of life,” explicitly states that it fights policies “that would force patients to endure futile,
invasive treatment” (italics added for emphasis). See http://www.compassionandchoices.org/learn.
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at ages 36 (1975), 54 (1993), and 65 (2004). Of the 9,025 living graduates, 7,265 (80.5%)
participated in the 2004 interview. Some strata of the U.S. population are not represented in
the WLS. All sample members graduated from high school; by contrast, 75% of all Wisconsin
youth graduated from high school in the late 1950s. Nearly all study participants are white.
Despite these limitations, the sample is broadly representative of older white American men
and women who have completed at least a high school education. Non-Hispanic whites who
have completed at least a high school education accounted for more than two-thirds all
American women and men ages 60–64 in 2000 (U.S. Bureau of the Census, 2003).

Topical modules were administered to random subsamples to reduce the overall length of the
interview. We limit our analysis to the random 70% who received a module on end-of-life
preparations. Our analytic sample includes 5,106 persons (2,354 men and 2,752 women).

Dependent Variables
We focus on two outcomes: preferences for end-of-life medical care in the hypothetical cases
of (1) severe physical pain and (2) severe cognitive impairment. Participants are asked:
“Suppose you had a serious illness today with very low chances of survival. If you were
mentally intact, but in severe and constant physical pain, would you want to continue all
medical treatments or stop all life-prolonging treatments?” and “If you had no physical pain,
but were not able to speak, walk, or recognize others, and had very low chances of survival,
would you want to continue all medical treatments or stop all life-prolonging treatments?”
These items are adapted from a 1999 Detroit Area Study module (“Health Care and End of
Life Decisions”), administered by the Survey Research Center at the University of Michigan.
Response options were: “Continue all treatment so I could survive (staying alive is most
important to me no matter what) ” and “Stop all treatment to prolong my life (for me, quality
of life is more important than length of life).” A small proportion (8% in physical pain and 5%
in cognitive impairment scenario) volunteered alternative responses, such as “I don’t know”
and “It depends.” We constructed three mutually exclusive outcome categories: continue all
treatments; stop all life-prolonging treatments; and uncertain.

Independent Variables
Direct Experiences with End-of-Life Issues—We consider two indicators of direct
experience with end-of-life issues: the quality of death experienced by a close relative, and
one’s own legal preparations for end-of-life healthcare. Participants who survived the death
of either a spouse or parent in the 10 years prior to the 2004 interview are asked a series of
questions about the perceived quality of the death. Persons who experienced both parental and
spousal deaths are asked about spousal death only, while those who experienced the deaths of
two parents are asked about the most recent decedent. Bereaved participants are asked: “During
his/her last week of life, how much pain did your spouse/parent have?” Response categories
include no pain, slight pain, moderate pain, and severe pain. We constructed dichotomous
variables to indicate: no deaths to parent or spouse in last 10 years (reference category); parent
or spouse died with no or slight pain; and parent or spouse died in moderate or severe pain.

One’s own legal end-of-life preparations are assessed with two questions: “Do you have a
living will? This is a set of written instructions about the type of medical treatment you would
want to receive if you were unconscious or somehow unable to communicate” and “Have you
made legal arrangements for someone to make decisions about your medical care if you become
unable to make those decisions yourself? This is sometimes called a durable power of attorney
for health care (DPAHC).” Participants who answer yes to either question are coded as 1;
persons who have not engaged in either form of planning comprise the reference category.
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Personal Beliefs—We consider attitudes toward death, beliefs about patient versus
physician control over healthcare, and religion. Death avoidance (α = .70) is a two-item scale,
drawn from the Death Attitude Profile-Revised (Wong et al., 1994). Participants indicate their
level of agreement with two statements: “I avoid thinking about death altogether” and
“Whenever the thought of death enters my mind, I try to push it away.” Items are averaged.
The six response categories range from agree strongly to disagree strongly; items were reverse
coded such that higher scores reflect more avoidant attitudes. Beliefs about personal versus
physician control over medical decision making (α = .70) are assessed with two items drawn
from widely used measures of patients’ attitudes toward medical decision making (Ende et
al., 1989; Flynn et al., 2006; Krantz et al., 1980). Participants indicate their level of agreement
with the statements: “I would rather have my doctor make the decisions about what’s best for
my health than to be given a whole lot of choices” and “The important medical decisions should
be made by my doctor, not by me.” Five response categories range from strongly disagree to
strongly agree. Items are averaged, and higher scores indicate a greater level of acquiescence
to physician control.

Religious Affiliation—Religious affiliation is measured with the question: “What is your
religious preference?” Specific affiliations are coded into the categories: Catholic (reference
group); mainline Protestant (e.g., Lutheran); conservative Protestant (e.g., Baptist); other (e.g.,
Jewish); and no religion.

Health and Health-Care Encounters—We consider two measures of physical health: self-
rated health and presence of a life-threatening illness. Self-rated health is assessed with the
question: “How would you rate your health at the present time: excellent, good, fair, poor, or
very poor?” “Fair” and “poor” are coded as 1, and “good” or better is the reference category.
Life-threatening illness is assessed with three questions: “Has a doctor ever told you that you
have cancer or a malignant tumor, not including minor skin cancers? A heart attack, coronary
heart disease, angina, congestive heart failure, or other heart problems? A stroke?” If the
participant reported one or more of these illnesses, he or she is coded as 1. We constructed this
dichotomous measure because three-quarters of respondents indicated that they had none of
the three illnesses.

Access to healthcare is captured with two dichotomous measures: recent hospitalization and
whether one has health insurance. Recent hospital admission is measured with the question:
“In the past 12 months, have you been a patient in the hospital for at least one night?” Health
insurance refers to whether the participant had any type of health insurance.

We also consider subjective lifespan and depressive symptoms. Perceived life expectancy is
assessed with the question: “On a scale from 0 to 10 where 0 is absolutely no chance and 10
is absolutely certain, what are the chances that you will live for another 20 years?” Depressive
symptoms (α = .87) are measured with the Center for Epidemiological Studies Depression Scale
(CES-D) (for item wordings, see Radloff, 1977). Participants report the number of days in the
week prior to interview that they experienced each of 20 symptoms. We recoded responses in
accordance with the original citation (Radloff, 1977): 0 (rarely or none of the time, or less than
one day a week), 1 (some or a little of the time, or 1–2 days a week), 2 (occasionally or a
moderate amount of the time, 3–4 days a week), 3 (most or all of the time, 5–7 days a week).
We calculated a mean score for participants if they answered at least 10 of the 20 items. Scale
scores were skewed; many people reported no depressive symptoms in the past week. We took
the natural log, after adding a value of 1 to all scores to eliminate values of 0.

Family Roles Marital status refers to a participant’s current (2004) status. Categories include
currently married or cohabiting with romantic partner (reference category); never married; and
formerly married. Parental status refers to the number of living children one has; a continuous
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measure (ranging from 0 to 13) was recoded into the categories: no children (reference
category); 1–2 children; 3–4 children; and 5 or more children.

Socioeconomic and Demographic Characteristics Gender is a dichotomous variable where 1
refers to women. Education categories include: 12 (reference category); 13–15, and 16 or more
years of schooling. Descriptive statistics for all variables are presented in Table I.

RESULTS
Bivariate Analyses

Table I shows the proportion who prefer to continue treatment, to stop treatment, or who do
not know their preferences in each of the two end-of-life scenarios. The majority of participants
report that they would not want life-prolonging treatment, although the proportion is higher in
the cognitive impairment condition than the physical pain condition (87% vs. 72%,
respectively). A minority desires treatment, yet this preference is much more common in the
physical pain scenario than the cognitive impairment scenario (20% vs. 8%, respectively). A
small proportion say they “don’t know”; 5% in the cognitive impairment scenario and 8% in
the pain scenario. Men and women differ with respect to one outcome only; a greater proportion
of men than women would prefer to receive treatment in the case of terminal illness with
cognitive impairment; however, the magnitude of this difference is quite small (9% vs. 7%,
respectively).

Multivariate Analyses
Table II presents results from multinomial logistic regression models documenting the
variables associated with treatment preferences in the case of terminal illness with cognitive
impairment (left panel) and physical pain (right panel). The models compare participants who
do not want treatment, and who do not know their treatment preferences with participants who
would accept treatment (reference category). A modest number of cases had missing data on
the independent variables; 76% of cases had no item-specific missing data. To address concerns
about missing values, we conducted multiple imputation by chained equations (MICE) on the
independent variables. The final estimates for multivariate analyses are the result of averaging
findings from the five imputed data sets (Royston, 2005).

Cognitive Impairment Scenario—Preferences in the cognitive impairment scenario are
significantly related to five characteristics: surviving the painful death of a loved one, engaging
in formal advance care planning, perceived life expectancy, religion, and gender. Persons who
survived the painful death of a loved one are significantly more likely than nonbereaved persons
(OR = 1.73, p < .01) and those who engaged in formal end-of-life planning are significantly
more likely than nonplanners (OR = 1.59, p < .001) to say they would stop treatment.

Mainline Protestants and persons with no religious affiliation are more likely than Catholics
to reject life-prolonging treatment (OR = 1.78 and 2.38, respectively, p < .001). The greater
one’s perceived likelihood of surviving until the mid 80s, the more likely one is to say they
would accept treatment. Responses of “don’t know” are significantly related to just one
characteristic: gender. Women are significantly more likely than men to say that they “don’t
know” (OR = 1.51, p < .05), and that they would want to stop treatment (OR = 1.39, p < .01).

Physical Pain Scenario—Generally similar results emerged for the two end-of-life
treatment scenarios; this is not surprising, given that 78.5% of study participants reported the
same preferences in both scenarios. As with cognitive impairment, treatment preferences in
the physical pain condition are significantly associated with perceived lifespan, religion, and
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advanced care planning. Two characteristics—education and family statuses—are associated
with preferences in the physical pain scenario only.

The more pessimistic one’s projected life expectancy, the less likely one is to want treatments
(OR = 0.94, p < .001). Mainline Protestants (OR = 1.33, p < .001) and persons with no religious
affiliation (OR = 1.66, p < .001) are more likely than Catholics to reject treatment. Persons
who made legal preparations for the end of life are more likely than nonplanners to want
treatments curtailed (OR = 1.58, p < .001). Finally, college graduates are less likely than high
school graduates to say they would want to withhold treatment (OR = 0.72, p < .001).

The only characteristic associated with “don’t know” responses in the pain scenario is parental
status. Compared to childless persons, those with small (1–2 children) or large families (5 or
more children) are less likely to say that they do not know their preferences (OR = 0.52 and
0.46, respectively). The coefficient for participants with 3 or 4 children is consistent with this
trend, but is not statistically significant.

DISCUSSION
The United States has been characterized as a “death-denying society” (Kellehear, 1984), yet
we find that the vast majority of older adults can articulate their preferences for end-of-life
care, and most say that they would reject rather than accept life-extending treatment in the case
of terminal illness. The older adults in our study are more likely to accept life-sustaining
treatments in the case of physical pain than cognitive impairment. Only 8% of WLS participants
said they would want to continue treatment in the case of cognitive impairment, whereas 20%
would accept life-sustaining treatment in the case of serious physical pain.

Respondents’ stronger preference for treatment in the face of physical pain compared to
cognitive impairment may reflect patients’ values and definitions of what constitutes a “good
death” (Coppola et al., 1999). Dying patients consistently rank burdening loved ones, being
treated without dignity, and lacking mental acuity as the least desirable end-of-life conditions
(Ditto et al., 1996; Zweibel and Cassel, 1989). However, health-care providers rank physical
pain as a more important concern than mental awareness at the end of life (Steinhauser et al.,
2000). This discrepancy between what patients value and what physicians rate as important
could lead physicians to advocate for (or encourage the patient’s family to select) treatments
that do not mesh with the patient’s preferences. By articulating their values to family and health-
care providers, patients may help their loved ones to effectively carry out the role of surrogate.

A further aim of our study was to assess the extent to which treatment preferences reflect
experiential, psychosocial, and demographic factors. Our findings are broadly consistent with
the reasoned action models of behavioral intentions. Individuals endorse a preference for a
course of action if: (1) they evaluate the action and its anticipated consequences positively; (2)
they view the purported positive consequences as highly probable; and (3) they believe that
the action and its consequences will be viewed positively by significant others (Ajzen and
Fishbein, 1980). We elaborate our findings below, and discuss their implications for health-
care policy and practice.

Importance of End-of-Life Experiences
Direct observation of problematic deaths to significant others is an important correlate of
treatment preferences in the cognitive impairment scenario only. Respondents who recently
witnessed the painful death of a spouse or parent have nearly twice the odds of saying they
would reject life-prolonging treatment compared to a nonbereaved person. Observing another
individual’s physical suffering may lead one to actively seek palliative or nonintrusive
treatments both for one’s own well-being and for the sake of the loved ones who may witness
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the death. Persons who have experienced the painful death of a loved one may be particularly
motivated to protect their own children and spouse, who are the likely candidates for the roles
of caregiver and decisionmaker at the end of life (Carr and Khodyakov, 2007). Rational choice
models suggest that individuals prefer behaviors that carry more rewards than costs for one’s
self (Fazio and Olson, 2003) or for one’s family (Becker, 1974), with most studies emphasizing
rewards obtained in the near term. Our research suggests further that individuals may desire
benefits for their loved ones in the distant future, even if they are ultimately unable to witness
those benefits—if accrued after one becomes cognitively incapacitated or deceased.

Treatment preferences also are strongly related to formal preparations for end of life. Persons
with an advance directive are significantly more likely than nonplanners to say that they do
not want life-sustaining treatments, in both the physical pain and cognitive impairment
scenarios. We cannot ascertain the direction of the relationship between end-of-life preferences
and preparations, however, because we use data from a single wave of the WLS (2004). On
one hand, the processes of drafting a living will and appointing a DPAHC may lead individuals
to develop negative attitudes toward life-sustaining treatments. Information on end-of-life
planning, including living will templates, typically is provided by organizations that promote
“death with dignity” such as Aging with Dignity, Americans for Better Care of the Dying,
Dying Well, and Last Acts. These templates generally prompt individuals to indicate those
treatments that they would not want at the end of life. Thus, the process of preparing an advance
directive may expose individuals to the argument that withholding treatment has positive
consequences, whereas life-sustaining treatments may bring discomfort and a prolonged death.

However, it is equally plausible that persons who prefer to withhold treatment are more likely
to prepare an advance directive, given that the continuation of all treatment often is the “default”
strategy when an incapacitated patient has not formally stated his or her preferences (Field and
Cassel, 1997). Thus, persons who want treatment withheld or withdrawn under certain
circumstances may be more vigilant about advance care planning than are people who desire
continued treatment. High-profile legal cases such as Terri Schiavo may have led individuals
to believe that advance directives are orders to stop life-prolonging treatment, and that in their
absence, doctors must ethically and legally continue treatment. In fact, doctors may withhold
or withdraw futile care, although fear of litigation and the difficulty of determining when care
is “futile” lead many doctors to continue treatment (American College of Physicians, 2005).

Health Beliefs Shape Preferences
Greater optimism about one’s life expectancy is associated with a lower likelihood that one
rejects treatment, in both the physical pain and cognitive impairment scenarios. This
association persists even when objective health conditions are controlled. Moreover, health
conditions (including self-rated health, the presence of life-threatening illness, and depressive
symptoms) do not have statistically significant, direct effects on preferences. Among
individuals who believe that they have a long life ahead, life-sustaining treatments may seem
both desirable and necessary; withholding treatments, by contrast, may impede what one
projects to be a long and healthy lifespan. Our finding is consistent with prior research showing
that the nature and severity of one’s illness are weak predictors of preferences (e.g., SUPPORT
Principal Investigators, 1995; Stapleton et al., 2005; Wittink et al., 2008). Taken together, these
results are consistent with a core theme of the rational choice model; behaviors are guided by
one’s perception of the consequences of their acts. Our results also are consistent with a core
theme of the health beliefs model, which holds that an individual’s health behaviors and
preferences are not necessarily affected by one’s actual condition, but by one’s own perceptions
about the duration, consequences, and curability of one’s health condition (Leventhal et al.,
1980).
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Religion and End-of-Life Preferences
Religious affiliation is associated with end-of-life preferences. Our findings are consistent with
a mounting literature that links religious attitudes and practices with preferences for end-of-
life care (e.g., Jacobs et al., 2008; Phelps et al., 2009). We find that Catholics are significantly
less likely than mainline Protestants and persons with no religious affiliation to reject life-
sustaining treatment. This pattern is consistent with the formal teachings of the Catholic
Church, which condemns both active euthanasia (i.e., physician-assisted suicide) and passive
euthanasia, or the withholding of life-sustaining treatments (John Paul II, 1995). In the year of
data collection for the WLS, Pope John Paul II (2004) asserted that when an incapacitated
patient’s death is not inevitable, interventions such as artificial nutrition and hydration are
“morally obligatory.” Catholics who have internalized the church’s teachings may view life-
sustaining treatments positively, if for the mere fact that behaving in accordance with one’s
religious teachings brings psychological rewards, and may minimize disagreements with
significant others who share one’s religious views. That is, Catholics may perceive that the use
of life-sustaining treatments will both yield desirable outcomes and will be assessed favorably
by one’s significant others (Ajzen and Fishbein, 1980).

Gender Roles and Treatment Preferences
Women are more likely than men to reject treatment in the case of cognitive impairment. This
finding may reflect the ways that gender shapes family relationships, particularly with respect
to caregiving (Bookwala et al., 2001). Women typically have more direct experience with
caregiving (Wolff and Kasper, 2006), and may recognize that caring for a person with cognitive
impairment is particularly burdensome. Thus, women may prefer to withhold treatment to spare
their loved ones from the burden of caring for a cognitively impaired patient (Bookwala et
al., 2001; McPherson et al., 2007). Further, women are more likely than men to outlive their
spouse (Federal Interagency Forum on Aging Related Statistics, 2008), and may anticipate that
their adult children will be their primary caregivers. As such, women may be highly motivated
to spare their children from this potentially intrusive responsibility (McPherson et al., 2007).

Older men, by contrast, typically are cared for by their wives and may not question the
caregiving burden they impose, given that this taken-for granted gendered practice is normative
for current cohorts of older adults (Calasanti and Bowen, 2006). Rational choice theories
conceptualize rewards in terms of benefits to one’s self, yet our results suggest that rewards
(or costs) borne to others may be highly salient for women, particularly for members of a cohort
in which women were socialized to act as caregiver throughout the life course (Moorman,
2009).

Who Does Not Know Their End-of-Life Preferences?
Few factors differentiated participants who “do not know” their preferences and those who
prefer to continue all treatment. Our results corroborate work by Ditto and colleagues
(2001), who found that the correlates of end-of-life preferences were similar regardless of
whether they treated “don’t know” as a separate response category or merged the category with
the outcome of “continue treatment.”5 “Don’t know” responses may partly reflect individuals’
uncertainty about the availability of significant others to assist with their care and decision
making at the end of life (Moorman, 2009). Childless persons are significantly more likely
than parents to say they “don’t know” their preferences for care in the pain scenario. Women
are more likely than men to say they “don’t know” their preferences in the cognitive impairment
scenario.

5In the Ditto et al. study, it was not clear whether the nonsignificant difference was due to small sample size and low statistical power,
or substantive similarities between the subgroups.
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As rational choice models propose, individuals endorse practices that they perceive will
maximize rewards and minimize costs to both self and to their significant others who will play
an active role in end-of-life care and decision making. However, childless persons may not
have a clear vision of who exactly that significant other will be. While the vast majority of
parents turn to their children (or spouse, if married) as their DPAHC, childless persons show
tremendous heterogeneity in their choices—often reaching beyond the immediate family and
relying on siblings, friends, and co-workers (Carr and Khodyakov, 2007). These social
relationship are more fluid and less obligatory than parent-child or spousal relationships
(Fischer, 1982); thus older unmarried adults may feel a sense of uncertainty in trying to predict
the role that significant others will play in their own end-of-life care. Similarly, women who
anticipate that they will outlive their spouse may be uncertain about which child—if any—will
be most integrally involved with their end-of-life decision making. Our findings provide
suggestive evidence that responses of “don’t know” reflect a lack of information about what
the future may hold (Converse, 1964), rather than information overload (Zaller, 1992).

LIMITATIONS
Our study has several important limitations. First, we focused on the hypothetical preferences
of persons in their mid-60s. Some research suggests that end-of-life treatment preferences are
discussed and contemplated most thoroughly and seriously among older adults who are near
the end of life (Inman, 2002). The WLS participants, by contrast, are quite healthy; only 10%
rate their health as fair or poor, 12% were admitted to a hospital in the year prior to interview,
and 25% had a serious health condition such as cancer or heart disease. Future studies should
assess how general preferences and values change with advancing age, and as healthy older
adults experience health declines; to date, most studies focus on how preferences of terminally
ill persons change as their disease progresses (e.g., Fried et al., 2007).6

Second, we examined the preferences of a single birth cohort only, born in 1939. We look
forward to seeing future research that explores the extent to which these patterns vary across
birth cohorts. Members of the large Baby Boom cohorts (b. 1946–1964) are more highly
educated than prior cohorts, and are believed to be particularly proactive in making health-care
decisions (Focalyst, 2007). Compared to members of the WLS birth cohort, members of the
Baby Boom cohort are less likely to be married, more likely to have stepchildren, and more
likely to have parents who survive until very late life and thus they may witness firsthand the
advantages and disadvantages of life-sustaining treatments (Hughes and O’Rand, 2004). How
these contextual factors shape future cohorts’ general attitudes toward end of life will be of
critical interest to scholars, practitioners, and policymakers in coming decades.

Third, our sample included only non-Hispanic white men and women who had earned at least
a high school diploma. The ethnic and socioeconomic characteristics of our sample may
partially account for the slightly elevated proportions that wanted to withhold treatment (72%
in physical pain and 87% in cognitive impairment scenario).7 By contrast, polls of the overall
U.S. population show that 70–80% of Americans would not want to be kept alive through
artificial means if in a persistent vegetative state (Patrick et al., 1997). Prior studies show that
African Americans, Latinos, and persons with lower levels of educational attainment are more
likely than whites, non-Hispanics, and highly educated persons to desire all available
treatments (Barnato et al., 2009). Future studies should explore the extent to which these ethnic

6Winnink et al., (2008) is an important exception; however, they focus on the changing preferences of a sample of older physicians
(average age = 69) over a 3-year period (1999–2002). Persons experiencing declines in health are slightly more likely than those in stable,
good health to change their preferences. An important question is whether laypersons experience similar changes in preferences over the
life course and as their health declines.
7Our relatively high levels of planning are consistent with other recent studies based on samples of healthy white adults (e.g., Nishimura
et al., 2007).
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and socioeconomic differences in preferences reflect one’s observations of loved ones’ end-
of-life encounters, religion, family structure, and attitudes toward doctor versus patient
autonomy.

Finally, we explored only a limited set of possible correlates of preferences. Our very low
pseudo-R2 values (4% in cognitive impairment scenario, and 2% in pain scenario) suggest that
future studies should consider a broader set of contextual (e.g., state policy), family-level (e.g.,
relationship quality), psychological (e.g., risk aversion), and experiential (e.g., whether loved
one died with severe cognitive impairment) factors. Unstructured open-ended interviews with
healthy, community-dwelling older adults also may reveal insights into how individuals
formulate their end-of-life treatment preferences.

CONCLUSION
Despite these limitations, we found that most WLS participants prefer to withhold rather than
continue treatment, and that direct experience with end-of-life issues, expectations about one’s
lifespan, and religious affiliation were the most powerful correlates of one’s preferences. These
findings carry potentially important implications for health-care policy and practice. The
widely documented limitations of the living will reveal the urgency of holding end-of-life
discussions prior to the onset of a serious health concern (Briggs, 2003; Perkins, 2007). These
discussions should focus on patients’ general values and preferences, rather than specific
illnesses and treatments. Our results suggest that doctors could talk to patients about their prior
experiences with a loved one’s death and their feelings about that experience (Hopp, 2000).
Recalling these experiences, especially distressing memories, may help patients to clarify their
own preferences, and may help practitioners develop strategies to ensure that the patient’s
values and preferences are articulated, understood, and respected.

We hope that our study provides a springboard for future sociological studies of end-of-life
planning. Research on end-of-life issues is conducted almost exclusively by gerontologists,
medical researchers, ethicists, and, to a lesser degree, psychologists. Sociologists are virtually
absent from this line of inquiry, as our reference list reveals. However, our study suggests that
concepts at the very core of sociology—family roles and relations, religion, and attitudes—are
powerful influences on the ways that older adults think about death and dying. Greater attention
to psychosocial and experiential influences on end-of-life planning may offer researchers
innovative insights into a critically important decision-making process.
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Table I

Descriptive Statistics, All Variables Used in Analysis. Wisconsin Longitudinal Survey 2004

Total Sample
N = 5,106

Men
N = 2,354

Women
N = 2,752

Test Statistic for
Gender

Comparisons
Mean (SD) or

Proportion
Mean (SD) or

Proportion
Mean (SD) or

Proportion

Dependent Variables

Cognitive impairment: Continue treatment .08 .09 .07 6.59**

— — —

Cognitive impairment: Stop treatment .87 .86 .88 2.19

— — —

Cognitive impairment: Don’t know .05 .05 .05 0.89

— — —

Pain: Continue treatment .20 .20 .21 0.39

— — —

Pain: Stop treatment .72 .73 .71 2.81

— — —

Pain: Don’t know .08 .07 .08 3.54

— — —

Independent Variables

Direct experience with end-of-life issues

 Did not experience a death in the past 10 years
(reference)

.72 .74 .71 8.53**

— — —

 Parent or spouse died in past 10 years, no / little
pain in final weeks

.17 .15 .18 13.26***

— — —

 Parent or spouse died in past 10 years,
moderate / severe pain in final weeks

.11 .11 .11 0.05

— — —

 Has living will and / or durable power of
attorney for healthcare

.60 .61 .60 1.05

— — —

Personal beliefs

 Death avoidance (1 = least avoidant; 6 = most
avoidant)

3.15 (1.25) 3.29 (1.23) 3.03 (1.26) 6.81***

 Physician should control decisions (1 =
strongly disagree; 5 = strongly agree)

2.50 (1.02) 2.63 (1.00) 2.39 (1.02) 7.90***

 Catholic (reference) .38 .37 .39 2.55

— — —

 Mainline Protestant .45 .44 .46 1.63

— — —

 Conservative Protestant .05 .05 .05 0.32

— — —

 Other religious affiliation .04 .03 .04 2.30

— — —

 No religious affiliation .08 .11 .06 32.73***

— — —
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Total Sample
N = 5,106

Men
N = 2,354

Women
N = 2,752

Test Statistic for
Gender

Comparisons
Mean (SD) or

Proportion
Mean (SD) or

Proportion
Mean (SD) or

Proportion

Health and health-care encounters

 Fair or poor self-reported health .10 .10 .10 0.09

— — —

Hospital admission in the past year .12 .13 .11 5.76*

— — —

 Perceived chances of living another 20 years (0
= no chance; 10 = certain)

5.84 (2.73) 5.60 (2.70) 6.05 (2.74) –5.29***

 Has health insurance .97 .97 .96 3.67

— — —

 Depressive symptoms (0 = fewest; 3 = most)a .43 (0.39) .39 (0.36) .46 (0.41) –6.37***

 Has life-threatening illness .25 .29 .21 43.80***

— — —

Family roles

 Currently married (reference) .78 .86 .72 127.60***

— — —

 Never married .04 .03 .04 0.64

— — —

 Formerly married .18 .11 .24 137.40***

— — —

 Has no children (reference) .07 .07 .07 0.05

— — —

 Has 1–2 children .33 .36 .30 21.90***

— — —

 Has 3–4 children .44 .42 .45 5.01*

— — —

 Has 5 + children .17 .15 .18 9.45**

— — —

Demographic and socioeconomic characteristics

 High school (12 years of education; reference) .56 .50 .62 75.84***

— — —

 Some college (13–15 years of education) .17 .17 .16 1.08

— — —

 College (16 or more years of education) .27 .33 .22*** 78.15***

— — —

a
Reported prior to transformation to reduce skew.

Notes: Means (and standard deviations) are presented for continuous measures; proportions are shown for categorical measures. Chi-square tests (for
categorical measures) and t-tests (for continuous measures) were conducted to assess statistically significant gender differences, where

*
p < .05;
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**
p < .01;

***
p < .001. Statistics are reported prior to multiple imputation.
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