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Abstract

This review proposes that the end of life is a uniquely contemporary life
course stage. Epidemiologic, technological, and cultural shifts over the past
two centuries have created a context in which dying has shifted from a sud-
den and unexpected event to a protracted, anticipated transition following
an incurable chronic illness. The emergence of an end-of-life stage lasting
for months or even years has heightened public interest in enhancing pa-
tient well-being, autonomy, and the receipt of medical care that accords with
patient and family members’ wishes. We describe key components of end-
of-life well-being and highlight socioeconomic and race disparities therein,
drawing on fundamental cause theory. We describe two practices that are
critical to end-of-life well-being (advance care planning and hospice) and
identify limitations that may undermine their effectiveness. We conclude
with recommendations for future sociological research that could inform
practices to enhance patient and family well-being at the end of life.
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INTRODUCTION

Over the past two centuries, death has transitioned from a sudden and unexpected event, per-
ceived as beyond human control, to a protracted, anticipated, and partially controllable transition
that follows a chronic illness diagnosis, usually in old age (Warraich 2017). Historical changes in
when, where, and from what causes people die have set the stage for the emergence of a new life
course stage: the end of life. For most US adults, the end of life, or the period between the onset
of major illness and death, encompasses experiences that include physical discomfort, difficulty
breathing (dyspnea), reliance on life-extending but often intrusive technologies, waning mental
acuity, and existential questions about one’s purpose and legacy (Gawande 2014,Warraich 2017).
Family members must grapple with exhausting caregiving responsibilities, distress from watching
a loved one suffer, and anxiety regarding medical decisions (Carr 2003).

We propose that the end of life is a contemporary life course stage that is distinct from old age.
The end of life, like other stages such as adolescence or childhood, is a late-twentieth-century
social construction, reflecting historical, technological, institutional, and cultural contexts. Yet the
end of life differs from other established life course stages in that it lacks a definitive or agreed-
upon starting point (Lunney et al. 2003b, Rao et al. 2009). In this review, we identify challenges
and ambiguities in identifying when an individual enters the end of life, describe key components
of well-being among dying patients and their families, and highlight racial and socioeconomic
disparities therein.We describe how two practices, advance care planning (ACP) and hospice use,
can enhancewell-being at the end of life, andwe identify limitations that weaken their effectiveness
(Carr & Luth 2017). The review concludes by highlighting areas of research in which sociologists
are ideally suited to advance the understanding of end-of-life well-being.

END OF LIFE: A CONTEMPORARY LIFE COURSE STAGE

The end of life is a uniquely contemporary life course stage, a product of historical changes in the
epidemiology of death, technological innovations that extend the length (although not necessarily
the quality) of life, and cultural shifts that privilege autonomy and self-determination rather than
fatalism in the face of illness and death (Carr 2012a, Olshansky & Ault 1986). Just as modern
childhood developed following the establishment of compulsory schooling and child labor laws
in the early twentieth century (Mintz 2004), and just as the transition to adulthood stage emerged
against the backdrop of rising levels of education and delayed entry to the labor force, marriage,
and childbearing in the late twentieth century (Arnett 1998), we propose that the end of life is a
social construction rather than a clear-cut clinical state. Yet the end of life differs from other life
course stages in that scholars and practitioners have not established a consensus definition nor
a definitive demarcation of when this stage starts (Hui et al. 2014). Whereas entrance to other
stages is signified by widely accepted markers of physical maturation such as the onset of puberty
(adolescence), legal milestones like reaching age of majority (adulthood), and eligibility for public
programs such as Medicare (old age), when exactly the end of life starts is matter of perspective.
We describe the historical context that has given rise to this stage and identify the diverse (and
contested) ways that scholars and practitioners have conceptualized, operationalized, and studied
the end of life.

Historical Roots

In the eighteenth through early twentieth centuries in the United States, most deaths struck
quickly after one fell ill, typically from infectious diseases like diphtheria and pneumonia (Omran
2005). Rates of infant and child death were high, with 10% of infants dying before age one
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(Cent. Dis. Control Prev. 1999). Technological and medical advances throughout the twentieth
and twenty-first centuries have driven the transition from death as an unexpected and swift event
to dying as an expected and protracted process. Improved sanitation and nutrition, childhood im-
munization, effective treatments for infections, and othermedical advances have largely eradicated
deaths from infectious disease and have led to substantial decreases in child and infant mortality,
resulting in dramatic increases in overall life expectancy (Olshansky & Ault 1986, Omran 2005).
In 1900, life expectancy at birth in the United States was 47; by 2013, it reached 76 for men and
81 for women (Arias et al. 2017). Death in the twenty-first century overwhelmingly befalls older
adults after a prolonged period of chronic illness. Three-quarters of US deaths today are among
adults aged 65 and older, two-thirds of which are attributed to chronic illnesses such as heart
disease, cancer, and stroke (Xu et al. 2016). The living–dying interval, or the period between the
onset of major illness and death, may last for weeks, months, or even years, raising widespread
concern about the well-being of patients and families during this period (Pattison 1977). The end
of life is typically marked by spells of pain, dyspnea, emotional distress, fear of being a burden,
and diminishing cognitive capacities (Warraich 2017). Family members must manage caregiving
demands, difficult decisions regarding medical treatments, the pain of watching a loved one suffer,
and anxiety about what the future holds (Carr 2012a).

The epidemiologic transition in the causes and timing of death has been accompanied by a
cultural shift: the medicalization of death and dying (Field 1994). In the eighteenth and nineteenth
centuries, deathwas considered a normal part of life, andmost people died naturally in their homes.
In sharp contrast, contemporary death is viewed as a problem to be staved off as long as possible,
with patients and practitioners often relying on biomedical innovations and heroic measures that
extend the length yet not the quality of life (Ariès 1981). Roughly 20% of older adults today die
in an acute care hospital, while 25% die in a nursing home (Teno et al. 2018). One-third spend
time in an intensive care unit (ICU) in the month before death, being kept alive via feeding tubes
and other interventions that do not improve a patient’s health, well-being, comfort, or prognosis
(Huynh et al. 2013; Teno et al. 2013, 2018). This medicalized context of death betrays patients’
preferences; three-quarters of Americans prefer to die at home (Natl. Cent. Health Stat. 2011),
and 80% of older adults with chronic diseases would like to avoid hospitalization and intensive
care at the end of life (Dartm. Inst. Health Policy Clin. Pract. 2018).

Defining End of Life

Defining the end of life poses a significant challenge to researchers, practitioners, patients, and
their families (Fowler et al. 1999). Importantly, the end of life is distinct from old age, even though
studies purportedly of the end of life often rely on samples of older adults (Ardelt & Edwards 2015,
Bravell et al. 2010). Conflating the end of life with later life is problematic for two reasons. First,
whilemost people experience the end of life during old age, the two are not perfectly correlated.Of
the 2.7 million US deaths in 2015, 32% were to persons ages 85 and older, 24% to persons ages
75–84, and 19% to persons ages 65–74 (Murphy et al. 2017). Yet the remaining 25% of deaths
befell infants, children, and young and midlife adults. Children, adolescents, and young adults
typically die of sudden causes, including accidents and suicides, yet many also die from protracted
illnesses. Cancer is the leading cause of death for midlife adults (ages 45–64), and a top-four cause
of death for all age groups under age 45 (Xu et al. 2016). Thus, persons of all ages are vulnerable
to a prolonged end-of-life experience (for an excellent review of issues facing dying children and
their families, see Behrman & Field 2003).

Second, not all older adults are at the end of life or experiencing symptoms of illness and
distress. Although more than 80% of adults aged 65 and older have at least one chronic illness

www.annualreviews.org • Well-Being at the End of Life 21.3
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 



SO45CH21_Carr ARjats.cls May 2, 2019 12:36

and 60% have two or more, 20% are considered disease-free (Schafer & Ferraro 2011). Analyses
of Medicare data show that 7% of persons aged 65 and older die suddenly, meaning an absence of
illness or frailty before death (Lunney et al. 2003a).Recognizing the imperfect association between
age and the end of life, researchers focus on subpopulations at plausible risk of imminent death
based on their health status, including patients with advanced chronic illness (Singer et al. 1999,
Steinhauser et al. 2000a), residents of acute care nursing facilities (Singer et al. 1999), and those
in ICUs (Angus et al. 2004).

The methods used for studying the end of life may be retrospective, relying on recollections
from the decedent’s survivors, or prospective, relying on dying persons’ own reports in the months
leading up to death (Fowler et al. 1999, Rao et al. 2009). In retrospective studies, researchers iden-
tify recent decedents from sources such as obituaries, death records, or surveys and then interview
a proxy regarding the decedent’s experiences during a specific time period before death (Carr 2003,
Hogan et al. 2001, Teno et al. 2001). For example, the National Health and Aging Trends Study
(NHATS) asks proxies about the decedent’s physical symptoms and whether they were treated
with dignity and respect during the last month of life (Luth 2017, Sharma et al. 2017, Teno et al.
2015).

These retrospective assessments provide the most widely used resource for studying the end of
life, yet they are susceptible to both positive and negative recall bias (Fowler et al. 1999). Bereaved
family members who are depressed or angry may offer negatively biased assessments, whereas
those who were closely involved in caregiving may offer more positive appraisals to affirm their
belief that they did all they could to help the decedent (Carr 2003,Rao et al. 2009).Methodological
studies that compare reports frommultiple proxies, such as spouses and children, or compare proxy
reports withmedical record data find that proxy reports of subjective factors, such as the decedent’s
pain or psychological distress, are particularly subject to bias. However, proxy reports are more
reliable in evaluating concrete or observable conditions such as dyspnea or treatments received
(McPherson & Addington-Hall 2003).

Researchers also use medical records and Medicare claims data as retrospective indicators of
institutional dimensions of end-of-life experiences. The Dartmouth Atlas, a widely used source
of information on end-of-life indicators like hospice and ICU use, place of death, and length of
hospitalization, is based on Medicare beneficiaries’ claims data obtained from the Centers for
Medicare and Medicaid Services (CMS) (Smith et al. 2009). These data also can be used to doc-
ument medical expenditures during the last year of life, a topic of intense concern among policy
makers (see Aldridge & Kelley 2015, French et al. 2017).

Prospective studies of end-of-life experiences use longitudinal studies such as the Estab-
lished Populations for Epidemiologic Studies of the Elderly, the Health and Retirement Study,
or NHATS. Researchers can identify study participants who have died and then retrospectively
classify the decedent’s responses on earlier waves of the survey according to their distance from
death—the duration between death and last participation in the survey. This approach enables
researchers to identify indicators of end-of-life well-being such as social integration or depressive
symptoms during a particular time frame such as the last year of life (Gerstorf et al. 2010, Idler
et al. 2009).

These diverse approaches to studying the end of life reflect the fact that there is no consensus
nor a gold standard diagnostic marker of when the stage begins (Hui et al. 2014, Kennedy et al.
2014).Biomedical researchers are attempting to devise biomarker indicators of disease progression
(Reid et al. 2017, Simmons et al. 2017) and statistical algorithms based on electronic medical
records (Rajkomar et al. 2018) that can reasonably predict the future life span of terminally ill
persons, with the hopes that these indicators will inform care delivery and physician prognoses.
Prognoses, or predictions regarding the patient’s likely life span or the probability that the patient
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will die from a particular illness within a given time period, can be critical to patient and family
well-being (Lamont & Christakis 2001).

From a patient’s perspective, a biological indicator of disease stage or a computer-generated
projection of life span may be far less meaningful than the assessment of their trusted physician
that their condition is severe and worsening, available treatments would be futile, and future time
horizons are limited (Clayton et al. 2007). This information may guide decisions regarding care
and provide patients and families an opportunity to prepare practically and emotionally for the
end of life (Christakis 2000).

Despite the value and importance of physician prognoses, studies consistently demonstrate
that they are often inaccurate or are delivered too late to effectively guide treatment decisions
(Christakis 2000). One prospective cohort study of 343 doctors found only 20% of prognostic es-
timates in hospice patients were accurate (Christakis et al. 2000), while another found that physi-
cians’ accuracy in predicting cardiac patients’ survival barely reached 50% (Warraich et al. 2016).
These inaccuracies reflect the lack of a gold-standard marker of disease progression and practi-
tioners’ limited training in prognostication (Clayton et al. 2007). Psychosocial factors also prevent
practitioners frommaking predictions or impel them to communicate overly optimistic prognoses
as a way to soothe patients and their families. Christakis (2000) estimates that overly optimistic
predictions outnumber pessimistic ones by a ratio of five to one, especially when the practitioner
had a close-knit or long-term relationship with the patient. Death remains a topic that is difficult
to confront honestly and directly, even among seasoned practitioners (Clayton et al. 2007).

Inaccurate or absent prognostication may indirectly hurt dying patients and their families.
Nearly all terminally ill patients say that “knowing what to expect” (98%) and “naming a decision-
maker” (96%) are very important (Steinhauser et al. 2000a), although the optimal timing of such
preparations hinges on accurate prognosis. Medical decisions regarding the appropriateness of
particular treatments such as antidepressants, statins, or morphine are based on estimations of
the patient’s future symptoms and plausible life span. Referrals to hospice also may come too
late, in the final days of the patient’s life. Very short hospice stays deprive patients and family of
the emotional support and palliation they need, a concern revisited later in this review (Smith &
Glare 2016).

WELL-BEING AT THE END OF LIFE: COMPONENTS
AND DISPARITIES

Understanding the components of and influences on end-of-life well-being is a critical concern
among ethicists, practitioners, policy makers, and dying patients and their families (Byock 1997,
Inst.Med. 2015). Philosophical writings (Byock 1997, Emanuel & Emanuel 1998); structured sur-
veys and focus groups with terminally ill patients, family members, and practitioners (Steinhauser
et al. 2000a,b); in-depth interviews with dying patients (Singer et al. 1999) and palliative care pro-
fessionals (Rao et al. 2009); content analysis of commonly used survey items that assess well-being
of patients (Rao et al. 2009) and their family caregivers (Lendon et al. 2015); and formal state-
ments from professional organizations (Field & Cassel 1997, Inst. Med. 2015) show remarkable
convergence in their definitions of what it means to have a reasonable-quality end of life or a good
death (although, for a contrarian view suggesting divergent values among different stakeholders,
see Meier et al. 2016). The attributes considered most essential to dying well across these diverse
sources cohere closely with a statement from the Institute of Medicine (Field & Cassel 1997, p. 4)
that a good death is “one that is free from avoidable distress and suffering, for patients, family, and
caregivers; in general accord with the patients’ and families’ wishes; and reasonably consistent
with clinical, cultural, and ethical standards.”

www.annualreviews.org • Well-Being at the End of Life 21.5
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 



SO45CH21_Carr ARjats.cls May 2, 2019 12:36

Drawing on these themes, we focus on three core components of a good death or dying well:
physical comfort and freedom from pain, perceived quality of end-of-life care, and the place
and medicalization of death. An extensive psychological literature also explores cognitive, emo-
tional, and existential well-being (see Bäckman & MacDonald 2006, Chochinov & Cann 2005,
Shneidman 1995).We highlight aspects of end-of-life well-being that vary based on race and, to a
lesser extent, socioeconomic status (SES). Race and SES disparities in well-being are documented
at every life course stage, including the end of life (House et al. 2005, Kawachi et al. 2005). Funda-
mental cause theory provides a framework for understanding these disparities; status benefits like
money, knowledge, power, and social connections can enhance multiple aspects of well-being, yet
these resources are protective only to the extent that they can be used to gain an advantage (Phelan
et al. 2010). Although status, power, or racial privilege may help patients and families to advocate
for appropriate pain medication, those resources may be of little value for more subjective aspects
of end-of-life well-being.

Physical Comfort and Freedom from Pain

Dimensions of physical well-being such as being free of pain and breathlessness and being kept
clean consistently rank at the top of patients’, family members’, and care providers’ lists of im-
portant end-of-life attributes (Steinhauser et al. 2000a) and are at the core of formal guidelines
for practitioners providing end-of-life care (Inst. Med. 2015, Teno et al. 2001). Despite its im-
portance, physical comfort is elusive at the end of life. One-half to two-thirds of older patients
experience some pain during their last month of life, with considerably higher rates among those
with arthritis, musculoskeletal conditions, depression, and cancer (Patel et al. 2013). One-third
rate their pain as moderate or severe (van den Beuken-van Everdingen et al. 2007). Similarly, 50–
60% experience dyspnea in the final two weeks of life (Teno et al. 2015). Pain and dyspnea increase
the risk of depression among dying patients (Zimmer & Rubin 2016) and their caregivers (Chi
et al. 2016).

Pain can be treated effectively with medication. Studies of patients dying at home and in nurs-
ing homes show that the use of opioids, including morphine, increases the patient’s quality of life
and does not hasten death unnecessarily (Sykes & Thorns 2003). Most proxies report adequate
symptommanagement; NHATS data show that just one in four proxies report that their loved one
had unmet needs for pain in the last month of life, regardless of the decedent’s race (Sharma et al.
2017, Teno et al. 2015). Opioids are not a panacea for all dying patients, however, as side effects,
including nausea, constipation, and minor cognitive impairment, are common (Chau et al. 2008).

Although proxy reports suggest no black–white differences in untreated pain, data provided
by patients and medical records suggest that black patients fare worse than whites with regard to
pain and palliation. This disparity is not unique to the end of life. Population-based studies show
that black patients are two-thirds as likely as white patients to receive prescription analgesic pain
killers for chronic painful conditions, traumatic injuries, and surgery (Meghani et al. 2012), and
Medicare expenditures for pain medications are lower in geographic areas with high proportions
of black residents (Tait & Chibnall 2014). Studies of the last week of life show that dying black
patients are only 60–70% as likely as white patients to receive opioids or other pain killers (Burgio
et al. 2016).

Many factors account for these disparities, including implicit prejudice among practitioners
such as erroneous beliefs that black patients are more likely to abuse pain killers and have a higher
pain tolerance relative to whites (Hoffman et al. 2016). White and Asian doctors also may under-
estimate the pain symptoms presented by black patients (Cintron &Morrison 2006). Institutional
racism also has been implicated; pharmacies in historically black neighborhoods may fail to stock
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adequate supplies of pain medication, making it difficult for family caregivers to acquire the med-
ications dying patients need (Green et al. 2003, Morrison et al. 2000). Some researchers have
proposed cultural explanations, suggesting that black patients may not request pain medications
because they believe that suffering is part of God’s test and should be endured without medications
(Burgio et al. 2016). Concerns regarding addiction, undesirable side effects, and being viewed as a
complainer also have been suggested as reasons behind black patients’ underuse of opioids at the
end of life (Anderson et al. 2009).

Quality of End-of-Life Care

The second cluster of attributes considered important at the end of life focuses on quality of care,
including being treated with dignity by practitioners, receiving accurate information regarding
what to expect about one’s physical condition and treatments, being able to trust and communi-
cate with practitioners, and receiving medical treatments that are appropriate and in accordance
with one’s wishes (Rao et al. 2009, Steinhauser et al. 2000a). Most data show that patients and
their proxies evaluate interpersonal and subjective aspects of care quite positively. NHATS data
show that more than 80% of proxies reported that they and their loved one were always treated
with respect, did not receive unwanted care, were involved in decision-making, and were informed
about the patient’s condition (Teno et al. 2015). However, nearly half reported considerable dis-
satisfaction regarding practitioners’ capacity to meet the patient’s psychosocial or religious needs
(Sharma et al. 2017).Moreover, just half reported that the patient’s end-of-life care was “excellent,”
and 10% rated overall care as fair or poor. The discrepancy between these overall ratings and the
positive appraisals of specific aspects of care suggest the centrality of pain control and physical
comfort when proxies provide an overall assessment of their loved one’s end of life (Steinhauser
et al. 2000a).

Few studies of subjective aspects of end-of-life care reveal race or socioeconomic differences.
Analyses of proxy reports in the NHATS found no racial or SES differences regarding subjective
aspects of care, including being kept informed, having spiritual concerns met, receiving care con-
cordant with patient wishes, and having sufficient patient and family member input to end-of-life
decisions (Luth 2017, Sharma et al. 2017). These results are consistent with a key theme of fun-
damental cause theory; social and economic resources are protective only in situations in which
they can be used to gain an advantage (Phelan et al. 2010). Although status and power may help
one advocate for appropriate pain medication, those resources may be of little value in preparing
emotionally and spiritually for the end of life.

Place and Medicalization of Death

Most patients prefer to spend their final days at home surrounded by loved ones, with strong pref-
erences for avoiding time in an ICUbeing “connected tomachines” (Carr 2012b,Teno et al. 2018).
Hospital and ICU deaths tend to be highly medicalized and marked by the receipt of aggres-
sive care, including intubation and mechanical ventilation, feeding tubes, and cardiopulmonary
resuscitation (Barnato et al. 2009). Recent data suggest a movement away from an institutional-
ized death. Between 2000 and 2015, acute care hospital deaths declined from 33% to 20%, nurs-
ing home deaths dipped slightly from 27% to 25%, and home or community deaths (including
assisted-living facilities) increased from 30% to 40% among Medicare beneficiaries (Teno et al.
2018). However, ICU use in the last month of life increased from 24% to 30%, signaling an in-
crease in the intensity of care.

A home death is widely considered better than an institutional death for the patient and family,
especially if in-home hospice services are used. Family members of deceased cancer patients who
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died in an ICU say their loved one had poorer quality of life, and more physical and emotional
distress, relative to those who received less-intensive care.The caregivers themselves also reported
heightened risk of posttraumatic stress disorder and prolonged grief disorder following the death
(Wright et al. 2008).Transfers in care, such asmoving from a nursing home to an ICU, also impede
well-being. Dying patients average 3.1 transfers in the last three months of life (Teno et al. 2013).
These abrupt shifts may lead to fragmented care because the old and new care teams have limited
communication about the patient’s health conditions, treatments, and personal history (Gozalo
et al. 2011). These moves can also be disruptive and disorienting for patients and their families, as
they adjust to unfamiliar surroundings, new treatments, and new teams of care providers (Coleman
& Boult 2003).

The privilege of dying at home varies by race. Roughly 40% of black but just 25–30% of
white persons die in institutions, although rates vary by region and cause of death (Flory et al.
2004). These disparities are attributed to three causes. The first is cost. To die at home, family
members often need to invest in home health aides or other helpers to assist with the round-
the-clock tasks of caring for a dying person. Black and Latino patients are less likely than white
patients to be able to afford home health services out of pocket or have access to them through
private insurance, although low-income persons may have some in-home health services covered
by Medicaid (DeNavas-Walt et al. 2004).

Second, terminally ill black patients are less likely than whites to have a coresidential family
caregiver who is available to assist with transportation, homemaking services, and personal care.
Having a family caregiver is closely tied with demographic factors, such as beingmarried or having
children nearby, and economic factors, like having a family member who can afford to reduce work
hours in order to provide care (Natl. Acad. Sci. Eng. Med. 2016). These gaps partly reflect family
structure; blacks are less likely than whites and Hispanics to marry and stay married, and they
may give rather than receive care from family members, even toward the end of life (Manning &
Brown 2011).

Third, black patients aremore likely thanwhites to report preferences for aggressive end-of-life
care,which can only be delivered in an institutional setting (Barnato et al. 2009).Among terminally
ill patients, blacks are more likely than whites to say that they want resuscitation and intubation (a
breathing tube) ( Johnson et al. 2010). Similarly, half of black adults, yet just 20% of whites, said
medical staff should do everything possible to save a patient’s life in all circumstances (Pew Res.
Cent. 2013). However, black patients’ stated preferences for aggressive care may not capture their
actual desires and may instead reflect vigilance toward and distrust of a health-care system that
has historically deprived them of treatments they wanted and needed (Rhodes & Teno 2009).

POLICIES AND PRACTICES TO ENHANCE END-OF-LIFE
WELL-BEING

Dying patients and their families emphasize the importance of being prepared emotionally and
practically for the death and freedom from physical and emotional pain (Steinhauser et al. 2000a).
Attainment of these goals can be facilitated by two practices: ACP and the use of hospice services
(Inst. Med. 2015).

Advance Care Planning

ACP is considered an essential step for achieving a good death, characterized by adherence to
the patient’s and family members’ values and treatment preferences, minimal physical and emo-
tional pain, and reduced decision-making burden for family members (Carr & Luth 2017). The

21.8 Carr • Luth
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 



SO45CH21_Carr ARjats.cls May 2, 2019 12:36

centerpiece of ACP is an advance directive, which comprises a living will and a durable power of
attorney for health care (DPAHC) designation. A living will articulates the specific treatments an
individual would want or reject at the end of life, such as ventilators or feeding tubes. A DPAHC
legally designates an individual (also referred to as a surrogate) to make decisions on behalf of
the patient should he or she be incapacitated (Carr & Luth 2017). Most adults select a spouse or
long-term partner, followed by a child or other close relative, presuming that their closest kin best
understand and will carry out their preferences (Carr & Khodyakov 2007).

Despite widespread professional endorsements, public awareness, and education campaigns
encouraging ACP, completion rates are relatively modest yet increase with age and as one’s health
worsens. A systematic review of 150 studies based on nearly 800,000 subjects published between
2011 and 2016 reported that just 37% of US adults had completed an advance directive (Yadav
et al. 2017). However, rates are as high as 70% among adults aged 65 and older, those with ter-
minal illness, and recent decedents (Carr & Moorman 2009, Silveira et al. 2014). ACP rates have
increased sharply for all age groups in recent decades. The proportion of adults with an advance
directive more than doubled from 16% in 1990 to 35% in 2013 (Pew Res. Cent. 2013), while rates
among older adults increased from roughly 33% to 72% between 2000 and 2010 (Silveira et al.
2014).

These increases reflect structural and cultural factors. The passage of the Patient Self-
Determination Act in 1990 was a pivotal event; the Act requires that all federally funded health-
care facilities provide patients the opportunity to execute an advance directive.Additionally, as part
of the Affordable Care Act in 2016, CMS began reimbursing physicians for discussing end-of-life
treatment preferences with their Medicare patients (Armour 2015). Cultural factors promoting
ACP include a heightened emphasis on autonomy and self-determination among US adults, a
preference for quality rather than duration of life, and a desire not to place undue decision-making
burden on family (Carr & Luth 2017).

The positive consequences of ACP are widely documented. ACP is linked with lower rates of
hospitalization, ICU admissions, and aggressive treatment (Nicholas et al. 2011, Teno et al. 2007,
Wright et al. 2008). ACP also is associated with superior psychosocial outcomes, including greater
satisfaction with quality of care; improved communication among patient, family, and practition-
ers; shared decision-making; better preparation for what the dying process entails; and a greater
likelihood of receiving care that is concordant with one’s wishes (Detering et al. 2010, Silveira
et al. 2010). Following death, bereaved family members report less stress, anxiety, and depression,
due in part to their preparedness and role in decision-making (Detering et al. 2010).

Despite these many positive consequences, the living will and DPAHC have well-known limi-
tations. Criticisms of the living will include the content being unclear; one’s stated preferences not
being relevant to the patient’s condition, especially for older adults who drafted their living wills
years earlier; and physicians not having access to the document at the critical decision-making
moment (Inst. Med. 2015). Family members may not know or agree with the document’s content
or may not know how to translate vague preferences into specific clinical recommendations (Ditto
et al. 2001).

DPAHC appointments also have practical limitations.Legally appointed proxies have decision-
making authority, yet they may make decisions that create distress or disagreement among family
members (Khodyakov &Carr 2009). Family members not designated as DPAHCmay create diffi-
culties, trying to contest or alter the decisions made by family members with ongoing engagement
in the patient’s care. These family disagreements may compromise practitioners’ ability to provide
quality care (Kramer & Yonker 2011). Given these well-documented limitations of formal ACP,
some practitioners encourage informal discussions among the patient, significant others, and care
providers (Doukas & Hardwig 2003).

www.annualreviews.org • Well-Being at the End of Life 21.9
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 



SO45CH21_Carr ARjats.cls May 2, 2019 12:36

A conversation about broad goals (e.g., “I don’t want to be a vegetable”) and global pref-
erences (e.g., “I don’t want to be hooked up to machines”) provides family members with a
general roadmap for representing the patient’s wishes in the absence of a living will articulating
specific treatment preferences (Doukas & Hardwig 2003). Conversations also may facilitate
decision-making when the dying patient has not appointed a DPAHC. Most states have default
systems for authorizing proxy decision makers. State laws vary, but most prioritize the immediate
family—starting with the spouse and followed by adult child, sibling, and other relatives (Am.
Bar Assoc. Comm. Law Aging 2018). Frank conversations about a patient’s values may empower
and inform state-authorized proxies when making difficult decisions about their loved one’s care.
However, timing is critical, as some discussions may be too little and too late to have a meaningful
impact.When discussions occur following trigger events, such as a heart attack or hospitalization,
the patient and family may be too distressed to make rational decisions about care needs (Pfeifer
et al. 2003).

ACP is encouraged for all, yet significant race and SES disparities exist, contributing in part
to some disparities in the end-of-life well-being described earlier. Studies consistently show that
older blacks and Latinos, in general (Koss & Baker 2017) and with terminal illness (Carr 2011,
2012c), are less likely than whites to complete ACP, although these gaps diminish among younger
cohorts (Koss & Baker 2017) and among persons with more education (Carr 2012d) and greater
wealth (Koss & Baker 2018). Few studies have explored SES differences, although Carr (2012d)
finds wealth-based disparities. Wealthier persons are more likely to execute a will, which triggers
the use of living wills and DPAHCs. Racial disparities are further explained by structural and
cultural factors, including limited access to regular practitioners who guide ACP, religious beliefs
that God should decide how and when one dies, limited knowledge about ACP, the erroneous
belief that family members have the knowledge and right to make decisions on the patient’s behalf,
and distrust of the medical establishment (Barnato et al. 2009, Carr 2011, Koss & Baker 2018,
Sanders et al. 2016).

Yet even when black and lower-SES persons complete ACP, their preferences are less likely to
be heeded relative to their white and higher-SES peers. Among advanced cancer patients in the
last week of life, whites are three times as likely as blacks to receive care consistent with their stated
wishes (Loggers et al. 2009). Similarly, black cancer patients with a do not resuscitate (DNR) order
are just as likely as their peers without a DNR to receive life-extending treatments, whereas the
DNR limited the treatments received by white patients (Mack et al. 2010). ACP is also linked with
greater psychological distress among black (but not white) recent decedents, perhaps due to the
racial gap in its efficacy (Luth & Prigerson 2018).

Hospice

Hospice care is a critical contributor to patient and family well-being at the end of life and is
a key mechanism linking ACP to desirable end-of-life outcomes (Silveira et al. 2010). Hospice
is a comprehensive program that facilitates dying at home and emphasizes palliation (symptom
relief ) and comfort rather than aggressive or curative treatment. Roughly 60% of hospice patients
receive services at home and the rest in hospitals or long-term care facilities, although these rates
vary based on the regional availability of services (NHPCO 2018).

Hospice use, like ACP, has increased dramatically over the past three decades. In 1997, 17%
of all US deaths occurred under the care of hospice; by 2016, this proportion more than doubled
to 48% (Aldridge et al. 2014, NHPCO 2018). This growth reflects shifting attitudes favoring
quality versus length of life, and policy shifts,most notably increasedMedicare funding for hospice
services as a way to reduce costs associated with high-tech medical care (NHPCO 2018).
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Although the end of life lacks a consensus definition, Medicare reimbursement for hospice
services is dictated by a very specific criterion: a projected six-month survival period. Medicare
pays for hospice services for beneficiaries who are certified by two physicians to have a terminal
illness and less than six months to live, should the illness take its normal course (for full eligibility
criteria, see https://www.medicare.gov/pubs/pdf/02154-medicare-hospice-benefits.pdf ). If
the patient lives longer than six months, then coverage may continue if the primary care provider
and hospice team recertify the patient’s eligibility. The hospice benefit pays for services that are
not covered by traditional Medicare yet are essential to patient and family well-being, including
nursing care, counseling, respite care for family, and bereavement support.

The beneficial effects of hospice are widely documented. Patients receiving hospice services
have less pain, fewer admissions to ICUs, greater satisfaction with their medical care, and a better
mood relative to those not using hospice (Meier 2010, Teno et al. 2010). Family caregivers also
report feeling supported during the dying process (NHPCO 2018) and have reduced risks of mor-
tality, depression, and anxiety postloss, in part because they receive bereavement support services
(Christakis & Iwashyna 2003).

One major limitation is that patients may enroll in hospice when they are very close to death,
reducing the benefits for themselves and their families. Experts recommend a minimum of a 90-
day hospice stay to receive optimal care and support (Rickerson et al. 2005). In practice, however,
the median length of stay for Medicare beneficiaries in 2016 was 24 days; 28% of hospice pa-
tients received services for one week or less, and more than half were enrolled for one month
or less (NHPCO 2018). Delayed referrals have several causes, including overly optimistic physi-
cian prognoses, physician reluctance to make hospice referrals, the desire to continue aggressive
treatments, and patient and family members’ lack of familiarity with or reluctance to use hospice
services (Christakis 2000, Schockett et al. 2005). Patients who have short hospice stays receive less
pain relief (Miller et al. 2003) and have more dyspnea and poorer quality care, as assessed by their
proxy (Wright et al. 2008). Shorter stays also are less beneficial for family, who must provide care
over a longer period without the respite and emotional support hospice provides. Family care-
givers of recent decedents with hospice stays of less than three days evidence higher rates of major
depressive disorder, relative to those with longer stays (Schockett et al. 2005).

Hospice is undergoing a dramatic transition, and these changes in the organization and delivery
of care may undermine patient and family well-being. The number of for-profit hospice providers
has increased sharply over the past three decades. While just 5% of hospice providers were for-
profits in 1990, by 2013 this share reached over 60% (Rahman 2017, Stevenson et al. 2015). For-
profit hospices exist within large corporate systems and are motivated to maximize efficiency. All
hospices are reimbursed by Medicare at a flat daily rate, which averaged $160 to $200 in 2018 (see
https://www.medicaid.gov/medicaid/benefits/hospice/payment/index.html). Although care
providers in for-profit hospices may be every bit as dedicated and skilled as their peers working in
nonprofits, the structure of for-profit organizations may undermine the quality of care delivered.

First, for-profits generally offer a narrower range of services, leaving out potentially valuable
benefits like bereavement care for family members. Second, they are more likely to provide care
to patients in nursing homes or hospitals, rather than at home, because they can efficiently serve
multiple patients in a single institution without providing basic routine tasks like bathing. Serv-
ing geographically dispersed home-based patients requires time-consuming travel and caregiving
tasks as the patient’s family members often cannot provide the same level of routine care as paid
nursing home workers. Consequently, the number of hospice patients dying in nursing homes is
projected to increase, betraying their desire to die at home (Rahman 2017). Third, bottom line–
oriented for-profit hospices maintain lower staff-to-patient ratios, potentially compromising the
quality and responsiveness of care (Aldridge et al. 2014).
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In the preamble to its Standards of Practice for Hospice Programs, the NHPCO (2010) states that
hospice “offers palliative care for all individuals and their families without regard to age, gender,
nationality, race, creed, sexual orientation, disability, diagnosis, availability of a primary caregiver,
or ability to pay” (https://www.nhpco.org/ethical-and-position-statements/preamble-and-
philosophy). Yet over three-quarters of US hospices have at least one enrollment policy that could
differentially restrict access to care; for example, 12% require that patients have a family caregiver
at home, due to the centrality of family in caring for hospice patients (Aldridge Carlson et al. 2012).
In practice, this policy limits access for those who are unmarried, childless, socially isolated, or
whose familymembers cannot take time off work.Race gaps in hospice use also are pronounced. In
2016, 49% of white but just 36% of black Medicare beneficiaries received hospice services. Blacks
also receive later referrals and have shorter spells of care (NHPCO 2018). These gaps are due in
part to skepticism, lack of awareness, and misunderstanding of hospice. Black patients’ skepticism
regarding hospice is believed to have deep historical roots; they tend to receive less intensive
medical treatments over the life course and thus are reluctant to reject treatments available at the
end of life (Brown et al. 2018, Degenholtz et al. 2003). Low rates of health literacy, especially
regarding what hospice entails, also may lead black patients to reject hospice and choose more
aggressive treatments (Matsuyama et al. 2011, Rhodes et al. 2006).

FUTURE DIRECTIONS

Scholarly and public interest in the end of life has flourished over the past two decades, with
particular attention paid to the economics of end-of-life medical expenditures (Aldridge & Kelley
2015, French et al. 2017), designing biological and statistical models to accurately predict end-of-
life disease trajectories (Reid et al. 2017), and establishing benchmarks of end-of-life care, drawing
from administrative indicators like length of ICU stays, documentation of advance directives in
medical records, and place of death (Dartm. Inst. Health Policy Clin. Pract. 2018). We suggest
that sociological approaches, concepts, and methods also can advance knowledge of the end of
life. We highlight two major areas of research that are particularly promising for sociological
analysis: social relationships at the end of life and physician-assisted suicide (PAS) as a path to
patient autonomy.

Social Relationships at the End of Life

End-of-life experiences are powerfully shaped by interpersonal relationships.Whether one com-
pletes ACP and whom (if anyone) a patient names as a DPAHC depend on the presence, stability,
and quality of one’s social ties (Carr & Khodyakov 2007, Carr et al. 2013, Moorman et al. 2014).
Family ties also are critical to hospice use, as some providers only accept patients with a coresi-
dential family caregiver (Aldridge Carlson et al. 2012). The presence of supportive and nurturing
relationships shapes the extent to which dying patients experience depression and anxiety rather
than calm and acceptance (Qaseem et al. 2008).

However, important questions remain unanswered, especially against the backdrop of shifting
family structures and rising numbers of persons facing the end of life without living or proximate
kin (Kellehear 2009,Manning & Brown 2011). Sociologists, especially experts in families, demog-
raphy, and social network methods, are well-suited for exploring how the dynamic nature of family
relationships may affect multiple aspects of end-of-life well-being, including the effectiveness of
ACP, hospice utilization rates and efficacy, the division of caregiver labor and consequences for
caregiver well-being, and the complexities of negotiating end-of-life care and decision-making.
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The latter poses a particular challenge among nontraditional families, including stepfamilies and
unmarried partners, as well as those who are estranged from or have tenuous ties with kin.

Sociologists could help design studies that adopt an expansive definition of social ties, asking
dying patients about their friendships, weak ties to neighbors and distant relatives, former ro-
mantic partners, stepchildren, or other individuals who may play an unexpectedly outsized role
in end-of-life care and decision-making. The importance of these questions will intensify in the
coming decades. A projected 20% of baby boomers will approach the end of life without a living
spouse, child, or sibling, requiring practitioners to cast a wider net when engaging kin in end-of-
life care and decision-making (Carney et al. 2016).

Innovative data are needed to meet these research goals. Most end-of-life studies rely on a
single reporter, typically a widow(er), who evaluates the patient’s well-being and care. However,
such studies may fail to account for potential bias in appraisals caused by a bereaved respondent’s
mental health at the time of assessment (Fowler et al. 1999). These assessments also reflect a sin-
gle vantage point, offering an incomplete portrayal of the complexities of the end of life. Superior
approaches would engage multiple reporters, such as a bereaved spouse and child, to identify lev-
els and sources of agreement or discordance in such appraisals (McPherson & Addington-Hall
2003). For instance, generational differences in expectations for quality of care may contribute to
discrepancies in two family members’ appraisals of a single situation.

Within-family differences approaches also can be used to capture the complexities of the dy-
ing patient’s relationships. Most survey measures of social support ask individuals to provide an
aggregated assessment of how much support they receive from “family members” or “your chil-
dren” yet fail to consider that a patient may have positive ties with some and negative ties with
others.Within-family differences approaches obtain the focal person’s appraisal of each individual
tie separately; as such, these data could be useful in documenting the rationale for selecting a par-
ticular child as a caregiver or DPAHC and the extent to which one problematic tie may undermine
decision-making even in otherwise high-functioning families (Suitor et al. 2017).

Physician-Assisted Suicide

Another intriguing sociological question is whether the legalization of PAS will expand in the
United States and, if so, who will adopt this option and to what end. PAS, also referred to as
aid-in dying, physician-assisted dying, and passive euthanasia, occurs when “a physician facilitates
a patient’s death by providing the necessary means and/or information to enable the patient to
perform the life-ending act” (AMA 2012, p. 8). This stands in stark contrast with active euthanasia,
which is the “administration of a lethal agent by another person to a patient for the purpose
of relieving the patient’s intolerable and incurable suffering” and is illegal in all 50 states (AMA
2012, p. 8). PAS is currently allowed in California, Colorado, the District of Columbia, Hawaii,
Montana,Oregon, Vermont, andWashington, with differing conditions under which PAS is legal.
A consistent precondition is that the patient must have a terminal illness with a six-month survival
prognosis.

Whether more states legalize PAS remains to be seen, although attitudinal data show that 72%
of Americans believe doctors should be legally allowed, at the patient’s and family’s request, to
end a terminally ill patient’s life using painless means (Brenan 2018). However, this support varies
by religious and political identities, with just 54% of political conservatives and 37% of weekly
church attendees indicating support (Brenan 2018). Medical, religious, and political authorities
consider PAS a potentially slippery slope, whereby increased availability could lead practitioners
and health insurance providers to exert subtle pressure on vulnerable individuals to use this option,
especially the oldest-old (ages 85 and older); ethnic and racial minorities; persons with cognitive
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impairment, physical disabilities, mental illness, or stigmatized illnesses like HIV/AIDS; those
with limited economic resources; and socially isolated persons (Emanuel 2002, Meier 2010, Pres.
Counc. Bioeth. 2005).

Evaluations convincingly show that the small number of individuals opting for PAS dispro-
portionately are white, financially well-off, and college-educated (Quill 2007). However, other
unobserved psychosocial factors—which affect people across racial, ethnic, and socioeconomic
spectrums—like personality, social support, and vulnerability to social contagion may affect
choices regarding PAS (Finlay & George 2011). Given the contemporary cultural shift of increas-
ing acceptance of suicide and the consequently rising rates of suicide in the United States, PAS
acceptance and use may increase as well (Phillips & Luth 2018).

Debates regarding the legalization of PAS will continue to scrutinize its purported advantages,
such as patient control over the dying process and avoiding prolonged suffering, as well as potential
disadvantages, including fears that vulnerable populations will be pressured by family members or
care providers into PAS, or that inaccurate prognoses may lead some patients to opt for PAS even
if they are still far from death (Barone 2014). Sociologists can play a critical role in identifying
political, cultural, and economic factors that influence public knowledge and perceptions, media
framing, and both popular and institutional support of such legislation.

CONCLUSION

We have proposed that the end of life is a contemporary life course stage that is distinct from
both the acute event of death and old age. The end of life also is distinct from other life course
stages such as childhood in that it lacks a definitive legal, biological, or clinical start point. This
imprecision regarding the onset of the end of lifemay undermine dying patients’ and their families’
well-being in several ways; incorrect or overly optimistic physician prognoses often mean that
formal preparations for the end of life and referrals to hospice occur at a point when it is too late
to be effective.

The extent to which one experiences a good death that accords with one’s preferences and
is free of pain varies somewhat by race, and to a lesser extent SES, mirroring the stratification
documented at earlier life course stages. Blacks and persons with fewer socioeconomic resources
tend to have less knowledge of, access to, and utilization of, and experience fewer benefits from
engaging in practices such as ACP and hospice care. Sociologists are poised to make important
contributions to our understanding of health equity by using theories and methods to explain
underlying mechanisms that contribute to these disparities, expanding on the largely descriptive
work carried out inmedicine and epidemiology. Sociological theory and research alsomay advance
our understanding of the role of social relationships in contributing to and mitigating disparities
in end-of-life experiences, as well as their potential for improving well-being at the end of life. A
particularly timely and contested issue ripe for sociological exploration is the legal context of PAS.
As PAS becomes more widely available, sociological attention to the complex political, cultural,
economic, and institutional factors that guide legislation and support for that legislation will be
of utmost importance. The end-of-life stage will ultimately befall all persons, regardless of age,
and the challenges and opportunities provided by this time between illness diagnosis and death
warrants serious sociological inquiry.

DISCLOSURE STATEMENT

The authors are not aware of any affiliations, memberships, funding, or financial holdings that
might be perceived as affecting the objectivity of this review.

21.14 Carr • Luth
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 



SO45CH21_Carr ARjats.cls May 2, 2019 12:36

LITERATURE CITED

Aldridge MD, Kelley AS. 2015. The myth regarding the high cost of end-of-life care. Am. J. Public Health
105(12):2411–15

Aldridge MD, Schlesinger M, Barry CL, Morrison RS, McCorkle R, et al. 2014. National hospice survey
results: for-profit status, community engagement, and service. JAMA Intern. Med. 174(4):500–6

Aldridge Carlson MD, Barry CL, Cherlin EJ, McCorkle R, Bradley EH. 2012. Hospices’ enrollment policies
may contribute to underuse of hospice care in the United States.Health Aff. 31(12):2690–98

Am. Bar Assoc. Comm. Law Aging. 2018. Default surrogate consent statutes. Legis. Anal., Am. Bar Assoc.,
Chicago.https://www.americanbar.org/content/dam/aba/administrative/law_aging/2014_default_
surrogate_consent_statutes.authcheckdam.pdf

Am. Med. Assoc. (AMA). 2012. AMA Policy on End-of-Life Care. https://www.ama-assn.org/sites/ama-
assn.org/files/corp/media-browser/code-of-medical-ethics-chapter-5.pdf

Anderson KO, Green CR, Payne R. 2009. Racial and ethnic disparities in pain: causes and consequences of
unequal care. J. Pain 10(12):1187–204

Angus DC, Barnato AE, Linde-Zwirble WT, Weissfeld LA, Watson RS, et al. 2004. Use of intensive care at
the end of life in the United States: an epidemiologic study. Crit. Care Med. 32(3):638–43

Ardelt M, Edwards CA. 2015. Wisdom at the end of life: an analysis of mediating and moderating relations
between wisdom and subjective well-being. J. Gerontol. Ser. B Psychol. Sci. Soc. Sci. 71(3):502–13

Arias E, Heron M, Xu J. 2017. United States life tables, 2013.Natl. Vital Stat. Rep. 66(3)
Ariès P. 1981. The Hour of Our Death, transl. H Weaver. New York: Knopf
Armour S. 2015. End-of-life discussions will be reimbursed by Medicare.Wall Street Journal, Oct. 30. https://

www.wsj.com/articles/end-of-life-discussions-will-be-reimbursed-by-medicare-1446240608
Arnett JJ. 1998. Learning to stand alone: the contemporary American transition to adulthood in cultural and

historical context.Hum. Dev. 41(5–6):295–315
Bäckman L, MacDonald SW. 2006. Death and cognition: synthesis and outlook. Eur. Psychol. 11(3):224–35
Barnato AE, Farrell MH, Chang C-CH, Lave JR, Roberts MS, Angus DC. 2009. Development and validation

of hospital “end-of-life” treatment intensity measures.Med. Care 47:1098–105
Barone E. 2014. See which states allow assisted suicide. TIME, Nov. 3. http://time.com/3551560/brittany-

maynard-right-to-die-laws/
Behrman RE, Field MJ. 2003. When Children Die: Improving Palliative and End-of-Life Care for Children and

Their Families. Washington, DC: Natl. Acad. Press
Bravell ME, Malmberg B, Berg S. 2010. End-of-life care in the oldest old. Palliat. Support. Care 8(3):335–44
BrenanM.2018.Americans’ strong support for euthanasia persists.Gallup,May 31.https://news.gallup.com/

poll/235145/americans-strong-support-euthanasia-persists.aspx
Brown CE, Engelberg RA, Sharma R,Downey L, Fausto JA, et al. 2018. Race/ethnicity, socioeconomic status,

and healthcare intensity at the end of life. J. Palliat. Med. 21(9):1308–16
Burgio KL,Williams BR, Dionne-Odom JN, Redden DT,Noh H, et al. 2016. Racial differences in processes

of care at end of life in VAMedical Centers: planned secondary analysis of data from the BEACON trial.
J. Palliat. Med. 19(2):157–63

Byock I. 1997.Dying Well: Peace and Possibilities at the End of Life. New York: Riverhead
Carney MT, Fujiwara J, Emmert BE, Liberman TA, Paris B. 2016. Elder orphans hiding in plain sight: a

growing vulnerable population. Curr. Gerontol. Geriatr. Res. 2016:4723250
Carr D. 2003. A ‘good death’ for whom? Quality of spouse’s death and psychological distress among older

widowed persons. J. Health Soc. Behav. 44(2):215–32
Carr D. 2011. Racial differences in end-of-life planning: Why don’t Blacks and Latinos prepare for the in-

evitable? Omega 63:1–20
Carr D. 2012a. Death and dying in the contemporary United States: What are the psychological implications

of anticipated death? Soc. Pers. Psychol. Compass 6(2):184–95
Carr D. 2012b. “I don’t want to die like that…” The impact of significant others’ death quality on advance

care planning.Gerontologist 52(6):770–81
Carr D. 2012c. Racial and ethnic differences in advance care planning: identifying subgroup patterns and

obstacles. J. Aging Health 24:923–47

www.annualreviews.org • Well-Being at the End of Life 21.15
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 

https://www.americanbar.org/content/dam/aba/administrative/law_aging/2014_default_surrogate_consent_statutes.authcheckdam.pdf
https://www.ama-assn.org/sites/ama-assn.org/files/corp/media-browser/code-of-medical-ethics-chapter-5.pdf
https://www.wsj.com/articles/end-of-life-discussions-will-be-reimbursed-by-medicare-1446240608
http://time.com/3551560/brittany-maynard-right-to-die-laws/
https://news.gallup.com/poll/235145/americans-strong-support-euthanasia-persists.aspx


SO45CH21_Carr ARjats.cls May 2, 2019 12:36

Carr D. 2012d. The social stratification of older adults’ preparations for end-of-life health care. J. Health Soc.
Behav. 53:297–312

Carr D, Khodyakov D. 2007. Health care proxies: Whom do young old adults choose and why? J. Health Soc.
Behav. 48(2):180–94

Carr D, Luth EA. 2017. Advance care planning: contemporary issues and future directions. Innov. Aging
1(1):igx012

Carr D, Moorman SM. 2009. End-of-life treatment preferences among older adults: an assessment of psy-
chosocial influences. Sociol. Forum 24(4):754–78

Carr D, Moorman SM, Boerner K. 2013. End-of-life planning in a family context: Does relationship quality
affect whether (and with whom) older adults plan? J. Gerontol. Ser. B Psychol. Sci. Soc. Sci. 68(4):586–92

Cent. Dis. Control Prev. 1999. Ten great public health achievements–United States, 1900–1999. MMWR.
Morb. Mortal. Wkly. Rep. 48(12):241–43

Chau DL, Walker V, Pai L, Cho LM. 2008. Opiates and elderly: use and side effects. Clin. Interv. Aging
3(2):273–78

Chi NC, Demiris G, Lewis FM, Walker AJ, Langer SL. 2016. Behavioral and educational interventions to
support family caregivers in end-of-life care: a systematic review. Am. J. Hosp. Palliat. Med. 33(9):894–
908

ChochinovHM,Cann BJ. 2005. Interventions to enhance the spiritual aspects of dying. J. Palliat.Med.8(Suppl.
1):103–15

Christakis NA. 2000.Death Foretold. Chicago: Univ. Chicago Press
Christakis NA, Iwashyna TJ. 2003. The health impact of health care on families: a matched cohort study of

hospice use by decedents and mortality outcomes in surviving, widowed spouses.Soc. Sci.Med. 57(3):465–
75

Christakis NA, Smith JL, Parkes CM, Lamont EB. 2000. Extent and determinants of error in doctors’ prog-
noses in terminally ill patients: prospective cohort study. Commentary: Why do doctors overestimate?
Commentary: Prognoses should be based on proved indices not intuition. BMJ 320(7233):469–73

Cintron A, Morrison RS. 2006. Pain and ethnicity in the United States: a systematic review. J. Palliat. Med.
9(6):1454–73

Clayton JM, Hancock KM, Butow PN, Tattersall MHN, Currow DC. 2007. Clinical practice guidelines for
communicating prognosis and end-of-life issues with adults in the advanced stages of a life-limiting
illness, and their caregivers.Med. J. Aust. 186(12):S77

Coleman EA, Boult C. 2003. Improving the quality of transitional care for persons with complex care needs.
J. Am. Geriatr. Soc. 51(4):556–57

Dartm. Inst. Health Policy Clin. Pract. 2018.Dartmouth Atlas of Health Care. Accessed April 9, 2019. https://
www.dartmouthatlas.org/interactive-apps/end-of-life-care/

Degenholtz HB, Thomas SB, Miller MJ. 2003. Race and the intensive care unit: disparities and preferences
for end-of-life care. Crit. Care Med. 31:S373–78

DeNavas-Walt C, Proctor BD, Mills RJ. 2004. Income, poverty, and health insurance coverage in the United
States: 2003. Curr. Popul. Rep. P60-226, US Census Bur., Washington, DC. https://www.census.gov/
prod/2004pubs/p60-226.pdf

Detering KM, Hancock AD, Reade MC, Silvester W. 2010. The impact of advance care planning on end of
life care in elderly patients: randomised controlled trial. BMJ 340:c1345

Ditto PH, Danks JH, Smucker WD, Bookwala J, Coppola KM, et al. 2001. Advance directives as acts of
communication: a randomized controlled trial. Arch. Intern. Med. 161(3):421–30

Doukas DJ,Hardwig J. 2003.Using the family covenant in planning end-of-life care: obligations and promises
of patients, families, and physicians. J. Am. Geriatr. Soc. 51(8):1155–58

Emanuel EJ. 2002. Euthanasia and physician-assisted suicide: a review of the empirical data from the United
States. Arch. Intern. Med. 162(2):142–52

Emanuel EJ, Emanuel LL. 1998. The promise of a good death. Lancet 351:21–29
Field D. 1994. Palliative medicine and the medicalization of death. Eur. J. Cancer Care 3(2):58–62
Field MJ, Cassel CK, eds. 1997. Approaching Death: Improving Care at the End of Life. Washington, DC: Natl.

Acad. Press

21.16 Carr • Luth
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 

https://www.dartmouthatlas.org/interactive-apps/end-of-life-care/
https://www.census.gov/prod/2004pubs/p60-226.pdf


SO45CH21_Carr ARjats.cls May 2, 2019 12:36

Finlay IG, George R. 2011. Legal physician-assisted suicide in Oregon and the Netherlands: evidence con-
cerning the impact on patients in vulnerable groups—another perspective on Oregon’s data. J. Med.
Ethics 37(3):171–74

Flory J, Young-Xu Y, Gurol I, Levinsky N, Ash A, Emanuel E. 2004. Place of death: US trends since 1980.
Health Aff. 23(3):194–200

Fowler FJ Jr., Coppola KM, Teno JM. 1999. Methodological challenges for measuring quality of care at the
end of life. J. Pain Symptom Manag. 17(2):114–19

French EB, McCauley J, Aragon M, Bakx P, Chalkley M, et al. 2017. End-of-life medical spending in last
twelve months of life is lower than previously reported.Health Aff. 36(7):1211–17

Gawande A. 2014. Being Mortal: Medicine and What Matters in the End. New York: Metropolitan Books
Gerstorf D, Ram N,Mayraz G,Hidajat M, Lindenberger U, et al. 2010. Late-life decline in well-being across

adulthood in Germany, the United Kingdom, and the United States: Something is seriously wrong at
the end of life. Psychol. Aging 25(2):477–85

Gozalo P, Teno JM,Mitchell SL, Skinner J, Bynum J, et al. 2011. End-of-life transitions among nursing home
residents with cognitive issues.New Engl. J. Med. 365(13):1212–21

Green CR, Anderson KO, Baker TA, Campbell LC, Decker S, et al. 2003. The unequal burden of pain: con-
fronting racial and ethnic disparities in pain. Pain Med. 4(3):277–94

Hoffman KM,Trawalter S, Axt JR,OliverMN. 2016. Racial bias in pain assessment and treatment recommen-
dations, and false beliefs about biological differences between blacks and whites. PNAS 113(16):4296–
301

Hogan C, Lunney J, Gabel J, Lynn J. 2001. Medicare beneficiaries’ costs of care in the last year of life.Health
Aff. 20(4):188–95

House JS, Lantz PM,Herd P. 2005. Continuity and change in the social stratification of aging and health over
the life course: evidence from a nationally representative longitudinal study from 1986 to 2001/2002
(Americans’ Changing Lives Study). J. Gerontol. Ser. B Psychol. Sci. Soc. Sci. 60(Special issue 2):S15–26

Hui D,Nooruddin Z, Didwaniya N,Dev R, De La Cruz M, et al. 2014. Concepts and definitions for “actively
dying,” “end of life,” “terminally ill,” “terminal care,” and “transition of care”: a systematic review. J. Pain
Symptom Manag. 47(1):77–89

Huynh TN, Kleerup EC, Wiley JF, Savitsky TD, Guse D, et al. 2013. The frequency and cost of treatment
perceived to be futile in critical care. JAMA Intern. Med. 173(20):1887–94

Idler EL, McLaughlin J, Kasl S. 2009. Religion and the quality of life in the last year of life. J. Gerontol. Ser. B
Psychol. Sci. Soc. Sci. 64(4):528–37

Inst. Med. 2015. Dying in America: Improving Quality and Honoring Individual Preferences Near the End of Life.
Washington, DC: Natl. Acad. Press

Johnson RW, Newby LK, Granger CB, Cook WA, Peterson ED, et al. 2010. Differences in level of care at
the end of life according to race. Am. J. Crit. Care 19(4):335–43

Kawachi I, Daniels N, Robinson DE. 2005. Health disparities by race and class: why both matter.Health Aff.
24(2):343–52

Kellehear A. 2009. Dying old: and preferably alone? Agency, resistance and dissent at the end of life. Int. J.
Ageing Later Life 4(1):5–21

Kennedy C, Brooks-Young P, Gray CB, Larkin P, Connolly M, et al. 2014. Diagnosing dying: an integrative
literature review. BMJ Support. Palliat. Care 4:263–270

Khodyakov D, Carr D. 2009. The impact of late-life parental death on adult sibling relationships: Do parents’
advance directives help or hurt? Res. Aging 31(5):495–519

Koss CS,Baker TA. 2017.Race differences in advance directive completion: the narrowing gap betweenWhite
and African American older adults. J. Aging Health 29:324–42

Koss CS, Baker TA. 2018. Where there’s a will: the link between estate planning and disparities in advance
care planning by white and black older adults. Res. Aging 40:281–302

Kramer BJ, Yonker JA. 2011. Perceived success in addressing end-of-life care needs of low-income elders and
their families: What has family conflict got to do with it? J. Pain Symptom Manag. 41(1):35–48

Lamont EB, Christakis NA. 2001. Prognostic disclosure to patients with cancer near the end of life. Ann.
Intern. Med. 134(12):1096–105

www.annualreviews.org • Well-Being at the End of Life 21.17
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 



SO45CH21_Carr ARjats.cls May 2, 2019 12:36

Lendon JP, Ahluwalia SC, Walling AM, Lorenz KA, Oluwatola OA, et al. 2015. Measuring experience with
end-of-life care: a systematic literature review. J. Pain Symptom Manag. 49(5):904–15

Loggers ET, Maciejewski PK, Paulk E, DeSanto-Madeya S, Nilsson M, et al. 2009. Racial differences in
predictors of intensive end-of-life care in patients with advanced cancer. J. Clin. Oncol. 27:5559–64

Lunney JR, Foley KM, Smith TJ, Gelband H, eds. 2003a.Describing Death in America: What We Need to Know.
Washington, DC: Natl. Acad. Press

Lunney JR, Lynn J, Foley DJ, Lipson S, Guralnik JM. 2003b. Patterns of functional decline at the end of life.
JAMA 289(18):2387–92

Luth EA. 2017. A case for death as equalizer: fundamental causes as non-predictors of multidimensional end-of-life
care quality. PhD Diss., Rutgers Univ., New Brunswick, NJ

Luth EA, Prigerson HG. 2018. Unintended harm? Race differences in the relationship between advance care
planning and psychological distress at the end-of-life. J. Pain Symptom Manag. 56(5):752–59

Mack JW, Paulk M, Viswanath K, Prigerson HG. 2010. Racial disparities in the outcomes of communication
on medical care received near death. Arch. Intern. Med. 170:1533–40

Manning WD, Brown SL. 2011. The demography of unions among older Americans, 1980–present: a family
change approach. In Handbook of Sociology of Aging, ed. RA Settersten, JL Angel, pp. 193–210. New York:
Springer

Matsuyama RK, Balliet W, Ingram K, Lyckholm LJ, Wilson-Genderson M, Smith TJ. 2011. Will patients
want hospice or palliative care if they do not know what it is? J. Hosp. Palliat. Nurs. 13:41–46

McPherson CJ, Addington-Hall JM. 2003. Judging the quality of care at the end of life: Can proxies provide
reliable information? Soc. Sci. Med. 56(1):95–109

Meghani SH, Byun E, Gallagher RM. 2012. Time to take stock: a meta-analysis and systematic review of
analgesic treatment disparities for pain in the United States. Pain Med. 13(2):150–74

Meier DE. 2010. The development, status, and future of palliative care. In Palliative Care: Transforming the
Care of Serious Illness, ed. DE Meier, SL Isaacs, RG Hughes, pp. 3–76. San Francisco: Jossey-Bass

Meier EA,Gallegos JV,Thomas LPM,Depp CA, Irwin SA, Jeste DV. 2016.Defining a good death (successful
dying): literature review and a call for research and public dialogue. Am. J. Geriatr. Psychiatry 24(4):261–
71

Miller SC, Mor V, Teno JM. 2003. Hospice enrollment and pain assessment and management in nursing
homes. J. Pain Symptom Manag. 26(3):791–99

Mintz S. 2004.Huck’s Raft: A History of American Childhood. Cambridge, MA: Harvard Univ. Press
Moorman SM,Carr D, Boerner K. 2014.The role of relationship biography in advance care planning. J. Aging

Health 26(6):969–92
Morrison RS, Wallenstein S, Natale DK, Senzel RS, Huang LL. 2000. “We don’t carry that”—failure of

pharmacies in predominantly nonwhite neighborhoods to stock opioid analgesics. New Engl. J. Med.
342(14):1023–26

Murphy SL, Xu J, Kochanek KD, Curtin SC, Arias E. 2017. Deaths: final data for 2015. Natl. Vital Stat. Rep.
66(6)

Natl. Acad. Sci. Eng. Med. 2016. Families caring for an aging America. Rep., Natl. Acad. Sci. Eng. Med.,
Washington, DC: Natl. Acad. Press. https://doi.org/10.17226/23606

Natl. Cent. Health Stat. 2011. Health, United States, 2010: with special feature on death and dying. US Dep.
Health Hum. Serv. Rep. 2011-1232, Natl. Cent. Health Stat., Hyattsville, MD. https://www.cdc.gov/
nchs/data/hus/hus10.pdf

NHPCO (Natl. Hosp. Palliat. Care Organ.). 2010. Standards of Practice for Hospice Programs. Alexandria, VA:
NHPCO

NHPCO (Natl. Hosp. Palliat. Care Organ.). 2018. Facts and figures: hospice care in America. Rep., NHPCO,
Alexandria,VA.https://www.nhpco.org/sites/default/files/public/Statistics_Research/2017_Facts_
Figures.pdf

Nicholas LH,Langa KM, Iwashyna TJ,Weir DR. 2011.Regional variation in the association between advance
directives and end-of-life Medicare expenditures. JAMA 306(13):1447–53

Olshansky SJ, Ault AB. 1986.The fourth stage of the epidemiologic transition: the age of delayed degenerative
diseases.Milbank Q. 64(3):355–91

21.18 Carr • Luth
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 

https://doi.org/10.17226/23606
https://www.cdc.gov/nchs/data/hus/hus10.pdf
https://www.nhpco.org/sites/default/files/public/Statistics_Research/2017_Facts_Figures.pdf


SO45CH21_Carr ARjats.cls May 2, 2019 12:36

Omran AR. 2005. The epidemiologic transition: a theory of the epidemiology of population change.Milbank
Q. 83(4):731–57

Patel KV, Guralnik JM, Dansie EJ, Turk DC. 2013. Prevalence and impact of pain among older adults in
the United States: findings from the 2011 National Health and Aging Trends Study. Pain 154(12):2649–
57

Pattison EM. 1977. The Experience of Dying. Englewood Cliffs, NJ: Prentice-Hall
Pew Res. Cent. 2013. Views on end-of-life medical treatments. Rep., Pew Res. Cent., Washington, DC. http://

www.pewresearch.org/wp-content/uploads/sites/7/2013/11/end-of-life-survey-report-full-pdf.
pdf

Pfeifer MP, Mitchell CK, Chamberlain L. 2003. The value of disease severity in predicting patient readiness
to address end-of-life issues. Arch. Intern. Med. 163(5):609–12

Phelan JC,Link BG,Tehranifar P. 2010. Social conditions as fundamental causes of health inequalities: theory,
evidence, and policy implications. J. Health Soc. Behav. 51:S28–40

Phillips JA, Luth EA. 2018. Beliefs about suicide acceptability in the United States: How do they affect suicide
mortality? J. Gerontol. Ser. B. https://doi.org/10.1093/geronb/gbx153

Pres. Counc. Bioeth. 2005. Taking care: ethical caregiving in our aging society. Rep., Pres. Counc. Bioeth.,
Washington, DC

Qaseem A, Snow V, Shekelle P, Casey DE, Cross JT, Owens DK. 2008. Evidence-based interventions to
improve the palliative care of pain, dyspnea, and depression at the end of life: a clinical practice guideline
from the American College of Physicians. Ann. Intern. Med. 148(2):141–46

Quill TE. 2007. Physician assisted death in vulnerable populations. BMJ 335(7621):625–26
Rahman AN. 2017.Who knew? Hospice is a business.What that means for all of us.Gerontologist 57(1):12–18
Rajkomar A,Oren E,ChenK,Dai AM,Hajaj N, et al. 2018. Scalable and accurate deep learning with electronic

health records.NPJ Digit. Med. 1(1):18
Rao JK, Abraham LA, Anderson LA. 2009. Novel approach, using end-of-life issues, for identifying items for

public health surveillance. Prev. Chronic Dis. 6(2):A57
Reid VL, McDonald R, Nwosu AC, Mason SR, Probert C, et al. 2017. A systematically structured review of

biomarkers of dying in cancer patients in the last months of life; an exploration of the biology of dying.
PLOS ONE 12(4):e0175123

Rhodes RL, Teno JM. 2009.What’s race got to do with it? J. Clin. Oncol. 27(33):5496–98
Rhodes RL, Teno JM, Welch LC. 2006. Access to hospice for African Americans: Are they informed about

the option of hospice? J. Palliat. Med. 9:268–72
Rickerson E, Harrold J, Kapo J, Carroll JT, Casarett D. 2005. Timing of hospice referral and families’ per-

ceptions of services: Are earlier hospice referrals better? J. Am. Geriatr. Soc. 53(5):819–23
Sanders JJ, Robinson MT, Block SD. 2016. Factors impacting advance care planning among African Ameri-

cans: results of a systematic integrated review. J. Palliat. Med. 19:202–27
Schafer MH, Ferraro KF. 2011. Childhood misfortune as a threat to successful aging: avoiding disease.

Gerontologist 52(1):111–20
Schockett ER, Teno JM, Miller SC, Stuart B. 2005. Late referral to hospice and bereaved family member

perception of quality of end-of-life care. J. Pain Symptom Manag. 30(5):400–7
Sharma RK, Freedman VA, Mor V, Kasper JD, Gozalo P, Teno JM. 2017. Association of racial differences

with end-of-life care quality in the United States. JAMA Intern. Med. 177:1858–60
Shneidman E. 1995. Voices of Death. New York: Kodansha Int.
Silveira MJ, Kim SY, Langa KM. 2010. Advance directives and outcomes of surrogate decision making before

death.New Engl. J. Med. 362(13):1211–18
SilveiraMJ,WiitalaW,Piette J. 2014. Advance directive completion by elderly Americans: a decade of change.

J. Am. Geriatr. Soc. 62(4):706–10
Simmons CP, McMillan DC, McWilliams K, Sande TA, Fearon KC, et al. 2017. Prognostic tools in patients

with advanced cancer: a systematic review. J. Pain Symptom Manag. 53(5):962–70
Singer PA,Martin DK, Kelner M. 1999. Quality end-of-life care: patients’ perspectives. JAMA 281(2):163–68
Smith AK, Glare P. 2016. Ethical issues in prognosis and prognostication. In The Oxford Handbook of Ethics at

the End of Life, ed. SJ Younger, RM Arnold, pp. 170–92. New York: Oxford Univ. Press

www.annualreviews.org • Well-Being at the End of Life 21.19
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 

http://www.pewresearch.org/wp-content/uploads/sites/7/2013/11/end-of-life-survey-report-full-pdf.pdf
https://doi.org/10.1093/geronb/gbx153


SO45CH21_Carr ARjats.cls May 2, 2019 12:36

Smith S, Newhouse JP, Freeland MS. 2009. Income, insurance, and technology: Why does health spending
outpace economic growth? Health Aff. 28(5):1276–84

Steinhauser KE, Christakis NA, Clipp EC, McNeilly M, McIntyre L, Tulsky JA. 2000a. Factors considered
important at the end of life by patients, family, physicians, and other care providers. JAMA 284:2476–81

Steinhauser KE, Clipp EC,McNeilly M, Christakis NA,McIntyre LM, Tulsky JA. 2000b. In search of a good
death: observations of patients, families, and providers. Ann. Intern. Med. 132(10):825–32

Stevenson DG,Dalton JB, Grabowski DC,Huskamp HA. 2015. Nearly half of all Medicare hospice enrollees
received care from agencies owned by regional or national chains.Health Aff. 34(1):30–38

Suitor JJ, Gilligan M, Pillemer K, Fingerman KL, Kim K, et al. 2017. Applying within-family differences
approaches to enhance understanding of the complexity of intergenerational relations. J. Gerontol. Ser. B.
73(1):40–53

Sykes N, Thorns A. 2003. The use of opioids and sedatives at the end of life. Lancet Oncol. 4(5):312–18
Tait RC, Chibnall JT. 2014. Racial/ethnic disparities in the assessment and treatment of pain: psychosocial

perspectives. Am. Psychol. 69(2):131–41
Teno JM, Casey VA,Welch LC, Edgman-Levitan S. 2001. Patient-focused, family-centered end-of-life med-

ical care: views of the guidelines and bereaved family members. J. Pain Symptom Manag. 22:738–51
Teno JM, Freedman VA, Kasper JD, Gozalo P, Mor V. 2015. Is care for the dying improving in the United

States? J. Palliat. Med. 18:662–66
Teno JM, Gozalo PL, Bynum JP, Leland NE, Miller SC, et al. 2013. Change in end-of-life care for Medicare

beneficiaries: site of death, place of care, and health care transitions in 2000, 2005, and 2009. JAMA
309(5):470–77

Teno JM, Gozalo PL, Trivedi AN, Bunker J, Lima J, et al. 2018. Site of death, place of care, and health care
transitions among US Medicare beneficiaries, 2000–2015. JAMA 320(3):264–71

Teno JM,Gruneir A, Schwartz Z,Nanda A,Wetle T. 2007. Association between advance directives and quality
of end-of-life care: a national study. J. Am. Geriatr. Soc. 55:189–94

Teno JM,Mitchell SL,Gozalo PL,Dosa D,Hsu A, et al. 2010.Hospital characteristics associated with feeding
tube placement in nursing home residents with advanced cognitive impairment. JAMA 303(6):544–50

van den Beuken-van Everdingen MHJ, de Rijke JM, Kessels AG, Schouten HC, van Kleef M, Patijn J.
2007. Prevalence of pain in patients with cancer: a systematic review of the past 40 years. Ann. Oncol.
18(9):1437–49

Warraich HJ. 2017.Modern Death: How Medicine Changed the End of Life. New York: St. Martin’s
Warraich HJ, Allen LA, Mukamal KJ, Ship A, Kociol RD. 2016. Accuracy of physician prognosis in heart

failure and lung cancer: comparison between physician estimates and model predicted survival. Palliat.
Med. 30(7):684–89

Wright AA, Zhang B, Ray A, Mack JW, Trice E, et al. 2008. Associations between end-of-life discussions,
patient mental health,medical care near death, and caregiver bereavement adjustment. JAMA 300:1665–
73

Xu J, Murphy SL, Kochanek KD, Bastian BA. 2016. Deaths: final data for 2013.Natl. Vital Stat. Rep. 64(2)
Yadav KN,Gabler NB, Cooney E, Kent S, Kim J, et al. 2017. Approximately one in three US adults completes

any type of advance directive for end-of-life care.Health Aff. 36(7):1244–51
Zimmer Z, Rubin S. 2016. Life expectancy with and without pain in the US elderly population. J. Gerontol.

Ser. A Biomed. Sci. Med. Sci. 71(9):1171–76

21.20 Carr • Luth
Review in Advance first posted on 
May 13, 2019. (Changes may still 
occur before final publication.)

A
nn

u.
 R

ev
. S

oc
io

l. 
20

19
.4

5.
 D

ow
nl

oa
de

d 
fr

om
 w

w
w

.a
nn

ua
lr

ev
ie

w
s.

or
g

 A
cc

es
s 

pr
ov

id
ed

 b
y 

B
os

to
n 

U
ni

ve
rs

ity
 o

n 
06

/1
8/

19
. F

or
 p

er
so

na
l u

se
 o

nl
y.

 


