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“You matter because you are you and you matter to the last moment of your life.” —Cicely Saunders

Introduction
End-of-life care, encompassing palliative and centuries. To contextual-

hospice care, represents a critical aspect of ize this evolution, one

medical practice deeply impacting patients, might consider the re-

healthcare providers, and society at large. flections of Michel de

Despite its significance, this subject often Montaigne, a French

receives insufficient attention in medical ed- Renaissance philoso-

ucation and training. This paper aims to ad- pher. Montaigne ob-

dress this gap by exploring the evolution of served that in his era,

end-of-life care, examining current practices the majority succumbed

in the United States, and discussing the to death before reach-

concept of a "good death." ing the age of fifty, typi- 0 4 \ichel de

cally from rapid-onset Montalgne, 1570s.
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process occurring swiftly and at home (Mon-
taigne, 1580). He noted, "To die of old age is
a rare, extraordinary, and singular death,
much less natural than other kinds" (Mon-
taigne, 1580). This historical observation un-
derscores the stark contrast between past
and present death experiences, with the lat-
ter now often occurring in medicalized set-
tings.

The modern hospice movement, which laid
the groundwork for contemporary palliative
care, emerged in the 1960s and 1970s, epit-
omized by the establishment of the first hos-
pice in London by Dame Cicely Saunders.
Saunders, a nurse with a privileged back-
ground, was deeply influenced by personal
experiences with terminally ill patients, in-
cluding two whom she loved (Clark, 2005).
Motivated by these encounters, Saunders
sought to improve the quality of life for those
at the end of life. She founded St. Christo-
pher's Hospice as a pioneering institution
that integrated clinical research, education,
and holistic care, addressing the physical,
social, psychological, and spiritual needs of
patients and their families (Saunders, 1967).
Saunders' philosophy that "you matter be-
cause you are you, and you matter to the
last moment of your life" encapsulates the
ethos of palliative care, emphasizing dignity,
compassion, and individualized care (Saun-
ders, 1976).

Transition to Modern Palliative Care

The hospice movement spearheaded by
Saunders catalyzed the development of pal-
liative care as a specialized field. Today, pal-
liative care aims to enhance the quality of life
for patients facing life-threatening illnesses,
focusing on symptom management, psy-
chosocial support, and assistance in making
complex healthcare decisions. This shift re-
flects a broader understanding of the mul-
tifaceted needs of terminally ill patients and
their families, moving beyond the traditional

focus on physical symptoms to encompass a
more comprehensive approach to care.

Following Cicely Saunders' establishment of
the hospice movement in the United King-
dom, the concept of specialized end-of-life
care began to gain traction internationally. A
pivotal moment in the transatlantic exchange
of hospice philosophies occurred when Flo-
rence Wald, an American nurse and later the
Dean of the Yale School of Nursing, attend-
ed a lecture by Saunders. Inspired by Saun-
ders' pioneering work, Wald visited St.
Christopher's Hospice in London, absorbing
its foundational principles. This experience
catalyzed the hospice care movement in the
United States, with Wald establishing the
first American hospice institution in Con-
necticut (Stoddard, 1992). This marked a
significant milestone in the integration of
hospice care within the American healthcare
system, laying the groundwork for the
broader field of palliative care.

The 1970s witnessed a burgeoning dis-
course around end-of-life care, prompted in
part by legislative developments in Oregon
concerning physician-assisted suicide and a
growing recognition of the changing dynam-
ics of death in America. Policymakers and
medical professionals observed a shift to-
wards prolonged life expectancies and an
increase in hospital deaths, sparking a na-
tional conversation on the quality and locus
of end-of-life care (Meier, 2011).

In 1980, a landmark policy change occurred
when the federal government began cover-
ing hospice care under Medicaid, facilitating
the expansion of hospice services and, indi-
rectly, the growth of nursing homes. This pe-
riod also saw the World Health Organiza-
tion's recognition of palliative care as a dis-
tinct medical specialty in 1990, emphasizing
its goal to "relieve suffering and improve the
quality of life for patients with life-limiting ill-
nesses" (quoted in Connor & Sepluveda
Bermedo 2014).
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Elisabeth Kibler-Ross and the Psychosocial
Dimensions of Dying

Elisabeth Kubler-Ross, a psychiatrist, signifi-
cantly contributed to the understanding of
the emotional and psychological aspects of
dying. Her identification of the five stages of
grief—denial, anger, bargaining, depression,
and acceptance—provided a framework for
comprehending the emotional responses to
terminal illness and loss (Kubler-Ross,
1969). Though initially met with skepticism,
her work gained traction, influencing not only
the field of psychology but also the general
public's perception of grief and dying.

Kibler-Ross's interest in death and dying
was shaped by her personal experiences
with health challenges in early childhood and
her observations of the dying process. Her
later years, marked by a series of strokes
and a reflective period in a nursing home,
offered her unique insights into the experi-
ences she had previously studied. An inter-
view with Oprah Winfrey revealed Kubler-
Ross's contemplations on her own stages of
grief, highlighting her readiness for death
and her perception of divine timing in her
life's end (Kubler-Ross, 2002).

Analyzing End-of-Life Care: The Institute
of Medicine's Findings

In 1997, the Institute of Medicine conducted
a comprehensive study on the prevailing pat-
terns of death and dying in America, culmi-
nating in a revealing report about the reali-
ties of end-of-life care. This report not only
shed light on the existing practices and gaps
in care but also highlighted the divergence
between the manner in which Americans die
and how they wish to die (Institute of Medi-
cine, 1997). A critical insight from the report
is the misalignment between clinical inter-
ventions and patient desires, emphasizing a
widespread need for reform in end-of-life
care strategies.

The IOM report set forth several recommen-
dations aimed at enhancing the quality of
end-of-life care, notably:

+ Early Diagnosis and Communication:
Emphasizing the importance of promptly
diagnosing life-limiting conditions and effec-
tively communicating these diagnoses to
patients and their families. This recommen-
dation underscores the need for trans-
parency and clarity in discussions about
prognosis and available care options.

+ Goal Alignment: Advocating for the es-
tablishment of clear care goals that are in
harmony with the patient's values and
wishes. This involves a collaborative ap-
proach where the healthcare provider's
recommendations are aligned with the pa-
tient's personal values, cultural back-
ground, socioeconomic status, and reli-
gious beliefs.

Guidelines for Modern Dying: Recogniz-
ing the changing landscape of death in con-
temporary society, the report calls for the
creation of guidelines that address the
needs and preferences of individuals dying
in the modern age. This reflects an ac-
knowledgment of the shift away from tradi-
tional settings of death towards more med-
icalized contexts.

Relationship Building: Highlighting the
importance of fostering strong relationships
between patients, families, and caregivers.
Such relationships are pivotal for ensuring
that end-of-life care is compassionate, re-
spectful, and attuned to the emotional and
psychological needs of all involved.

Healthcare Community Responsibility:
Stating that the healthcare community
bears a special responsibility to educate
itself on effective end-of-life care practices.
This includes learning how to have con-
structive conversations with families about
death and dying, ensuring that end-of-life
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care is both humane and consistent with
patient wishes.

The Changing Landscape of Death in
America

Historically, most Americans died at home,
with death often occurring swiftly due to
acute illnesses such as pneumonia. This tra-
ditional experience of dying surrounded by
family and friends starkly contrasts with the
contemporary reality, where death frequently
takes place in medicalized settings such as
hospitals and nursing homes. The IOM re-
port's insights into this shift highlight a critical
gap between preferred and actual contexts
of death, indicating a need for systemic
changes in end-of-life care practices.

The report revealed a dissonance between
preferred and actual places of death, indicat-
ing that while many Americans expressed a
desire to die at home, the majority were dy-
ing in institutional settings (Institute of Medi-
cine, 1997). To bridge this gap, the IOM rec-
ommended early diagnosis, clear communi-
cation of prognosis and care options to pa-
tients and families, and alignment of care
goals with patients' values and cultural, so-
cioeconomic, and religious backgrounds.
These guidelines underscored the need for a
patient-centered approach in end-of-life
care, emphasizing the importance of dignity,
respect, and shared decision-making (Insti-
tute of Medicine, 1997).

Shifts in Life Expectancy and Causes of
Death

By the early 2000s, significant shifts in life
expectancy and predominant causes of
death were observable. Despite a slight de-
cline attributed to the COVID-19 pandemic,
the average American life expectancy had
increased markedly from the mid-20th centu-
ry, with heart disease, cancer, and stroke be-
ing the leading causes of death, pre-COVID.
The pandemic, however, introduced a new

variable, briefly making COVID-19 the third
leading cause of death in the United States.
These shifts reflect broader trends in public
health and medicine, where advancements
have transformed once-fatal conditions into
manageable chronic ilinesses, thereby ex-
tending life but also altering the landscape of
terminal care (National Center for Health
Statistics, 2021).

The Evolution of Death Settings

The 20th century witnessed a significant
transition in the settings of death. While
home was once the primary site of death,
the latter half of the century saw a marked
increase in institutional deaths. By 1949, ap-
proximately half of all American deaths oc-
curred in institutions, with hospitals account-
ing for 40% of these (Lunney et al., 2003).
This trend intensified by 1980, with nearly
three-quarters of deaths occurring in institu-
tional settings, underscoring a societal shift
towards medicalized end-of-life care (Insti-
tute of Medicine 1997; National Academies
1997)

However, the reliability of data regarding the
exact location of death (e.g., hospital vs.
nursing home) remains a challenge, due to
factors such as transfers between care set-
tings and reporting inconsistencies.

The Medicaid Act

The increase in institutional deaths during
the 1980s can be partially attributed to the
Medicaid Act, which expanded coverage for
palliative care and nursing home facilities.
This legislative change facilitated access to
institutional care for terminally ill patients,
leading to a notable shift in the settings of
death. By the 1990s, only 20% of Americans
died at home, a significant decrease from
previous decades (Hogan et al., 2001). This
shift underscores the impact of healthcare
policy on end-of-life care practices and pref-
erences.
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Americans' Preferences for

End-of-Life Care

Despite the growing trend of institutional
deaths, surveys from the period reveal a
persistent preference among Americans to
die at home, conditional upon the certainty of
terminal iliness and the absence of curative
options (Teno et al., 2004). This reflects an
intrinsic optimism and a desire for aggres-
sive treatment until all hope is exhausted, at
which point the preference shifts towards
comfort and palliation. The complexity of ac-
curately predicting disease trajectories com-
plicates this preference, as it challenges
healthcare providers to balance hope with
realism in care planning.

The changing social fabric of America, char-
acterized by increased mobility and the dis-
persal of families( making family-based deci-
sion-making logistically more difficult), has
influenced end-of-life experiences. The
emergence of available medical interven-
tions for previously life-threatening disease
and end-of-life interventions have further
complicated end-of-life care for American
families. A study in 1996 highlighted genera-
tional differences in attitudes towards life-
sustaining treatments, with younger individ-
uals more likely to reject measures that
compromise independence, compared to
older generations who may be more accept-
ing of dependence in their final years
(Emanuel et al., 1996).

The reliance on survey data from predomi-
nantly middle-class, white respondents rais-
es questions about the generalizability of
these findings across America's diverse
population. With projections indicating that
by 2050 the United States will be a majority-
minority country, the heterogeneity of cultur-
al, religious, and ethical perspectives on
death and dying suggests a need for a more
nuanced understanding of end-of-life care
preferences (Passel & Cohn, 2008).

Confronting Death in Medical Practice:
Challenges and Perspectives

The prevailing culture within the medical pro-
fession, characterized by a focus on inter-
vention and cure, reflects broader societal
attitudes towards death. This cultural inclina-
tion towards seeing death as a failure
presents significant challenges in end-of-life
care, driving an increase in healthcare inter-
ventions in the final stages of life (Smith &
Fisher, 2015). The difficulty that healthcare
providers face in accepting the inevitability of
death complicates the pursuit of a balanced
approach to end-of-life care, one that em-
phasizes quality of life and comfort over ag-
gressive treatments.

Good vs. Bad Death

The concept of a "good death" is complex
and varies widely among individuals, influ-
enced by their values, beliefs, and experi-
ences. A good death is generally understood
to be free from avoidable distress and suffer-
ing for patients, families, and caregivers,
aligning with their wishes and cultural, ethi-
cal, and religious standards (Meier et al.,
2016). This definition expands the focus from
the patient and family to include the well-be-
ing of caregivers, acknowledging the emo-
tional and psychological toll of end-of-life
care on healthcare providers.

Moreover, the notion of a "good death" tran-
scends physical considerations to encom-
pass philosophical and existential dimen-
sions. For some, a dignified death involves
maintaining control over the dying process,
including decisions related to life-sustaining
treatments and palliative care options. Cul-
tural and religious beliefs significantly influ-
ence these preferences, highlighting the im-
portance of a personalized and respectful
approach to end-of-life care (Emanuel,
1998).

Cultural, religious, and personal values play
a crucial role in shaping individuals' prefer-
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ences for end-of-life care. For some, dignity
at the end of life may involve minimizing de-
pendence on others and controlling pain and
symptoms. For others, it may mean being
surrounded by family and dying in a familiar
environment. The variability in what consti-
tutes a dignified and comfortable death un-
derscores the necessity for healthcare
providers to engage in open, empathetic dis-
cussions with patients and their families
about their end-of-life wishes (Chochinov,
2006).

While consensus on a universally "good
death" remains elusive, there is a clearer
agreement on what constitutes a "bad
death." A"bad death" is characterized by
needless suffering, the disregard of patient
and family wishes, a perceived loss of digni-
ty, and the provision of unnecessary or non-
beneficial medical interventions. An example
often cited is the aggressive treatment of a
patient with terminal illness, such as
metastatic lung cancer, with high-intensity
interventions like extracorporeal membrane
oxygenation (ECMOQO), which may not align
with the patient's preferences for end-of-life
care (Truog et al., 2008).

Quality of Dying

The quality of dying introduces further com-
plexities in end-of-life care discourse. While
quality of life metrics are relatively well-es-
tablished, encompassing aspects such as
autonomy and functional capacity, the quality
of dying is more difficult to define and mea-
sure. The challenge lies in the subjective na-
ture of pain and suffering and their distinction
from one another. Suffering can occur in the
absence of physical pain and can have
philosophical dimensions that extend beyond
the physical realm. This distinction under-
scores the need for a nuanced approach to
end-of-life care, recognizing that individual
experiences of dying are shaped by a myriad
of factors beyond mere physical symptoms
(Cassell, 1991).

The legal and medical communities strive to
delineate end-of-life through definitions that
can guide care and decision-making. For in-
stance, end-of-life care in the United States
is often associated with a prognosis of a
progressive illness expected to result in
death within a specific timeframe, commonly
six months, in the absence of life-prolonging
treatments. However, this timeframe can be
arbitrary and does not easily apply to all
conditions, highlighting the challenges in set-
ting parameters around what constitutes
terminal illness (Gomez-Batiste et al., 2014).

Furthermore, the definition of death itself has
evolved, encompassing both cardiopul-
monary and brain death criteria. The Ameri-
can Association of Neurologists, among oth-
ers, has updated criteria for death, reflecting
ongoing debates and advancements in med-
ical science and technology that challenge
traditional conceptions of death (Bernat,
2006).

The consensus on what constitutes a "bad
death"—characterized by needless suffering,
disregard for patient and family wishes, and
unnecessary medical interventions—high-
lights the medical community's struggle with
end-of-life care decisions. This perspective
underscores the importance of respecting
patient autonomy and ensuring that care
aligns with the individual's values and pref-
erences, particularly in cases of terminal ill-
ness where the focus should shift from cura-
tive efforts to comfort and quality of life
(Callahan, 2000).

The concept of quality of dying remains chal-
lenging to define, encapsulating more than
the physical experience of pain and suffer-
ing. The differentiation between pain and
suffering, with the latter potentially existing
without physical discomfort, introduces a
philosophical layer to end-of-life care that
necessitates a holistic approach addressing
emotional, spiritual, and existential needs
(Cassell, 2004). This complexity underscores
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the importance of a nuanced approach to
end-of-life discussions, recognizing the di-
verse experiences and interpretations of suf-
fering and dignity among individuals.

Legal and Medical Definitions of Death

The evolving legal and medical definitions of
death, including the distinctions between
cardiopulmonary and brain death, reflect on-
going debates within the medical and ethical
communities. These definitions bear signifi-
cant implications for end-of-life care, particu-
larly in determining when to transition from
curative to palliative care strategies. The re-
cent updates to criteria for death by medical
associations illustrate the dynamic nature of
these definitions and their impact on end-of-
life decision-making (President's Council on
Bioethics, 2008).

The Importance of Early End-of-Life Discus-
sions

Early conversations about end-of-life prefer-
ences and care goals are crucial in prevent-
ing surprises and conflicts during the ad-
vanced stages of illness. Such discussions
enable a comprehensive understanding of
the patient's values and wishes, facilitating
care that honors these preferences and sup-
ports a dignified end-of-life experience. This
approach emphasizes the need for patient-
centered care planning that encompasses
physical, emotional, and spiritual dimensions
of end-of-life care (Wright et al., 2008).

Educational Advances in End-of-Life Care

The incorporation of end-of-life care educa-
tion in medical training represents a signifi-
cant shift towards improving care quality at
life's end. By embedding these discussions
within clinical rotations, future healthcare
providers are better prepared to engage in
meaningful end-of-life conversations and ad-
vocate for care that aligns with patient val-
ues and preferences. This educational evolu-
tion, coupled with self-directed learning and

mentorship, is essential in cultivating a
healthcare workforce adept in delivering
compassionate and competent end-of-life
care (Billings & Block, 1997).

Innovative Approaches to End-of-Life
Care Conversations: Insights from
Practice and Public Education

Angelo Volandes, a Harvard-trained internal
medicine and palliative care physician, offers
valuable insights into facilitating end-of-life
discussions through his concise and acces-
sible book. Volandes emphasizes the impor-
tance of two critical questions aimed at un-
derstanding the patient's values and prefer
enees-end-of-life goals: what activities or ex-
periences are most important to the patient,
and what the patient would choose regarding
their care if they could communicate their
wishes directly. These questions serve to
center the conversation around the patient's
desires, thereby alleviating the decision-
making burden from family members and
ensuring that care aligns with the patient's
values (Volandes, 2016).

The Role of Humor and Social Media in Pub-
lic Education

The utilization of humor and social media
represents a novel approach to educating
the public about end-of-life care. ZDoggMD,
also known as Dr. Zubin Damania, leverages
his platform as a medical influencer to de-
mystify aspects of palliative care through
engaging and humorous content (see, for
example, the examples provided below). His
skits provide a relatable and accessible
means for the public to understand complex
medical interventions like CPR, intubation,
and tracheostomy, fostering a more informed
and comfortable dialogue about end-of-life
choices. (Those reading this paper online
may click on the arrows in the images below
to see examples on YouTube; the website
itself is accessible at https://zdoggmd.com/).


https://zdoggmd.com/
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Z-DOGG Videos

Hospice Care and

the Concept of Hospitality

The etymology of "hospice" from the Latin
"hospitium," meaning a place of rest or pro-
tection for the weary, reflects the foundation-
al principle of hospice care as a sanctuary
that prioritizes comfort, dignity, and support
for patients and their families at the end of
life. This historical perspective underscores
the hospice movement's goal of reversing
the trend of institutional death by offering a
more compassionate and patient-centered
approach to end-of-life care (Saunders,
1967).

Volandes underscores the importance of fa-
cilitating end-of-life discussions through tar-
geted questions that reflect the patient's val-
ues and desires. By asking what activities
give the patient joy and how they would view
invasive treatments in the context of their
quality of life, healthcare providers can shift
the decision-making process to align with the
patient's wishes, easing the burden on family
members (Volandes, 2016). This approach
exemplifies the patient-centered care ethos,
crucial in end-of-life care planning.

Hospice care, derived from the Latin word
"hospitium" meaning hospitality, emphasizes
a comprehensive approach to end-of-life

care, addressing the social, spiritual, physi-
cal, psychological, and emotional needs of
patients and their families. The field of pallia-
tive care has seen significant growth, with
over 8,000 certified specialists as of recent
years, reflecting its increasing recognition as
a vital medical specialty. This growth is sup-
ported by a structured certification process
through various medical boards, demonstrat-
ing the multidisciplinary nature of palliative
care (Certification Board, Year).

Hospice and Palliative Care: Beyond Health-
care Costs

While the financial implications of end-of-life
care are significant, with a substantial por-
tion of healthcare dollars spent in the last
year of life, the value of hospice and pallia-
tive care transcends economic considera-
tions. These services embody the medical
profession's commitment to compassion,
dignity, and supportive care, extending the
physician's role to encompass the final
stages of a patient's journey (Healthcare Fi-
nance Administration, Year). This perspec-
tive reinforces the ethical foundation of med-
ical practice, highlighting the responsibility to
ensure quality of life until the end.


https://www.youtube.com/watch?v=NAlnRHicgWs
https://www.youtube.com/watch?v=Zt3sYAzkQ3U
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Conclusion

The complexities of end-of-life care, encom-
passing communication strategies, the de-
velopment of hospice and palliative care
specialties, and their ethical and economic
implications, highlight the evolving land-
scape of healthcare at life's end. Effective
end-of-life discussions, rooted in under-
standing and respecting patient values,
along with the holistic support provided by

_C H Notable Grand Rounds

hospice and palliative care, represent essen-
tial components of compassionate medical
care. As the healthcare system continues to
grapple with these challenges, the commit-
ment to patient-centered, ethical care re-
mains paramount in navigating the journey
towards a dignified and meaningful end of
life.

Andrea and Matteo Bocelli singing Time to Say Goodbye (courtesy YouTube)


https://www.youtube.com/watch?v=fIU9HZtVIP8
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