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Abstract

Aim: This paper reports a concept analysis of palliative care in the United States.

Background: There has been a significant development of palliative care in the United States. The early years of
215t century have been characterized by a proliferation of diverse models of palliative care.

Methods: A review of literature was conducted to explore the development of palliative care in the United States.
Retrieved articles were published in English between years 2004 and 2011. Reference lists from relevant publications
were reviewed. Rodgers’s evolutionary concept analysis strategy was used to guide this paper. The matrix method
was used to analyze the identified articles.

Results: The definition of palliative care has evolved in the United States in recent years. Six attributes were
identified: (1) medical specialty, (2) holistic care, (3) patient- and family-centered care, (4) interdisciplinary team
work, (5) effective communication, and (6) an integrated approach. The consequences of palliative care for patients,
families, and medical institutions were from three aspects: (1) quality of life, (2) treatment and care, and (3) finances.
The adapted palliative care model shows that palliative care should be integrated into illness management from the
beginning of diagnosis and can be delivered concurrently with curative treatment through the whole trajectory of iliness.

Conclusions: Both the definition and application of palliative care have evolved over the last decade. The ultimate
success of developing palliative care as a medical specialty will rest upon the integration of the changing concept of

palliative care into everyday practice.

Keywords: Concept analysis; Palliative care; Hospice care; United
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Introduction

The U. S. population is aging at increasing rates. By 2030, one in five
Americans will be age 65 or older [1]. As more people live to later years,
a new pattern of illness is emerging and more and more people are
approaching the end of life. Thus, palliative care will be an important
part of future medical care in the United States. Data from the 2008
American Hospital Association (AHA) Annual Survey of US Hospitals
shows that 1299 hospitals (31%) have palliative care programs today
[2]. This represents a rapid increase over the 632 programs reporting
palliative care programs in 2000. In addition to rapidly emerging
hospital-based palliative care programs, the early years of 21* century
have also been characterized by a proliferation of diverse models of
palliative care. These diverse models include outpatient palliative
care clinics [3], palliative care consultation services [4], palliative
care in community and primary care settings [5], and integration of
palliative care in acute care hospitals [6]. This rapid growth in palliative
care models has raised concerns about the quality of palliative care,
particularly at the national level [7]. Two such quality-promoting
efforts are the Clinical Practice Guidelines for Quality Palliative Care
[8] and a state-by-state report card effort developed by the Center
for the Advancement of Palliative Care [9]. These reports identify the
characteristics of a quality palliative care program, and programs that
include these characteristics.

With the aforementioned upward trends in aging, changing illness
trajectories, longer life expectancies, changing goals of care, and
advances in health care technologies, the historical view of palliative
care has been challenged. The concept of palliative care in the US has
evolved to address the needs of a wide range of patient populations
who may not be termed “dying” but for whom alleviation of suffering
and improvement of quality of life may be relevant goals. Meanwhile,
the implementation time of palliative care has been recommended to
be the early stage of illness, at the time of illness diagnosis or at the
time of symptom onset. This evolution necessitates that every health

professional, regardless of his or her clinical specialty, understand the
dramatically changing palliative care concept.

Palliative care is a dynamic concept changing with time,
understanding of disease and evaluation of what constitutes quality of
life and death for people with serious illness [10]. The concept analysis
presented in this paper was guided by Rodgers” evolutionary method
of concept analysis [11]. For Rodgers, concepts may be changeable
based on contextual or temporal elements. The goal of the evolutionary
method of concept analysis is not to search for an absolute truth but
for a relative reality that is pragmatic, temporal and context-dependent
[10]. Since it has been argued that palliative care “is in the process of
dynamic change” [12, p86], an evolutionary method was chosen for the
concept of palliative care. The purpose of this paper was to analyze the
concept of palliative care based on recent developments in this field,
starting from Meghani’s [10] concept analysis of palliative care. In the
discussion section the current concept definition will be compared with
the findings of Meghani [10]. The goal of this analysis is to explore the
evolution of the concept of palliative care, explicate the contemporary
meaning of the concept, and compare it with other related concepts
such as hospice care and end-of-life care within the context of the US
health care system.
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Materials and Methods

The authors performed a keyword search of 5 electronic databases
including: Medline (PubMed), CINAHL, PsycINFO, Academic Search
Premier, and Sociological Abstracts in March 2011. The key words,
“palliative care” and “United States” were used in the search. This
approach was supplemented by systematic analysis of references cited
in all identified articles. Articles were included in the sample if the
article: (a) was published in English, with publication year between 2004
and 2011, (b) addressed palliative care in the United States in recent
years rather than summarized palliative care from years before 2003,
(c) and helped to clarify the concept of palliative care by delineating
its evolution, contemporary meaning, antecedents, attributes and
consequences. The search strategy yielded 449 articles. Titles and/or
abstracts of each article were reviewed, and 328 articles were excluded
due to not meeting the inclusion criteria or because of duplicate
articles. One hundred twenty one full text articles were obtained for
further evaluation. After reviewing these articles based on the inclusion
criteria, 35 articles were included in this study. Review of the reference
lists of these 35 identified articles yielded 9 additional articles. The final
sample included 44 articles. This exceeded the 30 articles that Rodgers
stated was the minimum needed to facilitate a credible analysis [13,14].
These 44 articles can be categorized as follows: 14 research articles, 5
review articles, 10 opinion articles, 3 notes, 1 book source, 5 reports,
1 policy documents, 2 clinical guidelines, 2 editorials, and 1 letter. The
sample was evaluated according to levels of scientific evidence used by
the US Agency for Health Care Policy and Research [15].

The matrix method was used to analyze the identified articles [16].
Information on the definitions, attributes, antecedents, consequences,
references, and related terms of the concept of palliative care were
recorded in tabular form using Microsoft Excel. The researcher
reviewed the listing, then summarized and coded the information
in each column. These data were categorized into 5 themes that
emphasized the following aspects: (a) definitions of palliative care;
(b) antecedents of palliative care; (c) attributes of palliative care; (d)
consequence of palliative care; (e) related concepts.

Results

Existing definitions of palliative care

Recently, the definition of palliative care has changed dramatically.
In 2002, the World Health Organization (WHO) [17] amended the
definition of palliative care as:

An approach which improves the quality of life of patients and
their families facing the problems associated with life-threatening
illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual problems (P. 84).

In 2004, the National Consensus Project for Quality Palliative Care
[8] defined palliative care in a more detailed way:

Palliative care is medical care provided by an interdisciplinary
team, including the professions of medicine, nursing, social work,
chaplaincy, counseling, nursing assistants and other health care
professions, focused on the relief of suffering and support for the best
possible quality of life for patients facing serious life-threatening illness,
and their families. The goal of palliative care is to prevent and relieve
suffering and to support the best possible quality of life for patients and
their families, regardless of the stage of the disease or the need for other
therapies. It can be delivered concurrently with life-prolonging care or
as the main focus of care (p. 611-612).

Currently, palliative care is recognized as a medical specialty with
an inherent interdisciplinary nature by the American Board of Medical
Specialties (ABMS) [18]. In the past, it was not widely accepted that
curative care and palliative care could exist simultaneously in a patient’s
illness management. What is new in the field of palliative care now is
the exploration of palliative as a continuum of interventions and better
ways to integrate curative treatment with palliative care. Twaddle et
al. [19] proposed that: “The continuum of palliative care begins at the
time of diagnosis of serious illness and creates a seamless delivery of
supportive care for those whose diagnosis can at any time be terminal.
The emphasis of palliative care is to clarify the goals of care in the
context of the individual patient’s definition of quality and meaning of
life. With the goals defined and communicated, care moves from crisis
intervention to crisis avoidance, resources for support and advocacy
are defined earlier in the illness, and discussions of the burdens and
benefits of interventions are recurrently pursued” [19, p87] Carlson
et al. [20] asserted that life-prolonging treatments and palliative care
can be better integrated, and the shift from predominantly curative to
predominantly palliative care can be more gradually managed to reflect
the natural course of disease.

Antecedents of palliative care

Historically, an antecedent of palliative care was the inability of
curative medical treatment to meets the needs of clients, for which cure
was not possible. Terminal illnesses, especially cancer and more recently
AIDS, have been two clear antecedents of palliative care [10,21]. More
recently, however, palliative care has not been limited to providing
services for terminally-ill patients or cancer-diagnosed patients.
Research has shown that palliative care can be effective for chronic
conditions such as lung disease [22], heart failure [23,24], degenerative
neurological diseases [25] and dementia [26]. Palliative care has also
been advocated for patients with severe acute illnesses such as those
admitted to intensive care settings [27]. Increasing attention has been
paid to palliative care for older adults [1] and pediatric patients [28].
The current antecedents of palliative care include not just debilitating
illness, acute, serious, and life-threatening illness but also progressive
chronic conditions, congenital injuries, chronic and life-threatening
injuries from accidents or other forms of trauma at any age.

Attributes of palliative care

From the literature, six attributes of palliative care were identified:
(1) medical specialty, (2) holistic care, (3) patient- and family-centered
care, (4) interdisciplinary team work, (5) effective communication, and
(6) an integrated approach.

Medical specialty: In 2006, palliative care was identified as a
medical specialty by the American Board of Medical Specialties
(ABMS) [18]. Specialty-level palliative care service means providing
services by palliative care professionals within an interdisciplinary team
whose work reflects substantial involvement in the care of patients with
life-threatening or debilitating chronic illnesses, and their families [8].
As a subspecialty of medicine, education on palliative care has been
strengthened, accreditation requirements have been developed and
certification exams are required.

Holistic care: Clark and Seymour [29] state that aligning the notion
“palliative” to the notion of “care” is the key to understanding this
concept because the concept of “care” directs attention from linearity
to holism, from patient to care. The goal of palliative care is not to
cure but to achieve the best quality of life through providing care that
addresses the physical, psychological, social, spiritual, and practical
supportive needs of patients and their families. Holistic palliative care
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not only stresses alleviating suffering from pain and other symptoms
but also emphasizes reducing emotional, social and spiritual suffering.
In addition, culturally sensitive delivery of care in this increasingly
diverse society is a growing priority in today’s health care system [30],
and this is likely particularly important in taking care of dying patients.

Patient and family-centered care: Palliative care service should be
patient-and family-centered [31]. The family is defined by the patient
or, in the case of minors or those without decision-making capacity,
by their surrogates. In this context, family members may be related
or unrelated to the patient; they are individuals who provide support
and with whom the patient has a significant relationship (8, P613). In
addition to meeting patients’ physical, psychological, social and spiritual
needs, providing services for their family members is also important in
of palliative care. These services include: promotion of shared decision-
making between the patient and family members; attention to the
needs of the family members for information and skills for taking care
of the patient; physical, emotional and financial supports; promotion
of family members’ dignity; provision of bereavement services prior
to and after patient’s death; and coordination of care across settings of
care and the patient’s illness trajectory [31], and so on.

Interdisciplinary team work: A team-oriented approach to care
is a foundation of palliative care [32]. Palliative care teams include a
core group of professionals from many disciplines including: medicine,
nursing and social work, and may include some combination of
volunteer coordinators, bereavement coordinators, chaplains,
psychologists, pharmacists, nursing assistants and home attendants,
dietitians, physical-, occupational-, art-, play-, child-, life-, and music
therapists, case managers and trained volunteers [8]. The different
members of the palliative care team bring different perspectives to the
patient’s illness experience and diverse expertise towards achieving
the common goal of palliative care [33]. From the perspective of both
patients and caregivers, high-quality care occurs when the care team

controls physical symptoms well, assists with emotional suffering,
supports shared decision-making, coordinates care smoothly, provides
adequate information, and treats the dying patient with respect and
kindness [34].

Effective communication: Effective communication is one of
the core elements of quality palliative care [8]. Achieving the goals
of palliative care is not possible without effective communication
among patients, families, and their interdisciplinary care team [35].
These communication skills include developmentally appropriate and
effective sharing of information, active listening, determination of
goals and preferences, assistance with medical decision-making, and
effective communication with all individuals involved in the care of
patients and their families [8].

An integrated approach: Palliative care, including discussion
of prognosis and advance directives, management of symptoms and
comorbidities, and hospice, should be integrated with optimal medical
management at the diagnosis of any serious disease [24,36]. The
American Hospice Foundation Guidelines Committee recommends
integration of relevant aspects of palliative care in introductory,
diagnostic, treatment, and closing sections of management guidelines
for all significant illnesses [36]. Palliative care can be delivered in
concert with curative or life-prolonging efforts, provided these
therapies are of benefit to the patient [8]. In 2005, the 58th World
Health Assembly fully integrated palliative care into its resolution
WHA 58.22 to improve cancer prevention and control [37]. This
resolution recognized palliative care as an essential component of
comprehensive cancer care, equal to medical, surgical, and radiation
oncology and urged member nations to fully integrate palliative care
into their national cancer control programs. The purpose of integrated
palliative care is to provide high-quality care for both patients and their
families in the whole trajectory of illness.

Patients Families

Medical institutions

Quality of life:

| pain and distressing symptoms
1 well-being

| depressed moods

| anxiety and suffering

1 relationships with self, others, and religious icons
1 human dignity

1 quality of life

Treatment and care

| hospital admissions

| inpatient stays

| inhospital death rates

1 opportunity for care and cure

1 decision-making

1 clarify goals of care

1 satisfaction with care

Finance:

| costs

Quality of life:
1 well-being

| feelings of guilt

1 improved coping
1 decision-making

| psychological distress

1 bereavement outcomes
Treatment and care:
1 satisfaction with care

Treatment and care:

1 the quality of care

1 care coordination

1 clarify treatment goals
Finance:

| hospital cost

Table 1: Consequences of palliative care.

Palliative care

Hospice care

are earlier in the disease trajectory.

A more general term and is applicable to patients who have a significant burden of illness but

Subset of palliative care in the end-of-life setting.

Admit and serve patients who are receiving either curative or non-curative therapies.

Patients who receive hospice care no longer accept any curative
treatments.

No specific prognostic requirement for patients referred to a palliative care.

Requires acknowledgment and acceptance of the inevitability of death.

department, nursing home, home care, outpatient service.

Can be provided in all health care delivery system settings, such as hospital, emergency

Includes primarily routine home care, general inpatient care, and respite
care.

quality of life and death.

The goal of palliative care is to relieve suffering and to maximize the patient's dignity and

Aims to improve the quality of death and dying process.

Table 2: Differences between palliative care and hospice care.
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Consequences of palliative care

With the changing definition of palliative care, the practices of
palliative care have increased attention on the effects of early palliative
care [19,38-42], integrated palliative care with medical management
and care [24,30,43-45], Hospital-Based Palliative Care [4,46] and
palliative care concurrent with life-prolonging treatment [47]. The
literature demonstrates that palliative care has implications for patients,
their families and medical institutions.

Palliative care has improved quality of life of patients and
their families in several ways. It has decreased symptom distress
[30,32,46,48], inhospital death rates [39,48], and negative moods
[47]. It has improved well-being of patients and families [49], human
dignity [50] and bereavement outcomes [51]. It has enhanced quality of
treatment and care by decreasing patients’ hospital admissions [19,39]
and in patient stays [4,39,48]. It has also increased opportunities for
care and cure [19,30,46], decision making [30,46], satisfaction with care
and treatment [46,48], explication of care and treatment goals [19,30]
and coping ability of families [51]. In addition, palliative care can
help to reduce expenditure of both patients and medical institutions
[48,52,53]. Table 1 summarizes the consequences of palliative care for
patients, families and medical institutions.

Related concepts

There has been a lack of definitional clarity related to palliative
care, end-of-life care, and hospice care; too often they are frequently
used interchangeably. This concept confusion may be a barrier to
the development of palliative care. For instance, using palliative care
synonymously with end-of-life care or terminal care has created the
confusion that the concept of palliative care is valid only at the end-
of-life [10]. Referrals to palliative care continue to occur late in the
trajectory of illness. It was hypothesized that the perceived association
between the name palliative care and hospice was a barrier to early
patients’ referral [54].

Hospice is a level of care that is reimbursed by Medicare with the
definition of “care designed to give supportive care to people in the
final phase of a terminal illness and focus on comfort and quality of
life, rather than cure” [55]. It was created to provide compassionate
and cost-effective care for patients and families facing a terminal illness
[56]. The differences between palliative care and hospice care are
summarized in Table 2.

Discussion

The limitations of this study predominately relate to the narrow
scope of the literature. Identified articles in this paper were limited to
the United States; no articles about palliative care in other countries
were included, so the notion of palliative care in other countries
cannot be drawn from this paper. Due to the huge range of differences
in palliative care between the United States and other countries, this
paper could not show these differences.

This paper provides an updated, comprehensive understanding
of the concept of palliative care in the United States. The authors
synthesized the definition of palliative care as follows: palliative care
is a kind of care that addresses the multifaceted needs of patients,
providing thorough symptom management and relief of physical and
psychological suffering, meeting family caregiver needs, and providing
clear communication among patients, families, and interdisciplinary
palliative care team workers; it should be a significant part of disease
management, especially for life-threatening illness; it can be provided
in concert with curative treatment and should be initiated as early as

possible in order to achieve the goals of good living, good dying and
good death.

Compared with Meghani’s concept analysis paper [10], this
paper provides an updated definition, broader and more up-to-date
antecedents and attributes, and more detailed consequences of palliative
care. The authors adopted the General System Theory (GST) [57] to
display antecedents, attributes and consequences of palliative care in
this paper (Figure 1). The antecedents, attributes and consequences
are separately regarded as input, throughput and output in the general
system theory (GST).

In addition, the authors developed a model of palliative care in
illness trajectory (Figure 2) based on the synthesized definition and the
integrated model of care proposed by the World Health Organization
(WHO) [58]. From this model we can see that: (1) palliative care is
patient- and family-centered through the whole trajectory of patients’
illnesses. After patients’ deaths, bereavement care is continually
provided for families; (2) curative care and palliative care can occur
simultaneously from the onset of a patients’ diagnosis, and palliative
care may be the focused care for some patients at the time of diagnosis;
and (3) hospice care is a part of palliative care, which is provided for
patients who have a 6-month terminal prognosis certified by two
physicians.

Conclusions

There has been a significant evolution in the understanding of

Patients
* Medical specialty * Quality of life
« Failure of curative « Holistic care « Treatment and care
treatment « Patient- and « Finance
« Terminal illness family-Centered
« Progressive care
chronic disease Families
- Severe acute — 7| -Qualityoflife
illnesses « Interdisciplinary « Treatment and care
« Congenital team work
injuries « Effective
+ Traumas communication Medical
AT ANY AGE « An integrated Institutions
approach * Treatment and care

Antecedents
_
(Input)

Attributes
(Throughput)

« Finance

Consequences
_
(Output)

Figure 1: The Antecedents, attributes and consequences of palliative care.

Curative care

Palliative care

Hospice
Care

Bereavement

Diagnosis

y

Dying  6-month prognosis Death

Patients

Families

Disease progression —————————»

Figure 2: Model of palliative care in iliness trajectory. Adapted from “the
integrated model of care” proposed by World Health Organization (WHO),

1990 [58].
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the concept of palliative care in the 21st century. This paper provides
the most updated meaning of palliative care in the United States. In
fact, palliative care has evolved across the globe in different contexts
and in different ways. Differences include, length of stay in palliative
care, models of services, terminology and treatments used, public and
professional perceptions, legal framework for euthanasia, funding
mechanisms, and so on [59]. We need evidence on the most effective
ways to provide palliative care, and there is much that the US and
other countries could learn from each other to understand better what
constitutes quality palliative care.

To develop palliative care as a medical specialty, we urgently need
to consolidate infrastructure such as outpatient clinics and PCUs,
increase training of palliative care professionals and oncologists,
conduct research on novel integration models and quality improvement
measures, educate patients and their families, and advocate for public
health policy changes. We need comprehensive and rigorous research
to evaluate the effects of well-delineated and generalizable palliative care
structures and processes on important clinical and utilization outcomes
to guide the further development of the field [39]. Oncologists, palliative
care specialists, executives, educators, researchers, and political leaders
need to work closely together to ensure access to high quality palliative
care for all patients with life-threatening illness in the United States.
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