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Background: End of life care is crucial to preserve a dying patient’s values and dignity. This type of care also works towards

fulfilling any last wishes the dying person may have.

Aim: The aim of this paper is to analyze the concept of end of life care using Rodgers’ evolutionary method as a guide.
Methods: A systematic search of the literature was conducted in CINAHL, PsycINFO, and Medline databases. After reviewing
the literature from 2006 to 2019, 14 articles were selected to be included in this analysis.

Results: The consequences of this concept include a good death, peaceful death, and dying with dignity.

Conclusions: This concept analysis provides attributes that could help to develop a standardized end of life care approach to

patients who are dying.
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1. INTRODUCTION

According to the National Palliative and End of Life Care
Partnership (2015-2020),!"! end of life care should be ubig-
uitous as nurses support patients to live and die with dig-
nity. End of life care is described as the “choreography
of dynamic interaction among wishes, values, culture, reli-
gion, acceptance, and the essence of control” that dictates a
good death.””! According to the World Health Organization
(2021),5! cancer is the second cause of death globally ac-
counting for 10 million deaths in 2018. The role of the nurse
during this time is more important than ever. Nurses who
work in areas where death is imminent require knowledge,
skills, and expertise to deliver end of life care.!¥ Priorities of
care may change in the last weeks or days before death. Thus,
end of life care is essential in order that dignity is preserved,
and patient’s values are maintained and respected.!

Different contexts and cultures can shape the meaning of end

of life care. In nursing science, establishing the meaning of a
concept is a necessary criterion for basic research. Thus, the
aim of this paper is to analyze the concept of end of life care
using Rodgers’ evolutionary method of concept analysis.

Background

End of life care is critical for all patients no matter what
terminal illness they may have. There have been multitudes
of efforts to ensure that end of life care is holistic and con-
gruent with all patients.) The National Institute of Health
and Care Excellence defined end of life as “a subset of pal-
liative care focusing on expected impending death within 12
months.”l”! The World Health Organization defines end of
life care as the process that helps in improving the quality of
life of dying patients and their family members through pain
control and symptom management.!”! Health care providers
continually develop end of life care strategies to help ad-
vanced, progressive, and terminally ill patients to live their
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life with quality until they die. This particular care provides
supportive and palliative care needed for dying patients and
their caregivers. End of life care includes various needs and
covers different aspects of patients and families’ life. For ex-
ample, it includes management of pain and other symptoms,
provides psychological, social, spiritual, emotional support,
and ensures financial security and patients and families pre-
paredness for death.

Providing end of life care with optimum quality is highly
important for multidisciplinary health team members, partic-
ularly nurses. Nurses’ use words like privilege, honor,® and
a promise to keep to describe end of life care, and they believe
that the care they provide for dying patients and their families
is rewarded.!! According to Borhani et al. (2013),['%! nurses
view their role in end of life care as a commitment and obli-
gation to care. During end of life care nurses promote dignity
and comfort for terminally ill patients. Nurses also provide
psychological and emotional support for families and care-
givers through facilitating therapeutic communication and
providing information.!”! Conducting a concept analysis that
delineates the meaning of end of life care will help nurses
understand the true essence of the concept and its associated
factors, which will further support their mission to provide
best care at the end of life.

2. METHODS

The strengths of Rodgers’ method are in the systematic ap-
proach and the clear phases used in this method. Rodgers’
method also contributes to the clarification, description, and
explanation of a variety of concepts through analyzing the
uses of a concept in nursing and other sciences.!'!! This
method views concepts as context dependent; therefore, it
has been chosen to understand the concept of end of life care
with inductive and dynamic technique. Rodgers’ method
for concept analysis involves several phases. These phases
include identifying the concept, identifying surrogate terms
and uses, identifying and selecting the sample, identifying
attributes, identifying references, antecedents, and conse-
quences of the concept, identifying related concepts, and
identifying a model case.

In order to conduct a concept analysis, researchers must se-
lect databases that are appropriate to provide comprehensive
understanding of the concept being explored. There are a
variety of accessible electronic and printed databases that
provide depth and breadth of knowledge for the concept.
Tofthagen and Fagerstrom (2010)!"'! reported that Rodgers’
method relies on using different databases in order to allow
for such depth and breadth. Databases that can be utilized
include printed media, professional literature, interviews, or
other forms of verbalized language. Tofthagen and Fager-
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strom (2010)['1 also recommended including literature from
different disciplines and different scientific methods in order
to explore all possible uses of the concept across these disci-
plines. This inclusion of a variety of databases or resources
helps researchers reach the desired data saturation related to
the meaning and uses of the concept.

For the purposes of this concept analysis, the following
databases were searched CINAHL, PsycINFO, and Medline.
The selection of these databases was because they would
provide a comprehensive overview for the meaning and the
various uses of the concept across a variety of disciplines
including but not limited to nursing, medicine, and other
allied health professions. In searching these databases, the
key terms used were end of life care, palliative care, terminal
care, concept analysis, and meaning of. The initial search
through these databases yielded 35,000 articles. Therefore,
articles selected for this concept analysis were those pub-
lished in the English language, peer reviewed, published
from 2006 to 2019, articles based on inpatient and outpatient
participants, and articles that focused on adults. Applying
these limiters concluded with 708 articles. These 708 arti-
cles were screened further by title and abstract. Through
scanning of the titles and quick reading of the abstracts, 27
articles were selected for full-text review. The result of the
full text review included 14 articles in the final analysis. The
chosen fourteen articles were sufficient to include in this re-
view and analyze the end of life care concept. These articles
were written by different disciplines and targeted different
audiences. Authors were psychologists, sociologists, health
economists, nursing philosophers, nursing scholars, oncolo-
gists, and others, while the audiences were nursing practition-
ers who worked in various settings, physicians from different
specialties, social workers, other allied health professions,
and hospital administrators.

3. RESULTS

After the initial phase of defining the concept of interest and
conducting the databases search, a careful review of the lit-
erature was conducted to initiate the first step of the core
analysis by identifying the surrogate terms and relevant uses
of the concept. The review of this literature identified the
common attributes to the concept of end of life care as well
as some frameworks and models to confirm the application
of this concept. In addition, preceding factors and impacts of
end of life care were reviewed through this literature.

3.1 Surrogate terms and relevant uses

This phase begins with finding surrogate terms and relevant
uses of the concept. According to Kehl (2006),!'?! surrogate
terms are terms that are used interchangeably with the con-
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cept of interest and have similar definitions of the concept.
The relevant uses of the concept define other uses in the same
or different disciplines.!'!! Surrogate terms help to explore
the different words in a language that explains the idea of
the concept of interest. Defining different uses of a concept
helps in facilitating the inter-subjectivity between different
sciences.

The term End of life care does not have other synonyms rather
its medical meaning. Searching through medical dictionaries
and thesauruses available online; revealed definitions for end
of life care, such as providing the optimum quality of care
for terminally ill patients as well as their families and care-
givers. This literature review found the term is not exclusive
to medicine and nursing disciplines. It is also used broadly in
sociological science to explore culture, politics, and policies’
effects on this concept. End of life is also used in psychology
to examine the patients’ emotional distress from the context
of this concept and describe caregivers’ burdens. The End of
life care concept has been covered in philosophical science
through evaluating the epistemological issues related to end
of life care decisions. Lastly, the concept is used in medical
and nursing education and research to improve the quality of
care provided for terminally ill patients.

3.2 Attributes

Concepts consist of unique attributes that contain interpreta-
tions and descriptions of the situations where the concepts
are used. Attributes are “clusters of characteristics that make
it possible to identify situations that can be categorized un-
der the concept.”!! Attributes for concepts can be physical,
mental or social symptoms, time, an individual or relational
process, and more. The selected literature emanating from
various disciplines reported some attributes for end of life
care, such as continuity of care, effective communication,
emotional support, and preparing and coping with death.

3.2.1 Continuity of care

Continuity of care is essential in nursing practice and has
to be focused on providing health information, facilitating
access to health care in hospital and community, and coor-
dinating care plans with other health care providers.!'3! The
continuity of care during end of life care differs from care
provided for other patients. Terminally ill patients may bene-
fit from the continuity of care during end of life to maintain
their interests, concerns, and hope. The time is a significant
element that has to be presented in permanent situations in
continuity of care. This attribute facilitates providing quality
of care for dying patients until the very end of their life.!'3]
Continuity of care provides patients with an interdisciplinary
approach, health education, and integration of care during
transition. den Herder-van der Eerden et al. (2017)!'4 re-
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ported that continuity of care consists of relational continuity
and informational continuity among patients, families, and
health care providers. Consequently, patients and their fami-
lies will be satisfied with the quality of end of life care that
is provided.

3.2.2 Effective communication

Effective communication between health care providers and
dying patients, their families, or caregivers is another at-
tribute in end of life care. Providing best end of life care
involves mutual therapeutic communication.!'”! This facili-
tates delivering compassionate end of life care and enhances
collaboration among health care providers. Canaway et al.,
(2017)1%) emphasized the quality of communication is as
important as the availability of staff to deliver information.
Effective communication provides clarifications regarding
the disease progression and the available treatment interven-
tions for the dying patients and their caregivers during their
journey.!'*l Effective therapeutic communication contributes
to reduce patients’ emotional distress and caregiver burden. It
also helps in viewing dying patients’ preferences and wishes.
This view helps in granting their wishes to offer a peaceful
journey during their end of life care.!!>!

3.2.3 Emeotional support

Death is a challenging situation for patients, families, care-
givers, and health care providers that consist of emotional
stress. End of life care should be focused on providing emo-
tional support for dying patients and caregivers to cope with
death effectively.['®! Nurses, social workers, and psychother-
apists are constantly assessing emotional issues related to
care and providing emotional support for dying patients dur-
ing end of life care. This attribute helps dying patients and
their families to improve their experiences with end of life
care and the notion of death.!'>!

3.2.4 Preparing and coping with death

According to Canawayay et al. (2017),["%! end of life care
is an opportunity for patients and families to cope with the
concept of dying. It is also an opportunity to prepare oneself
for bereavement. As a result, this is expected to improve their
experiences about death and bereavement. This attribute en-
ables dying patients and families to manage their properties,
financial assets, and other interests in life before death. It
also helps dying patients, their families, and caregivers in
adapting appropriate coping mechanisms.!'%! In end of life
care, health care providers have to be honest and truthful in
preparing patients and their families of what is to come.”’
Practical support by health care providers is important in
end of life care, because providing care for dying patients
will help caregivers to have some normality in their life and
preparedness for bereavement.[!3]
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3.3 References

This step identifies the range of events, situation, or phe-
nomenon to confirm the application of the concept.'!! There
are numerous frameworks and models to confirm the appro-
priateness of an application of a concept.

Current literature provides various measurements for end
of life care. The Person-Centered Preferences to Guide Ad-
vanced Illness Care is one measurement for end of life care.
It covers six important domains: purpose and connection,
physical comfort, emotional and psychological wellbeing,
family and caregivers support, financial security, peaceful
death and dying.''”! This measurement tool identifies the
effectiveness of end of life care through evaluating the per-
formance of health care providers. In October 2016, the
National Quality forum (NQF), which is a nonprofit organi-
zation that aims to improve healthcare quality through mea-
surement, provided a simplified measurement framework
that was originally developed in 2006 for palliative and end
of life care to assess the quality of care provided for dying
patients.!!” The NQF framework for palliative and end of
life care placed the patient and family in the center of care.
The framework assesses the domains of care, model of care,
and types of care. Another framework is the Gold Standards
Framework (GSF), which is a method to assess provided care
during end of life.l'8 The GSF involves a comprehensive
care assessment tool that helps health care providers to iden-
tify dying patients, assess their symptoms, needs and wishes,
and support patients to live and die where they choose.!!®!

3.4 Antecedents

Antecedents are events or phenomena that related previously
to the concept.''l Antecedents describe the incidents before
the application of the concept. Antecedents of end of life care
are approaching death, reduced quality of life, increased de-
pendency, and reduced life expectancy.'®! Before transition
to end of life care, patients have to be progressively ill with
an incurable disease that leads them to death. The quality of
life may also be reduced for dying patients as a result of their
condition, increased pain, and other disease-related symp-
toms. Dying patients often become dependent in activities of
daily living and experience less life expectations.

3.5 Consequences

The consequences in the concept analysis are the outcomes
after applying the concept in a situation.!''! Consequences
of the end of the life care concept are good death, peaceful
death, and dying with dignity.

3.5.1 Good death
A Good death is one of the outcomes of end of life care.
The Institute of Medicine defined a good death as a result
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of absence of emotional distress and suffering for patients,
families, and caregivers as well as granting patients and fam-
ilies’ wishes while following the clinical, cultural and ethical
standards."'?! The good death is manifested by the dying
experience. According to Granda-Cameron et al. (2012),2%
good death requires appropriate preparation, symptoms con-
trol, social support, and spiritual support during end of life
care. To achieve a good death during end of life care, health
care providers have to deliver optimum quality of care that
is patient and family-centered and based on patient’s pref-
erences. In end of life care, health care providers focus on
comfort care rather than aggressive measures to promote a
good death.['?]

3.5.2 Peaceful death

Another consequence of end of life care in the literature is
peaceful death. Approaching end of life is a personal expe-
rience; however, nurses while providing end of life care are
obligated to assist dying patients to experience as peaceful a
death as possible.'%! In end of life care, nurses are able to
provide peaceful experiences by observing and interpreting
patients’ cues that reflect being or not being in a peaceful
state. It has been reported that in order to achieve a peaceful
death during end of life care, nurses have to manage pain,
ensure a sense of comfort, maintain privacy, and ensure fam-
ily and significant closeness.!'! Borhani et al. (2014)!!%
explored nurses’ perspectives of end of life care in an Islamic
context. They found that nurses promote peaceful deaths for
Muslim patients by performing specific Islamic rituals during
the dying phase. For example, they ensured that someone
is beside the patient to prompt them to shahadatine (saying
Declaration of Faith) or recite verses of the holy Qur’an.

3.5.3 Dying with dignity

According to Hemati et al. (2016),[°! dignity has many po-
tential meanings and applications. These authors stated that
dignity consists of two features, human dignity and social
dignity. Human dignity is an independent concept that can-
not be measured or compared. It is also an intrinsic and
inseparable value of each person. While social dignity is a
consequence of human dignity, which is the acknowledgment
of an individual. The value of the individual and the social
acknowledgment are significant even for patients who are
dying. Therefore, in nursing science maintaining dignity of
the dying patient is essential in their practice.”!! In addition,
during the provision of end of life care, maintaining dignity
in final moments of life is important. One of the vital roles of
nursing, is delivering holistic care for dying patients and their
families while maintaining their cultural and social beliefs.
It is also important to respect patients and families’ choices
and decisions related to end of life. Accordingly, the goal is
to ensure dying patient have death with dignity.
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3.6 Related concepts

Related concepts are terms that share some commonalities
with the main concept, yet they have different characteris-
tics.['"! Some related concepts that may be used interchange-
ably with the end of life care concept are quality of care
at the end of life and needs of dying people. The concept
quality of care at the end of life defines the process of care
delivered for dying patients.['?) This concept focuses on the
provided care rather than the dying patient’s experience. On
the other hand, the needs of dying people defines the type of
care these patients require.[!?!

4. MODEL CASE

Model cases in concept analysis provide clarifications and
define the characteristics of the concept. Including a model
case that has similar attributes in concept analysis enhances
the strength of concept clarification. The following case
provides an example of a case in end of life care.

A 46 years old female was transferred from an acute med-
ical unit to a long-term care unit. She was diagnosed with
advanced, progressive, incurable Parkinson’s disease. After
a few days of admission, her attending physician consulted
with multidisciplinary team members and conducted a case
conference to discuss her transition to end of life care. I at-
tended the case conference as her primary nurse and ensured
that the patient and her family were included in the decision
making for the care plan. After the news was delivered, and
the patient accepted the decision; she and her family were
involved in planning the end of life care. I interviewed the
patients and her sister who was her primary caregiver in order
to know her care preferences during end of life phase and
her wishes before death. One main request was to maintain
constant privacy until the end of her life. She also requested
to make her decision as sole priority over her sister or physi-
cians in the treatment plan. She asked to provide measures
that would maintain her independence and dignity to ensure a
good quality of life. Finally, her wish was to have a peaceful
death.

During her hospitalization, health care members provided
comprehensive quality of care that maintained her beliefs
and preferences. The multidisciplinary team emphasized
the importance of providing measures to maintain the pa-
tient’s hope for better days with fewer problems until her
death. The social worker constantly followed the patient
and her sister to provide emotional support by reducing the
patient’s distress and relieving her sister’s burdens. She also
offered coping strategies for the patient and her sister, and
periodically assessed their coping mechanisms.

The patient gradually progressed and became occasionally
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unconscious; nevertheless, health care providers and her sis-
ter protected her privacy. Her independence was ensured
at the beginning of her condition through providing occu-
pational and physical therapy to preserve her strength and
functions. She was also prescribed pain and symptom man-
agement interventions and treatment. After six months she
had her night bath with assistance from her sister and she
went to sleep, and that was her final day. Her sister later
shared her thoughts that her sister’s wish of having a peaceful
death was granted. This model case demonstrates identifying
the attributes of end of life care, which are effective com-
munication, continuity of care, providing emotional support,
and preparing and coping.

5. CONCLUSION

Exploring and clarifying concepts are important to facili-
tate conceptual understanding among different disciplines
of science. In nursing science and practice, it is significant
to avoid ambiguity of concepts. Rodgers’ evolutionary con-
cept analysis method aims to serve the goal of clarifying and
interpreting nursing concepts.

Rodgers’ method suggests that concepts are subject to
change, and this paper contains analysis of the end of life care
concept guided by this method. While the end of life care
concept has no different linguistic uses rather than in health
care science and practice, health care providers have shared
conceptual understanding of this concept. The end of life
care concept has also been used within different disciplines
such as sociology, medicine, nursing, education, philosophy,
and many more. The application of this concept contributes
to the human purpose in actual situations. There is a deficit
in the literature of exploring the meaning of end of life care;
therefore, this concept analysis provides for nursing practice
important attributes that facilitates developing standardized
and effective end of life care. It is also recommended that
nursing curricula use a standardized concept of end of life
care that is part of palliative care.

This paper provides a description of the boundaries that de-
marcate the concept of end of life care as it concerns various
healthcare providers, researchers, and scientist. Knowing
the meaning, attributes, and consequences of end of life care
would be of particular benefit to researchers interested in
studying this phenomenon. It is imperative that researchers
aiming to study end of life care among various patient pop-
ulations understand the boundaries of this concept, so they
have a better sense of direction of where to start and what
to look for in their studies. This is particularly important
when other terminology such as quality of care at the end of
life and needs of dying people are used interchangeably by
researchers to describe end of life care. Doing so may lead to

5



http://ijh.sciedupress.com

International Journal of Healthcare

2021, Vol. 7, No. 2

misinterpretation or misrepresentation of research findings.
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