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ABSTRACT
A PRELIMILINARY MODEL OF DIGNITY MANAGEMENT IN HOSPICE
SEPTEMBER 2014
QIAOHONG GUO, B.S., CHENGDE MEDICAL COLLEGE
M.S., CENTRAL SOUTH UNIVERSITY
Ph.D., UNIVERSITY OF MASSACHUSETTS AMHERST
Directed by: Professor Cynthia S. Jacelon
This study aims to develop a preliminary model of dignity management (MDM) in
hospice describing the social process used by the interdisciplinary team to support the
dignity of the patient-family unit in hospice. A qualitative, grounded theory methodology
was used to achieve this goal. Research samples, including dying patients, their families
and hospice staff, were recruited from a residential hospice in North Amherst,
Massachusetts. Data collection methods included interview, observation, and document
review. Symbolic interactionism and pragmatism provided the philosophical basis for this
study. Thematic analysis was used to explore the definitions of dignity; and grounded
theory analytic techniques for theory discovery, including constant comparison, opening,
axial and selective coding, process, and the conditional matrix, were used to produce
theoretical models. Definitions of dignity for patients and families, which were
synthesized based on data from patients, families, and staff in hospice, were presented.
The model of dignity in hospice (MDH) was developed by referring to the conditional
matrix to elaborate the phenomenon of dignity in hospice. In this model, dignity was
placed in the context of hospice with an extension to the community that patients and
families belonged to. Resources and social support from community are located in the
community level; agency policies and missions, environment of the residential hospice,
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and services and resources from the residential hospice are agency-level factors to
support dignity. The interdisciplinary team locates in the group individual level of the
model. Incidents in the interactional level and the core actions refer to the process of
dignity management. The preliminary model of dignity management (MDM) was
proposed to describe the process the interdisciplinary team used to manage dignity in
hospice. The four modules in the model refer to the steps to manage dignity in hospice,
flowing from “acknowledge,” “define” to “prepare” and “manage” to formalize the
process of dignity management in hospice. Themes and subthemes within each module
indicated the ways to complete each step. Finally, two cases were used to describe and
tentatively verify the preliminary model of dignity management in hospice.
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CHAPTER 1
RESEARCH OBJECTIVES
Introduction
Human dignity is a phenomenon of great importance to all health-related
disciplines. It has always been applied in professional codes and standards for biomedical
healthcare disciplines and professional nursing practice (Milton, 2008). Dignity is a
commonly used concept in both clinical and philosophical discourse when referring to
and describing the ideal conditions of the dying patient’s treatment (Chochinov, Hack,
McClement, Kristjanson, & Harlos, 2002); and it is perceived as a basic requirement that
must be met in caring for dying patients (Geyman,1983). Good care at the end of life and
a dignified death should be regarded as basic human right to which everyone has access
when the time comes. The concept of dignity is considered to be important by patients
approaching life’s end, their families, and the health professionals (Chochinov, Hack,
McClement, Kristjanson, & Harlos, 2002; Chochinov et al., 2002; Steinhauser et al.,
2000). Concerns about the issue of dignity and how best to support it in the provision of
hospice care would have implications for both patients and family members throughout
the palliative phase and into bereavement (McClement et al., 2007).
Hospice care is patient-and family-centered and aims to improve quality of life of
both dying patients and their families (McCann, 1988; National Hospice and Palliative
Care Organization, 2012). Families play a dual role in hospice care: care-giver and carereceiver. On the one hand, families play a key role in providing physical, emotional,
spiritual, and social care to loved ones at the end of life. On the other hand, caregiving
may affect families’ physical and emotional health and increase families’ vulnerability
1

(Proot et al., 2003), so caring for dignity is a big challenge for families because it
involves balancing the needs of the dying family member as well as their own. Hospice
care, as a patient- and family- centered service, should not only focus on dignity of dying
patients and support family to care for dying patients' dignity, but also pay close attention
to dignity of the family.
A goal of hospice care is that family members are openly involved in care and
perceive their participation as meaningful and they are treated with dignity, openness and
honesty by health professionals (Valdimarsdottir, Helgason, Furst, Adolfsson, & Steineck,
2002). Hospice care aims to conserve the dignity of the patient-family unit (Macklin,
2004; Valdimarsdottir, Helgason, Furst, Adolfsson, & Steineck, 2002) Dignityconserving care is care that attempts to conserve or bolster the dignity of care recipients,
could help patients feel valued, comfort families’ grief, and improve their quality of life,
as well as inspire health care providers to provide the most comprehensive, empathic endof-life care possible, hence having implications for patients, families, health care
providers and healthcare systems alike (Chochinov, 2002, 2013; McClement et al., 2007).
In order to provide dignity-conserving care for both dying patients and their families and
enhance family function in end of life situations, it is necessary to know how dying
patients and their families perceive their dignity and manage their dignity as well as how
hospice staff manage the dignity of the patient-family unit during hospice care. To date,
research on dignity of dying patients and how to manage their dignity during the dying
process has increased. However, dignity of the family and dignity management for both
dying patients and their families are not well researched yet. Few studies have
concentrated on or mentioned dignity support for families (Ashurst, 2007; Coenen,
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Doorenbos, & Wilson, 2007; Enes, 2003; Vosit-Steller, White, Barron, Gerzevitz, &
Morse, 2010) ; and even fewer explored dignity management by taking dying patients
and their families as the unit of care and involving dying patients, their families and the
interdisciplinary care team in the care process (Pokorny, 1989; Vladeck & Westphal,
2012; Vosit-Steller, White, Barron, Gerzevitz, & Morse, 2010). This proposed research
project addressed these gaps through comprehensively examining actions of and
interactions among dying patients, their families and the interdisciplinary care team
during hospice care.
Research Questions and Aims
This research project comprehensively examined actions of and interactions
among dying patients, their families and the interdisciplinary care team to explore the
social process of dignity management in hospice. Social processes are patterns of
behavior that occur over time, involve changes over time, and have distinct stages (Glaser,
1978). The main research question was "What is the social process used by the
interdisciplinary team to manage dignity of patients and dignity of families in hospice?"
Specifically, research questions for this study were as following: a) What process was
used by the dying patient and the family to attend to each other’s dignity in hospice? b)
What process was used by the interdisciplinary team to manage the dignity of patients in
hospice? c) What process was used by the interdisciplinary team to manage the dignity
of family in hospice? and d) What process was used by the interdisciplinary team to
manage the dignity of the patient-family unit in hospice?
The purpose of this study was to utilize grounded theory qualitative research
method to develop a preliminary model of dignity management (MDM) explicating the
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social processes of dignity management inherent in the experience of and interactions
among dying patients, their families and the interdisciplinary team in hospice.
Specifically, aims of this study were: a) To explore and describe the definition of dignity
for dying patients and the definition of dignity in relation to families of dying patients in
hospice; b) To explore and elaborate the phenomenon of dignity in hospice; c) To
examine strategies used by the dying patient, family and the interdisciplinary team to
support dignity of the dying patient and the family; d) To identify the social processes of
dignity management in hospice; and e) To place current findings in the context of
existing literature.
Definitions of Key Terms
Hospice Care
Hospice is the "context" of this study. Hospice care involves a core
interdisciplinary team who provides medical, psychological, and spiritual support to the
terminally ill, as well as support for the patient's family (The Association of America,
2010). The interdisciplinary team usually includes doctors, nurses, nursing assistants,
home health aides, social workers, counselors or clergy, and trained volunteers as well as
physical and occupational therapists if needed. Hospice is designed to provide
compassionate care for patients in the final phase of a terminal illness and their families
and aims to improve the quality of death and dying process, rather than cure (Feeg &
Elebiary, 2005), so it stresses quality of life - peace, comfort, and dignity (National
Cancer Institute, 2012). Hospice requires clear acknowledgment and acceptance of the
inevitability of death (Goldberg, 2004). Hospice care most often takes place at home or in
special in-patient facilities, hospitals, and nursing homes (National Cancer Institute,
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2012).
Dignity
The definition of dignity derived from the review of the literature, it consists of
basic dignity (Pullman, 2004), personal/intrapersonal/intrinsic dignity, and
relational/extrinsic/interpersonal/social dignity (Jacelon, 2003; Jacelon, Connelly, Brown,
Proulx, & Vo, 2004; Periyakoil, Noda, & Kraemer, 2010; Pullman, 2004; Pleschberger,
2007; Street & Kissane, 2001). Basic dignity is an intrinsic worth of all humanity, it
cannot be taken away by anyone in any situation (Pullman, 2004).
Personal/intrapersonal/intrinsic dignity means personal beliefs (Jacelon, Connelly, Brown,
Proulx, & Vo, 2004; Pleschberger, 2007) and aspects of the body (Pleschberger, 2007); it
is a manner in which individuals wish to construct their lives of their own choosing
within a shared understanding of dignity as an intrinsic worth of human beings (Pullman,
2004). Relational/extrinsic/interpersonal/social dignity is an aspect of dignity which is a
worth according to socially based constructs; it is based on, and affected by one’s
existing social relationships and encounters (Pleschberger, 2007) and embedded in the
social context of interaction and relationship (Einhorn, 1992).
Dying with dignity requires care for both patients and their families provided by
competent caregivers (Pokorny, 1989). Guo and Jacelon (2014) synthesized the
definition of dying with dignity based on existing international evidence regarding
dignity in end-of-life care as: “Dying with dignity is a basic human right; it is a subjective
experience and also a value influenced by others; it signifies a dying process with the
following characteristics: dying with minimal symptom distress and limited invasive
treatment, being human and being self, maintaining autonomy and independence to the
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greatest extent, achieving existential and spiritual goals, having self-respect and being
respected by others, having privacy, maintaining meaningful relationships with
significant others, and receiving dignified care in a calm and safe environment” (p. 937).
Definitions of dignity for dying patients and family were synthesized based on data from
this study and were compared with existing definitions in the discussion section.
Dying Patients
Acceptance into hospice care requires a statement by a doctor and the hospice
medical director that the patient has a life expectancy of 6 months or less if the disease
runs its normal course (National Cancer Institute, 2012). Therefore, dying patients in this
study refer to people who were certified by their physicians as having a life limiting
illness with a life expectancy of approximately six months or less if the disease follows
its usual course. Dying patients in this study can receive care at home and/or at the
hospice residence.
Family of Dying Patients
Families of dying patients are also an important focus of hospice care. Family of a
dying patient are individuals who provide support and with whom the patient has a
significant relationship, they can be spouses, adult children, and significant others of the
dying person (National Hospice and Palliative Care Organization, 2007) who may be
related or unrelated to the patient (National Consensus Project for Quality Palliative Care,
2004, p.613). Family plays a special role in hospice: care-giver and care-receiver. Family
members, who are capable of taking the burden of care, are important to terminally ill
patients, especially to those who spend their end of life stage at home.
Methodology Overview
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This research project examined actions of and interactions among dying patients,
their families and the interdisciplinary care team with the purpose of exploring the social
processes of dignity management in hospice. Since little is known about how dying
patients, their family members and the interdisciplinary team manage dignity of dying
patients and families, qualitative methods, which usually are used to uncover and
understand a phenomenon about which little is yet known, are appropriate for this study.
More specifically, the purpose of this study was to develop a theoretical model about
patient-and family-centered dignity management in hospice, so the grounded theory (GT)
approach was considered to be the most suitable one for this study. This study mainly
followed the GT approach proposed by Strauss and Corbin (1990, 1998), with combined
techniques from current grounded theory methodologies (Charmaz, 2006; Corbin &
Strauss, 2008; Glaser, 1978; Strauss & Corbin, 1990, 1998) used to help data analysis.
Sample for this study were recruited from a hospice residence which is located in North
Amherst, Massachusetts. Research sample in this study include: a) the interdisciplinary
team from the residential hospice, including the executive director, clinical director, nurse
manager, volunteer coordinator, nurses, home health aides, social worker, spiritual and
bereavement counselor, and volunteers; b) patients who were receiving hospice service
from the residential hospice; and c) the primary family caregivers of dying patients. Data
were collected through in-depth interview, observation, and document review. The dying
patient and the family is the unit of hospice care, so the patient and his/her primary
family caregiver were treated in this study as a case. Theoretical sampling was taking
place throughout the study.
Symbolic interactionism and pragmatism provide the philosophical bases of
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grounded theory methodology. Symbolic interactionism is a social theory which refers to
how people see, define, interpret and consequently respond to each other's actions based
on the meaning that they attach to such actions (Blumer, 1969). Understanding the
meaning of dignity from dying patients', their families' and the interdisciplinary care
teams’ perspectives as well as their actions and interactions provides insights into the
social processes or patterns of behavior of dignity management in hospice care. In
addition, the term "management", which is central to the research question, is consistent
with the social theory of "symbolic interactionism" and was defined as the process of
dealing with or controlling things or people (Manage, 2012). Also consistent with the
pragmatic philosophy, the generated theory should be practical and applicable (Glaser &
Strauss, 1967). This study analyzed perceptions, actions, and interactions of study
participants and used these data to develop a theoretical model which can be used to
inform further research and clinical practice of hospice.
Data analysis in this study included two parts: exploration of the definition of
dignity and proposal of the model of dignity in hospice (MDH) and the preliminary
theoretical model of dignity management (MDM) in hospice. Thematic analysis was used
to analyze data to explore the definitions of dignity for patients and family in hospice.
Grounded theory analytic techniques for theory discovery, including constant comparison,
three types of coding, process, and the conditional matrix proposed by Strauss and Corbin
(1990, 1998), were used for theory development. In addition, computer software,
NVivo.10.0 was used to help with data analysis.
Significance
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This proposed project will be able to make several original and substantial
contributions to scientific knowledge; to indicate directions for further research; and to
provide implications for practice.
Knowledge Development
This study took the family with a dying patient as the research case, it explored
and analyzed these cases not only through the lens of the dignity of the dying patient but
also the dignity of the patient’s family, which has been little investigated. Thus, the
findings will be able to enrich existing knowledge on dignity in hospice care. In addition,
this study proposed a theoretical model explaining how dying patients, their families and
the interdisciplinary care team manage and attend to dignity of dying patients and their
families in hospice where no such theory currently exists. Furthermore, the developed
model of dignity in hospice (MDH) will lead to an explanation of the situation faced by
family with a dying member, so that readers will be able to gain an understanding of this
complex phenomenon from the concepts, properties, dimensions and categories
developed in this study.
Research Directions
The preliminary model of dignity management (MDM) can lead to further
research, which would focus on intervention strategies to support dignity of dying
patients and their families, development of meaningful plans of high-quality care for the
patient-family unit in hospice, and preparation of qualified staff to deliver dignityconserving hospice care. In addition, it is innovative to use grounded theory method to
develop a theory that can act as a stimulus to other researchers to explore other studies of
this nature with different types of patients and families in different settings. In this way,
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the study will lay the foundation for later development of a formal theory. Meanwhile,
the generated preliminary model of dignity management (MDM) in hospice can inspire
further research questions for this program of research, and for other future researchers,
which can be investigated using both quantitative and qualitative research approaches.
Practical Implication
The preliminary model of dignity management (MDM) can be used to provide a
framework to guide health professionals, patients, and families in defining the objectives
and caring considerations fundamental to hospice care. This study will be able to support
families in their efforts to assist the dying family member. In addition, this study has the
potential to contribute to health care providers' efforts aimed at providing dignityconserving care for both dying patients and their families.
Summary
Holistic care, as a philosophy of hospice care, acknowledges that each individual
is a unity or total person who is situated in a social world that includes the ill person and
informal and formal caregivers (Cassidy & Davies, 2004). A basic tenet of hospice care is
the provision of care that conserves the dignity of the patient-family unit facing the
problems associated with life-threatening illness. To date, research has not been
conducted that unpacks and clarifies the interactive processes by which health care
providers attend to the dignity of patients and families in hospice care and by which the
patient and family attend to each other’s dignity. This study aimed to develop a
substantive theory explaining how dying patients, their families and the interdisciplinary
care team manage and attend to dignity of dying patients and their families in hospice
care through systematically examining actions of and interactions among dying patients,
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their families and the interdisciplinary care team during hospice. The major research
question for this study is "what is the social process used by the interdisciplinary care
team to manage dignity of the patient and dignity of family in hospice?" A grounded
theory approach was used.
The significance of this research will be to help people understand the dignity
management process in hospice care through the eyes of dying patients, their families and
the interdisciplinary care team. A preliminary model of dignity management (MDM)
explaining the process of dignity management involving dying patients, their families and
the interdisciplinary care team over the trajectory of illness was developed. The
preliminary model of dignity management (MDM) in hospice and the processes of
attending to dignity in hospice will contribute to family function in managing dignity of
the dying patients and their own and will also be critical to professional caregivers'
efforts aimed at providing patient-and family-centered, dignity-conserving care for both
dying patients and their families. In this instance, this study is essential to further studies,
which will focus on intervention strategies to support dignity of dying patients and their
families and development of high-quality care for dying patients and their families.
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CHAPTER 2
REVIEW OF THE LITERATURE
Introduction
As populations age, more individuals who are dying from disease experience a
prolonged period of decline prior to death. Dignity is at the heart of hospice care and it is
considered as a basic human right to both the dying patients and their families. Dignity in
the end of life situation has become a topic of increasing concern in recent years. Until
now plenty of research has been done to explore the meaning of dignity (Chochinov,
Hack, McClement, Kristjanson, & Harlos, 2002; Enes, 2003; Gamlin, 1998; Öhlén, 2004;
Periyakoil, Noda, & Kraemer, 2010; Pleschberger, 2007; Pokorny, 1989; Street &
Kissane, 2001) and some have discussed how to support dignity from the perspectives of
dying patients, families, and health care providers (Brown, Johnston, & Ostlund, 2011;
Chochinov et al., 2005; Coenen, Doorenbos, & Wilson, 2007; Doorenbos, Wilson,
Coenen, & Borse, 2006; Doorenbos, et al., 2011; Vosit-Steller, White, Barron, Gerzevitz,
& Morse, 2010). However, dignity in hospice care is not well researched, gaps include
dignity of families, family functions on dignity management, process of dignity
management involving dying patients, their families as well as the interdisciplinary team.
This chapter is composed of two literature reviews, a review on hospice and palliative
care and a review on dignity in end-of-life care. The processes of review of literature are
reported below. Findings from those two reviews are summarized and presented in the
following three sections: hospice care, including history of hospice and palliative care,
hospice and palliative care in the United States, principles of hospice and palliative care,
and patients and families in hospice care; the definition of dignity, including definitions
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of dignity, dignity in terminally ill patients, and dignity in relation to families; dignity in
hospice, including the importance of dignity in hospice, research on dignity in hospice
care, factors influence dignity, dignity-related theories or models, dignity in clinical
practice of hospice, and promoting dignity in hospice care.
The Process of Review of Literature
A keyword search of 5 electronic databases, including Medline (PubMed),
CINAHL, PsycINFO, Academic Search Premier, and Sociological Abstracts, was
performed in March 2011 and updated in 2012. The key words, “palliative care,”
“hospice 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 if the article: (a) was published in English, with publication year
between 2004 and 2011; (b) addressed hospice and palliative care in the United States in
recent years rather than summarized palliative care from years before 2003. The search
strategy yielded 453 articles. Titles and/or abstracts of each article were reviewed, and
332 articles were excluded due to not meeting the inclusion criteria or because they were
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. Finally, 14 articles were included and synthesized. Findings from
these articles were reported in this chapter following the following topics: history of
hospice and palliative care; hospice and palliative care in the United States; principles
and missions of palliative and hospice care; patients in hospice; family in hospice; and
consequences of palliative and hospice care. Since this study was conducted in a
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residential hospice in the United States, so information specific to hospice in the United
States was focus of this review.
Another keyword search of the following five electronic databases was
performed in October 2012: MEDLINE (PubMed), CINAHL, PsycINFO, Academic
Search Premier, and Social Sciences Abstracts. The search terms used were “dignified
dying,” “dignified death,” “death with dignity,” “dying with dignity,” and “dignity”
combined with “end of life,” “palliative care,” or “hospice care.” In order to explore the
evolution of thinking about dignity, no date restriction was used. Studies that were
selected fit the following criteria: published in the English language; focused on the
meaning of dying with dignity, model development, instruments, or interventions for
dignity at the end of life; and aims of study were clearly stated or easily inferred from the
text. Articles focused on the legal aspects of death with dignity, including the Death with
Dignity Act, were excluded. Articles discussing patients’ dignity other than at the end of
life, reviews, reports, commentaries, editorials, letters to the editor, and books were also
excluded. 3311 reports were identified through database searching for screening, then
2998 were rejected due to duplication, title or abstract, and 313 full-text reports were
assessed for eligibility. Finally, 52 reports meeting inclusion criteria were included,
including 41 empirical reports and 11 theoretical reports.
Hospice and Palliative Care
The History of Hospice and Palliative Care
As populations age, more individuals who are dying from disease experience a
prolonged period of decline prior to death. End-of-life care has become a area of
increasing concern around the world. However, prior to the 1970s, cancer pain and the
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need to improve care of those dying with malignant disease had received little
international attention. Dame Cicely Saunders, an English nurse, social worker and
physician, opened up "hospice care" and developed it to an international level. Dame
Cicely established the world's first purpose-built hospice: St Christopher's Hospice in
1967. Her efforts became the stimulus for an expansion of hospice and palliative care
development, not only in Britain, but also around the world. Pioneers of hospice and
palliative care worked hard to promote the development of end of life care through
building international networks of support and collaboration (Clark, 2007). In 1976, the
first international congress on the care of the terminally ill had been held in Montreal; in
1980, the international hospice institute was founded, which in 1999 became the
international association for hospice and palliative care (Clark, 2007). Since then, plenty
of foundations for hospice were built up around the world. The Foundation for Hospice in
Sub-Saharan Africa was established in 1999; the Latin American Association of
Palliative Care was founded in 2000; the Asia Pacific Hospice Palliative Care Network
was founded in 2001; and the African Association for Palliative Care was established in
2003 (Clark, 2007).
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 (Guo, Jacelon &
Marquard, 2012). More recently, 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. Hospice, as a part of palliative care, is provided for
patients who have a 6-month terminal prognosis certified by two physicians, shares the
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same attributes with palliative care (Guo, Jacelon & Marquard, 2012), therefore, hospice
care can be identified as a medical specialty, a holistic care, a patient- and familycentered care, a care delivered by an interdisciplinary team, and a care with effective
communication.
Hospice and Palliative Care in the United States
Hospice care in the United States, gained momentum from the modern hospice
care movement that burgeoned from the United Kingdom in the 1960s, has grown
dramatically in the past several decades. The number of hospice programs continues to
increase, from the first program that opened in New Haven, CT, in 1974, to over 5,300
programs today (National Hospice and Palliative Care Organization, 2012). The
availability of hospice within the United States has grown from a volunteer-led
movement to a significant force within the healthcare system (Bonebrake, Culver, Call, &
Ward-Smith, 2010). In 2011, an estimated 1.65 million patients received hospice services,
approximately 44.6% of all deaths in the United States were under hospice care (National
Hospice and Palliative Care Organization, 2012). With the aforementioned upward trends
in aging, changing illness trajectories, longer life expectancies, changing goals of care,
and advances in health care technologies, the development of end of life care has been
challenged. The U.S. population is aging at increasing rates. By 2030, one in five
Americans will be age 65 or older (Kapo, Morrison, & Liao, 2007), as more and more
people are approaching the end of life, hospice and palliative care will be an increasingly
important part of future medical care in the United States. Good care at the end of life and
a dignified death should be regarded as a basic human right to which everyone has access
when the time comes.
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Hospice care in the United States is available for individuals with an anticipated
life expectancy of six months or less (National Cancer Institute, 2012; Wiener & Tilly,
2003). Once certified by a physician, hospice care can be provided in a variety of settings.
The majority of patient care is provided in the place the patient calls “home,” including
private residences, nursing homes and residential facilities. In 2011, 66.4% of patients
received care at “home” (National Hospice and Palliative Care Organization, 2012).
Other settings include hospice inpatient facility and acute care hospital. The median (50th
percentile) length of hospice service in 2011 was 19.1 days, a decrease from 19.7 in 2010.
However, the average length of hospice service increased from 67.4 days in 2010 to 69.1
in 2011 (National Hospice and Palliative Care Organization, 2012). More than half of
hospice patients were female (56.4%). Most of patients are older adults (Sterns & Miller,
2011). In 2011, 83.3% of hospice patients were 65 years of age or older, and more than
one-third of all hospice patients were 85 years of age or older (National Hospice and
Palliative Care Organization, 2012). Patients’ diagnoses are changing from cancer as the
largest percentage of hospice admissions to the majority of deaths due to other terminal
diseases, such as debility unspecified (13.9%), dementia (12.5%), heart disease (11.4%),
and lung disease (8.5%) (National Hospice and Palliative Care Organization, 2012).
Principles of Hospice and Palliative Care
Hospice programs in the United States are in compliance with the Standards of
the National Hospice and Palliative Care Organization and the applicable laws and
regulations governing the organization (Tehan, 1980). The goal of hospice care can be
summarized as improving quality of life of dying patients and their families and
providing dignity, choices, and control to them (Nally, 1998). Any patient who is
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terminally ill is eligible for hospice: Terminally ill means that the individual has a
medical prognosis that his or her life expectancy is 6 months or less if the illness runs its
normal course (National Cancer Institute, 2012). Admission to a hospice program of care
depends on patients’ and families’ needs and their expressed request for care. Hospice
care programs consider the patient and the family together as the unit of care (McCann,
1988; National Hospice and Palliative Care Organization, 2012). Hospice care respects
all patient and family belief systems, and employs resources to meet the personal
philosophic, moral, and religious needs of patients and their families. Hospice care for the
family continues into the bereavement period.
Hospice care is available 24 hours a day, 7 days a week. Care is provided in either
the home settings or inpatient settings, which is dependent on patients’ and families’
preference. The optimal control of distressful symptoms is an essential part of a hospice
care program requiring medical, nursing, and other services of the interdisciplinary team
(National Hospice and Palliative Care Organization, 2012). The interdisciplinary team
usually consists of nurses, physicians, therapists, home health aids, bereavement
counselors, social workers, spiritual counselors, and volunteers. In addition, patient’s
family is considered to be a central part of the hospice care team (Hospice Foundation of
America, 2013; National Hospice and Palliative Care Organization, 2012).
Patients in Hospice
During life-limiting illness, deterioration in health and functional status and
personal suffering are inevitable, and eventually, death. Change in physical appearance
and loss of independence are distressing challenges that individuals face at the end of life
(Volker & Limerick, 2007). In a society that so values physical independence and control
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over bodily functions, patients may feel humiliated or ashamed when the body begins to
fail them (Volker & Limerick, 2007). In addition to physical suffering, dying patients
usually experience times of psychological and emotional sufferings, such as anger,
sadness, and hopelessness, as a normal part of the dying process; some patients, however,
may experience severe psychological symptoms, with the prevalence increasing with
higher levels of disability, advanced illness, and pain (Breitbart, Bruera, Chochinov, &
Lynch, 1995; Bukberg, Penman, & Holland, 1984; Chochinov, Wilson, Enns, & Lander,
1994). These factors may result in loss of willingness to live. The Annual Report on
Oregon’s Death with Dignity Act (Oregon’s Death with Dignity Act, 2012) summarized
the most frequently report concerns that prompted physician-assisted suicide, which are
losing autonomy, less able to engage in activities making life enjoyable, loss of dignity,
losing control of bodily function, and burden on family and friends/caregivers.
Terminally ill patients prefer to be with their families and enjoy being together
(Goldschmidt, Schmidt, Krasnik, Christensen, & Groenvold, 2006; Gott, Seymour,
Bellamy, Clark, & Ahmedzai, 2004). However, they are concerned to ease the burden of
their families and try to avoid being a burden to them (Gott, Seymour, Bellamy, Clark, &
Ahmedzai, 2004; Kaldjian, Curtis, Shinkunas, & Cannon, 2009; Proot et al., 2004;
Raynes, Leach, Rawlings, & Bryson, 2000). Research revealed that sensing oneself as a
burden to others is an important theme related to patients’ quality of life and maintenance
of their dignity at the end of life (Cohen & Leis, 2002; Singer, Martin, & Kelner,1999).
So, regardless of suffering caused by illness, patients always pay attention to the needs of
their family members during hospice care (Luijkx & Schols, 2011). As death draws near,
high intensity of care will be needed, in order to achieve a good death, relying on support
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from professional caregivers in addition to the care given by primary family caregivers is
necessary (Luijkx & Schols, 2011).
Family in Hospice
Family members, which are defined as spouses, adult children, and significant
others of the dying person (National Hospice and Palliative Care Organization, 2007),
play a special role in hospice care: care giver and care receiver. Family who is capable of
taking the burden of care is important to terminally ill patients; especially those who
spend their end of life stage at home (Luijkx & Schols, 2011). A family’s active
participation in care of a dying person is a part of the separation process, it includes
giving and receiving, coming together and letting go (Craven & Wald, 1975). Moreover,
it is known that family members always feel obligated to take care of the dying member
(Finch & Mason, 1993). Family caregivers provide physical, emotional, spiritual, and
social care to loved ones at the end of life which has been described as an integral part of
hospice care (Hospice Foundation of America, 2013). However, family caregiving has
not been given enough attention in hospice care. In 2006, family caregiving was
identified as a top international research priority in end of life care (Hagen, AddingtonHall, Sharpe, Richardson, & Cleeland, 2006).
Meanwhile, caregiving may affect families’ physical and emotional health. When
a relative is dying, it has a profound effect on his/her family, in the form of worry,
exhaustion, depression and change of family members’ roles (Karlsson & Berggren,
2011). Care burden, restricted activities, fear, insecurity, loneliness, facing death, lack of
emotional, practical and information-related support in caregiving may increase families’
vulnerability, and may be risk factors for fatigue and burnout (Proot et al., 2003). Since

20

hospice care includes the patient and his/her family, and considers them as a unit of care,
so providing support to families is a vital task of hospice care. Respite care is a way to
support family members in their care for a terminally ill patient with the purpose of
enabling family members to rest, renew their energy and continue providing care for as
long as possible (Luijkx & Schols, 2009). Family caregivers may rely on other family
members or friends, members of their community, or a hospice volunteer for respite care.
In addition, after the patient’s death, bereavement support, including telephone calls,
visits, written materials about grieving, and support groups, should be available to
families for at least 1 year (Fine & Davis, 2006).
However, in a study among terminally ill patients and their carers, the authors
concluded that health professionals were not sensitive enough to the role of the family in
hospice care (Woods, Beaver, & Luker, 2000). A number of studies pointed at a strong
accent on instrumental care given by professional caregivers to family caregivers and a
lack of emotional or psychological support (Grbich, Parker, & Maddocks, 2001; Rose,
1997).
Consequences of Palliative and Hospice Care
Hospice and palliative care, aiming to relieve suffering and to maximize the
patient's dignity and quality of life and death, and finally improve the quality of death and
dying process, have improved quality of life of patients and their families in several ways.
Hospice and palliative care have decreased symptom distress (Kuebler, Lynn, & Von
Rohen, 2005; Sanft & Von Roenn, 2009; Wiebe & Von Roenn, 2010), in-hospital death
rates (Morrison, 2005; Morrison, Maroney-Galin, Kralovec, & Meier, 2005), and
negative moods (Bakitas, et al., 2009); have improved well-being of patients and families
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(Meier, et al., 2004), human dignity (Krisman-Scott, 2001) and bereavement outcomes
(Lynn, 2001); have enhanced quality of treatment and care by decreasing patients'
hospital admissions (Morrison, 2005; Twaddle, et al., 2007) and in patient stays
(Morrison, 2005; Morrison, Maroney-Galin, Kralovec, & Meier, 2005); as well as have
increased opportunities for care (Kuebler, Lynn, & Von Rohen, 2005; Sanft & Von
Roenn, 2009; Twaddle, et al., 2007), decision making (Sanft & Von Roenn, 2009;
Kuebler, Lynn, & Von Rohen, 2005), satisfaction with care and treatment (Kuebler, Lynn,
& Von Rohen, 2005; Morrison, Maroney-Galin, Kralovec, & Meier, 2005), explication of
care and treatment goals (Sanft & Von Roenn, 2009; Twaddle, et al., 2007) and coping
ability of families (Lynn, 2001). In addition, hoapice and palliative care can help to
reduce expenditure of both patients and medical institutions (Elsayem, et al., 2004; Smith,
et al., 2003).
The Definition of Dignity
Definitions of Dignity in Health Literature
Human dignity has become an important aspect of health and social care
(Anderberg, Lepp, Berglund, & Segesten, 2007). It has been explored using several
methods, including critical and philosophical thinking, analyzing the concept historically,
asking or observing people to understand their perceptions of dignity, and empirically
examining how certain groups of persons use the word (Gallagher, et al., 2008; Sulmasy,
2013). Definitions vary widely. Dignity is an abstract, complicated and dynamic concept
(Gamlin, 1998). Dignity is a dynamic subjective experience but also has shared meaning
among human beings (Haddock, 1996). The Merriam-Webster Dictionary (2006) defined
dignity as the quality or state of being worthy, honored or esteemed. Mains (1994)
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regarded dignity as a personal possession with the characteristics of having cognitive
ability, feeling comfortable with oneself, and having control over one's behaviors and
surroundings. According to Johnson (1990), dignity reflects individuals' choices, values,
ideals, conduct and lifestyle. Dignity also means feeling important and valuable in
relation to others and be treated as such by others (Mains,1994). In a concept analysis of
dignity for older adults, Jacelon and colleagues (2004) concluded that dignity has 3
attributes: an inherent human characteristic, a subjective sense of self or self-worth, and a
behavior toward others that demonstrates respect for self and others.
The wide use of the term “dignity” tends to confuse rather than to clarify the
meaning of dignity. Macklin (2003) argued that dignity was a useless concept, which
means no more than respect for persons or their autonomy. However, Pullman (2004)
proposed that it would be a mistake to replace the concept of dignity with other concepts
that might have more precise meanings, such as "rights", "autonomy". The meaning of
human dignity consists of all human rights that are designed to promote respect for
human dignity (Buijsen, 2010). Autonomy means a human being shall not be subjected to
domination by others (Haugen, 2010); it is not a synonym for dignity, but one of its
attributes (Stolberg, 1995). Personhood is another concept that is related to but should not
be confused with dignity. Respect for personhood refers to the dignity of a human, is all
that the individual represents, especially personal worth (Street & Kissane, 2001). In
addition, dignity, in one sense can be defined as respect, however, not all forms of respect,
it implies respect for moral worth rather than personal authority (Pokorny, 1989).
A comprehensive meaning of dignity generated from a review of literature on
definitions of dignity consists of three parts: basic dignity, personal/intrapersonal/intrinsic
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dignity and relational/extrinsic/interpersonal/social dignity. Pullman (2004) pointed out
that dignity is the intrinsic worth of all humanity. Basic dignity cannot be taken away by
anyone in any situation. So people still have basic dignity regardless of their levels of
competence, consciousness or autonomy because they are Human. Dignity has been
further divided into personal/intrapersonal/intrinsic dignity and
relational/extrinsic/interpersonal/social dignity by several scholars (Periyakoil, Noda, &
Kraemer, 2010; Pullman, 2004; Pleschberger, 2007; Street & Kissane, 2001).
Personal/intrapersonal/intrinsic dignity means personal beliefs and aspects of the body
(Pleschberger, 2007). The subjective nature of personal dignity indicates that it can only
be measured by knowing what that term means to the person (Spiegelberg, 1970).
Relational/extrinsic/interpersonal/social dignity, as the external aspect of dignity, refers
to worth according to socially based constructs (Hawryluck, 2004), it is based on "one’s
existing social relationships and encounters" (Pleschberger, 2007, p.199). Personal
dignity is the core of dignity, which is surrounded by relational dignity (Pleschberger,
2007). In addition, Jacelon (2003, 2004) explored the dignity of older adults from both
theoretical and empirical perspectives. She proposed that the dignity of older people has
two attributes: self-dignity, which is the elderly individual’s sense of self worth; and
interpersonal dignity, which is an attribute of dignity that is achieved in the eyes of others,
as perceived by the individual who is the object of the other’s attention (Jacelon, 2003).
Self-dignity is based on past accomplishments and is built over time, evidenced by an
individual’s behavior, and resilient in nature; interpersonal dignity was identified by older
adults by judging the amount of respect from others (Jacelon, 2003). The two aspects of
dignity, personal and interpersonal or social, are integrally connected and work in a
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synergistic relationship. She further developed the concept of dignity as an intrinsic
quality of being human which is manifested as: 1) an attributed, dynamic quality of the
self connoting self-value (SV); 2) perceived value from others (PVO); 3) behavior respect
for self (BRS); and 4) self in relation to others (SRO) (Jacelon, Dixon, & Knafl, 2009;
Jacelon, Connelly, Brown, Proulx, & Vo, 2004).
Dignity in the Terminally Ill
Until now, plenty of research has been done to explore the meaning of dignity in
terminally ill patients. Pullman (2004) argued that dignity is a fundamental moral worth
of human beings, which he defined as "basic dignity". Basic dignity, as a basic level of
dignity that all humans possess, functions as a moral notion that is attributed to all human
beings (Allmark, 2002; Pullman, 2004). Basic dignity requires people to recognize all
humans as possessors of intrinsic moral worth, such dignity is to apply to everyone
equally irrespective of circumstances and it can neither be taken away nor lost (Leung,
2007; Pullman, 2004). Besides being a shared meaning among all human beings, dignity
also means a dynamic subjective experience, which was defined as personal/intrinsic
dignity (Haddock, 1996; Leung, 2007; Pleschberger, 2007; Pullman, 2004). Personal
dignity means personal beliefs, value and wishes, as well as aspects of the body
(Pleschberger, 2007; Pullman, 2004). Furthermore, Leung (2007) argued that personal
dignity is intrinsically constructed with a particular self, and dying with dignity means
different things based on an individual’s historical, social, and cultural contingencies.
Chochinov (2006) proposed that dignity is individualistic, transient and can be affected
by personal and external factors. As to dying patients, suffering and loss of autonomy are
inevitable as death draws near, dignity becomes a construct slowly recognized as
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embodied and dependent on others (Leung, 2007). This is the external aspect of dignity
that was named as relational/social/extrinsic dignity (Pleschberger, 2007; Pullman, 2004;
Street & Kissane, 2001). Relational dignity is based on "one’s existing social
relationships and encounters" (Pleschberger, 2007, p.199); it is something that developed
over one’s life through interpersonal relationships (Allmark, 2002); and it is a value
regarded and influenced by others (Pullman, 2004; Street & Kissane, 2001). Relational
dignity requires caregivers understand the socially embedded context of the patient
(McDonald, 2004). As for taking care of dying patients, besides bolstering patients’ sense
of autonomy and value as much as possible, providing qualified care is of vital
importance to maintain dignity in patients without capacity. Therefore, it is reasonable to
say only through others can dying people be granted death with dignity (Leung, 2007).
Besides understanding the meaning of dignity theoretically, synthesized themes
and sub-themes reported in empirical studies always offer readers a clear and direct
understanding of the concept. Pokorny (1989) pointed out four attributes of dignity in
relation to critically ill adults, which were expressed as privacy and control,
independence, being cared by competent caregivers, and the care of both patients and
families. Gamlin (1998) investigated healthcare professionals, patients and relatives in
palliative care through internet survey and defined dignity as a changeable definition,
which was closely linked to the individual’s health status, ability to choice and to retain
control over treatment decisions, as well as the respect from others. Street and Kissane
(2001) pointed out that “relationship” and “embodiment” were two important aspects of
dignity that always been neglected in literature. They stated that dignity is about a
process of inter-subjective relationships in care, patients’ relationships with families and
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health providers critically influence their dignity. “Embodiment” by Street and Kissane
(2001) means patients’ dignity is embodied in their experience of dying, they know
themselves through their bodies, and they communicate and experience the world through
their bodies. Chochinov et al explored the meaning of dignity from the perspective of
terminal cancer patients, and three themes were identified: illness-related concerns, which
includes level of independence and symptom distress; dignity conserving repertoire,
containing dignity conserving perspectives and dignity conserving practices; and social
dignity inventory, which consists of privacy boundaries, social support, care tenor,
burden to others, and aftermath concerns (Chochinov, Hack, McClement, Kristjanson, &
Harlos, 2002). Enes (2003) conducted in-depth interviews with hospice cancer patients,
relatives and multiprofessional caregivers and reported the following four dimensions
relating to dignity emerged with all three groups: “relationship and belonging,” “having
control,” “being human,” and “maintaining the individual self.” In addition, Pleschberger
(2007) proposed other themes that composed of dying with dignity, which include “death
at the right time,” “being active to the very last,” being allowed to die” and “being
amongst persons close to one.” The inward and outward aspects of dignity were
addressed in a study conducted by Periyakoil, Noda and Kraemer (2010), they presented
two types of dignity: extrinsic dignity, including respect and care-tenor; and intrinsic
dignity, including autonomy, self-esteem, and spirituality.
Dignity is always used to describe the ideal conditions of dying patient’s
treatment (Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002). It is considered
as an attribute of good death for terminal patients (Yalden & McCormack, 2010).
However, associating the term "dignity" with the dying process makes the definition of
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dignity more complicated. Just as Leung (2007) stated “as death draws near, suffering
and loss of autonomy are inevitable, patients depend on others for bodily care
fundamentally linked with their psychological distress and consciousness of their
inability to maintain personal integrity" (p.174), at this stage of dying, dignity will no
longer be mainly defined by previous ideas of autonomy and self-worth, rather, it
becomes a construct socially dependent on others. Care becomes the basis for dignified
dying. The definition of dignity for dying persons is changing over the trajectory of
illness. So besides bolstering the patient's sense of autonomy and value (personal dignity)
as much as possible, providing qualified care will be of vital importance to maintain
dignity in patients without capacity. Furthermore, dying with dignity requires care not
only for the dead and the dying but also for their families and significant others (Ashurst,
2007; McDonald, 2004; Pokorny, 1989). More recently, Guo and Jacelon (2014)
conducted an integrative review on existing literature in relation to dignity in end-of-life
care, they synthesized the definition of dying with dignity as:
“Dying with dignity is a basic human right; it is a subjective experience and also a
value influenced by others; it signifies a dying process with the following
characteristics: dying with minimal symptom distress and limited invasive
treatment, being human and being self, maintaining autonomy and independence
to the greatest extent, achieving existential and spiritual goals, having self-respect
and being respected by others, having privacy, maintaining meaningful
relationships with significant others, and receiving dignified care in a calm and
safe environment.” (p.937)
Dignity in Relation to Family
Dignity has two values: other-regarding by respecting the dignity of others and
self-regarding by respecting one’s own dignity (Gallagher, 2004). Families play dual-role
in hospice care: care-giver and care-receiver. Several researchers have indicated that
families, who provide physical and emotional care for their dying family member, have
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significant impacts on dignity of dying patients (Hack, et al., 2010; Street & Kissane,
2001; Vosit-Steller, White, Barron, Gerzevitz, & Morse, 2010). However, caring for
dignity of the dying member is challenging for families because it involves balancing the
dignity of the dying member and their own. Families are also care-receiver in hospice.
Therefore, hospice care, as a patient- and family- centered service, should not only
support dignity of dying patients and support families to care for dying patients' dignity,
should also pay attention to the dignity of family. The holistic nature of the dying
experience requires interventions directing at promoting dignity for both dying patients
and their family members (Coenen, Doorenbos, & Wilson, 2007). In addition, dying with
dignity requires care for both patients and their families provided by competent
caregivers (Pokorny, 1989). However, dignity of the families in hospice care has not
received enough attention and has not been well defined.
Dignity in Hospice
Dignity in Clinical Practice of Hospice
As for dying patients, maintaining dignity was identified as an important aspect
that constitute a good life in the last phase of their life (Andersson, Hallberg, & Edberg,
2008). Loss of dignity is one of the most common reasons physicians cite when asked
why they agreed to a patient’s request for euthanasia or some form of self-assisted suicide
(Ganzini et al., 2000; Meier et al., 1998). Dignity in care is connected to the shared
humanity of patients and health professionals, while, acknowledging the uniqueness of
individuals (Haddock, 1996). Chochinov (2006) stated that most hospice care providers
would claim that dignity is an overarching value or goal, which shapes the delivery of
service to dying patients and their families. Dignified care is the care that respects clients'
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dignity, including objective dignity or human dignity (Chilton, 2006; Clark, 2010;
Gallagher, 2004; Jacobson, 2009; Milton, 2008), subjective dignity or personal dignity
(Chilton, 2006; Gallagher, 2004; Leget, 2012), and social or relational dignity (Jacobson,
2009).
Health professionals have the responsibility and obligation to respect dignity of
the individual, family, group, and community (Milton, 2003). However, inappropriate
amount of respect for the dignity of others always occur, such as deficiency causing
disrespect for dignity, and excess causing excessive deference/sycophancy (Lam, 2007).
When providing care, healthcare care providers should evaluate their own values and
beliefs about what constitutes dignity (Volker & Limerick, 2007). Care must be
individualized and may not be congruent with professional expectations about how to
best manage a dignified dying or death (Volker & Limerick, 2007). As health care
providers develop and apply evidence-based interventions for care of the dying, they
must be cautious about assuming that empirical research findings are universally
applicable to their patients.
The Importance of Dignity in Hospice
Human dignity has been considered as an important issue in all health-related
disciplines. Dignity has always been applied in professional codes and standards for
biomedical healthcare disciplines and professional nursing practice (Milton, 2008).
Human dignity is an essential value in professional nursing practice and it is a component
of both the International Council of Nurses and the American Nurses Association codes
of ethics (Coenen, Doorenbos, & Wilson, 2007). The central phenomenon of nursing is to
respect human dignity and nurses are expected to treat all patients with dignity (Jacelon,
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Connelly, Brown, Proulx, & Vo, 2004). Meanwhile, understanding how dignity is
constituted in the work-life of health professionals is necessary (Lawless & Moss, 2007).
On the one hand, what constitutes professional dignity affects the way health
professionals are treated by their client, colleagues and organizations; on the other hand,
dignity of the health professionals could affect their ability to respect patients’ dignity,
which accordingly will influence patient care (Gallagher, 2004).
As population age, more individuals experience a prolonged period of decline
prior to death. Ill health and disability cause patients’ more concerns about loss of dignity.
Furthermore, dignity is widely used in both clinical and philosophical discourse when
referring to and describing the ideal conditions of dying persons’ treatment (Chochinov,
Hack, McClement, Kristjanson, & Harlos, 2002). Hospice care is a compassionate
method of care that focuses on patients and family members as the unit of care, with the
goal of providing dignity, comfort, and control to both patients and their family (Nally,
1998). Latimer (1991) argued that end of life care, with the focus of intensive physical
and psycho-spiritual care, including planning for support of family members after death,
must be philosophically rooted in an acknowledgment of the inherent dignity of each
person. The philosophy that underlies the care of dying people is based on respect for
their inherent worth and dignity (Lamiter, 1991). Geyman (1983) listed dignity as one of
the five basic requirements that must be satisfied in caring for dying patients. The basic
tenets of end-of-life care could be summarized under the goals of improving quality of
life and maintaining dignity of the dying person (Abiven, 1991; Macklin, 2004; Madan,
1992). Researchers have indicated that dying with dignity is considered to be important
by dying patients, their families, and health care providers (Chochinov, Hack,
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McClement, Kristjanson, & Harlos, 2002; Chochinov et al., 2002; Steinhauser et al.,
2000).
Research on Dignity in Hospice
Researchers are paying more and more attention on dignity in hospice care.
Existing research on dignity at the end of life focuses on: meaning of dignity explored
from different perspectives, such as dying patients and families (Chochinov, Hack,
McClement, Kristjanson, & Harlos, 2002; Enes, 2003; Periyakoil, Noda, & Kraemer,
2010; Pleschberger, 2007; Pokorny, 1989; Street & Kissane, 2001) and health caregivers
(Doorenbos, Wilson, & Coenen, 2006; Doorenbos, Wilson, Coenen, & Borse, 2006;
Dwyer, Andershed, Nordenfelt, & Ternestedt, 2009; Enes, 2003 Periyakoil, Noda, &
Kraemer, 2010; Volker & Limerick, 2007); dignity models and theories (Chochinov,
Hack, McClement, Kristjanson, & Harlos, 2002; Hall, Longhurst, & Higginson, 2009;
Periyakoil, Noda, & Kraemer, 2010; Pleschberger, 2007); instrument development and
validation (Chochinov et al., 2008; Doorenbos, Wilson, Coenen, & Borse, 2006;
Periyakoil, Kraemer, & Noda, 2009; Rankin et al., 1998; Vlug, de Vet, Pasman, Rurup, &
Onwuteaka-Philipsen, 2011); and interventions to support patients' dignity (Chochinov et
al., 2005; Coenen, Doorenbos, & Wilson, 2007; Doorenbos et al., 2011; Doorenbos,
Wilson, Coenen, & Borse, 2006; Hall, Edmonds, Harding, Chochinov, & Higginson,
2009; Vosit-Steller, White, Barron, Gerzevitz, & Morse, 2010; Wilson, Coenen, &
Doorenbos, 2006).
Much of the research on dignified dying to date has been done by Chochinov and
colleagues. Their early work focused on development of an empirical model of dignity in
the terminally ill via interviews of 50 patients with advanced terminal cancer (Chochinov,
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Hack, McClement, Kristjanson, & Harlos, 2002). This model was then tested via factoranalytic and regression methods in a study of 213 cancer patients in their last 6 months of
life (Hack et al., 2004). Based on their dignity model, they developed a psychotherapeutic
intervention, named dignity therapy, to address terminally ill patients’ psychosocial and
existential distress (Chochinov et al., 2005).
Several studies on nurses’ perceptions of dignified deaths has been conducted in
Australia and Britain. These studies revealed elements such as acceptance of death;
putting one’s affairs in order; involvement of a palliative care team; adequate symptom
control; nurse participation in the dying trajectory, and peaceful, not degrading or
embarrassing, death that was not prolonged or painless, and smooth (Borbasi, Wotton,
Redden, & Chapman, 2005; Hopkinson & Hallett, 2002; Kristjanson et al., 2001). As for
research conducted with American nurses, Wilson et al (Wilson, Coenen, & Doorenbos,
2006) attempted to validate the concept of dignified dying and explore nursing actions
used to promote dignified dying based on the ICNP dignified dying survey. Then they
extended their studies to explore nursing interventions to promote dignified dying in
other countries, such as Ethiopia, Kenya, Philippines, and India, (Coenen, Doorenbos, &
Wilson, 2007; Doorenbos et al., 2011; Doorenbos, Wilson, Coenen, & Borse, 2006).
They found that interventions focusing on reducing medical uncertainty, and physical and
psychological distress were usually used to address illness-related concern; the majority
of dignity-conserving nursing interventions were aimed at promoting spiritual comfort
and, to a lesser extent, the maintenance of pride; social dignity interventions addressed
involving the family in patient care and encouraging patients to share their feelings about
dying and providing social support (Doorenbos et al., 2011; Doorenbos, Wilson, Coenen,
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& Borse, 2006). In addition, nurses in their research identified the holistic nature of the
dying experience and pointed out that multiple interventions are needed to promote
dignity for both dying patients and their family members (Coenen, Doorenbos, & Wilson,
2007).
Factors that Influence Dignity
Factors that influence dying patients’ dignity include demographic factors, illnessrelated factors, treatment- and care-related factors, communication, and other factors.
Demographic Factors
Studies showed that compared with older patients, younger patients tended to
have a fractured sense of dignity (Chochinov et al., 2002, 2006); and women were more
likely to relate more factors to their perceptions of dignity than men (Chochinov et al.,
2006). Individuals with more education tended to assign dignity implications to more
factors than those with less education (Chochinov et al., 2006). Cultural and
socioeconomic status also affected dignity (Chochinov et al., 2006; McDonald, 2004).
Finally, people who are more religious are more likely to consider a meaningful spiritual
life significant in relation to dignity (Antiel, Curlin, James, Sulmasy, & Tilburt, 2012;
Chochinov et al., 2006; McDonald, 2004).
Illness-Related Factors
Illness-related factors, including symptom distress, especially pain, change in
appearance, or change in functional status, could threaten patients’ sense of dignity
(Chochinov et al., 2002, 2006; Enes, 2003; Hack et al., 2004; Periyakoil, Kraemer, &
Noda, 2009; Turner et al., 1996; Vlug, de Vet, Pasman, Rurup, & Onwuteaka-Philipsen,
2011). Symptom distress negatively affects patients' dignity (Chochinov et al., 2002;
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Enes, 2003; Hack et al., 2004), and untreated pain is one of the most important issues that
lead to erosion of dignity at life’s end (Hack et al., 2004; Periyakoil, Kraemer, & Noda,
2009). Change in appearance caused by the illness is also associated with higher levels of
fractured dignity (Chochinov et al., 2002; Enes, 2003). Finally, loss of functional
capacity and loss of ability to make choices have an affect on patients’ dignity
(Chochinov et al., 2002; Periyakoil, Kraemer, & Noda, 2009; Vlug, de Vet, Pasman,
Rurup, & Onwuteaka-Philipsen, 2011).
Treatment- and Care-Related Factors
Treatment and care are important factors that influence dying patients’ dignity
(Albers et al., 2011; Pokorny, 1989; Vlug, de Vet, Pasman, Rurup, & OnwuteakaPhilipsen, 2011). Poor symptom management, or treatment without empathy and
affection, combined with the effects of illness, can result in diminished dignity (Enes,
2003; Periyakoil, Kraemer, & Noda, 2009; Periyakoil, Noda, & Kraemer, 2010). Poor
medical care also diminishes dignity at the end of life (Ohlén, 2004; Periyakoil, Kraemer,
& Noda, 2009), while, appropriate and qualified care maintains and improves it
(Chochinov, 2002; Enes, 2003). However, as the illness progresses, the increasing need
for help and care represents a major threat to dignity (Chochinov et al., 2002, 2006; Hack
et al., 2004; Pleschberger, 2007; Quint, 1969). Attitudes and behaviors of families and
care providers toward patients and their relationships with patients can affect patients’
dignity (Chochinov et al., 2006; Ohlén, 2004; Periyakoil, Kraemer, & Noda, 2009).
Additionally, care settings influence patients’ dignity. Compared with outpatients,
hospital patients are more likely to indicate that dignity was violated while in the hospital
(Chochinov et al., 2002; Woogara, 2005).
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Communication
Communication is another important issues that influences dignity (Albers,
Pasman, Rurup, de Vet, & Onwuteaka-Philipsen, 2011). Honest communication,
providing and explaining information to patients gave a sense of being valued and in
control, could contribute to patients' dignity (Enes, 2003; Pokorny, 1989). Effective
communication was taken as the basis for meaningful relationships (Gamlin, 1998). Poor
communication with health care providers could lead to patients’ uncertainty regarding
their treatment and illness, which has a negative influence on patients' dignity
(Chochinov et al., 2002; Enes, 2003).
Other Factors
Other factors, such as lack of resources or poor organization of care, the
environment and social support, impact patients’ sense of dignity. Lack of resources and
poor organization, including insufficient time, difficulty in recruiting competent staff, and
lack teamwork, can erode dying persons' dignity (Dwyer, Andershed, Nordenfelt, &
Ternestedt, 2009; Enes, 2003); Safe, calm and private living environment can promote
patients' sense of dignity (Ashurst, 2007; Chochinov, 2002; Karlsson, Milberg, & Strang,
2006). Social support from a helpful community of friends, family, and health care
providers was identified as a factor that positively affected patients’ sense of dignity
(Brown, Johnston, & Ostlund, 2011; Chochinov, 2002; Chochinov et al., 2002, 2006;
Hack et al., 2004; Ohlén, 2004; Periyakoil, Kraemer, & Noda, 2009).
Models in Relation to Dignity in Hospice
The Dignity-Conserving Care Model or Dignity Model, which was developed by
Chochinov and colleagues via interviews of 50 patients with advanced terminal cancer, is
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a widely used model for dignity at the end of life (Chochinov, Hack, McClement,
Kristjanson, & Harlos, 2002). The three major elements in this model are: a) Illnessrelated concerns-factors caused by or related to the underlying illness, which speaks to
the need for management of physical and psychological symptoms (Chochinov, 2002); b)
Dignity conserving repertoire-psychological and spiritual factors, refers to the internal
resources that patients bring to the illness, based on their past experience, psychological
states, and their spiritual life (Chochinov, 2002); and c) Social dignity inventory-social or
externally associated factors, points to environmental or contextual effects on patients'
dignity (Chochinov, 2002). Based on the Dignity Model, Chochinov (2007) further
proposed the A, B, C, and D (Attitude, Behavior, Compassion, and Dialogue) of dignity
conserving care. Both models provide a framework to guide healthcare practitioners
towards maintaining patients' dignity (Chochinov, 2002, 2007).
Pleschberger (2007) developed the Dignity Conceptual Model based on
perspectives of older nursing home residents in western Germany regarding the meaning
of dignity with regard to end-of-life issues. Dignity in this model was differentiated into
personal dignity and relational dignity. Personal dignity was defined as personal beliefs,
values and wishes, as well as aspects of the body (Pleschberger, 2007); relational dignity
is developed over one’s life through one’s existing social relationships and encounters
(Pleschberger, 2007). Personal dignity is the core of dignity, it is surrounded and affected
by relational dignity.
The third model is the Theoretical Model of Preservation of Dignity, which was
developed by Periyakoil and colleagues (2010) based on a survey of 100 American care
providers from across disciplines in geriatrics and palliative care. Dignity in this model is
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classified into intrinsic and extrinsic dignity. Intrinsic dignity, as a property or possession
of an individual, is further categorized into autonomy, self-esteem, and spirituality.
Extrinsic dignity, which rests outside the person is affected by the way others treat the
person (Periyakoil, Noda, & Kraemer, 2010), was divided into respect and care-tenor.
Vladeck and Westphal (2012) applied dignity in decision making process and
developed the Dignity-Driven Decision Making Model based on their efforts to develop a
plan for comprehensive care of people with advanced illness in the United States. They
proposed that the decision making process should be a collaborative process in which
patients, their families, and care providers work together to continuously determine the
goals of care and the ways to implement them (Vladeck & Westphal, 2012).
Measurement of Dignity
Several instruments have been developed to measure dignity-related issues at endof-life, with a focus on the measurement of factors influencing dying patients’ dignity.
The Patient Dignity Inventory (PDI), developed by Chochinov et al (2008) based on the
Dignity Model, provides health professionals with a easy way to identify a wide range of
issues leading to distress among dying patients. Periyakoil et al (Periyakoil, Kraemer, &
Noda, 2009; Periyakoil, Noda, & Kraemer, 2010) developed two rank order card sort
tools: the Dignity Card-Sort Tool (DCT) and the Preservation of Dignity Card-Sort Tool
(p-DCT) to evaluate patients’ perceptions of key factors influencing loss of dignity and
preservation of dignity at the end of life. Another one is the Instrument to Measure
Factors related to Self-perceived Dignity which was designed to measure factors that
influence dignity of patients at the final stage of life (Vlug, de Vet, Pasman, Rurup, &
Onwuteaka-Philipsen, 2011). All of these tools were tested and found to be valid and
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reliable (Chochinov et al., 2008; Periyakoil, Kraemer, & Noda, 2009; Periyakoil, Noda,
& Kraemer, 2010; Vosit-Steller, White, Barron, Gerzevitz, & Morse, 2010). Two other
tools were designed to evaluate nursing care and nursing outcomes of dignified dying.
One is the Indicators for Dignified Dying, which can be used to measure nursing outcome
of dignified dying (Rankin et al., 1998); another is the International Classification of
Nursing Practice (ICNP) Catalogue: Palliative Care for Dignified Dying, which was
developed by the International Council of Nurses (ICN) research team (Doorenbos,
Wilson, Coenen, & Borse, 2006) under the guidance of Chochinov’s Dignity Model to
explore and evaluate nursing interventions employed to promote dignified dying and has
been used across countries, including India, United States, Ethiopia and Kenya,
Philippines, and South Korea (Coenen, Doorenbos, & Wilson, 2007; Doorenbos, Wilson,
Coenen, & Borse, 2006; Doorenbos et al., 2011; Jo et al., 2011; Wilson, Coenen, &
Doorenbos, 2006).
Promoting Dignity in Hospice
In terms of strategies to support dignity in end-of-life care, in addition to
recognizing patients' vulnerability to dignity loss, respecting patients' rights, autonomy
and needs, and protecting patients' privacy (Brown, Johnston, & Ostlund, 2011),
removing barriers to dignity, including sufferings in physical, psychological and spiritual
aspects of the dying process were commonly used in practice. Strategies to promote
physical comfort mainly focused on pain and symptom management (Brown, Johnston,
& Ostlund, 2011; Coenen, Doorenbos, & Wilson, 2007; Doorenbos, Wilson, Coenen, &
Borse, 2006; Doorenbos et al., 2011; Jo et al., 2011; Vosit-Steller, White, Barron,
Gerzevitz, & Morse, 2010; Wilson, Coenen, & Doorenbos, 2006). Interventions to
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support psychological and spiritual needs included counseling, engaging in prayer and
other spiritual traditions, promoting a sense of hope, and maintaining self-esteem
(Coenen, Doorenbos, & Wilson, 2007; Doorenbos, Wilson, Coenen, & Borse, 2006;
Vosit-Steller, White, Barron, Gerzevitz, & Morse, 2010; Wilson, Coenen, & Doorenbos,
2006). Recently, Chochinov developed Dignity Therapy based on his DignityConserving Care Model to engender a sense of meaning and purpose for terminal patients,
thereby reducing suffering in the last phase of life (Chochinov et al., 2005). Dignity
therapy has been successfully applied to patients with advanced cancer (Hall, Edmonds,
Harding, Chochinov, & Higginson, 2009) and older people (Hall, Goddard, Opio, Speck,
& Higginson, 2012); it has also been adapted for different culture (Houmann, RydahlHansen, Chochinov, Kristjanson, & Groenvold, 2010). Other researchers (Brown,
Johnston, & Ostlund, 2011; Coenen, Doorenbos, & Wilson, 2007; Doorenbos, Wilson,
Coenen, & Borse, 2006; Doorenbos, et al., 2011; Wilson, Coenen, & Doorenbos, 2006)
explored and categorized nursing interventions regarding dignity support based on the
ICNP Palliative Care for Dignified Dying survey and the Dignity-Conserving Care
Model.
Since families are part of the care unit and they play a key role in the dying
process, they were often included in the dignity support interventions. Involving family in
patient care was reported as a key strategy to support patient’s social dignity (Brown,
Johnston, & Ostlund, 2011; Wilson, Coenen, & Doorenbos, 2006). Scientists in Romania
reported additional interventions provided by nurses for dying patients, such as deep
presence, higher understanding and self-reflection, and transformation (Vosit-Steller,
White, Barron, Gerzevitz, & Morse, 2010). A key point in their intervention was that they
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included family function into consideration and pointed out that families should be
essential givers of care in dignity management. In addition, according to the dignitydriven decision making model, Vladeck and Westphal (2012) pointed out that both the
patient and family experience should be considered as a key outcome in hospice care.
However, interventions directing at supporting the dignity of family are absent.
To be able to deliver dignity-conserving care, health professionals should
understand their own right to dignity and the meanings of dignity for both themselves and
for patients, and should also enrich their knowledge and enhance their skills to provide
dignified care (Baillie, Ford, Gallagher, & Wainwright, 2009; Jackson & Irwin, 2011;
Lawless, 2008). Health professionals should possess self-awareness, be able to provide
individualized care and to understand different cultural values (Haddock, 1996). Health
systems and organizations are suggested to take the promotion of health professional
dignity into account through providing a dignified work environment that is pleasant,
clean and spacious and enable privacy; offering ongoing education for caregivers;
developing a positive, dignity-sensitive organization culture; making strategic
investments in personnel and other resources; and avoiding overwork (Baillie, Ford,
Gallagher, & Wainwright, 2009; Jacobson, 2009; Khademi, Mohammadi, & Vanaki,
2012; Milton, 2010). A successful outcome of hospice care presupposes that health
professionals collaborate with the dying patient and family, using their knowledge,
willingness and commitment (Karlsson & Berggren, 2011). However, respect for the
dignity of others is a big challenge for both formal and informal caregivers because it
involves balancing the needs of those under their care as well as their own. For health
care providers, working within the ethical principles of autonomy, justice, benefits and
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harms leaves them open to the inevitability of conflict (Hall, Edmonds, Harding,
Chochinov, & Higginson, 2009).
Summary
Human dignity is related to the human life and associated with the internal and
external respect of the individual in regard to culture and social aspects, has become an
important aspect of health and social care (Anderberg, Lepp, Berglund, & Segesten,
2007). This chapter synthesized existing literature in relation to dignity in end-of-life care.
Hospice care, as the context of this study, was described at the beginning of this chapter,
including the history of hospice and palliative care, hospice and palliative care in the
United States, and principles of hospice and palliative care, then patients and family as
the unit of care of hospice and consequences of palliative and hospice care were
introduced at the end of this section; following was the main body of this chapter: issues
relating to dignity in hospice, including definitions of dignity in health literature, dignity
in terminally ill patients, dignity in relation to families, the importance of dignity in
hospice care, research on dignity in hospice care, factors influence dignity in hospice,
dignity-related theories or models, dignity in clinical practice of hospice, and promoting
dignity in hospice care.
Concerns about dying with dignity and how best to support dignity during hospice
care have implications for both patients and family members during the palliative phase
and the bereavement phase of the dying process (McClement et al., 2007). McDonald
(2004) argued that not just what happens to the dying person, but also what happens to
the family makes a death good or bad. This review of literature showed that plenty of
studies have explored the meaning of dignity from perspectives of dying patients and
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health care providers. However, few studies have explored the definition of dignity from
the perspective of families who play a vital role in taking care of the patients, and even
fewer have discussed dignity of the families who are also the recipient of end of life care.
So further research is needed to fill these gaps. Although several dignity models have
been developed, they are patient-centered and not significantly helpful for family
caregivers. Further research is needed to update existing theories or models or to develop
new patient- and family-centered care models which include dignity of families and
family function on dignity management and extend beyond the patient’s death into the
period of bereavement. Caring for dignity is a big challenge for both formal and informal
caregivers, a conceptual understanding of the social process of dignity management from
the perspectives of dying patients, their families and the interdisciplinary team is critical
to developing meaningful plans of high-quality, dignity-conserving care.
The Theoretical Framework
The grounded theory approach arises from the framework of Symbolic Interaction
(Bowers, 1988), so the theoretical perspective of Symbolic Interactionism was used to
guide this proposed research. In addition, the term "management", which is central to the
research question, is consistent with the social theory of "symbolic interactionism" and it
was defined in the Oxford Dictionary as “the process of dealing with or controlling things
or people” (Management, 2012). Blumer (1969) proposed three central principles of
symbolic interactionism: (1) human beings act toward things on the basis of the meanings
that the things have for them; (2) the meanings of things stem from interactions that one
has with others; and (3) these meanings are handled in and modified through an
interpretative process people used to deal with the things they encounter. These three
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central principles were used to guide data collection in this study, including development
of interview schedule and specification of observation focus. The task of the researcher
was to uncover the patterns of action and interaction between and among the “actors”
(patients and family in hospice as well as the interdisciplinary care team) (Strauss &
Corbin, 1990, 1998) in relation to a particular phenomenon (dignity management)
through analyzing data.
In addition, symbolic interaction is an approach to the scientific study of human
group life and human behavior (Blumer, 1969). The following were methodological
implications of symbolic interactionism for this study (Blumer, 1986): (1) People act on
the basis of the meaning that these things have for them rather than for the outsiders. It
signifies that if the researchers wished to understand the social action of a given
individual or group, it is necessary for them to see that action from the position of
whoever is forming the action. In this study, I have immersed myself in the hospice care
process in order to study the social action from perspectives of dying patients, their
families and the interdisciplinary care team; (2) Symbolic interactionism sees social
action as consisting of the individual and collective activities of people who are engaged
in social interaction - that is to say, “activities whose own formation is made in the light
of the activity of one another” (Blumer, 1986, p.54). This study took the dying patient
and his/her family as a dynamic unit, dignity of the unit has been managed over the
trajectory of illness through dying patient's and family members' actions/interactions
within the unit and their interactions with the interdisciplinary care team outside the unit;
(3) Symbolic interactionism sees group life as a moving process in which the participants
are defining and interpreting each other's acts. This study examined the social processes
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that dying patients, their families and the interdisciplinary care team used to manage
dignity of dying patients and their families by analyzing how their interpretations of each
other's acts sustain, redirect, and transform the ways in which they were fitting together
their lines of action.
Furthermore, with regard to the Straussian GT approach, Strauss and Corbin
developed the Straussian GT based on the philosophy of pragmatism which was
recognized as the framework for their methodology (Corbin & Strauss, 2008). The
pragmatists stated that “knowledge arose through acting and interacting of self-reflexive
beings and knowledge was provisional until checked out empirically by other;” “the
discovered reality cannot be divorced from the perspectives of the researcher;” and
“knowledge could be useful for practice” (Corbin & Strauss, 2008, p.2-4). Since this
study mainly followed the Straussian GT approach, so in addition to the symbolic
interactionism, pragmatism was identified as another theoretical framework for this study.
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CHAPTER 3
METHODS
Introduction
Hospice care is patient- and family- centered care with the goal of providing
dignity, choices, and control to patients and their families (Nally, 1998). Since little is
known about the process of dignity management in hospice involving patients, their
families and the interdisciplinary care team and the main purpose of this study was to
develop such a theoretical model, the grounded theory approach was considered
appropriate for this study. Grounded theory methodology was developed in 1967 by
Barney Glaser and Anselm Strauss, which used a qualitative perspective to develop
substantive theory related to social processes grounded in data (Glaser & Strauss, 1967;
Strauss & Corbin, 1990). The purpose of this chapter was to elaborate on the
methodology of this qualitative study, including research design, data collection, data
management and analysis, and trustworthiness. At the end of this chapter, an overview of
report on current findings was presented, which aimed to offer readers a hint in advance
about how findings of this study were reported in the following chapters.
Design of Study
Research Design
Since the purpose of this study was to develop a substantive theory, the grounded
theory approach was considered appropriate. Grounded theory approach, which has its
roots in symbolic interactionism, is a qualitative research method that "uses a systematic
set of procedures to develop an inductively derived grounded theory about a
phenomenon" (Strauss & Corbin, 1990, p.24). Since grounded theory is an
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action/interaction oriented method of theory building, the phenomenon in grounded
theory study tends to be oriented toward action and process (Strauss & Corbin, 1990,
p.38). As for this study, I used the grounded theory method to develop a theoretical
model that describes the social process of dignity management in hospice care, based on
the data. Social process was defined as pattern of behaviors that occur over time, involve
change over time, and have distinct stages (Glaser, 1978).
The grounded theory method emerged from the initial collaboration of Glaser and
Strauss on "awareness of dying" (Glaser, & Strauss, 1965) which was published in
Discovery of Grounded Theory (1967). Despite the initial collaboration of Glaser and
Strauss, they have taken grounded theory in divergent directions: Glaser remained
consistent with his earlier idea and defined grounded theory as a method of discovery,
while Strauss moved the method toward verification, and his co-authored works with
Corbin furthered this direction (Corbin & Strauss, 2008; Strauss & Corbin, 1990; 1998).
Strauss and Corbin reconsidered grounded theory methods standing on a “relative” and
“subjective” position. The Straussian grounded theory (GT) approach represents the first
fracture from the classic approach (Hunter, Murphy, Grealish, Casey, & Keady, 2011).
My philosophy tends to align with the Straussian GT approach, in which they specifically
acknowledged the place of personal experience and professional background of the
researcher in shaping the area of study (Strauss & Corbin, 1998). In addition, Strauss and
Corbin (1998) advocated conduction of a general initial literature review of the area at the
start of a study. Furthermore, the Straussian GT is concerned with action, interaction and
process, and to some degree, turned its direction to verification, and addressed the
applicability of the developed theory.
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In this study, I relied on combined techniques from current grounded theory
methodologies with a main focus on the Straussian GT approach (Charmaz, 2006; Corbin
& Strauss, 2008; Glaser, 1978; Strauss & Corbin, 1990, 1998). Firstly, the research
question in a grounded theory study is a statement that identifies the phenomenon to be
studied (Strauss & Corbin, 1990, 1998). My research question is: what process was used
by the interdisciplinary care team to manage dignity of dying patients and dignity of their
families in hospice? The phenomenon under study is "dignity". Secondly, the purpose of
grounded theory is to discover, so there is no need to review all the literature beforehand.
However, as the Straussian GT suggested, I did a general review of literature at the start
of study. In addition, I also needed to go back to the literature to see what other
researchers have said about it after a category has emerged (Corbin & Strauss, 2008;
Strauss & Corbin, 1990, 1998). Thirdly, theoretical sampling and data collection method
were followed. This research was conducted as a series of cases and theoretical sampling
was taken place within and between cases. According to the principle of theoretical
sampling, I jointly collected, coded and analyzed my data and meanwhile decided what
data to collect next and where to find them (Charmaz, 2006; Corbin & Strauss, 2008;
Glaser, 1978; Strauss & Corbin, 1990, 1998). Fourthly, I analyzed the data mainly based
on the coding techniques described by Strauss and Corbin in their books (Corbin &
Strauss, 2008; Strauss & Corbin, 1990, 1998), and this was elaborated in "data
management and analysis" below.
Setting and Sampling
Setting
Research samples were recruited from a residential hospice in North Amherst,
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Massachusetts, which delivers hospice service to family with a dying member in their
own homes as well as in the residence hospice. Since I followed the dying patient
throughout the study, the specific study sites were depended on the care setting of the
dying patient, either the patient's home or the hospice residence. For patients living in
their own homes, there must be a designated person who is willing, capable and available
to act as a primary family caregiver. Family caregivers were not required for patients
living in the hospice residence, but families could visit patients at the hospice home at
any time. The primary mission of this hospice home is to establish and maintain a hospice
program to provide 24-hour tender care so that residents can spend their last days in
comfort and die with dignity. The client and family/caregivers are considered as one care
unit. Care is provided from admission through the bereavement period by an
interdisciplinary team, including physicians, nurses, nursing assistants, social worker,
spiritual counselor, and volunteers. Care is available 24 hours a day, 7days per week.
Sample
The research sample of this study included: 1) Dying patients who were receiving
hospice service from the residential hospice, either at home or in the hospice residence; 2)
primary family caregiver of the dying patient; and 3) the interdisciplinary team, including
the executive director, the clinical director, volunteer coordinator, nurse manager, nurses,
home health aides, social work, spiritual counselor, and volunteers. The sample size was
not predetermined in this qualitative study, but was anticipated to be small. All
participants were English-speaking and older than 18 years old. Following Institutional
Review Board approval, I recruited a purposive sample from the hospice home. At the
beginning, according to the principle of sampling in open coding (Strauss & Corbin,
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1990), opportunities were open to all patients enrolled in the hospice home who were
willing to participate, whether they were receiving service at their own home or in the
hospice residence. With the emerging of theory, theoretical sampling techniques in axial
coding and selective coding were used (Strauss & Corbin, 1990). That is to say,
recruiting additional participants and/or data sources and/or returning to original
participants have been done on the basis of the evolving theoretical relevance of concepts
(Strauss & Corbin, 1990). Such sampling continued until theoretical saturation was
reached, which means: 1) no new or relevant data emerges, 2) the category development
is dense, and 3) the relationships between categories are well established and validated
(Strauss & Corbin, 1990, p.188).
Three patients agreed to be in this study, but one patient withdrew from the study
one week later due to loss of interest, according to her explanation. Thus, eventually two
patients and their primary family caregivers participated in this study. I followed the
same patient and his/her primary family caregiver over time from the beginning of their
participation until the period of bereavement after the patient's death. A total of 15 staff
participants were recruited in this study and were described below in the section of
“participants”. Participants received no compensation. However, I gave a gift worth $15
to each patient, family and staff participants at the completion of the first interview as a
token of my appreciation.
Access to the Residential Hospice
All participants were recruited from the residential hospice. In order to access the
setting and participants, my supervisor and I talked to the clinical director of the hospice
home about my research plan in spring 2012. According to her suggestion and in order to
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get myself involve in the setting earlier, I attended the volunteer training program from
the hospice home in September and completed it in late October, 2012, and then I worked
there as a volunteer until April, 2014. I got the letter of support (Appendix A) that
allowed for me to conduct my research project at the residential hospice in April, 2013.
After I got approval from University of Massachusetts Institutional Review Board (IRB)
(Appendix B) in June, I explained my study to the directors and staff in the hospice home
to recruit staff participants from the interdisciplinary care team. Meanwhile, staff in the
residential hospice worked as the “gatekeeper” in this study for patients and families
recruitment.
Participants
Patients
All patient participants in this study were older than 18, able to speak and read
English, did not show evidence of confusion or delirium as identified by clinical
consensus that would prevent them from making their own decisions, received service
from the residential hospice at the hospice residence or at their own homes, were
interested in talking about death and dying publicly, and were able to understand and give
informed consent.
Patients, including both residential and at-home patients, were recruited as soon
as possible after admission, when the patients became emotional stable, and considering
the actual situation of each patient. First, I checked with nurses at the residential hospice
to make sure that the patient was able to make decisions and was willing to talk about
death and dying. Then, a nurse read a script (Appendix C: Script for Patient Recruitment)
to the patient to explain the study and gave out a flyer (Appendix D: Research Flyer for

51

Patient) in an envelope detailing my research project and collected it back later.
Meanwhile, the staff asked the patient if it was okay for me (the researcher) to talk with
his/her families about my research. If the patient agreed, I then approached the family
member before or after I got consent from the patient. As for patients, I only contacted
those who checked "yes" on the flyer to further talk about my study and answer their
questions. Following reading the consent form (See Appendix E: Consent Form for
Patients) and asking questions, patients signed the consent. Demographic information
was collected before the first interview with each participant using the demographic
questionnaire (Appendix F). The two patient participants in this study were Mr.A (Case
A) and Mrs. M (Case B). Table 1 shows the demographic information for the two patients.
Table 1: Patient demographic information
Mr. A (Case A)
Age
Gender
Race/Ethnicity
Education
Past job
Admission Diagnosis
Admission Date
Previous Residence
Healthcare Proxy
Time of Death/Discharge

86
Male
White
University
Medical engineering
Prostate cancer, metastasized
to kidney and stomach
09/28/2013
Home
Wife P
Died on 04/22/2014

Mrs. M (Case B)
88
Female
White
Graduate school
Biologist
Small bowel obstruction;
depressive disorder
01/22/2014
Retirement community
Daughter S
Discharged on 06/18/2014

Family Members
Family members of the two patients were all older than 18, visited the patient
regularly (at least one time per week), and were able to provide support to the patient.
Followed by the patient's permission or consent, the primary family caregiver of each
patient was contacted and recruited. See the attached "Script for Family Member

52

Recruitment" (Appendix C) detailing what I said to family members. After that I gave
each family member a package including a research flyer (Appendix D: Research Flyer
for Family Member) and the consent form (Appendix E: Consent Form for Family
Member). I stayed with them and answered their questions before they signed the
research flyer and the consent forms. Following reading the consent form and asking
questions, those who agreed to participate checked "yes" and wrote down their contact
information on the research flyer and then signed the consent forms. The primary family
caregiver for Mr. A was Wife. P, who agreed to take part in all research activities. The
primary family caregiver for Mrs. M was Daughter. S, who was involved in observation
activities but was not interviewed. Demographic information for family participants was
collected using the demographic questionnaire (Appendix F) and reported in table 2.
Table 2: Family demographic information
Age
Gender
Race/Ethnicity
Education
Past/Current job
Relationship with the Patient
Primary Caregiver

Wife. P
74
F
White
High school
Business owner/Retired
Wife
Yes

Daughter. S
52
F
White
University
Physician
Daughter
Yes

Staff
All staff participants were older than 18 years old. Staff, including caregivers and
directors, was mostly recruited in a weekly meeting in the residential hospice in July. At
the end of the meeting, I simply introduced my project to staff based on the "Script for
Caregiver Recruitment" (Appendix C), then I gave each staff member a package
including the "Research Flyer for Caregivers" (Appendix D) or the "Research Flyer for
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Directors" (Appendix D) and the “Consent Form for Staff (Caregiver)” (Appendix E) or
the “Consent Form for Staff (Director)” (Appendix E), depending on the role of each
person. They were given enough time to read the flyers and the consent forms and to ask
questions. I answered their questions and clarified their confusions before they signed the
consent forms. The "Consent Form for Staff (Caregiver)" (Appendix E) and "Consent
Form for Staff (Director)" (Appendix E) provide detailed information regarding the
research activities they needed to involve in. Those who were willing to take part in my
study checked "yes" and wrote down their contact information on the research flyer and
then signed the consent forms. For those who did not attend the weekly meeting, I
approached them individually and followed the same staff recruitment procedure as I did
with other staff. Eventually, fifteen staff, including the volunteer coordinator, the clinical
director, the executive director, the nurse manager, the social worker, the spiritual
counselor, one volunteer, two home health aides, and six nurses, agreed to be in this
study and were willing to attend all research activities. However, physician participant
was lacking. Demographic information for staff participants was collected before the first
interview and reported in table 3.
Table 3: Staff demographic information
Name

Age

Gender

Race

Education

Job Role

Certifi
cation

VC.I

62

Female

White

CD.K

62

Female

White

ED.M

60

Female

White

NM.M

37

Female

White

SC.N

61

Female

White

Graduate
school
College/un
iversity
Graduate
school
College/un
iversity
College/un
iversity

Volunteer
coordinator
Clinical
director
Executive
director
Nurse
manager
Counselor

54

N/A

Years in
health
care
25

Years
in
hospice
9

Years in
current
job
4

Yes

23

22

5

N/A

34

1+1/4

1

Yes

9

3

3

Yes

30

14

7.5

SW.P

68

Female

White

V.B

69

Male

White

HHA.S

52

Female

White

HHA.D

47

Female

White

Nurse.A

44

Male

White

Nurse.B

66

Male

White

Nurse.J

36

Female

White

Nurse.L

69

Female

White

Nurse.
M
Nurse.S

54

Female

White

56

Female

White

Graduate
school
Graduate
school
College/un
iversity
College/un
iversity
College/un
iversity
College/un
iversity
College/un
iversity
Graduate
school
College/un
iversity
College/un
iversity

Social
worker
Volunteer

Yes

24

24

4

Yes

6

6

6

Home
health aide
Home
health aide
Nurse

Yes

20

10

2

Yes

6

4

1.5

Yes

8

2

2

Nurse

Yes

8

8

8

Nurse

Yes

7

3

3

Nurse

Yes

5.5

5

5

Nurse

Yes

10

1/4

0.25

Nurse

Yes

21

10

4

Note: VC-Volunteer Coordinator, CD-Clinical Director, ED-Executive Director, NM-Nurse Manager,
V-Volunteer, HHA-Home Health Aide, SW-Social Worker, SC-Spiritual Counselor.

Gatekeeper
As for dying patients, deterioration in health and functional status and personal
sufferings are inevitable, and eventually leading to death. In addition to physical suffering
derived from the illness, most patients also experience times of psychological and
emotional suffering as a normal part of the dying process. These factors increased the
vulnerability of dying patients and made them tend to be put at risk. Thus, the process of
patient participants recruitment needed high attention. In this study, staff at the residential
hospice worked as the "gatekeeper" for patient recruitment. Before I approached the
patient, I talked to the staff to make sure that the patient was physically and mentally
competent to participate in the decision-making process, and that he/she was emotionally
stable and willing to talk about death and dying openly. I only included patients and
family who were able to make their own decisions and agreed to take part in my study.
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Before the interview with each patient, I made sure that staff was ready to offer helps
when needed, during and after the interview.
Data Collection
Researchers generate strong grounded theories with rich data (Charmaz, 2006;
Corbin & Strauss, 2008; Strauss & Corbin, 1990, 1998). In order to gather rich data, the
following data collection methods were used in this study: observation, in-depth
interview, and document review. Prior to data collection, a consent letter detailing the
purpose of the study, expectations of participants and issues of confidentiality, and
agreement on voice recording was signed by each participant (See Appendix E).
Observation
Observation was a primary data collection method in this study. Purposes of
observation were: 1) to become immersed in the setting so that I can hear, see, and begin
to experience reality as the participants do; 2) to understand and describe the typical
social structure and patterns of the dying patients', their families' and the interdisciplinary
care team's behaviors regarding to dignity management in hospice care; 3) to verify
interview data and investigate disparities between actions of participants and the
meanings they have attached to their behaviors in the undertaken interviews. Two types
of observation were used in this study: complete observation with no interaction between
researcher and participants, and participant observation with researcher becoming an
incognito member of participants (Lincoln & Guba, 1985).
Complete observations were used with patients, their families, and the
interdisciplinary care team at the hospice residence or at patients' home. It was used to
expand the researcher's knowledge and to develop some senses of what was salient
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(Lincoln & Guba, 1985). The purpose of complete observation was to understand system
dynamics pertaining to social processes regarding dignity management within hospice
care setting. Before I began the initial observation, I described the methods of
observation to all participants and give them a guide (Appendix G) telling them what I
might observe during observation. Complete observation was conducted prior to
interview and participant observation. Participant observation was performed after
categories emerge. Observations at that time were focused on the emerging categories
with the purpose of discovering properties of the emerging theory. Participant
observation was used with all participants at the hospice residence or at patients' home.
During participant observation, I also conducted informal interviews with patients, their
families and care providers and recorded our conversations by field notes. Observation
field notes were transcribed on the day when observation was conducted. See Appendix
H for a detailed record on observation activities in this study.
Patient Observation
Observation with patients started after consent was obtained and was ongoing
throughout patients’ stay. Before observation started, I told the patient that she/he could
ask me to stop if she/he felt uncomfortable, and that I would leave immediately whenever
she/he wanted. I sat quietly in a corner of the patient's room or public places at the
residential hospice for part of every 24 hour period, sometimes in the day time and
sometimes at night. I observed about two hours every time for each participant, and the
frequency of patient observation was difficult to decide because it depended on the actual
situation and health status of that patient. I observed patient care, and how the patient
worked with their family member(s) and staff. Specifically, observations were focused on

57

the following aspects: setting characteristics (such as the decoration of the patient’s
room), participant characteristics (such as dressing, physical and psychological status),
participant activity and behavior, and interactions with others. Observations were tracked
using the "Observation Form" (Appendix G). During this time, I asked the patient about
things I saw happening, if I had any queries. In addition, during observation I used my
professional skills to judge the situations that the patient might feel uncomfortable, I
asked the patient if she/he wanted me to step out in that situation. If the patient said “yes”,
I left; if the patient didn’t mind, I stayed in. As for other special situations, such as
treatment time or care, I always asked the opinions from patient, family or staff.
Family Observation
Observation with family members started after consent was obtained and at the
time when family members were staying with the patient. It was ongoing throughout the
patient’s stay. I observed two hours every day for each family member, the weekly
frequency of observation was depended on how often the family usually visited the
patient. I stayed quietly in a corner of the patient's room, or public places in the hospice
residence, or at the patient’s home for part of every 24 hour period, sometimes in the day
time and sometimes at night. I observed how family members took care of the patient and
worked with the staff during visits. Specifically, observations were focused on the
following aspects: setting characteristics, participant characteristics, participant activity
and behavior, and interactions with others. Observations were tracked using the
"Observation Form" (Appendix G). During this time, I often also asked family members
about things I saw happening, if I had any queries. All family members in this study were
consented adults, and they knew they could ask me to leave if they wanted. In addition, I
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was able to judge situations in which they might feel uncomfortable with my presence
based on my professional experience, and if they appeared to be stressed by me, I always
asked if they wanted me to step out. If so, I left immediately.
Staff Observation
Similarly, observation with staff started after consent was obtained. I always
notified the staff in advance before I started the observation. I watched and followed the
staff for part of every day she/he was working at the residential hospice with residents
who had consented to be in the study. I stayed in a corner for part of every 24 hour period,
sometimes in the day time and sometimes at night, and generally 1-4 days per week. I
observed two hours every day for each staff member. However, sometimes two or more
staff participants might be in the same observation activity. I observed how the staff took
care of a particular patient and his/her family members and/or how she/he worked with
other staff to take care of the patient and his/her family members. Specifically and
similarly, observations were focused on setting characteristics, participant characteristics,
participant activity and behavior, and interactions with others. Observations were tracked
using the "Observation Form" (Appendix G). During observation, I asked the staff about
things I saw happening, if I had any queries. All staff members were consented adults,
and they were well informed that they could ask me to stop whenever they wanted. If the
staff appeared to be stressed by me, I always asked if they wanted me to step out. If so, I
stopped the observation immediately.
In-Depth Interview
In-depth, audio-recorded interviews were conducted with dying patients, their
families, directors, and the interdisciplinary care team members, including nurses, home
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health aides or nursing assistants, social worker, counselor and volunteers, to understand
their perceptions on the meaning of dignity as well as their actions and interactions
towards dignity management in hospice care. Theoretical sampling principles were used
to reach theoretical saturation, which implies that interviews cannot be thoroughly
planned before the study commenced. The first round of interviews were conducted to
gain a general understanding of participants' perspectives, actions and interactions with
the research questions reflecting the aims of this study. Initial questions were developed
based on the first four specific aims of the project and the three central principles of
symbolic interactionism which emphasize on meaning, action/interaction and process.
See Appendix I depicting the interview schedules for patients, their families and
interdisciplinary care team members. Subsequent interviews were led by the needs of the
emerging theory whereby data were collected and analyzed according to emerging
directions in analysis (Punch, 2005).
Two cases, including two patients and one primary family caregiver for each
patient, were included in this study. There were fifteen staff participants recruited in this
study, including an executive director, a clinical director, a nurse manager, a volunteer
coordinator, a social worker, a spiritual and bereavement counselor, two home health
aides, six nurses, and one volunteer. Each patient was interviewed two times, which
lasted up to one hour. Interviews were conducted based on the interview schedule at the
scheduled times. The "Interview Questions for Patient" (Appendix I) attached details the
questions I asked in the interview. Interviews of dying patients were conducted in the
patient's room. There were two audio-recorded interviews for family members, including
interviews before and after the patient's death. Each interview lasted up to one hour. The
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first interview took place within two weeks of family members agreeing to participate in
the study. The second interview was scheduled at their convenience within a month of the
family member’s death. The "Interview Questions for Family Member" (Appendix I)
attached details the questions I asked in these two interviews. There were two audiorecorded interviews for each staff member except agency directors: once while the patient
was at the hospice residence, and once after the patient died. Each interview lasted up to
one hour. The second interview was scheduled at their convenience within a month of the
patient's death. The "Interview Questions for Staff" (Appendix I) attached details the
questions I asked in these two interviews. Family members and staff participants were
interviewed in mutually agreeable private places. Interview questions moved from
general to particular, ultimately, they elicited information fundamental to grounded
theory studies, such as dimensions, properties, phases, contexts, strategies, and
consequences of behavior. Specific questions in subsequent interviews were developed
once a particular focus had begun to emerge during the course of the study (Punch, 2000).
In case participants provided some interesting or useful data after the audio recorder was
turned off, I asked for permission to write down the added information.
At the time of each interview, willingness to participate was reaffirmed and a
written and verbal explanation of the procedure was offered. All participants have been
assured that their identities will not be disclosed in any reports. Demographic information
was obtained at the beginning of the first interview. All interviews were recorded. I
stopped the interview and continued at another time when participants asked to stop. I
asked some participants to take part in an additional interview to clarify or follow up on
information as needed. Participants were asked to discuss and verify the accuracy of the
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interview transcripts after each round of interview to ensure that an accurate
representation of their views and the theory emerging from such views.
Patient Interview
I interviewed each patient twice, time for each interview was discussed with the
patient and was conducted at the scheduled times. Demographic information was
collected at the beginning of the interview. In the interview, I asked questions about the
patient's perception of dignity and how to take care of dignity in hospice care. The
"Interview Questions for Patient" in Appendix I details the questions I asked. Each
interview lasted up to one hour, and I recorded the interview. Occasionally, interview
stopped at the time the patient requested to and continued at another time. I asked the
patient to clarify or followed up on some information later in participate observation,
based on needs and the emerging theory.
Family Interview
There were two audio-recorded interviews for each family member, including
interviews before and after the patient's death. Each interview usually lasted up to one
hour. The first interview usually took place within two weeks of family member’s
consent to participate in the study. Times for interviews were discussed, and interviews
were conducted at the scheduled times. Demographic information was obtained at the
beginning of the first interview. In the first interview, I asked questions about their
perceptions of dignity and how they took care of dignity of the dying family member and
of their own in hospice. The second interview usually was scheduled at their convenience
within a month of the family member’s death. In the second interview, I asked questions
about how they took care of themselves and their dignity after the dying member’s death.
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The "Interview Questions for Family Member" in Appendix I details the questions I
asked in these two interviews. All interviews were recorded. I asked family members to
clarify or followed up on some information as needed later.
Staff Interview
There were two audio-recorded interviews for most staff participants: once while
the patient was at the residential hospice or home, once after the patient died. Each
interview usually lasted up to one hour. Demographic information was obtained at the
beginning of the first interview. In the first interview, I initially asked general questions
about staff’s perceptions of dignity in relation to the patient and family in hospice, what
they usually do to take care of the dignity of the patient-family unit, and how staff
members usually work together to take care of dignity of patients and family in hospice;
then I asked similar questions but specific to the patients in this study. The second
interviews were scheduled with staff at their convenience within a month of the patient's
death. I interviewed staff members to hear their thoughts about how they took care of the
dignity of family members after the patient's death. As for agency directors, since they
usually did not engage in direct care, questions for them only included general questions
as well as questions specific to agency policies and environment. The "Interview
Questions for Staff" in Appendix I details the questions I asked both caregivers and
directors in the residential hospice in the interviews. I recorded all interviews. In addition,
I asked some staff to clarify or followed up on some information as needed.
Document Review
Document review in this study was composed of two parts: review of the agency
document (AD) and review of the patient’s medical record or chart review (CR). Strauss
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and Corbin (1998) pointed out that issues of health policy will affect individual and
family management of illness, so except for interviewing directors in the hospice home,
information regarding agency policy, management mechanism, care model, and available
services and resources were also obtained from the residential hospice through a review
of agency document (AD) with the purpose of providing me with a broad understanding
of the phenomenon at organizational level. Agency document review was conducted
before the first patient participant (CA) was recruited. In addition, medical records of
patient participants were reviewed to help me understand the case better and gain
information about patient activities and care that happened at the time I was not at the
hospice residence. The medical record of each patient included the following parts:
certification, admission/discharge/transfer, advanced directive, physician orders, nurses
notes, home visits (HV), care plans, medication and treatment, insurance, privacy/right,
spiritual counselor (SC) notes, social worker (SW) notes, volunteer notes, home health
aide (HHA) notes, and drug disposal. Information that might relate to the aims of this
study was collected from document review, based on the researcher’s judgment and the
emerging themes, categories, and theory. Patient charts were reviewed after the patient
was recruited into this study and went along with patient observation and interview.
Protection of Human Subjects
I (the researcher) completed the Collaborative Institutional Training Initiative
(CITI) training (Appendix J) in January 2013. Approval for the use of human subjects
was sought through the Institutional Review Boards (IRB) at University of Massachusetts
Amherst. All participants have provided written consent under principles of full
disclosure and were given a copy of the consent form (See Appendix E). Standard
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principles of human protection, including the right to reject, withdraw, or stop an
observation or interview were implemented. During the research, I was aware of
participants' personal change and intense emotional experience that could result from the
interview process and provided help as needed. Audio taping was used in this study, and
all interviews were recorded and transcribed verbatim. Each participant was given a
subject code/name which was used for all transcripts of interviews, and field notes, and
for identifying recordings, so that all information obtained from the participants was
treated in a non-identifiable, confidential manner. Participants were provided the options
of listening to the recordings and checking transcripts of their information and erasing
any part if they wanted. Information was presented in a summary format and participants
were not identified in any publications or presentations. Demographic information and
the signed informed consent were kept in a locked cabinet. Audio-recorded interviews
were saved as wavesound (WAV), and transcripts of data were stored within NVivo and
in password protected Word documents. All electronic files were kept with the subject
code/name in password protected files on a password protected laptop and backed up on a
password protected flash drive. Only the researcher had access to the password.
Role of the Researcher
The researcher is the instrument in qualitative studies, the presence of the
researcher in the lives of the participants invited to be part of the study is fundamental to
the methodology (Marshall & Rossman, 2011, p.112). The researcher must learn to use
the self in interaction within the dynamic social context to the advantage of the research
process (Chenitz & Swanson, 1986, p.56). In a grounded theory research study, the
researcher intentionally immerses him or herself in the world of the participants in order
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to understand the world of the participants from their point of view (Bower, 1988).
Throughout the study, the researcher discovers what the participants take for granted or
do not state as well as what they say and do; the researcher tries to understand and
interpret the participants' views but does not necessarily adopt or reproduce their views as
own (Charmaz, 2006, p.19).
In this study, I followed the same family over time with the hope that becoming a
part of the routine as to begin to see what the experience of a family with a dying member
was like. As a participant-observer, I asked questions, carried on informal conversations,
helped out with small chores, and engaged in daily activities to meet the demands of
reciprocity. Furthermore, an added dimension for a research nurse in the participantobserver role is that for the nurse, the situation may become more complex because I am
clinically educated and knew what might occur when something was not handled
immediately (Chenitz & Swanson, 1986). Concerning this dilemma faced by a research
nurse in a participant-observation role that might involve in a clinical intervention, during
this study I followed the suggestions proposed by Chenitz and Swanson (1986), including
increasing self-awareness on my role of researcher during the event, being fully aware
that I was intervening and why I was, and noting what occurred as a result of my
behavior.
Data Management and Analysis
Data analysis occurs simultaneously with data collection in grounded theory study.
Data for this study took the forms of interview transcripts, observation field notes, agency
documents and patients medical records/chart review. Each audio-recorded interview was
transcribed verbatim by the researcher and then checked again by another person whose
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native language is English. During this process, all personal identifiers were removed and
a subject code/name was assigned to each participant to protect confidentiality. Data from
verbatim transcripts, field notes, agency documents and chart review were typed into
Word documents and then uploaded to the computer program NVivo. NVivo is software
that supports qualitative research, it allows the user collect, organize and analyze content
from various sources and helps the user easily organize and analyze unstructured
information, so that the user can ultimately make better decisions (NVivo, 2013).
Transcripts were entered, dated, and then labeled according to types, such as In-depth
interview (IV), observation (OB), and agency document (AD) and patient chart review
(CR). Transcripts for interview from each participant were named using the following
format: “IV.Subject Code”, for example transcript for the interview with nurse M was
named as “IV.Nurse.M.”. Transcripts for observation were named as “OB.number of the
OB record (1-94)”, see Appendix H for observation activities record for this study.
Information from agency documents was named as “AD”. Transcripts for chart review
were named as “CR.Case Code.section of the chart”, for example, information about
Mr.A (Case A) from nurse’s notes was labeled as “CR.CA.Nurse Notes”. The process of
analysis began by reading the first observation field note and interview transcript.
Successive transcripts and field notes were entered to NVivo 10.0 and analyzed
throughout data collection and analysis.
Data analyses in this study included two parts: analysis of the definitions of
dignity, and the discovery of the model of dignity in hospice (MDH) and the preliminary
model of dignity management (MDM) in hospice. Thematic analysis was used to explore
the definitions of dignity for both patients and family in hospice. The primary analytic
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techniques for theory discovery were: 1) Constant comparison; 2) Strauss and Corbin's
three types of coding; 3) Process; and 4) The conditional matrix (Strauss & Corbin, 1990).
In addition, reflexive journals, memos and diagrams were also used to assist data analysis
(Charmaz, 2006; Glaser, 1978; Strauss & Corbin, 1998).
Thematic Analysis
The thematic analysis approach proposed by Colaizzi (1978) was referred to
synthesize the definitions of dignity. Before starting analysis, transcripts were checked
again by listening to the audio recording. All data, especially essential elements and
meaningful statements, were coded line by line, and the same elements and statements of
the data were coded as one node. Those nodes then were further analyzed and arranged
into themes, which were regarded as higher level nodes. Detailed descriptions were stated
and merged for every extracted theme in NVivo. The proposed definitions together with
original data then were returned to the research participants who were willing to do this
to be checked and verified.
Constant Comparative Analysis
The constant comparative method of data analysis was used, whereby data were
simultaneously collected, coded and analyzed, in a way that allowed the creativity
necessary for the generation of a theory (Glaser & Strauss, 1967). The constant
comparative method was used in this study to compare: 1) different people (such as their
views, situations, actions, accounts, and experiences); 2) data from the same individuals
with themselves at different points in time; 3) incident with incident; 4) data with
category, and 5) category with other categories (Charmaz, 2000, 2006).
Coding
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Coding procedures, including open coding, axial coding and selective coding,
were applied flexibly and in accordance with the changing circumstances throughout the
period of data collection, analysis and theory formulation (Strauss & Corbin, 1990, 1998).
Open coding is the process of identifying nodes, themes, and categories and discovering
their properties and dimensions in data (Strauss & Corbin, 1990, 1998). Once some
categories and their properties were identified in data through open coding, those data
were put back together by making connections between a category and its subcategories
(theme) in axial coding (Strauss & Corbin, 1990, 1998). Selective coding was used to
select the core category, systematically relate it to other categories, validate those
relationships, and fill in categories that needed further refinement and development
(Strauss & Corbin, 1990, p.116).
Process
Process is “the linking of sequences of action/interaction as they pertain to the
management of, control over, or response to, a phenomenon” (Strauss & Corbin, 1990,
p.143). Bringing process into analysis was an important part of this study. I followed
Strauss and Corbin's (1990) instructions to do so: 1) noted the changes in conditions
influencing action/interaction over time; 2) noted the action/interactional responded to
that change; 3) noted the consequences that resulted from that action/interactional
response; and 4) described how these consequences became part of the conditions
influencing the next action/interactional sequence (p.143). The dignity management
process in this study was viewed as progressive movement, reflected in the trajectory of
illness from terminally ill to bereavement. Specifically, the timeline of the process in this
study was identified as: pre-admission, the time of admission, in hospice, actively dying,
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the time of death, bereavement/after death, and discharge.
The Conditional Matrix
Conditional matrix is an analytic aid that is useful for considering the wide range
of conditions and consequence related to the phenomenon under study (Strauss & Corbin,
1990). It is represented as a set of circles with several levels: international level, national
level, community level, organizational and institutional level, sub-organizational and subinstitutional level, collective and group individual level, interactional level, and action
that located at the center of the matrix (Strauss & Corbin, 1990). The matrix was used in
this study to help me locate the area or scope of the research project being undertaken and
discover relationships between that area and the areas above and below it, as well as
explore the interplay of action/interaction in and among each level. In this study, the
model of dignity in hospice (MDH) was developed referring to the conditional matrix.
Computer Assisted Data Analysis
NVivo 10.0, a qualitative data analysis software package, was used to assist data
analysis. Data from verbatim transcripts, field notes, agency documents and medical
charts were uploaded to NVivo. Transcripts were entered, dated, and then labeled
according to types: interview (IV); observation (OB); agency documents (AD), including
information from the website of the residential hospice, advertise flyer, and standards of
care for patient and family; and the patient’s medical chart, including “home visit form”,
“volunteer notes” “spiritual counselor notes”, “social worker notes”, “home health aide
notes”, and “nurse notes”. Transcripts of data from staff and document review were put in
to corresponding folders named as: “Interviews”, “Observation field notes”,
“Organization documents and settings”, and “Patient chart review”. Transcripts of data
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specific to each case were put in corresponding folders named as: “Case A (Mr. A)” and
“Case B (Mrs. M)”, which included sub-folders: “Interviews”, “Observations”, and
“Chart Review”. Data analysis began by reading the first observation field note and
interview transcript. Initially all data was open coded, and open coding initially yielded
861 nodes. As data was analyzed, some nodes were found redundant and consequently
merged, yielding 782 open nodes. All nodes were then reanalyzed, and they were merged
in to a higher level node (theme) according to the constant comparison method if they
were able to reflect one character or action or incident or phenomenon, and finally all
themes were put together in NVivo under different categories, based on the researcher’s
analysis and the aims of this study. Eventually, analysis and comparison of themes and
categories and their relationships to both the basic social process as well as to each other
led to a higher level of abstraction in the formation of theoretical models.
Trustworthiness
A number of strategies were employed throughout the study to ensure that the
data collection and interpretation accurately reflected the researched phenomenon. The
following was a summary of strategies that have been used in this study to improve the
trustworthiness of study.
Avoiding Researcher Bias and Preconception
A reflexive journal, a kind of diary in which the researcher records a variety of
information about “self” and “method”, was used to avoid researcher bias and
preconception (Lincoln & Guba, 1985). Based on Lincoln and Guba’s suggestion, my
reflexive journal included three parts: a) the daily schedule of the study; b) a personal
diary including my reflections on preconceived thoughts, feelings, and hypotheses within
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the substantive area; and c) a methodological log, which recorded my methodological
decisions and rationales.
Theoretical Saturation
To avoid premature closure of analytic categories, I was loyal to the constant
comparative method and saturation criteria proposed by Strauss and Corbin (1990, 1998).
Conducting open coding based on rich data was another way I used to ensure theoretical
saturation. In this study, saturation was reached within cases because of the deep data
from each case; but due to the small number of cases, saturation was not reached between
cases, which is a limitation of this study. However the depth of the data analysis is strong
because of the detailed participant observation combined with the multiple caregiver
interviews as well as comprehensive reviews of patients medical charts. Therefore, data
collected from all participants using different methods were rich and deep enough to
develop a preliminary theoretical model of dignity management (MDM) in hospice.
Facilitating Credibility
According to Lincoln and Guba (1985), implementing credibility is a two-fold
task: first, the research should be conducted in a way that “the probability that the
findings will be found to be credible is enhanced” (p.296); second, the credibility of the
findings should be approved by the “constructions of the multiple realities being studied”
(p.296). Credibility techniques have been used in this study included: prolonged
engagement and persistent observation, triangulation, peer debriefing, and member
checking.
Prolonged Engagement and Persistent Observation
The purpose of prolonged engagement was to learn the “culture”, test for
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misinformation, and build trust (Lincoln & Guba, 1985); the purpose of persistent
observation is “to identify those characteristics and elements in the situation that are most
relevant to the problem or issue being pursued and focusing on them in detail” (p. 304).
Before I started my study in the residential hospice, I had been working as a volunteer in
the residential hospice home for about eight months. Since I received permission to do
research there, I approached participants as soon as I could after IRB approval from
University of Massachusetts Amherst and continued participant recruitment until the end
of my research. The design of my study included observation as a primary method over
time, which had been described in “data collection”. Combining prolonged engagement
and persistent observation provided both scope and depth to the study (Lincoln & Guba,
1985). In addition, prolonged engagement and persistent observation helped me to see the
social action of the participant from their positions rather than the position of an outsider.
Triangulation
Triangulation of both sources and methods was used in this study. Triangulation
of sources means that data were collected from dying patients, their families, as well as
the interdisciplinary care team to better understand perceptions, actions, and interactions
of participants in hospice care. Triangulation of methods included the use of interviews,
observation, and agency document and patients’ charts to better understand and describe
the social process of dignity management in hospice care.
Peer Debriefing
Peer debriefing is “a process of exposing oneself to a disinterested peer in a
manner paralleling an analytic session and for exploring aspects of the inquiry that might
otherwise remain only implicit within the inquirer’s mind” (Lincoln & Guba, 1985, p.
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308). I met with my supervisor regularly to review my memos on theory development,
from creating themes and categories to identifying the basic social process and forming
the theoretical model.
Member Checks
Member check, a process of checking data, analytic categories, interpretations,
and conclusions by the participants of the study, is the most crucial technique for
establishing credibility (Lincoln & Guba, 1985). Member checking occurred at the end of
complete observation and during informal and formal interviews and participant
observation. My interpretation of the experience of the participants and generated themes
and categories were checked by participants for accuracy. Once the description of the
social process and the final theoretical model was complete, a sample of participants was
asked to review the summary to see if it made sense in terms of their experience.
Enhancing Generalizability and Transferability
In grounded theory study, the concern of generalizability is the representativeness
of concepts in a given situation rather than statistical generalizability (Corbin & Strauss,
2008). To achieve this purpose, I strictly followed the procedural logic of theoretical
sampling during study. In data collection, I looked for events and incidents that were
indicative of phenomena instead of counting individuals or sites. In data analysis, I
followed Strauss and Corbin’s coding instructions and checked the representativeness of
the data as a whole by asking questions and making comparisons (Strauss & Corbin,
1990, 1998, 2008).
Lincoln and Guba (1985) suggested that transferability can best be transferred
using thick description. Within the proposed research, thick description was used to
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describe participant perceptions, actions and interactions in the context of hospice. The
data base for this research were 94 observation field notes over time, transcripts of
interviews from 18 participants (3 patients and family, 15 staff participants), which
included the interviews from patients, family, and staff before and after a patient’s death,
agency documents and patients chart review, as well as numerous reflective logs and
memos.
Establishing Dependability and Confirmability
Explicit description of the process of data collection and analysis were used in
this study to address the requirement of dependability. An audit trail, providing the logic
of the researcher, data collection process, data analysis, theoretical thinking and personal
notes, was used to address confirmability of the findings. According to Lincoln and Guba,
an audit trail allows the audience to examine the logic and processes used by the
researcher to assure trustworthiness and that the research process “was carried out in
ways that fall within the bounds of good professional practice, and that the products are
consistent with the raw data” (Lincoln & Guba, 1985, p. 109). Audit trail for this study
included research participants recruitment record, research activity record, data analysis
and theoretical thinking memos, and personal notes.
Qualification of the Researcher
My interest in end-of-life care started from September 2006 when I was a student
nurse at the Geriatric department of a hospital in China. Until now I have been involved
in end-of-life care practice, research and education for about eight years. I am interested
in how to provide dignity-conserving care for both dying patients and their families with
the purpose of maintaining their physical, psychological and spiritual well-beings in end-
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of-life situations and helping patients achieve dignified death. The goal of this research
was to explore the social process used by the interdisciplinary care team to manage
dignity of dying patients and their families and to develop a theoretical model explaining
this process. I had the motivation to carry out the study and prepared myself with
knowledge, professional skills and clinical practice to conduct the study.
I have a strong background in nursing, with specific training and expertise in key
research areas for this application. I have worked on several research projects as either
independent investigator or research assistant. My research experience started from 2007
when I began my master's study. I had been working as a research assistant for my
advisor for about two years. In addition, I successfully and independently completed the
research project for my master's degree “Death education for medical students and its
effects” in 2010, which was awarded the "Innovation subject of graduated student
scientific thesis” by the Central South University.
During my doctoral study at the University of Massachusetts Amherst College of
Nursing, I have successfully completed my graduate course work, which includes a
comprehensive qualitative research method course that included experiences with
interview with verbatim transcription, observation, use of field notes, and data analysis;
and an advanced research method course on grounded theory that was extremely helpful
for this project. Besides coursework, I have focused my doctoral studies on dignity in
health care over the past 4 years, especially dignity in end-of-life care. I read plenty of
literature to get myself familiar with current literature regarding palliative and hospice
care; I reviewed and synthesized literature on palliative and hospice care as well as
dignity in healthcare, including dying patients’ dignity, dignity of older adults, and
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professional dignity, and presented my papers in both national and international academic
conferences and got some published on peer reviewed journals. In addition, I had been
working as a volunteer in the research site since September 2012 until April 2014. During
that time, I learned from my experience and also connected myself to the research site
and therefore further ensured the feasibility of my research. The attached CV in
Appendix K detailed my experience, training, and qualifications.
Timeline
The proposal for this study was successfully defended on April 8, 2013.
Institutional Review Board (IRB) approval was granted on June 24, 2013 from the
University of Massachusetts Amherst. On July 10, 2013, a preliminary meeting was held
between me, my supervisor, the clinical director and social worker of the residential
hospice at the hospice home to talk about issues related to conducting my research project
at the residential hospice. Participant recruitment started on July 19, 2013 and began with
staff. Data collection began in August, 2013 and continued until early July, 2014. During
that time, research protocol was revised one time and IRB approval for revision was
gained on November 13, 2013 (See Appendix B). Approval for IRB renewal was gained
on June 3, 2014 from the University of Massachusetts, Amherst (See Appendix B). Data
analysis started in September, 2013 and had been continuing until August of 2014.
Between September 2013 and July 2014, theoretical sampling, memoing, and continuous
data analysis progressed to model development. From May 2014 to August 2014,
although data collection and analysis were still ongoing, the focus was shifted to
dissertation writing. It has been lasting for 1 year and 4 months from proposal to
dissertation defense (See Appendix L).
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Summary
This research was designed based on the grounded theory approach. The
phenomenon under study was "dignity in hospice" and “dignity management”. The
principle of theoretical sampling was followed during research. Based on that, I jointly
collected, coded and analyzed data. Methods that were used to collect data include
interview, observation, and document review. Meanwhile, I analyzed the data using
thematic analysis and the GT coding techniques, including constant comparison, open
coding, axial coding, selective coding, process, and the conditional matrix.
The strategies I used to ensure trustworthiness of this study can be summarized as:
using reflexive journal to avoid researcher bias and preconception; following grounded
theory saturation criteria; facilitating credibility through using prolonged engagement and
persistent observation, triangulation, peer debriefing and member checking; enhancing
generalizability and transferability by following procedural logic of theoretical sampling
and grounded theory data analysis procedures; as well as establishing dependability and
confirmability through explicit description of research process and audit trail. In addition,
protection of human subjects, including me participation in CITI training, standard
principles of human protection, and maintenance of participant anonymity, was
implemented. Finally, my qualifications, including research experience, educational as
well as experiential preparations, to conduct this research were also described.
Overview of the Report on Research Findings
Findings of this study were reported in the next four chapters. Chapter 4 described
the definition of dignity for patients in hospice as well as the definition of dignity for
family of dying patients. Since dignity were explained in this study in the context of
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hospice, so Chapter 5 offered readers a comprehensive understanding of the phenomenon
of dignity in hospice care through presenting the model of dignity in hospice (MDH). The
preliminary model of dignity management (MDM) in hospice was introduced and
explained at the beginning of Chapter 6; two key components of the preliminary model of
dignity management (MDM) in hospice, including strategies to support dignity of the
patient and family in hospice and processes of attending to dignity in hospice, were then
reported. Following these findings, the two cases included in this study were reported in
Chapter 7. Aims of Chapter 7 were to use these two cases to describe and verify the
proposed preliminary model of dignity management (MDH) in hospice, and to help
readers better understand the model and to get an initial idea regarding how to apply the
preliminary model of dignity management (MDM) in clinical practice. Chapter 8
discussed current findings by comparing them with existing relevant literature and also
proposed implications of this study in research, practice, policy and education. Chapter 9,
as the last chapter, reported a whole summary of this study.
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CHAPTER 4
THE DEFINITION OF DIGNITY IN HOSPICE
Introduction
Understanding the definition of dignity is essential for the term to be researched,
further developed, and applied in practice. Dignity, as the core term in this study, was
investigated by interviewing patient, family, and staff participants, and combining data
from observation and chart review. Since patient and family is the unit of care in this
study, both the dignity of the patient and the dignity of family were analyzed based on
data and presented in this chapter. Besides themes constituting the definition of dignity,
the original data from transcripts were reported under the corresponding theme to support
it. Since the number of patient and family participants in this study was small, and staff in
this study stated that their understanding of dignity were mainly based on what dignity
means to the patient and the family, separately reporting the definition of dignity from
perspectives of different groups, including patients, families and staff, would not make
much sense in this study, so the definition of dignity for the patient as well as the
definition for families were presented as a whole combining perspectives from
individuals in all groups.
Definition of Dignity of Patients in Hospice
Two patients, one family member and 15 staff participants have been interviewed
regarding their understanding of the meaning of dignity for both dying patients and
family. All participants have been observed, and the medical records (charts) of the two
patients have been reviewed. Synthesized themes of the meaning of dignity of dying
patients or dying with dignity are as follows: dignity as a concept, a human right, having
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choices and being able to choose, being human and being self, respect and honor, comfort
and peace, privacy, existential/spiritual satisfaction, autonomy and independence, being
informed, living with dignity, dignified care and treatment, trust-based relationship, and
protecting and supporting family.
Dignity as a Concept
A Culture-Sensitive Concept
Staff in this study indicated that they learn of patients based on their psychosocial
and cultural backgrounds, and looking at cultural differences is necessary in order to
properly define the concept of dignity. Culture was defined as particular values, beliefs
and behavior that are unique to a particular group of people (Andrews & Boyle, 2008).
According to Johnson (1990), dignity reflects the individuals’ choices, values, ideals,
conduct, and lifestyle, which was related to the human life in regard to cultural. Thus, we
can conclude that dignity as a concept is culture-sensitive.
A Social Concept
Human dignity is associated with the external respect of the person in regard to
social aspects (Anderberg, Lepp, Berglund, & Segesten, 2007). Specifically, Pleschberger
(2007) defined it as relational dignity, which is developed over one’s life through one’s
existing social relationships and encounters. In this study, staff confirmed the social
nature of the concept of dignity:
“We need to look at their social levels in terms of the meaning of dignity to
different people” (IV.VC.I)
“The experience of dignity of the patient comes through the relationship of the
patient to us at the hospice home.” (IV.SW.P)
An Individualized Concept
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Patients, family and staff in this study agreed that dignity is an individualized
concept, which differs from persons and people experience it differently.
“Death and dignity are very individualized, people experience them differently.”
(IV.Mr.A and Wife.P)
“Dignity differs from persons, it may mean that they want more interventions than
somebody else, less interventions than somebody else” (IV.CD.K)
“Dignity for each person, what represent dignity in the details is different... I think
that one person would have values that would bring forward a different response
to how to be with them in a way that maximize dignity.” (IV.SW.P)
A Human Right
Pullman (2004) and Leung (2007) stated that dignity is a human right, which
applies to everyone equally irrespective of circumstances, and it can neither be taken
away nor lost. Consistently, patient and staff in this study proposed that dignity is
inherent in human bings and everybody has the right to die with dignity.
“If a person developed dignity, you developed it early on, and it never changes,
you always have dignity.” (IV.Mr.A)
“The dignity, I think it’s a right of dying patients.” (IV.V.B)
“Dignity is the same with any person, I think whether they are dying or not, you
need to give them the dignity they deserve to respect, especially in our situation
with hospice.” (IV.HHA.D)
Having Choices and Being Able to Choose
Having choices and being able to make choices for oneself were used by patient
and staff to conceptualize dying with dignity. Meanwhile, observation of family in this
study indicated that empowering patients through offering choices and letting them
participate in decision making were commonly used by families to support patient’s
dignity.
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“My understanding with dying with dignity is that people have choices. I think as
human beings, it’s our nature to have, to make choices for ourselves, especially as
an adult.” (IV.VC.I)
“Dignity means to be able to choose where they would like to live until they die.”
(IV.ED.M)
“Being involved in decision making, I think it’s good, not all places do this, some
just make the decision for you without asking, but here, they always do.”
(IV.Mrs.M)
Being Human and Being Self
Being human refers to being seen and being treated as a person who is worthy of
respect and has worth, value, esteem, and rights, rather than an object or a disease
(Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002; Enes, 2003). Staff in this
study pointed out that treating patients with dignity means understanding and
acknowledging their essential and intrinsic value as human beings and meanwhile
respecting their values and wishes.
“I always want to respect the person as an individual, and respect their wishes, as
long as they can express them.” (IV.Nurse.B)
“...you know, just treating with respect, they are real people, they are not a job.”
(IV.HHA.S)
“I think for me respecting dignity of any person is having respect for who that
person is, and for me I try to learn as much as I can about that person, who they
are, who they have being, and what is important to them.” (IV.Nurse.L)
Being self indicates the continuity of the individual self, in spite of one’s
advancing illness (Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002; Enes,
2003). The “self” usually was perceived through the concepts of self-image and role
preservation (Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002; Enes, 2003;
Periyakoil, Kraemer, & Noda, 2009). Staff in this study stated that being able to be
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themselves and being able to maintain prior views of self and routine life are highly
relevant to dignity.
“I think one of the most important things is that they are able to be themselves.”
(IV.HHA.S)
“I think that has to do with dignity because I think that being able to maintain
your sense of self is important and you define yourself by what you eat, what you
don’t eat; you define yourself by what you wear, what you don’t wear; and you
define yourself what time you wake up in the morning, what time you want to
have lunch, what time you don’t want.” (IV.VC.I)
In addition, both patient and staff considered maintenance of good appearance as
a key factor that could contribute to patients’ sense of dignity.
“Mr.A stated that he doesn’t want to go out because of all the bags on him.”
(CR.CA.HHA notes)
“Mrs. M stated that she was so embarrassed when she realized that she couldn’t
feel the rice stuck on her face after lunch,” (CR.CB.Nurse notes)
“I think we are very aware of appearance and how things look. I think it’s very
important that we maintain, if someone comes in looking their hair is important to
them and how their hair looks... I think it’s important that we maintained the
appearance for them as we can.” (IV.VC.I)
Respect and Honor
Respect is often a main feature in defining dignity. Dignified dying is a respectful
dying (Wilson, Coenen, & Doorenbos, 2006), and it is important to treat the dying
individual with respect until the last moment (Karlsson, Milberg, & Strang, 2006).
Respect revealed in this study from the perspectives of patient, family and staff involves
respect for the person’s faith; for the choices, wishes, and needs of the dying person; for
the person’s behavior; and also respect for individual differences.
“There is so much anxiety there, that’s a time when it’s really important to respect
the person’s dignity as they are confused... When I think of dignity, I really just
think of respect. ” (IV.Nurse.M)
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“I guess my understanding of dignity would be respect for the human being that
you come to touch with, and doing that to the best of your ability. In the caretaker
situation, I think it is respecting the person’s faith you are taking care of, whether
they want space or don’t want space, whether they need to do things in a certain
way, trying to understand what they need when they are saying one thing and
doing another, just being respectful I think that’s first came up with me now.”
(IV.Wife. P)
“For example, some people say I don’t want any pain medication, and we know if
we just give them a little bit pain medication they would feel better, so in terms of
dignity, what’s more important, I feel like it’s more important to respect their
choices... ” (IV.SW.P)
“Other things I would say respecting individuals’ differences.” (IV.V.B)
Besides receiving respect from other people, patient in this study proposed that
people gain dignity by giving respect to other people.
“You always have dignity because you respect it, you think it supposed to be like
that, you respect everybody, you have dignity.” (IV.Mr.A)
Comfort and Peace
Agency policies and staff in this study addressed the importance of comfort in
attending to dignity in hospice. Comfort implies relief from symptom distress. Symptom
distress, including physical and psychological distress, is the patient’s experience of
discomfort and anguish related to the progress of their disease, such as pain, nausea,
fatigue, short of breath, and accompanied worry, fear, depression, and anxiety
(Chochinov, 2002; Hall, Longhurst, & Higginson, 2009). Among those distress patients
may develop in the dying process, pain has been emphasized the most.
“...to be comfortable, physically and psychologically.” (IV.ED.M)
“At the center of hospice care is the belief that each of us has the right to die painfree and with dignity.” (AD)
“Dying with dignity, for some people, might mean they want to die without pain.”
(IV.CD.K)
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One of the goals of the residential hospice is to bring patient peace in the final
months and weeks of their lives. When staff were asked about their understanding of
dying with dignity, they noted that they want to see patients be peaceful and to have a
peaceful death.
“Our staff is trained to improve the quality of the patient's life making the last
months as peaceful and loving as possible through providing patient with expert
care. Offer peace of mind to patients and family by providing staff who are
available and on call around the clock.” (AD)
“I want to see them be peaceful... He (Mr.A) had a peaceful death, surrounded by
staff, families, wife and her sister.” (IV.Nurse.M)
Privacy
Privacy was identified as an important theme of the definition of dignity of
patients by patient, family and staff in this study. They spoke about privacy in terms of
privacy of the patient’s body, the need for personal space, and confidentiality of patient’s
information.
“...making sure the door is closed if there is going to be care, like morning care,
changing, bedding, clothing, bathroom stuff, those places where people are
potentially embarrassed... should not be seen naked.” (IV.Nurse.M)
I asked Wife.P if it’s OK to leave P alone at home. Wife.P said: “yes, he doesn’t
want anybody there, just wants to stay alone during that time.” (IV.Wife.P)
“We very much talk about confidentiality. And so I do think there are times when
we are sharing information. You know we should not really talk about patients in
the hallway at all. We should only discuss patients in the nurses station, in the
clinical office, in here.” (IV.VC.I)
However, due to loss of independence, patients have to depend on caregivers for
most of their personal care. Patients in this study stated that it was difficult for them to
maintain privacy in hospice. Staff in this study also realized the inevitable loss of privacy
from having others invade patients’ personal space during care, which could diminish
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dignity.
“Dignity means having privacy, but it’s not always easy to maintain privacy
although staff here tried hard.” (IV.Mrs.M)
“Patient rang at 3:25 am, saying he needed his urinal to pee. He then wanted some
privacy while he tried, but not happened.” (CR.CA.Nurse notes)
“Privacy is a very basic part of dignity... You cannot dress yourself any more, or
you cannot take a shower by yourself because you cannot stand, so somebody has
to help and you have nothing on, that’s a threat to somebody’s dignity.” (IV.V.B)
Existential/Spiritual Satisfaction
Seeking existential or spiritual satisfaction mainly refers to the “sustaining effect
of turning toward or finding solace within one’s religious or spiritual belief system
(Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002, p. 439).” Implications of
spirituality revealed in this study based on data from agency documents were mainly
preserving the hope of the patient and helping the patient find meaning in life and death.
For patients nearing death, hopefulness is important, and it is associated with their ability
to see life as having sustained meaning (Chochinov, Hack, McClement, Kristjanson, &
Harlos, 2002).
“The aim of hospice care is to create an individualized case plan to allow the
patient to live life with meaning and hope...to provide a meaningful experience
for patients and loved ones...and to help patients live as fully and completely as
possible.” (AD)
Autonomy and Independence
Autonomy, including not only functional but also cognitive and decisional
attributes (Tait & Hodges, 2009), refers to the extent to which patients have a sense of
control over their actions and decisions (Enes, 2003; Periyakoil, Kraemer, & Noda, 2009;
Pleschberger, 2007), and life circumstances, including diet, when to sleep or wake, and
physical body (Antiel, Curlin, James, Sulmasy, & Tilburt, 2012; Chochinov, Hack,
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McClement, Kristjanson, & Harlos, 2002; Gamlin, 1998). In this study, maintaining
autonomy is one of the key themes addressed by patients and staff as an attribute of the
dignity of dying patients.
“When I worked in a senior center at UMass, I saw people still getting treatment
even though they couldn’t move or couldn’t feed themselves any more, I don’t
like living like that. I prefer to have control.” (IV.Mr.A)
“Nurse reported that this week Mr.A first time asked the doctor how long it will
be left if he withdraw the tubes, doctor told him 1-2 weeks; nurse thinks it’s a
good thing, a kind of control and it’s good to Mr.A....” (OB.39)
“I think that it is their right to be able to control their life to the best they can until
they die.” (IV.ED.M)
Autonomy is closely related to level of independence, which was defined as the
degree of reliance a person has on others (Chochinov, Hack, McClement, Kristjanson, &
Harlos, 2002). Patients in this study showed their willingness to maintain independence
as best as they can, even though losing independence is nearly inevitable in hospice.
“As requested bag change, he (Mr.A) checked himself and put new bag on. He
demanded to do it himself.” (CR.CA.HHA notes)
Being Informed and Full Understanding
Patients in this study indicated the need of being well informed and the
importance of having a full understanding of what is going on with them.
“When RN emptied his (Mr.A) bags, he was drinking coffee and said he would
like to have more information about what’s going on.” (CR.CA.Nurse notes)
“Another thing impressed me is they always have two staff talk to me, I mean
when they explain something to me, two staff did this together to help me better
understand them, you know it’s hard to make any decision without clearly
knowing what happened, what’s the situation.” (IV.Mrs.M)
In addition, observations on staff revealed that keeping patients informed about
care, medication, and changes is commonly used by staff to support patients’ dignity in
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hospice.
“Nurse told Mrs.M she will give her some Advil with prune juice to help her relax
later. She said okay.” (OB.54)
“Counselor said she will call Wife.P immediately and let her know that the
volunteer couldn’t go to her house due to being sick.” (OB.37)
Living with Dignity
Agency documents reported that the residential hospice neither hastens nor
postpones death, it treats death and dying as a natural part of life. Also, staff stated that
with dignity there is no rushing.
“ It (the residential hospice) affirms life and regards dying as a normal part of our
human experience.” (AD)
“It’s interesting that here in our hospice we like people to die at their own pace,
we are not ambitious to see they are dying quickly... There is an appreciation for
the natural pace that it takes to die.” (IV.VC.I)
Patients in hospice are still living, even though they are dying. Thus, we can say
that dignity of the dying experience implies living with dignity. Staff in this study
addressed the quality of living of the terminally ill in terms of dignity.
“...to help that patient feel like they are dying with dignity and living with dignity.
It really is, because they are living, so you know, treating them as a living person,
not just a dying person, that’s we really strive to do.” (IV.CD.K)
“My understanding is they can have a quality of life as much as possible until the
day they die.” (IV.HHA.S)
Dignified Care and Treatment
Care and treatment play a critical role in the dying process, and a lot of times
dignified care and treatment are essential in order to achieve a dignified death.
Appropriate and quality care could maintain and improve dignity (Chochinov, 2002; Enes,
2003). Supporting patient’s dignity through offering expert, comprehensive,
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compassionate, and quality hospice care is the mission of the residential hospice.
Meanwhile, staff addressed that dignity is more about how the patient was treated, which
plays a crucial role in maintaining dignity of patients in hospice.
“The residential hospice is dedicated to providing expert, comprehensive, and
compassionate care for people with a terminal illness... Our staff are dedicated to
fulfilling this mission.” (AD)
“They are been treated kindly and genteelly, I think that’s really important to be
very gentle with patients, I would say that’s the most important.” (IV.CD.K)
Fear of either over-treatment and over-care or abandonment is a common end-oflife concern for terminally ill patients. Poor symptom management and medical care
diminish dignity (Ohlén, 2004; Periyakoil, Kraemer, & Noda, 2009); while, increasing
need for care and being over-treated or over-medicated also represent major threats to
dignity (Chochinov, 2002, 2006; Pleschberger, 2007). Dying with dignity in terms of
treatment and care was also described by staff and family in this study as a dying process
with limited invasive interventions, especially devoid of futile treatment and medication.
“...it means they don’t want to have lines, bags, and things on, and they just
wanna be natural.” (IV.CD.K)
“Daughter.S would like staff to ask if pain medicine is needed rather than simply
give, in case that patient doesn’t need it as she is not in pain on that moment.”
(CR.CB.Nurse notes)
“...it’s important for me to be polite and respectful, and ask how I can help, but
not overdo.” (IV.Nurse.M)
Trust-Based Relationship
This study revealed that mutual trust between patients and staff in hospice is of
fundamental importance to dignity of dying patients. Staff proposed that dignity comes
from an ability to trust, specifically, it means that the staff know what patients need in the
moment, and patients believe that they will be able to get their needs met. In addition,
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staff stated that patient’s dignity could be subject to and critically influenced by
relationships in care.
“...and it’s so important that you have the right staff to make people feel
comfortable, but ideally they don’t need, it’s a trust thing, you have to think about
something like that.” (IV.V.B)
“If a patient wants to talk about something, then I go to them, at their level, where
they are at, start to build the relationship. When they build the relationship, they
might want to talk about something that it’s a little harder to talk about.”
(IV.SW.P)
Protecting and Supporting Family
Dignity is subject to relationships in care, especially patients’ relationship with
families (Street & Kissane, 2001). Patients’ concerns about family influence their sense
of dignity. Patients in this study stated their concerns to their loved ones; besides
themselves being treated with dignity, they also want their loved ones to be well taken
care of.
“To be treated with dignity, we want to... and for those who care for us to be
supported and protected.” (IV.Mrs.M)
“I had a nice visit with Mr.A, mostly about his wife and his hopes that she will be
able to manage after his death.” (CA.CR.Volunteer Notes)
“He (Mr.A) gets really worried about her, I don’t think he says anything to her,
but he will say stuff to me...If she wants to go out, like playing card games or
stuff like that, he really supports her in that, he wants her going out and have
some fun.” (IV.HHA.S)
The Definition of Dignity of Family in Hospice
As to the definition of dignity of the family, the main themes synthesized from
current study based on data are: respect, respecting patient’s dignity, treating family
individually and equally, being involved and being informed, feeling comfortable, being
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capable and valuable, privacy and personal space, and having quality time with the
patient.
Respect
Respect is a commonly used term to define dignity. Staff in this study indicated
that it is so important to respect not only the dignity of patients but also that of their
families. Respecting family decision, needs, wishes, and treating family in respectful
ways, such as listening carefully to family, were mainly noted by staff in current study.
“I would say probably very similar, I think of that family members also need to be
respected for their needs.” (IV.ED.M)
“I think for families of dying people, they are being treated in respectful way, and
their wishes are been honored.” (IV.CD.K)
“And just being a listening ear, trying to be understanding, and letting them
express themselves. I try to be respectful in that way.” (IV.HHA.D)
Respecting Patient’s Dignity
The dignity of family is directly related to patient’s dignity. This study revealed
that in hospice, family always ignore their dignity, the care provided to the patient is their
main concern.
“That’s an interesting question, I haven’t given that much thought my own
dignity... I think the care they provide to Mr.A is super, and they are friendly.”
(IV.Wife.P)
“I think for families of dying people, for them their loved one is being treated in
respectful way.” (IV.CD.K)
Treating Family Individually and Equally
Dignity in care is connected to the shared humanity of care-receiver and caregiver, while, acknowledging the uniqueness of each individual (Haddock, 1996). Staff
indicated that they learned about family as different individuals, respected family equally,
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and tried to ensure fairness in care to family with different personalities and backgrounds
as well as offer individualized care to family to meet their needs.
“For the family, you know some families are from different socioeconomic
backgrounds, and so for me is to be as respectful and offer the same hospitality
and support.” (IV.Nurse.L)
“...not everybody wants to talk about their feelings of grief because we all cope in
different ways. My job is to really try to understand at the deepest level as I can
what is important for them as different individuals, what are the things that they
are afraid of, and really to work with them.” (IV.SW.P)
Being Involved and Being Informed
Being involved in care and being well informed with what is going on with the
patient were identified by family and staff in this study as implications of dignity to
family as a member of the care unit and as important ways to maintain the dignity of
family in hospice.
“Well, they include me in everything. Being inclusive is the most important part I
would say, including me in what is happening all around him, so I am aware.”
(IV.Wife.P)
“I think it’s also partially helping the family member or the loved ones understand
what is happening, I think the knowledge is very helpful in this situation,
knowledge and information.” (IV.ED.M)
Feeling Comfortable
Maintaining comfort is a key theme noted by family and staff as a way to support
the dignity of family in hospice. Besides the physical and psychological well-being of the
family, being comfortable also refers to the feeling towards care. Staff in this study stated
that when patients and family have a good understanding of the dimension and mission of
hospice, they will be comfortable to receive care.
“If I have questions, they answer, and that’s as much as I can expect, I am very
comfortable with them coming here.” (IV.Wife.P)
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“When you meet the family member, try to make them feel comfortable...”
(IV.HHA.D)
“Make sure they understand the dimension of hospice and the mission of patient
and family being number one, and we are treating them with whatever they feel
dignity is to them, so that they are comfortable to receive care” (IV.CD.K)
Being Capable and Valuable
Mairis (1994) argued that dignity means feeling important and valuable in relation
to others and being treated as such by others. This study showed feeling useless lowered
family’s sense of dignity; and conversely, being able to take care of the patient and
feeling valuable have the potential to enhance family’s sense of dignity. Family in this
study also stated that the dignity of family can be enhanced by showing love to loved
ones and getting appreciation from loved ones.
“He (Mr.A) says thank you every night, and I tell him he is welcome, it’s not a
chore for me. So I guess that is respecting my dignity as a caretaker.” (IV.Wife.P)
“Wife.P reported frustrated: ‘there is nothing I can do...’. The counselor helped
her see how she can help patient.” (CA.CR.Nurse Notes)
Although family in this study addressed the importance of maintaining capability
in terms of preservation of their dignity, staff declared that realizing the limits of family
as informal caregivers and accepting help from others are also part of the dignity of the
family.
“I think part of the dignity is allowing families to realize their limits, and helping
them do those things that they really cannot do.” (IV.HHA.S)
Privacy and Personal Space
Not only the privacy of the patient, but also the privacy of the family is of equal
importance in hospice. Privacy is another overarching theme addressed by staff as an
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attribute of dignity of family. Furthermore, staff emphasized allowing family to have
personal space as a way to support family’s dignity.
“We respect their privacies as much as we can. You know the family says I am
gonna be sleeping overnight, and I would rather you not come in until 8 o’clock in
the morning, and I will ring if there is a problem. So we honor that.” (IV.CD.K)
“And I would say that for us hospice would be to give them the space they need to
do their own work. ” (IV.ED.M)
“...giving family space, allowing them to have time away from the dying person,
some people just need to get away.” (IV.HHA.S)
Having Quality Time with the Patient
Patients’ relationships with families could critically influence their sense of
dignity. Similarly, staff stated that the dignity of family means having quality time with
the dying person. Quality time in this study implies a meaningful visit, being present and
companying, or a time without fear and annoy.
“The mother and daughter have these beautiful visits, they are having a wonderful
time. These visits are very meaningful, not just to the mother but also to the
daughter.” (IV.SW.P)
“If a family member has hospice diagnosis, people panic, they become very afraid,
at this time, taking them out of the fear of being annoying through education and
emotional support makes a big difference.” (IV.SC.N)
Summary
As dignity is an important concern to both dying patients and their families in
hospice, a better understanding of its meaning could enhance the quality of care for them
and improve their quality of life. This chapter reported the definitions of dignity of the
patient and dignity of family in hospice, based on data from patient, family, and staff
participants in this study. In this study, dignity was identified as a culture-sensitive
concept, a social concept, and an individualized concept due to the different backgrounds
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of individuals, the social nature of human beings, and the individualized experience of
each individual. Dying with dignity is a basic human right for each patient, specifically,
dignity of patients in hospice means having choice and being able to choose, being
human and being self, respect and honor, maintaining comfort and peace, being offered
and having privacy, existential/spiritual satisfaction, autonomy and independence, being
well informed, living with dignity, availability of dignified care and treatment,
meaningful relationships with family and staff, and protecting and supporting their
families. With regard to the dignity of family, it was synthesized as respect, respecting
patient’s dignity, treating family individually and equally, being involved and being
informed, feeling comfortable, being capable and valuable, privacy and personal space,
and having quality time with the patient. The proposed definitions of dignity for the
patient and family in this study are crucial to develop knowledge in relation to dignity in
hospice, which could accordingly influence individuals’ understanding, attitudes, and
behaviors towards attending to dignity in hospice situations.
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CHAPTER 5
THE PHENOMENON OF DIGNITY IN HOSPICE
Introduction
Human dignity, which is related to the human life and associated with the internal
and external respect of the person in regard to culture and social aspects, has become an
important aspect of health and social care (Anderberg, Lepp, Berglund, & Segesten,
2007). Respecting human dignity was regarded as the central phenomenon of nursing,
and nurses are expected to treat all patients with dignity (Jacelon, Connelly, Brown,
Proulx, & Vo, 2004). A basic tenet of palliative care is the provision of care that
conserves the dignity of the patient-family unit (Macklin, 2004). In addition, Chochinov
(2013) suggested that patient care and caring about patients should go hand in hand, and
caring implicates individuals’ fundamental attitude towards patients, and the ability to
convey kindness, compassion and respect.
Understanding dignity management in hospice requires the integration of
inclusive system, environment, resources, and people. This chapter describes the
phenomenon of dignity management in hospice by proposing and elaborating the model
of dignity in hospice (MDH). The areas or scopes of the phenomenon include events and
incidents in the community level, including resources and social support; organizational
level, including goals and policies of the residential hospice, environment and setting,
services, and resources; group individual level, including members of the
interdisciplinary team, qualifications of the team, team work, communication, and
professional development; and the interactional level and the centered action mainly
include the process of dignity management in care involving patients, families, and the
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interdisciplinary team; as well as the patient-family unit as the core of the dignity
management process.
The Model of Dignity in Hospice
Management of dignity in hospice requires the integration of inclusive system,
environment, resources, people, and process throughout care. In order to better
understand the phenomenon of dignity management in hospice, understanding the wide
range of conditions and consequence related to the phenomenon of dignity management
in hospice is needed, which was achieved by the proposal of the model of dignity in
hospice (MDH) by referring to the conditional matrix (Strauss & Corbin, 1990, 1998),
based on data. Figure 1 shows the model of dignity in hospice (MDH). It is useful for
“considering the wide range of conditions and consequence related to the phenomenon
under study and it enables the analyst to both distinguish and link levels of conditions and
consequences” (Strauss & Corbin, 1990, p.158).
Description of the Model of Dignity in Hospice
The model of dignity in hospice (MDH) was proposed to describe the
phenomenon of dignity and the phenomenon of dignity management in hospice under
study. The areas or scopes of the phenomenon include events and incidents in community
level, organizational level, group individual level, interactional level, and the centered
action.
Central to the model of dignity in hospice (MDH) is the dignity management
process in care, which is explicated by the preliminary model of dignity management
(MDM) in hospice as descried in next chapter. Care means hospice care, which is the
context of the dignity management process. Team work and communication are
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represented in the model as continuous threads, which have been happening throughout
and impacting the process of dignity management in hospice. The patient/family is the
unit of care, with the patient as the center of the unit. In this model, the patient-family
unit is regarded as the object of dignity management. Dignity management process is the
process of managing the dignity of patients and family in hospice, which means the
patterns of behavior that occurred over time, involve change over time, and have distinct
stages, including pre-admission, the time of admission, in hospice, the time of actively
dying, the time of death, and after death/the bereavement period, as well as possibly
discharge.
Besides the patient and family, the interdisciplinary team (IDT) was another key
part involved in the process. As the caregiver in hospice, the interdisciplinary team,
which locates in the group individual level, plays a key role in the dignity management
process. The IDT is the subject of dignity management. Directing at attending to dignity
of the care unit, awareness, attitude, knowledge, and skills are the four domains of
expertise of the IDT included in the model; mutual support and professional development
are two main antecedents to qualified IDT.
In addition, community and agency, integrated in the model of dignity in hospice
(MDH) in higher levels, were discovered as two antecedents to the phenomenon of
dignity management. The two domains of community, including resources and social
support, and the four domains of agency, including environment and setting, policy and
goals of the residential hospice, available resources, and services, each in different ways,
support the dignity management process.
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Figure 1: The model of dignity in hospice
Community
Community is a layer outside of the residential hospice in the agency level,
domains of community that have been identified are resources and social support.
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Resources
Community resources are the resources outside of the hospice residence and can
be of help for both dying patients and their families in hospice. Those resources may
include health-related service program, health insurance assistance program, nursing
home, retirement community, housekeeping service, funeral service, church, friends, pets,
and so on. Among the hospice staff, the social worker usually plays an important role in
assisting patients and their families in identifying possible community resource and
works as a liaison with other community resources. Those resources are available to both
patients and families, before and after the patient’s death.
Social Support
This domain comprises supportive activities, assistance, and information from
community resources mentioned above. Social support can take different forms,
including physical support, such as physical care, housekeeping, and financial assistance;
emotional support, which refers to the actions people take to make patients and family
feel cared for and to emotionally and psychologically empower them; informational
support, which means providing information to patients and family; and companionship;
and so on. Social support enhances quality of life of both patients and family and
supplementarily support patients and family during hospice care.
Agency
Goals of Hospice and Agency Policy
Hospice care, in the residential hospice, is considered to be the model for quality
and compassionate care for people facing terminal illness and end-of-life care. At the
center of hospice is the belief that each person has the right to die with dignity. The
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primary mission of the residential hospice is to establish and maintain a hospice program
to provide care to terminally ill patients so that they can spend their last days in comfort
and die with dignity. With regard to policies, hospice maintains compliance with all
applicable federal, state, and local laws and regulations.
“Ah... I think it’s our mission, you know our mission states that we are here to
meet the goals of the patient and family, because it is our primary mission, that’s
we are always looking at, that is our whole reason for being here.” (IV.CD.K)
“Our organizational policies are written from the perspective of how to provide
dignity....The procedures that we follow as nurses are standard...It’s really the
mission of hospice, to make a happy and healthy end of life.” (IV.Nurse.M)
This residential hospice, as an organized governing body, is responsible for
establishing policies that ensure and maintain quality patient/family care. In addition to
standard written policies and procedures for referral, admission, care provision and
discharge, those agency policies also include but not limit to: allowing family stay in,
allowing family and friends to freely visit, accessible care regardless of ability to pay, and
so on.
“Hospice is available for those people who have a life expectancy of six months
or less. Patients need to be aware of their illnesses and have a primary care
physician who is willing to collaborate with a hospice team... The
recommendation to stay at the hospice home does not have to come from a
physician, anyone can refer a patient to hospice, patients can refer themselves...
Admission is dependent upon client eligibility, client/family needs and request for
care; care is controlled and provided by the interdisciplinary team; discharge is
dependent upon client/family request or eligibility.” (AD)
“We allow people to visit at any time, 24 hour a day, 7 days a week. We allow
people to stay overnight if that’s what they need to do...They can feel free to do
anything, just like at their own home.” (AD; IV.CD.K)
“Care is provided in the home or in-patient settings. Care is provided regardless
of ability to pay.” (AD)
Environment and Setting
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Environment affects the behaviors, feelings, and health of the people who live and
work in it. Environment in this study comprises not just the physical environment of the
hospice residence but also the psychosocial environment. Physical environment includes
both indoor and outdoor surroundings and conditions in which something exists. In the
current study, it mainly includes the hospice home and all facilities and materials in it,
atmosphere conditions, and so on. Social environment here mainly refers to the social
setting in which people live or in which something is ongoing, it focuses on the culture
that people have, and the context in which interactions between people and people or
between people and physical environment happen, and the context reflects and affects
individuals’ perceptions and feelings. Thus, social environment speaks what people see,
what people hear, and what people feel.
As a patient, family member, or a visitor, it is easy to see that the physical
environment of the hospice residence was prepared to be nice, clean, safe, quiet,
convenient, and comfortable.
“Today when a perspective family came to see if it would be a right place for their
mum, first of all, we went around the whole place together, then we looked the
rooms that were open, they were clean, pretty. So there is the physical
environment that is important to make sure is inviting. We are so grateful to the
people that coming to clean so that the floors are clean, and our rooms are clean.”
(IV.Nurse.M)
“There are signs on the wall saying “respect others and keep voice low,”
“fragrance free;” a sign said “please enter quietly” on a patient’s door who was
easy to wake up.” (OB.31,67)
“There are artwork, flowers and houseplants around the house; pretty pictures and
linens on the wall; book shelves with all kinds of books; tables and chairs on the
aisle for visitor to take a rest.” (OB.31)
In order to support the dignity of patients at end of life, the environment must be
created to help patients to feel worthy of compassion and support, rather than to feel
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embarrassed or to feel they are a burden (Guo & Jacelon, 2014). In this respect, social
environment is of crucial importance. With staff efforts, the social environment of the
hospice residence has always been welcoming, pleasant, and supportive. In addition,
patient and family in this study addressed the necessity and importance of places with
positive environment when in end-of-life situations.
“I noticed here that it seems all staff really effort to leave the negative stuff at the
door. I don’t see here anybody being negative with each other. I really think
people put smile a lot and feel fortunately to be in this work. Staff always come
together to make a dignified, safe welcoming environment for someone who is
coming to die.” (IV.Nurse.M)
“Well, places like that (the hospice home) we have to have, everybody has to have
some place like that in their life that when it comes to the trail, you are gonna
have some places that are willing and able to handle things that come up in a
positive manner. And we are lucky we have places like that.” (IV.Mr.A)
“They made this stage of our life so much more pleasant, so much easier, doesn’t
even physically, but mentally and emotionally, it supported part of our humanness
because of its availability, because its timelessness.” (IV.Wife.P)
Setting here is more about the physical environment of the hospice residence, and
the most important features of the setting of the hospice residence are “home-like”,
“comfortable”, and “private”. Staff members in this study were all aware of the
environment and tried to maintain it as good as possible.
“The hospice residence is a single-story home in a well-maintained garden setting.
Nine individually furnished single bedrooms are combined with semi-private
baths. A cozy living room is next to a generous dining room. The professional
kitchen and laundry are fully equipped. Special places are the well-appointed
library and the gazebo. Birdhouses near every window provide winged
companionship with sweet songs. It is fully handicapped accessible.” (AD)
“Patient and family are encouraged to make the rooms comfortable according to
their own tastes by bring in artwork, photographs, small pieces of furniture,
mementos, whatever makes it home-like for the patient.” (AD)
“We tried to make it looks like it’s theirs, that’s their place...We respect their
privacies as much as we can.” (IV.CD.K)
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Services
This domain involves both professional activities and non-professional activities
that provided by staff at the hospice home to support the needs of patients and families
who were in the hospice program. Hospice focuses on delivering customized care based
on the needs of individual patients and their family. The residential hospice provides
around the clock care to ensure the best care for the patient-family unit, either at the
patient’s home or in the hospice residence, depending on the patient’s preference.
Services/care are provided through admission to the bereavement period. An
interdisciplinary team designs an unique plan of care for every patient and adapts as
needed. Types of services offered by the residential hospice include physical care,
psychosocial care, spiritual care, bereavement services, and other services, such as shortterm respite care for patients, so that family may have some rest, nutritional, physical,
and art and music therapies, to be incorporated into care, dietary accommodation, annual
ceremony for deceased patients, as well as personal care, and so on.
Resources
Agency resources are the resources from the residential hospice. Staff and all the
facilities in the hospice home are the main agency resources. The interdisciplinary team,
including physician, nurses, HHAs, social worker, spiritual counselor, and volunteers,
take care of the patient and family; the executive director oversees the whole business
and monitors daily operations and problems; the administrative assistant and business
manager are responsible for most of the paperwork and business management. Accessible
facilities in the hospice home, such as patient room, living room, kitchen, dining room,
washing machine, bathroom, library, piano, ensured the comfort and convenience of the
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living environment. In addition, hospice provides written materials to patients and their
families, such as flyers and brochures, to help them read and understand a little bit about
the patient/family right, hospice medicare benefits, hospice program and services, and
also to help families understand what may happen to their loved one. More information
can be found online on the website of the residential hospice.
The Interdisciplinary Team
Team Members
Members and Job Duties
Hospice care is delivered by a team of specialists with experience and expertise in
end-of-life care. The interdisciplinary team is composed of highly trained, experienced,
committed individuals from variety of professional backgrounds. Usually, team members
include: medical director; hospice nurse and certified nursing assistants; social worker;
spiritual and bereavement counselor; hospice volunteers; music, reiki, massage and pet
therapists. The multidisciplinary team of specialists offers medical care, pain and
symptom management, and emotional and spiritual support expressly tailored to the
patient’s and family’s needs and wishes.
The interdisciplinary team of physicians, nurses, and sometimes the physical
therapists work together to deliver medical care as well as pain and symptom
management for the patient with the purpose of allowing the patient to live as fully and as
comfortably as possible. The spiritual counselor is available to any patient who needs
spiritual guidance and also takes charge of the bereavement service for families of
deceased patients. Job duty of the social worker mainly focuses on solving social,
emotional, and financial issues that patients and their families may have and works as a
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liaison with community. Volunteers were trained to provide friendship, companionship,
and nurturing care. The home health aides (HHA) offer patients personal care as well as
helps to the family, such as laundry, meals, and housekeeping.
Staff Mutual Support
Well-qualified care team guarantees quality services. Staff mutual support here
refers to the process of sharing experience, balancing workload, and resolving problems
in care, with the purpose of maintaining a healthy and functional care team to ensure the
best service. Staff members in this study valued the importance and responsibility of each
member in the team; they all sincerely appreciated and respected the work of one another;
they cared about health condition of each individual; they helped each other with
personal issues; and they also tried to balance their workload and help each other in work.
Such mutual support ensured the dynamic of the interdisciplinary team and the
harmonious relationships between team members.
“I think there is a very good relationship between staff members and volunteers
there in terms of opening this mutual respect. We respect different skills each
individual brings to this place, and it makes the whole thing works because all of
us remember that our main reason of being here is not for us, it’s for the patient.”
(IV.Volunteer.)
“She (HHA.S) went to check how was another aide doing because she was
supposed to leave soon, so she (HHA.S) didn’t want her stuck in many care
activities, and want to make sure she can leave on time.” (OB.35)
“I have always appreciated and respected nursing assistants, they are so valuable
to our nurses, they do the hardest work, and I always want to offer my help. So if
there is a chance to help with turning patient or re-positioning or dressing, I
always go.” (IV.Nurse.M)
Qualifications
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Health professionals need to be well prepared in awareness, attitude, knowledge,
and skill in order to be able to provide dignified end-of-life care (Chochinov et al., 2005).
Staff in this study addressed the importance of having qualified staff in hospice.
“We don’t keep staff that are not able to meet the needs of the patients and the
families, you know, it’s just not a place for them to be work in.” (IV.CD.K)
Awareness
Awareness means the quality of being aware of something, in current study it
specifically refers to the ability to perceive, to feel, or to be conscious of health status
changes of patients, care needs of patients and families, potential risks and any events
that are going to happen during the care process. Staff described the quality of awareness
as following:
“So if you have the staff that can really, some of us can, be intuitive with the
patients and the families, you can really pick up messages that are being said, they
cannot always say what is their need for their dignity, but we kind of know that
what is their need. So I would say that’s an really important part of what the staff
here does, they are able to pick up things patients and family cannot say because
we have seen this so many times, in different ways, so that we can pick up on that,
and we can say that: Ok. I see what that person needs.” (IV.CD.K)
Awareness is an important part of qualification that hospice staff members are
supposed to possess; it was also appreciated by patients in this study. Staff members in
this study demonstrated their abilities of well awareness of:
Change in mental status: “Patient was unusually grumpy during this change; he is
usually cheerful and joking.” (CA.CR.Nurse Notes)
Patient’s coming death: “Before the shift, aide told me that patient is actively
dying. Later nurse told me they (staff) have been aware of that patient’s actively
dying process, but didn’t expect it’s so fast and sudden, but peaceful.” (OB.74)
Patients’ needs: “At the end I sensed he has been getting a little tired, I said ‘have
enough for a day?’ He said ‘yeah, it has been a long day.’ I then left. I respect his
dignity.” (IV.Volunteer.B)
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Distress of the patient: “Mrs.M was touching her belly, aide noticed and asked if
she was in pain, needed her to call the nurse? A said, ‘yes, please.’” (OB.41)
Potential risks: “The aide B, she is particularly good at foreseeing dizzy. When I
walk with her and at the time I feel dizzy she can see that and ask do I want to sit
down for a while? I appreciate that.” (IV.Mrs.M)
Attitude
Attitude is "a relatively enduring organization of beliefs, feelings, and behavioral
tendencies towards socially significant objects, groups, events or symbols" (Hogg &
Vaughan, 2005, p.150). This domain here mainly refers to staff’s beliefs and
feelings/emotions towards patient/family as well as their work. Being kind, being caring,
being patient, being passionate, being respectful, being compassionate, and being
introspective were the attitudes of staff discovered from this study.
“Well, by the very fact, we are hospice, all of the staff are very kind, and caring,
and patient, but I think more than that all of the staff here take a really true
interest in every single patient and every single family...As well as we really also
like working with each other.” (IV.ED.M)
“Mrs.M said that aide did well because she always talks slowly and is patient and
always has a break during talk to let her think and speak.” (IV.Mrs.A)
“I think everybody here is very caring and respectful, and people that don’t get to
stay here if they cannot meet our patients’ needs. ” (IV.CD.K)
“Mr.A told the nurse he was worried about their relationships, nurse then said she
wondered what she did wrong. Patient told her it was not her issue, he loves the
service and staff from the FH, but he is doing good now.” (OB.31)
Knowledge
Knowledge was defined by the Merriam-Webster Dictionary (2014) as
acquaintance with or understanding of a science, art, or technique, through education,
training, and/or experience. Health care staff at all levels are supposed to have the
necessary knowledge to recognize and respond to the individual needs of terminally ill
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patients and their family. Staff members at the residential hospice are composed of
professional as well as non-professional members. All of them are well trained.
Professional staff there meet all licensure and credential criteria, which ensured that they
are equipped with basic knowledge that may be needed in order to delivery quality
hospice care. With regard to volunteers, the non-professional members in the team, they
were required to attend extensive orientation and training sessions hold by the residential
hospice, so that they can understand the history of hospice, the specific ways hospice
works to serve the patient and family, as well as the challenge of working with end-of-life
patients.
Skills
Skill means the ability to do something well. Skill here specifically refers to the
professional and non-professional abilities to deliver quality hospice care. The
interdisciplinary team is composed of specialists experienced with end of life care. Each
staff member brings different skills to the team, and makes the whole thing work in
hospice. Professional skills include basic nursing care techniques, personal care skills,
emotional and spiritual support skills, bereavement counseling, and so on. Those skills
were required to meet the patient’s and family’s medical, physical, psychological,
emotional/spiritual, and social needs. In terms of maintaining dignity in hospice, nonprofessional care skills, which are always reflected in details, are as equally important as
professional care skills. Those non-professional skills may include listening carefully,
having wonderful eye contact, deeply understanding the situation of a patient, and so on.
Furthermore, staff pointed out that skills in collaborative team work were particularly
important to work in a team in hospice.
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“One of things I have been finding very challenging here is working with other
people. I found it very difficult sometimes, but I do my best, because I don’t want
patients see any conflict, it would make them uncomfortable.” (IV.HHA.S)
Team Work
Collaboration among Team Members
Hospice care is delivered to terminally ill patients and their families by an
interdisciplinary team, including physician, nurse, nursing assistant/home health aide,
social worker, spiritual counselor, and volunteers. For each staff individual, besides
realizing self-job duty and self-role in care and offering care to patients, collaborating
with one another, between and within each professional group, and working as a team is
also required in hospice. IDT meeting is the most direct demonstration of team work in
hospice. Below is an example of a holistic report on Mrs.M. in the IDT meeting:
“The primary nurse reported health status changes of Mrs.M and talked about
possible solutions; the doctor gave suggestions; primary nurse then reported
current medication and the effects; and counselor reported patient’s wish and
underneath feelings; then all staff discussed together about her feeling of
willingness to go, which staff regarded as good emotional release; then social
worker reported the support from family. Staff mentioned she is easy to get tired
now, so longer conversation is not recommended. Then, volunteer coordinator
said she will have a note about that for volunteers.” (OB.40)
Family members, especially the primary family caregiver, are encouraged to be
included in the hospice care team. Family, working as an important liaison between the
patient and hospice staff during hospice care, is particularly important to the patient at
home. Intensive cooperation between staff and family is beneficial to both of them as
well as to the patient, it helps staff understand the patient and patient’s need better and
helps family better understand what’s going on with the patient and therefore become
functional. Usually, staff learn from the family about patient’s personalities, wishes,
preferences, social habits, and hobbies. Family gets help from staff in terms of taking
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care of the patient and dealing with hard situations. However, they share the same
purpose, which is doing their best to help the patient achieve dying with dignity.
Improvement of Team Work
The delivery of super services is impossible without excellent team work, thus it
is critically important to well manage and improve team work in hospice. The weekly
IDT meeting offers a great opportunity for all staff to talk about team work issues and
figure out possible solutions, and thus guarantees a well-functioning care team. Besides
formal conversation in the weekly team meeting, constant informal conversation between
staff is also essential to maintain quality care. In addition, staff in this study mentioned
that in order to maintain good team work, it is important to make sure that all of them are
on the same page. It means although they do things differently, everybody should keep in
mind that that are helping the patient and their family to live the rest of their lives as fully
and comfortably as possible, to the best of their ability. As to personal efforts to improve
team work, being aware of the job duty and enjoying the work, trying to avoid conflicts
in work, enjoying working with other staff, and maintaining a good working relationship
were the main findings from current study. Optimistic attitudes towards work have the
potential to positively impact patients and families who are receiving care from the
interdisciplinary team in hospice.
“We really like working with each other, I think the families and patients see that.
They see we like our work, and that makes a big difference to them that we
actually like what we are doing, taking care of them.” (IV.ED.M)
Communication
Communication between Staff
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Communication in hospice happens over time. Purposes of communication
between staff in hospice are to share, update, follow up, confirm, and clarify information
with each member. The focus of the communication is the patient and family as well as
care plan; it is primarily about the patient’s illness, health condition changes and
symptoms, medication, family concerns and needs, and care needs and possible solutions.
Staff stated that communication between staff took on informal and formal formats. The
constantly ongoing day to day basis communication is informal, and the once a week IDT
meeting and shift handover are formal ways of communication. A typical example of
communication between the interdisciplinary team in this study was the IDT meeting. In
the meeting, team members communicated together, they reviewed each patient’s
situation, established and revised a care plan, and looked at how did it go and how to help
the patient feel like they were dying with dignity.
“We do it every day because we talk to each other every day, and we kind of go
over every case every day informally. But our IDT meetings we have on
Thursdays, the whole team is here, so we get the home health aides, the nurses,
the social worker, the spiritual counselor, and the medical director, we get
everybody together. We get to talk about not just the physical part, but also the
social, emotional parts of those family and patients, and we all talk together and
find out the way to resolve things and set up a plan, and set up a goal.” (IV.CD.K)
In addition to verbal communication, nonverbal communication also often
happens between staff in daily work. For instance, staff in the residential hospice shared
and followed up information via patient roster and notes. Patient roster usually has basic
information for each patient, including name, diagnosis, a simple history introduction,
family, hobbies, and possible also a list of favorite food, as well as notes for things that
required special attention. Staff talked to each other quite often to keep up with each
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other, and also mostly needed to write a note on every visit, so that other staff members
were able to review the note to catch up information, if needed.
“I think volunteers need to hear a little about what other volunteers have done, I
think the narrative notes help, and keep people connected what happened during
this week, I think we have a good system here, I really think we do.” (IV.VC.I)
Communication between Staff and Patients and Family
A terminal diagnosis could cause significant psychological and emotional issues
to patients and their families. It is essential that information about the illness and options
for care be communicated by hospice staff who have the necessary expertise and training
to do so. Patients and family need simple and accessible information in order to make
fully informed decisions about the type of care and treatment they would like to receive
in hospice. Therefore, effective communication between patients, family and staff
contributes to good understanding and accordingly ease the decision making process. It is
hard to make any decision without clearly knowing what the situation is and what
happened. Patients in this study demonstrated their willingness to be fully informed about
what was happening with them, and provision of enough information regarding care,
medication and other related information was identified as an essential way to achieve
this. Besides offering sufficient information, the current study also revealed that
communication with the patient and family needed to be happening in a polite and
respectful way, which was extremely important in terms of dignity. Staff in this study
always paid attention to what patients and family said and showed respect to their
opinions and decisions. As caregivers in hospice, staff were always available and
accessible to patients and family; they maintained an active role in the communication
process; they asked for information from patients and family in order to gain a better
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understanding of them; they conducted timely conversation with patients and family
whenever needed; and they encouraged patients and their family to share information
with them at any time they want and encouraged the patient and family to communicate
with each other as well.
Professional Development
Staff Health and Wellness
The health, wellness, and safety of staff are key components of a healthy
interdisciplinary team. This study revealed that it could be achieved through balancing
workload between team members, staff self-care and mutual care in and off work, as well
as positive and supportive organization culture. In addition, the agency compensation
policy reassured staff’s sense of safety.
“It’s important too to check with each other because giving care is no good if we
are not caring for ourselves.” (IV.Nurse.M)
“If staff are injured while working here at the home, they are covered by the
workman’s compensation policy.” (AD)
Professional Development
This domain involves activities that are able to promote qualifications of the
interdisciplinary team members, both for personal development and for career
advancement. In this study, professional development was identified as an ongoing
learning process for all staff members, it was a process happening over time under the
supervision of the clinical director.
“I go out, I evaluate, and I am always listening. I go by room, sometimes I go into
a room when the nurses or the aides are there, just informally, but listening. I
certainly pull nurses and aides aside after I witness something to discuss. So it’s
an ongoing process forever. For all of us, we are always learning” (IV.CD.K)
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Approaches to professional development include formal coursework in colleges
and continuing education as well as informal learning opportunities, such as workshops,
conferences, seminars, coaching, reflective supervision, and so on. As for health
professionals, especially new staff, learning from senior staff in work was identified as
one of the best ways to learn.
“We just train them from the beginning. For the aides, the aides coordinator stays
with them and observes them and helps them with some of the language they need
to use, some of the things they need to understand. And with the nurses, usually
one nurse preceptor to one nurse, so that the person will be the one who will
follow them and make sure they understand the dimension of hospice and the
mission of patient and family being number one and that we are treating them
with whatever it is they feel dignity is to them.” (IV.CD.K)
The Patient-Family Unit
Patient-family is the unit of care in hospice (Figure 2). This unit is also the core of
the dignity management process in this study. Patient was identified as the center of the
unit; family member, in a special position in hospice, is part of the caregiving team and
also a member of the unit of care. This section described the role of patient and family as
well as issues they may face and activities they may involve in hospice.

Patient
The Center of the Unit
Distress of Patient

Family Member
The Role of Family
Issues and Needs
Self-Care

Family Member
Communication
Mutual-Support
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The Role of Family
Issues and Needs
Self-Care

Figure 2: The patient-family unit
Patient
Patient as the Center of the Unit
Staff admitted that the patient and family is the unit of care in hospice; meanwhile,
they addressed that the patient, who was always put at the first place, should be
considered as the center of the unit.
“We have to remember that’s the patient’s death, even though we look at what
called the unit of care of hospice which includes the whole family, even friends of
the dying, I think we need to remember that all is up to the patient, and how that
patient wants to die.” (IV.VC.I)
Dignity reflects the individual’s values, ideals, choices, conduct, and lifestyle
(Johnson, 1990). In terms of dignity management, the patient-centered approach
suggested understanding dignity from patients’ perspective, perceiving patients as
individuals with essential values, respecting patients’ rights, choices and decisions,
treating patients according to the way they prefer to be treated, and taking patients’ needs
as the top goal of care.
Distress of the Patient
Physical Distress. The majority of patients in hospice suffer from physical
distresses caused by the illness or because of aging. Physical distresses mainly include
but are not limited to: pain, memory failing, fatigue, functional decline and reduced level
of independence, poor appetite, decreased response capacity, and ineffective
communication ability, varying with each individual.
Psychosocial Distress. Physical distress is always accompanied by related
psychological distress, such as worry, anger, fear, depression, and anxiety. Some patients
in hospice are ashamed by their decline and bored with having to be cared. Due to lack of
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knowledge and control, uncertainty regarding the dying process often happens to patients,
and they may be sick of the dying process, if it’s longer than expected. In addition, lack
of information easily leads to patient’s uncertainty regarding treatment and care, which
could strengthen their negative feelings. Furthermore, current study revealed that patients
tend to develop negative moods, including feeling lonely and uncomfortable, helplessness,
and disappointment, while experiencing changes, such as health status change,
environment change, and care plan change.
Existential/Spiritual Distress. Existential/spiritual distress could impair dying
patients’ feeling of accomplishment and satisfaction during dying, which might make
patients hardly get ready to detach from the physical world. Patients in this study
indicated that it was not easy to get ready to separate from family and to die. For some
patients nearing death, they are likely feeling loss of spiritual meaning and connection
when they are not doing anything useful. In addition, feelings of helplessness and
hopelessness due to significantly decreased level of independence and loss of meaning
were identified as common existential and spiritual distress in patients in this study.
Support to the Patient
Hospice holistically supports the patient by relieving sufferings in physical,
psychological, and spiritual aspects of the dying process. Strategies to promote physical
comfort mainly focus on pain and symptom management. Interventions to support
psychological and spiritual needs include companionship, counseling, engaging in
spiritual traditions, bringing meanings in life, life review, and so on. In addition, hospice
staff, particularly the home health aides, assumes the responsibility to take of patients’
daily needs and offer personal care, such as cooking, laundry, cleaning up, bathing and
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dressing, and so on. Furthermore, the residential hospice also supported patients by
providing a comfort and supportive living environment. Strategies used to support dignity
in hospice care were fully discussed in the next chapter.
Family
The Role of Family in Hospice
Family is part of the unit of care in hospice, care plan should include specific
goals not only for patients but also for family. Family in hospice usually experiences
physical, psychological, and emotional distress due to the suffering of their loves ones as
well as heavy workload, therefore meeting their needs is part of the job duties of hospice
staff. Staff in this study indicated that care could vary over time, for example, care to
family would increase at the time right before and after the patient’s death.
“The time right before and after a patient’s death is very special, it’s a time when
is all about family, my attention will often shift away from the patient, especially i
see this is an easy death, I mean the person is comfortable, or feel that the person
dying and they are not responsive, I am not worried about their symptoms, my
focus shifts right over.” (IV.Nurse.M)
Family is also part of the care team. It is important for a patient's living situation
to include family members who are willing to assume support roles, throughout periods
between nursing visits, especially for patient at home. Family might see some changes
happened to the patient that staff may not be able to see, and they are encouraged to share
this information and their thoughts with the interdisciplinary team. As caregivers, family
often collaborates with staff to take care of the patient in hospice.
“I think that means recognizing that family members have a point of view, and we
have to help the family member to recognize that they have a role to play.”
(IV.VC.I)
“I love to remind them that they are part of the care team, so if they see something,
they should let me know, and then whenever they come.” (IV.Nurse.L)
119

Issues and Needs
It is a big challenge for family to deal with their own life business and meanwhile
to be dutiful to the patient. Families take on the caregiver role with little or no training or
support often experience physical or mental distress as a direct consequence of caring.
Besides being stressed out by heavy workloads, family often suffer from helplessness and
depression because of lack of caring experience and not being ready for loss. In addition,
because of heavy care responsibilities, their daily life is frequently affected in negative
ways. Due to lack of knowledge, families sometimes have difficulty with understanding
the dying process and thus could not offer proper care to the patient. Therefore, families
in hospice need to be cared for as care-receiver and meanwhile to be supported as caregiver.
Support to Family
The residential hospice not only extends its care to its residents but also offers
assistance with personal affairs as well as spiritual and emotional support to their families
to help them with difficulties, fears and end of life issues. When family comes to visit the
patient, staff offers them time and space to stay with the patient. If the family are stressed
out by the sad situation of their loved ones, staff often comforts them and also encourages
them to release their emotions, to fall apart, to break down and cry, or to be in the room,
or to get some time away. One or two volunteers are usually assigned to the patient at
home to assist the family caregiver with housekeeping and to alleviate family burdens.
Staff members are always accessible to family to offer companionship, especially in the
time right before and after patient’s death. In addition, hospice takes care of family by
giving them the time they need to do their own work, giving them space, allowing them
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to have time away from the dying person. Hospice staff, especially the social worker,
works as a liaison between family and their community, and help them find out as many
supportive resources as possible.
Following a death, the well-being of the family and those close to the individual is
paramount. Bereavement counseling and emotional support should be easily accessible to
the bereaved family. In many instance, family are under emotional strain, it is important
that at the time of the death of the patient, every effort is made to ensure that managing
personal affairs of the deceased do not become a greater problem for the family. In
summary, hospice includes family in care, services are provided to family throughout
hospice and extend to bereavement.
Empower Family
Staff indicated that having a functional family could be very beneficial to the
patient, and also helpful to the care team, in terms of better understanding of the patient.
“If you have a functional family, and the patient, they have a collaborative
relationship where the patient is able to talk to the family member about dying
and about how they feel, what they want to do, and the family are willing to listen
to that, because a lot of times that happens is the patient tries to protect the family
and the family tries to protect the patient, so nobody talks about it, and so then
nobody knows what the other one is thinking and needing.” (IV.CD.K)
To empower family is to help them recognize that they have a role to play and
they are part of the care team. In order to maintain a functional family, family were
encouraged to pay attention to self-care and to keep open to support from hospice staff.
As part of the care team, family are often offered information as much as they need over
the care process, such as health status of the patient, medication, treatment and care, and
potential support resources. Staff in this study stated that empowering family was
partially helping the family member understand what would be happening during the
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dying process, they shared with the family information about what was going on and
offered education about the disease progression, symptom management, and so on.
“Families are often really frightened by the fact that their loved one is no longer
taking in any fluid, any food, and so I can teach them about the body really
doesn’t want food or fluid, and in fact the body experiences relief when there is
not fluid or food offered. That sometimes is a big surprise to family members, it
can help them understand why we are not doing certain things.” (IV.CD.K)
In addition, hospice provides family with caregiving skills and education in terms
of what may happen in the dying process through training programs. It also helps family
develop healthy anticipatory grief and positive coping skills.
Patient-Family Relationship
Communication between Patients and Family
Besides daily chat between patients and family on the topics that patients are
interested in, discussing issues related to death and their feelings and concerns allows
patients and family to make plans and to make their wishes known to each other. In some
instances, the patient and family try to protect each other by preventing one another from
“sad information” such as the pending death and the progress of the disease. However,
staff in this study proposed that good communication between the patient and family
could promote the patient’s feeling of being supported by the family, and the family
could be well informed if their loved one’s wishes have been fulfilled and needs have
been met. With the progress of the disease, particularly when the patient is actively dying,
communication with patients could become more and more difficult due to confusion or
loss of ability to communicate, families in this study were educated to communicate with
the patient as usual, to talk to the patient like a person who could talk back, like a normal
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human being. Meanwhile, nonverbal communication, such as being present, eye contact,
and touch, is encouraged.
Patient and Family Mutual Support
Patients and family mutual support and protection is a common phenomenon in
hospice. Family want to be dutiful to their loved ones, and at the same time patients
always worry about the health and well-being of family. Family sometimes is the most
pressing concern of dying patients. Studies showed that even if suffering from terminal
illness, patients in hospice always wish to spare trouble for their family and to not be a
burden to their family (Pleschberger, 2007; Tait & Hodges, 2009). In this study, patients
supported their family through respecting their choices, showing understanding to their
situation, and encouraging family to relax and have fun with friends as well as to have
some personal space. Patients in the current study indicated their concerns to the family
after their death, although they believed their family could finally get through. Family
usually supported the patient mainly through assisting with activities of daily living,
showing their love to the patient, and offering companionship.
“Wife.P said now she cooks three meals every day for Mr.A, which hasn’t
happened for a long time. She also prepares medicine for him every day, and
takes care of him when hospice staff is not there.” (OB.36)
“He keeps me going, he is my motivation. When we got married, I told him he
was the wind beneath my wings, and he continues to do that. So it’s not a burden,
it’s a joy. That’s what it is; he continues to be the wind.” (IV.Wife.P)
“She (Mrs.M) is having a nice visit with her daughter and son-in-law. He brought
his guitar, and Mrs.M enjoyed learning about different chording he is playing.
Daughter.S has shared with Mrs.M how much she is appreciating and enjoying
these visits with her mother...Daughter.S took supper for her mom and stayed to
keep her company.” (CB.CR.Volunteer Notes)

123

Interestingly, staff in this study pointed out that in hospice there was so much
expression that went on between people that was nonverbal, and so much has been done
between the patient and family nonverbally.
“I see this between families and patients, you know, knowing their loved ones’
habits, just coming in with the coffee has done with the right way, and kind of
joking around.” (IV.Nurse.M)
On the other hand, staff in this study emphasized the necessity of being wellinformed of each other’s feelings and wishes between patients and family. In some
instances, family and patients were encouraged to speak out their wishes so that they can
feel each other’s concern and love. .
“...patients and family need that conversation so that everybody can be on the
same page to make sure that the patient feels supported by the family, and the
family feels like that the patient is getting everything that they need and they feel
comfortable with that, they feel like that their loved one is been heard, been
treated well.” (IV.CD.K)
“There is that addressing dignity of the experience, the pending loss. Be able to be
sad, for family member to say I will really miss you but I will be okay. That’s
something I have taught people to say, I try to assist family member to say,
because I think sometimes they have to say. Dying people need to know their
loved ones are gonna be okay without them.” (IV.Nurse.M)
Dignity Management in Care
Dignity of the patient is frequently associated with the care they received. With
diminishing independence of dying patients, their dignity is increasingly affected by care.
Dignified care can only be provided when the caregiver and the patient agree on a course
of care that recognizes and respects patient’s dignity. Dignified care is the care that not
only respects for patients’ dignity, but also maintains, promotes and even recovers
patients’ dignity. The residential hospice in this study is dedicated to providing quality,
compassionate care to patients and their family through a highly specialized team of
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physicians, nurses, home health aides, social work and counselor. Services from the
residential hospice are sensitive, responsive and accessible; and resources there are
available to all. Expert care is provided by the interdisciplinary team to meet the needs of
individual patients and their families by designing a unique plan of care for every patient
and family and adapts it as needed over time.
Dignity is subject to relationships in care, including relationships between patients,
family, health providers, and significant others. This implies that dignity management
happens in relationships which is composed of actions and interactions of patients,
families and the interdisciplinary care team. Dignity management in care refers to the
interactive processes used by patient, family and staff to manage dignity of the patientfamily unit in hospice. The goal of dignity management is to attend to the dignity of the
patient-family unit in hospice. Strategies used to maintain and support the dignity of the
patient-family unit and the preliminary model of dignity management (MDM) in hospice
which clearly demonstrates the processes of attending to dignity, are fully described in
the next chapter.
Summary
Human dignity is a phenomenon of great importance to all health-related
disciplines. Dignity management is a collaborative work which needs efforts from all
parties. The model of dignity in hospice (MDH) was developed by referring to the
conditional matrix and reported in this chapter. It offers readers a comprehensive
understanding of the wide range of conditions and consequence related to the
phenomenon of dignity management in hospice; and levels of conditions and
consequences were both distinguishes and linked in this model .
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Dignity in this study was managed in the context of hospice with an extension to
the community that patients and families belonged to. Resources and social support from
community supplementarily support patients and family in hospice, and they are
especially helpful for the bereaved families. Dignity of the patient-family unit in this
study was mainly managed by the residential hospice. The agency policies and missions,
which are compliant with all applicable federal, state, and local laws and regulations,
could support dignity in hospice as an agency effort. Environment of the residential
hospice in the model of dignity in hospice (MDH) includes both physical environment
and social environment that can be created and promoted by staff efforts. Services and
resources from the residential hospice are fundamental to hospice care, they were
integrated in the dignity management process as infrastructural support over time. People
involved in the phenomenon of dignity management are mainly the interdisciplinary team
and the patient-family unit. The interdisciplinary team was introduced from the following
aspects: members and job duties, staff mutual support, qualifications, including
awareness, attitude, knowledge, and skills, collaboration among team work and
improvement of team work, communication between the interdisciplinary team, patients,
and family, and professional development. The patient-family unit was depicted as the
core of the dignity management process, with patient as the center of the unit. This unit
was mainly described from roles of patients and family, issues and needs of patients and
family, and support to patients and family, as well as relationships between patients and
family in hospice. Dignity management as the core part of the model of dignity in hospice
(MDH) was elaborated in Chapter 6, and components of the model of dignity in hospice
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(MDH) were related to and applied to the preliminary model of dignity management
(MDM) in hospice presented in next chapter.
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CHAPTER 6
A PRELIMINARY MODEL OF DIGNITY MANAGEMENT
Introduction
Following understanding of dignity as a phenomenon in the context of hospice,
the next step of this study was to produce the preliminary model of dignity management
(MDM) in hospice, which was regarded as the core part of the model of dignity in
hospice (MDH). Although efforts have been made to bring dignity to clinical practice of
hospice and strategies to support dignity in end-of-life care have been reported, to date,
research has not focused on the social process by which health care providers used to
manage the dignity of patients and family in hospice circumstances. This chapter reported
the preliminary model of dignity management (MDM) in hospice which depicted the
process care providers in this study used to manage dignity in hospice. Dignity
management in this model was identified as a process that integrates dignity in care over
time and managed by the interdisciplinary team. The core category, which is dignity
management; categories, which refers to the four steps of the process, including
acknowledge, define, prepare, and manage; and themes and subthemes of the preliminary
model of dignity management (MDM) in hospice, were reported.
It was discovered in this study that managing dignity in hospice happens before
patient are formally admitted to hospice and lasts throughout hospice to the period of
bereavement. Strategies used by the interdisciplinary team to maintain and support the
dignity of the patient and family as well as strategies used by patients and their families
to support each other’s dignity and to manage self-dignity in hospice were discovered
based on data from interviews, observations, agency documents and chart review and
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were reported in this chapter. In addition, the processes of attending to dignity proposed
in this chapter linked strategies to support dignity with the identified time slots in hospice
to describe how dignity of the patient and dignity of family were managed over time.
A Preliminary Model of Dignity Management in Hospice
Introduction to the Model of Dignity Management
Figure 3 shows the preliminary model of dignity management (MDM) in hospice
which was developed as a preliminary model, based on data from this study. Dignity
management is the target of this model (the core category), which refers to the process of
dignity management in hospice. Staff members of the interdisciplinary team are the main
“implementer” in the management process. The patient-family unit was considered as the
object of management of dignity. “Dignity management” is central to the preliminary
model of dignity management (MDM) in hospice, and it locates at the bottom of the
model and stretches across the four modules (categories), which are “acknowledge,”
“define,” “prepare,” and “manage.” The four modules were named using verbs, which
stand for actions and interactions. These four modules flow from “acknowledge” to
“manage” to formalize the process of dignity management in hospice, and they represent
the four steps to manage dignity in hospice. The flow directions were indicated in the
model by the three arrows between the four modules. Themes within each module show
the ways how to complete each step. Categories (modules), themes, and the core category
were fully described below.
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Figure 3: A preliminary model of dignity management in hospice
Categories and Themes
Acknowledge
Acknowledge was defined as to accept or admit the truth of, or to recognize the
importance of something (Acknowledge, 2014). The first step of the dignity management
process in hospice is to acknowledge dignity as an intrinsic value of human beings, which
requires patients, family and health professionals: firstly, to recognize the human nature
of each individual, regardless of the race, gender, religion, socioeconomic background, or
health status; secondly, to realize that dignity is a fundamental moral worth of each
human being, which implies that no matter who they are, all individual have dignity as an
intrinsic value that must be recognized and respected by people; and thirdly, to regard
dignity as a human right and to admit that all human beings have the right to die with
dignity. Dignity has always been applied in professional codes and standards for
biomedical healthcare disciplines and professional practice (Milton, 2008). It is perceived
as a basic requirement that must be met in caring for dying patients (Geyman, 1983).
Therefore, as health professionals in hospice, it is essential to respect human dignity and
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to consider treating the dying patients and their family with dignity as their
responsibilities and obligations.
Define
Following the acknowledgment of dignity as an intrinsic value and as a basic
human right, gaining an understanding of the definition of dignity in hospice is the
second step in the dignity management process. When being asked their understanding of
the meaning of dignity, staff in this study repeatedly stated that they always keep in mind
whose dignity they are going to take care of, what is important to that person, and what
values of that person are. In hospice, the patient and family unit is the unit of care, thus
the dignity of the patient-family unit is the dignity they work to attend to. Accordingly,
referring to the patient and family’s understanding of what dignity means to them and
based upon their learning from professional experiences in clinical over time were the
ways identified by staff in this study to define the definition of dignity in hospice.
Understanding how dignity can be integrated in the work of health professionals
is essential to supporting dignity in care. This process was identified as “relating to care.”
To relate the definition of dignity to hospice care means to gain a particular
understanding of dignity in terms of how to attend to it during hospice. Specifically,
hospice is the context of the phenomenon of dignity management in this study; terminally
ill patients and their family are the care objects of hospice. Therefore, the definitions of
dignity in the preliminary model of dignity management (MDM) in hospice were
considered in the specific context of hospice and should be applicable to terminally ill
patients and family, with the purpose of attending to their dignity. The definitions of
dignity for patients and family in hospice are described in chapter 4.
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In addition, dignity was identified as an individualized concept, which means the
meaning of dignity can differ from individuals, and different individuals may have
different dignity-related concerns and demand different care in terms of attending to their
dignity. To manage dignity in hospice, staff members are required to have an
understanding of the general meaning of dignity to both the patient and family, and to
individualize the concept to fit each patient and family’s beliefs, value, wishes, concerns,
and needs, as well as to take each individual’s main role and current situation into
account.
Prepare
Preparation is the third step of dignity management, which is the premise of being
able to attend to dignity of patients and family in hospice. In this step, staff need to be
well prepared in qualifications, including awareness, attitude, knowledge, and skills,
which were detailed in chapter 5. This study suggested that preparation for these
qualifications can be achieved through education and training and learning from clinical
experience over time.
Another way to prepare the self is to practice self-respect. Staff in this study
indicated that they treat patients as they themselves wish to be treated. Practice of selfrespect is a typical way of using empathy to support other people’s dignity. To practice
self-respect, it is important to consider each person to be of equal worth to the self and
that each person should be treated with the same respect that the self would like to be
treated. Therefore, in order to respect and support dignity of the patient and family, it is
incredibly important for staff to think about what dignity means to themselves, and then
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to extend the same respect and courtesy to the patient and family, and meanwhile taking
the individuality of each individual into consideration.
Integrating and applying dignity in hospice is the focus of this study. Being ready
to apply dignity in hospice care was identified as the final stage of preparation prior to the
step of management. Preparation for application of dignity in hospice means to consider
dignity as a phenomenon in the context of context, in which includes community, agency,
caregivers, and the unit of care, as well as issues related to each factor, which were
explicated by the model of dignity in hospice (MDH) that was presented in chapter 5.
Directing at the processes of attending to dignity in the step of “manage,” and being
prepared to apply dignity in hospice mainly refers to have a comprehensive
understanding of dignity-related concerns of both the patient and the family.
Manage
Acknowledging, defining, and then getting prepared finally lead to the last step of
dignity management, which is managing. To manage means to handle, to work upon, and
to succeed in accomplishing (Manage, 2014). Managing dignity in hospice involves
managing the environment, people involved in the managing process, strategies to
support dignity, and processes of attending to dignity in hospice.
Environment could promote people’s sense of dignity. This was revealed by
previous studies and meanwhile confirmed by the current study (Chochinov, 2002;
Karlsson, Milberg, & Strang, 2006; Pleschberger, 2007). Environment in this model is
not limited to the physical and social environment of a hospice residence, but instead, it
refers to the broad environment of hospice, including resources and social support from
communities as well as policies, environment and settings, resources, and services of a
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hospice residence, which was reported in chapter 5. Dignity-supporting environment can
be created by people involved in hospice.
People involve in the process of dignity management in hospice include
caregivers and care-receivers. Caregivers mainly refer to the interdisciplinary team; carereceiver is the unit of care in hospice, including the patient and the family. In this study,
the object of dignity management is the patient-family unit; management of dignity is
mainly implemented by the interdisciplinary team based on a comprehensive
understanding of dignity-related concerns of both patients and family in hospice. In
addition, dignity management within the patient-family unit was discovered during
analysis, based on data.
Strategy refers to the actions and interactions to support dignity of the patientfamily unit in hospice. Strategies to support dignity in hospice include strategies to
support patient dignity, strategies to support family dignity, and patient and family selfmanagement of dignity. Those strategies were derived from data and were classified into
“practice,” “daily performance,” “communication,” “relationship,” and “self-management
of dignity.” Strategies to support dignity of the patient-family unit were reported below in
the section of “Strategies to Support Dignity in Hospice”.
Process as a theme in the module of “manage” specifically refers to the processes
of attending to dignity in hospice, which includes the behavioral objects, including the
dignity of patient, the dignity of family, and the dignity of patient-family unit, and
strategies to support dignity. All factors were connected together and linked as a process
by the timeline of hospice identified in this study, from pre-admission, at the time of
admission, in hospice to actively dying, the time of death, and bereavement. The
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processes of attending to dignity are composed of four sub-processes: the process of
attending to dignity within the patient-family unit, the process of attending to dignity of
the patient, the process of attending to the dignity of family, and the process of attending
to dignity of the patient-family unit. These processes were detailed below in the section
of “Processes of Attending to Dignity in Hospice”.
Core Category: Dignity Management
Properties of Dignity Management in Hospice
Dying with Dignity as a Process
Associating the term dignity with the dying process makes the definition of
dignity more complicated. Dying with dignity is a dynamic process changing over the
trajectory of illness; it is a subjective experience and also a value influenced by others
(Guo & Jacelon, 2014). Loss of autonomy is inevitable at later stages of the trajectory of
illness, at this stage of dying, dignity is no longer be able to maintained by previous ideas
of autonomy and independence, rather, it becomes a construct socially dependent on
others, thus, dignity as a process should be constantly flexibly addressed over time in
hospice. Respecting patient’s dignity means respecting the dying process. This process
involves actions of and interactions among patients, their families, and the
interdisciplinary team during hospice.
“So along the whole continue, I think of people from the point, from when they
were admitted to hospice, I guess I would like to say it’s a constant flexibility to
try to be addressing the dignity of the dying person.” (IV.Nurse.M)
Integrating Dignity in Care
Hospice supports dignity; the nature of the hospice work supports dignity. With
the approaching of death, maintaining dignity always requires professional support, thus
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quality care becomes a necessity to maintain dignity in patients at life’s end (Guo &
Jacelon, 2014). Integrating dignity in care reflects the philosophy and the way of care.
Dignified care or dignity-enhancing care consider the respect of the dignity of the patient
and family as an important ethical standard, it respects for, maintains, promotes and even
recovers patient’s dignity as well as that of the family. As for hospice staff, it is important
for them to realize dignity as an essence of hospice and apply it into practice.
“I really think dignity and hospice go hand in hand. Yes, it’s true. I mean if you
ask this question in a hospital setting, it will be very different, or a nursing home,
or somewhere else, but in hospice, to me, they are together. Dignity and hospice
go together.” (IV.ED.M)
Managing Dignity through Team Work
A team-oriented approach to care is a foundation of hospice. Different members
of the interdisciplinary team bring different perspectives to the patient’s illness
experience and diverse expertise towards achieving the common goal of hospice.
Services are provided by health professionals within the team whose work reflects
substantial involvement in the care of terminally ill patients and their families. Dying
with dignity can most possibly occur when the care team controls symptom distress well,
offers choices and control, coordinates care smoothly, provides adequate information,
and treats the dying patient and the family respectfully and kindly. Staff in this study
pointed out that they take care of dignity of the patient and family through team work,
which is the best way to show how dignity is managed in hospice.
“It’s by really diving into everything that is going on with the patient and the
family, to really understand who needs the support, what’s the person’s issue,
what do they need, what happened before, how can we help... The whole group
comes together, and you have everybody talking about, this is what the nurse is
doing, that is what the aide is doing, and then you put all together, and I think
that’s probably a great way to understand the dignity with which way approach
our work. ” (IV.ED.M)
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Understanding the Whole Picture
Being able to understand the whole picture about the patient and family, to
understand what their needs are, and to be ready for them whenever they need are the
premises for delivering dignified care. The whole picture here means a full understanding
of the patient-family unit, including the patient’s and family’s identities, history,
personalities, beliefs, cultures, social backgrounds, living styles, wishes, their
understanding regarding what’s going on, and their feelings, awareness, attitudes towards
their situations, and their preferences and needs in hospice, as well as people who are
involving in their lives, especially during hospice. Team work can be summarized as
working in a team, understanding the whole picture, figuring out how staff can help, and
then offering services that match patient/family’s situation and meet their needs.
“I think when somebody was not well, one person can get to that point of
understanding, the nurse will find out one piece, the social worker will find out
one piece, a volunteer will somehow find something out, and so is this
understanding of this individual and their family that only comes through sharing
information, because when someone is sick they cannot tell you everything.”
(IV.VC.I)
Everything Matters
At a time when a person’s illness can deprive them of their sense of dignity and
identity, attention and care given to small but significant personal details can matter a
great deal. Staff in this study stated that everything in hospice is important and matters.
For example, everything that the staff do, such as professional care or causal conversation;
how the staff present themselves; a smile, or a respectful eye contact; and so on.
“All of things influence. Everything that we do here influences, just the very
tongue, we show deep respect to people, and we treat people equally... Then I
think we also listen very carefully.... “ (IV.ED.M)
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The Process of Dignity Management in Hospice
The process of dignity management involves four steps, flowing from
“acknowledge,” “define,” to “prepare,” and then “manage” as the final step to formalize
the whole process. As cognitions guide behavior, to be able to attend to dignity in hospice,
recognizing the importance of dignity and admitting the necessary of offering and
supporting dignity are the prerequisite. Acknowledgment of the human nature of each
person and acknowledgment of dignity as an intrinsic value of a human being is a step
towards eradicating undignified behaviors and a step leads to the possibility of dignified
treatment and care. Realizing dignity as a basic right of each human being and taking
dying with dignity as the main job duty of health professionals in hospice could raise
their awareness of maintaining and supporting patient/family dignity.
Following the acknowledgment of dignity as an essence of hospice, gaining a
clear understanding of the concept of dignity in hospice is the second step in the process.
The term “dignity” in the preliminary model of dignity management (MDM) in hospice
was supposed to be understood from perspectives of the patient and family, with a full
understanding of the patient-family unit of care in hospice. A clear understanding of the
definition of dignity is essential for the concept to be communicated, further developed,
and applied in practice.
Staff members in hospice were suggested to get well prepared with awareness,
attitude, knowledge, and skills. “Prepare,” as the third step of the dignity management
process, is critical to ensure a successful process of dignity management in hospice. In
addition to staff self-preparation, preparation of applying dignity in hospice involves
getting all factors in the hospice setting prepared.
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Managing is the last step in the management process. Specifically in clinical, the
definition of what constitute dignity for patients and family could affect the way health
professionals treat the patient and family in care; and being well-prepared could ensure
the quality of the management process. Managing here mainly refers to the process of
attending to dignity in hospice. Dying with dignity as a process is recommended to be
constantly flexibly addressed over time in the context of hospice. Strategies used by the
patient, family and the interdisciplinary team to attend to the dignity of the patient-family
unit were linked by the timeline, from pre-admission to bereavement, to constitute the
process of attending to dignity in hospice.
The four steps in the preliminary model of dignity management (MDM) in
hospice keep happening during hospice. As steps compose the dignity management
process, the four steps happen in turn, from acknowledging, defining, to getting prepared,
and then managing. However, each step as an unique constituent of the model, can
happen or change in the process of dignity management at any step. For example,
acknowledgment of dignity as an essence of hospice can be promoted in the management
step due to increasing clinical experience; similarly, the definition of dignity in hospice
can be further developed and revised in the process of attending to dignity, which could
further guide the step of preparation. In addition, dignity as an individualized concept
determines that details in the process of dignity management in hospice for each
individual are also individualized.
Strategies to Support Dignity in Hospice
Dignity is perceived as a basic requirement that must be met in caring for dying
patients (Geyman, 1983). The basic tenets of end-of-life care could be summarized as
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improving the quality of life and maintaining the dignity of the dying person (Abiven,
1991; Macklin, 2004). Management of dignity in hospice happens before patient is
formally admitted to hospice, it lasts throughout hospice to patient’s death until the
period of bereavement. Strategies to support dignity of the patient and family continue
and vary over time, from pre-admission, at the time of admission, in hospice to actively
dying, the time of death, and bereavement. The timeline of dignity management in
hospice and strategies to support dignity of the patient and family were reported below.
The Timeline
Considering dignity management as the focus of this study and referring to the
model of palliative care in illness trajectory proposed by Guo et al (Guo, Jacelon &
Marquard, 2012), hospice in this study was mainly divided into six time slots. At each
time slot, dignity of the patient and family could be significantly affected. The timeline is
composed of pre-admission, the time of admission, in hospice, actively dying, the time of
death, bereavement, and also possibly discharge.
Pre-Admission
Pre-admission here means the time ranges from right before referral to hospice to
the time of being admitted; during this time, the patient, family and staff are preparing for
the admission before moving in to the hospice residence or enrolling into the hospice
program. The whole interdisciplinary team is responsible to get themselves well-prepared
for a potential referral in advance. A full discussion regarding what may be going to
happen between team members would happen immediately. Staff get together to do as
much as they can, such as to review the patient’s previous medical records, to understand
the whole picture about the patient and family, and to really understand what their needs
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would be.
Before the patient is formally admitted to hospice, hospice staff and the patient
and family are recommended to arrange preliminary home meetings or hospice visits
early on, so that the patient and family can obtain counseling from hospice staff who can
provide useful suggestions on arranging care. Staff should be well prepared before their
visits. For example, Mr.A and his wife indicated their satisfaction with the preliminary
visit because staff answered every question that they planned to ask, without them asking.
During the meeting, assessment of desire, appropriateness and need for hospice services
would be done between the patient and staff; informed consent would possibly be
obtained from the patient and family during visit; and responsibilities of hospice for
patients at home or at the residence hospice would be discussed. In addition, before
moving in to the hospice residence, the patient and/or family are encouraged to have a
pre-visit to the hospice home to see if it would be a right place for them. Staff usually
take the patient or family go around the whole place, show them available resources,
check the rooms that are available, and answer their questions if they have any queries.
The Time of Admission
The time of admission refers to the particular time when patients are admitting or
transforming into the hospice residence. Admission to hospice is dependent on patient
eligibility and patient/family needs and request for care. In order to have a quality
admission, enough staff members are supposed to be available for new admission,
especially on weekend days. The clinical director or nurse manager usually informs the
staff who will be on shift at the time of admission about information regarding the new
admission. Family is always encouraged to be present at the time of arrival.
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For some instances, on the admission day, the patient, family, and several staff sit
together in the patient’s room discussing the patient’s and family’s concerns and offering
clinical information that they may want or need, so that the patient and family can feel
staff’s concern to them. In addition, a holistic report and discussion on the newly
admitted patient are often taken place in the IDT meeting to help staff gain a better
understanding of the patient and family.
In Hospice
Patients are in hospice when they are receiving services from the residential
hospice, either at home or at the hospice residence. Right after admission, care plan
would be developed with patients and family. The patient and family are encouraged to
participate in the development of the care plan. Care plan would include specific goals
for the patient as well as for the family. Family, as part of the interdisciplinary team, are
usually supported and encouraged in their involvement with the patient care needs. “In
hospice” covers the majority of time when patients and family are in the hospice program,
and normally, it is the longest time slot among all time slots in the timeline.
Actively Dying
The time of actively dying refers to the hours or days preceding imminent death
during which the patient’s physiologic functions wane (Hui et al., 2012). Signs of dying,
such as cool hands, dying eyes and mouth, decreased blood pressure, usually appear.
Staff members often keep family posted on the patient’s decline over time, so that family
might not be overwhelmed by the impending death. However, families could be too
sorrowful to stay in the patient’s room when their loved ones are actively dying. So
hospice staff members during this time are always available to support the patient and
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family at any time. In addition, staff in this study stated that they always try to have
somebody stay with the dying patient, if their families were not there.
Staff in this study stated that their attentions may be mainly focus on the dying
patients if they needed strong spiritual support when actively dying. However, staff also
indicated that their attentions may shift away from the patient to family at the time of
actively dying. In addition to showing the family their honor to the dying patient, staff
showed their welcome and compassion to the family, offered companionship, and helped
with emotion release. This study also revealed that at the time of actively dying family
usually tried to maintain their companionship to the patient. Meanwhile, it is obviously to
see from observation, when the patient was getting weaker and weaker, family visits to
the patient were significantly increased, and on the contrary, volunteer visits could
significantly decrease.
The Time of Death
The time of death involves the several hours right before and after the patient’s
death. Staff usually report health status of the patient to family and notify them the
impending death of the patient in advance. A dignified death is usually considered as a
death surrounded by loved ones, and staff in this study often ask family to be present if
they are willing to and able to come. However, patients chose their way of death, and
staff members respect that, whether it’s a death surrounded by family or to die on their
own.
At the moment of death, staff attentions usually shift to family. If possible, staff
members are always present and accessible to family, staying with family, and showing
their respect and honor. If family are not there, staff members firstly call family to notify
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the patient’s death, and tell them how this happened and at the same time show sympathy
for their loss. In terms of how to deal with the body, staff always respects family’s
decision. The residential hospice allows family to stay as long as they want with their
loved one’s body, with no rush. They would immediately call the funeral home if family
could not come but agreed on that. Meanwhile, the on shift staff would send out an email
to all other hospice staff to keep them updated with what is happening. At this time, staff
are always available to help with any matters.
Bereavement/After Death
Bereavement (2014) was defined by the Merriam-Webster dictionary as the state
of being sad because of a recent death of a family member or friends. Following a death,
the well-being of the family becomes a primary consideration since family at this time
could be extremely vulnerable, and thus need help and support in a variety of ways.
Hospice usually stays connected with families for bereavement care following the death
of their loved ones. In the weekly IDT meeting, the counselor usually gives a report on
the deceased patients and talks about the family’s current situation and their bereavement
needs. Lead by the spiritual counselor, the residence hospice offers bereavement services
by the bereavement support group to explore families’ reactions to loss, learn about the
grieving process and develop strategies for coping with the loss, and to help families
integrate this change into their lives. Besides support from hospice staff, support from
other families is equally important to the bereaved family. Family mutual support
commonly involves offering companionship, helping with routine affairs, in memory of
the patient and doing a life review together, and so on.
Discharge

144

Discharge from hospice is dependent upon patient/ family request or eligibility.
Discharge, to some extent, can be considered as another transitional experience for
hospice patients. Discussing with the patient and family in advance about discharge,
helping the patient adjust to changes and get familiar with the new place, ensuring
companionship in the first several days, and continuity of service from the residential
hospice are critically important to ensure an easy transition.
Strategies to Support Patient Dignity
Strategies to support patient dignity in this study refer to the strategies used by the
interdisciplinary team and family to attend to the dignity of the patient as well as the
strategies used by the patient to manage self-dignity in hospice. These strategies were
discovered from data from interviews, observations, agency documents, and review of
patients’ medical records. Data in this study were coded as nodes that shows the specific
actions and interactions involved in the dignity management process in hospice, and then
these nodes were synthesized into themes according to the definition of dignity of the
patient reported in chapter 4, and finally these themes were classified into 5 categories,
including practice, daily performance, communication, and relationship, as well as patient
self-management of dignity in hospice. Nodes (items), themes, and categories were
displayed in table 4.
Table 4: Strategies to support dignity of the patient
Categories
Practice

Themes
Respect

Items
• allow state preferences
• always ask
• get patient permission before offer service
• respond to patient even is confused
• support patient choices
• be punctual
• treat patients equally
• understand dignity from patient perspective

145

• pay attention
• let patient talk
• show interest in patient and family
• do not force
• respect the dying process
Maintain humanity
and self

• maintain good appearance
• affirm values
• treat patients as human beings
• treat patients individually

Offer
autonomy/control

• advance decisions
• offer choices
• being involved in care
• participate in decision making
• help patient with self-management

Promote
existential/spiritual
satisfaction

• life review and memory recall
• reflection with patient on the dying process
• memory after death
• promote feeling of meaningful
• reassure patients as to aftermath concerns
• recognize and acknowledge their accomplishments

Offer companionship

• visit
• being present
• quality time of staying with family

Maintain comfort and
peace

• maintain physical comfort
• psychological and emotional support
• assure patient
• facilitate or ease the transitional process of dying
• foster healthy adjustment to terminal status
• reassure
• reinforce positive aspects
• promote sense of comfort to receive care

Maintain and offer
privacy

• maintain privacy
• provide privacy
• offer personal space

Dignified care and
treatment

• meet patient needs
• meet patient goals and wishes
• offer solutions based on patient preferences
• respond to care request promptly
• set out wishes and needs
• support patient choices
• do not assume based on past experience
• avoid over care
• being punctual
• ensure enough staff for care
• ensure accessibility
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• use empathy in care
• explore possible care ahead
• adjust care based on patients’ needs
• avoid futile treatment and medication

Daily
Performance

Communication

Relationship

Patient selfmanagement of
dignity

Fully understand

• understand the whole picture
• understand patient and family needs
• learn about the patient

Maintain normalcy

• normalize the dying process
• maintain daily routine
• role preservation

Live in the moment

• keep connected with outside
• enjoy music and TV show
• enjoy visits

Basic courtesy

• always call name
• be mindful of self words
• maintain good manners
• good eye contact

Well inform patients

• foster patient understanding
• keep patient informed
• on the same page

Be patient

• avoid too fast
• listen carefully

Support family
dignity

• patients support family’s dignity
respect
not being a burden
give personal space
encouragement
show understanding
show appreciation
• dignity support from staff

Meaningful
relationship

• offer quality time of staying with family
• establish trustable relationship with patient

Social support

• physical and environmental support
• emotional support
• informational support

Memory after death

• report on biography of deceased patients
• annual ceremony in memory of deceased patients

• become aware of impending death
• balance hope and fear
• relinquish responsibility and independence
• prepare the soul for death
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• self-entertainment

Categories of strategies to support dignity of the patient include practice, daily
performance, communication, and relationship, as well as patient self-management of
dignity. Practice refers to the actions used by the interdisciplinary team to attend to the
dignity of patient in the process of care. These actions include showing respect to patients,
maintaining humanity and self, offering autonomy/control, promoting existential/spiritual
satisfaction, offering companionship, maintaining comfort and peace, maintaining and
offering privacy, offering dignified care and treatment to patients, and fully
understanding the situation of patients. Daily performance means the actions used by
hospice staff to attend to the dignity of patient in daily life, which was composed of
maintaining normalcy, living in the moment, and keeping up basic courtesies in daily life.
Communication and relationship imply how the patient’s dignity could be maintained and
supported by interactions among patients, family, and hospice staff. The category of
communication involves well-informing patients and being patient. The category of
relationship includes supporting family dignity, maintaining meaningful relationship with
patients, offering social support, and memory of patients after death. In addition,
strategies used by patients to manage self-dignity were also reported in the table.
Strategies to Support Family Dignity
Strategies to support family dignity refer to the strategies used by the
interdisciplinary team and patients to maintain and support the dignity of the family as
well as the strategies used by family to self-manage dignity in hospice. In the same way,
these strategies were synthesized based on data from interviews, observations, agency
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documents and chart review. Data were coded as nodes, which were then synthesized into
themes according to the definition of dignity of the family reported in chapter 4, and
finally these themes were classified into categories. These nodes (items), themes, and
categories are reported in table 5.
Table 5: Strategies to support the dignity of family
Categories
Practice

Themes
Respect

Items
• listen carefully to family
• respect family wishes and decisions
• support family choices

Maintain and offer
privacy

• maintain privacy of family
• give family space

Full understand

• learn about family

Promote selfmanagement/empower
family

• dignity self-support
• allow family realize their limits
• be able to be sad

Maintain comfort

• offer physical and emotional support
• be hospitable to family
• reassure family

Maintain humanity and
self

• appreciation to family
• treat family individually

Dignified care

• be accessible to family
• bereavement and grief support

Involve family in

• involve family in care
• involve family in the care team

Offer companionship

• be present
• quality time of staying with family

Daily
performance

Basic courtesy

• always call name
• be mindful of self-words
• maintain good manners
• good eye contact

Communication

Well inform

• willing to be informed
• help family understand
• keep family posted on patients’ health status
• education to family

Relationship

Support patient dignity

• family support patient’s dignity
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respect
assist with ADL
be dutiful
do about love
role adjustment
offer companionship
life review
reassure as to aftermath concerns
in memorial after death
• dignity support from staff
Social support
Family selfmanagement of
dignity

• help with daily affairs
• help with the aftermath

• relax and have fun
• seek information
• ask for help
• maintain self well being
• balance daily life with caring of the dying family

Similarly, categories of strategies to support the dignity of family include practice,
daily performance, communication, and relationship, as well as family self-management
of dignity. Practice refers to the actions used by the interdisciplinary team to attend to the
dignity of family during hospice care and extending to the bereavement period. These
actions include showing respect to family, maintaining and offering privacy, full
understanding of family’s situation, promoting family self-management ability and
empowering family, maintaining family comfort, maintaining humanity and self,
providing dignified care and treatment to family, offering autonomy and control, and
offering companionship. Daily performance here mainly refers to keeping up basic
courtesies in the family’s daily life, at the hospice residence as well as at home.
Communication, as a strategy to attend to the dignity of family, mainly means wellinforming the family regarding what is happening to the patient and family in hospice, as
appropriate and according to the preference of family. The category of relationship
involves supporting patient dignity and offering social support to family. Strategies used
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by families to manage self-dignity were also identified and reported.
Strategies and Relationships
Each category in Tables 4 and 5 works individually to maintain and support the
dignity of the patient and family. Meanwhile, the themes of each category interwork
together to attend to dignity in hospice, within and between each category. Figure 4 is an
example showing the relationships between themes of categories to support dignity in
hospice. The top part shows themes in the category of “practice,” followed by themes in
the categories of “daily performance” and “communication,” and then themes in the
category of “relationship” that are in the bottom of the figure. Relationships between each
two themes are numbered and explained below.

1

Practice

Control/
Autonomy

Respect

Privacy

2

Dignified care
and treatment

6
Maintain
humanity
and self
2

9

5

12

Full
understand

5

Spiritual
satisfaction

4
9

Comfort/
Peace

7

10

11

5

Companionship

Live in the
moment

Basic courtesy

Well informed

13

Maintain
normalcy
13

Social
support

Relationship
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8

Be patient

Daily
Performance

3

6

Communication

Relationship

Figure 4: Relationships between themes of strategies to support dignity in hospice
1. Privacy→Respect. Maintaining and offering privacy to the patient and family
in hospice implies respect to them and respect for their privacy.
2. Respect→Relationship; Respect→Humanity. Staff respect patients and patients
know staff are respectful of them, and accordingly trustable relationship are established
based on mutual respect and trust. Respecting each individual’s intrinsic value as a
human being regardless of race, sex, or religion promotes their sense of self and thus
maintain humanity.
3. Relationship→Full understanding. This study revealed that when patients built
the relationship with staff based on trust, they were more willing to talk about something
that it was a little harder for them to talk about, so that staff could understand the patient
and family better.
4. Humanity and self→Relationship. Being treated as a human being and as an
unique individual has the potential to strengthen the sense of trust and more easily to
establish trust-based relationship.
5. Full understand→Well inform; Full understand→Care and treatment; Full
understand→Comfort/Peace. Staff having a good understanding of the whole picture can
ensure patients and family are well informed; staff in hospice understand the whole
picture through team work so that they are able to offer proper care and treatment to the
patient and family; a full understanding could lead to effective pain control and symptom
management and accordingly maintain and promote comfort.
6. Well inform→Comfort/Peace; Well inform→Control/autonomy. Patients and
family that were well informed tended to have a higher sense of control. Staff indicated
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that when patients had a good understanding of the dimension of hospice and the mission
of patient and family being number one in hospice, they were more comfortable to
receive care.
7. Spiritual satisfaction→Comfort/Peace. Spiritual satisfaction can facilitate the
process of detaching from the current world and finally achieving a peaceful death.
8. Companionship→Comfort/Peace. For some instances, the sense of feeling safe
and peaceful could be promoted when family or friends were staying with the patient.
9. Basic courtesy→Respect; Basic courtesy→Humanity. Keeping up basic
courtesy, simply saying “good morning” and “thank you” are basic ways to show respect
to a person; showing common courtesies to terminally ill patients, no matter whether
they are conscious or independent or not, could promote their feelings of being treated as
a person, instead of an object or a disease.
10. Live in the moment→Spiritual satisfaction. Living in the moment is one of the
best ways to live life to the fullest, which could promote the patient’s sense of meaning
and enhance their spiritual satisfaction.
11. Maintain normalcy→Maintain humanity and self. Maintaining daily routine
and preserving the normal role the patient usually plays could maintain their sense of
being self.
12. Be patient→Respect. Being patient leads to sense of being respected by staff
paying attention and listening carefully.
13. Social support→Spiritual satisfaction; Social support→Companionship.
Social support, such as the support from church and church friends to a religious person,
could make them achieve spiritual satisfaction more easily; social support from friends
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may decrease the sense of loneliness and increase companionship, particularly for people
who are social.
Processes of Attending to Dignity in Hospice
The processes of attending to dignity in hospice specifically refers to the hospice
staff, family, and patients in hospice working together to attend to dignity of patients and
dignity of family over time, as well as the accompanying actions and interactions. The
processes of attending to dignity in hospice are composed of the process of dignity
management within the patient-family unit, the process of attending to dignity of patients,
the process of attending to dignity of the family, as well as the process of attending to
dignity of the patient-family unit. These processes are reported below.
The Process of Attending to Dignity within the Patient-Family Unit
Dignity of the patient and dignity of the family mutual affect each other, and the
patient and family care about each other’s dignity. In terms of attending to dignity in
hospice, mutual support between the patient and family cannot be ignored. Figure 5
shows the process of attending to dignity within the patient-family unit which described
how the patient and family attend to each other’s dignity over time in hospice, from preadmission to bereavement.
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Strategies:
Respect
Assist with ADL
Be dutiful
Offer companionship
Patient self-management

Strategies:
Respect
Personal care
Be dutiful
Do about love
Role adjustment
Offer companionship
Life review
Patient self-management

Strategies:
Reassure as to
aftermath concerns
Life review
In memorial after death

Discharge
Patient

Pre-Adm
ission

Admis
sion

Actively
Dying

In
Hospice

Death

Bereav
ement

Family
Strategies:
Respect
Not being a burden
Encourage
Family self-management

Strategies:
Respect
Not being a burden
Give personal space
Encourage
Show understanding
Show appreciation
Family self-management

Figure 5: The process of attending to dignity within the patient-family unit
The upper-half of the figure shows the strategies used by family to attend to the
dignity of patient in hospice over time. Family supports patient dignity mainly through
assisting with daily living, being dutiful, showing their love to the patient, talking about
the past, and offering companionship. Specific strategies that may be used were presented
in figure 5. Each strategy might be continuously used in different phases, but the
level/extent of each strategy could vary in different time, depending on the patient’s
preference. For example, family may spend significantly more time companioning with
the patient when he/she is actively dying, if the patient wishes; to the contrary, the time
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with the patient could greatly shorten at the time of death, if the patient prefers a personal
death.
The lower half demonstrates the strategies used by the patient to attend to the
dignity of family in hospice. In this study, patients supported their families by respecting
their choices, showing understanding to their situations, and encouraging family to relax
and have fun with friends as well as to have personal space and time. Patient (Mr. A) in
current study indicated his unwillingness to be a burden to his wife, financially and on
daily life. Meanwhile, families are always the main aftermath concern of patients,
mutual-assurance/encouragement always happen during hospice, especially right before
or at the time of actively dying.
The Process of Attending to the Dignity of Patient in Hospice
Figure 6 shows the process of attending to the dignity of patient in hospice, it
specifically depicts how hospice staff in this study attended to the dignity of patient over
time in hospice. Strategies used by staff to support patient dignity are presented in the
figure according to the timeline, which were elaborated above. The timeline in Figure 6 is
divided into three phases: pre-admission and admission; in hospice and actively dying;
and the time right before and after death. Strategies are displayed in the text-box attached
to corresponding phase.
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Discharge

Pre-Adm
ission

Admis
sion

Strategies:
Respect
Offer autonomy/control
Fully understand
Maintain normalcy
Maintain comfort/peace
Basic courtesy
Well inform patient
Meaningful relationship

Actively
Dying

In
Hospice

Strategies:
Respect
Maintain humanity and self
Offer autonomy/control
Promote spiritual satisfaction
Offer companionship
Maintain comfort and peace
Maintain and offer privacy
Dignified care and treatment
Fully understand
Maintain normalcy
Live in the moment
Well inform patient
Be patient & Basic courtesy
Social support
Meaningful relationship
Support family dignity

Death

Bereav
ement

Strategies:
Respect
Offer companionship
Memory after death

Figure 6: The process of attending to the dignity of patient in hospice
Strategies used by staff to attend to the dignity of patient could be changing
dramatically over time. As death draws near, suffering and loss of autonomy are
inevitable, the patient mainly depends on staff for personal care, at this time dignity can
be hardly supported by maintaining autonomy, instead, it becomes a construct socially
dependent on others. Thus, as for patients in hospice, providing qualified care is of vital
importance to maintain their dignity. At early time in hospice, offering autonomy and
control and maintaining humanity and self could be key strategies to support dignity. As
time goes by and with the declining health status of the patient, although staff were still
trying to bolster patients’ sense of autonomy as much as possible, maintaining privacy
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during personal care, offering dignified care and treatment, and promoting spiritual
satisfaction may become the main strategies. Meanwhile, some strategies, such as
showing respect, keeping up basic courtesies, and maintaining comfort and peace were
consistently used along the dying process. Of course, the level or extent of each strategy
could vary in different time, depending on the patient’s preference.
The Process of Attending to the Dignity of Family in Hospice
The process of attending to the dignity of family is shown in Figure 7, which
details how hospice staff attended to the dignity of family over time, from pre-admission
to the bereavement period. Similarly, strategies used by staff to attend to the dignity of
family are listed in the text-box attached to corresponding phase, including: preadmission and admission, in hospice and actively dying, and the time of death and
bereavement.

Pre-Adm
ission

Admis
sion

Strategies:
Respect
Full understand
Offer autonomy and control
Well inform
Support patient dignity

Actively
Dying

In
Hospice

Strategies:
Respect
Involve family in
Maintain and offer privacy
Maintain humanity and self
Full understand
Promote selfmanagement/empower family
Maintain comfort
Dignified care
Basic courtesy
Well inform
Support patient dignity
Social support

Death

Strategies:
Promote selfmanagement
Help with daily affairs
Offer companionship
Bereavement support
Social support

Figure 7: The process of attending to the dignity of family in hospice
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Bereav
ement

When been asked what they usually do to attend to family dignity in hospice, staff
indicated that they support family dignity the same as how they support patient dignity.
From the above figure, it is easy to see that some of the strategies staff used to attend to
family dignity are similar to those for patients, although details may vary. On the one
hand, staff should learn about the family as part of the unit of care in hospice and show
respect and offer choices and control to them. On the other hand, staff should be aware
that the family is also part of the caregiver team who should be involved in the caregiving
process and be well-informed what is happening to the patient, and meanwhile, family is
supposed to be supported with information and skills so that they can maintain their role
as a capable caregiver.
Patients were regarded as the center of the patient-family unit in this study, by
both staff and family. Family and staff in this study stated that staff supported family
dignity by supporting the patient’s dignity. Thus, as for family, attending to patient
dignity is to attend to their own dignity. However, in the period of bereavement, the unit
of hospice care includes only the family, and bereavement support becomes the main
strategy during this time. Dealing with the death of the loved one, ensuring easy access to
advice services, helping with daily affairs, and offering counseling and bereavement
support services are the main strategies used by staff to support the bereaved family.
The Process of Attending to the Dignity of the Patient-Family Unit in Hospice
Figure 5, 6, and 7 have separately demonstrated the process of attending to
dignity within the patient-family unit, the process of attending to dignity of the patient,
and the process of attending to the dignity of family in hospice. Different from the
previous three processes, the process of attending to the dignity of the patient-family unit
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in hospice describes the changing focus of the management process in regard to the
dignity of patient and the dignity of family in the patient-family unit over time, from preadmission to bereavement.
Discharge

Admis
sion

Pre-Adm
ission

Actively
Dying

In
Hospice
Family

DIGNITY

Family

Patient

Bereav
ement

Family

Family

Family
Patient

Death

DIGNITY

Patient

DIGNITY

Patient

DIGNITY

Family

Family

Family

Figure 8: The process of attending to the dignity of the patient-family unit in hospice
Patient-family is the unit of care, and dignity of the patient-family unit is the
object of the process of dignity management. Dignity of the patient-family unit is
composed of the dignity of the patient and dignity of the family in hospice. Family here
mainly refers to the primary family caregiver of the dying patient. The process of
attending to the dignity of the patient-family unit in hospice aims to describe the
changing focus of dignity management process with regard to the dignity of patient and
the dignity of family in the patient-family unit in hospice.
From Figure 8, it is easy to see that the dignity of the patient-family unit in
hospice is changing internally during the process of dignity management. Specifically, it
means in each time slot, focus of the management process can either be the dignity of the
patient or the dignity of the family in the unit, depending on the actual situation and the
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needs of the patient and the family. The main object of dignity management process
could shift from the dignity of the patient to the dignity of family, and then shift back to
that of the patient, along with the changing situation and needs of the patient and family.
In the period of bereavement, the dignity of family is the only focus of the dignity
management process. In summary, at different times in the journey, there is more
attention sometimes to the patient, sometimes to the family. Strategies to support the
dignity of a particular object of care, either the patient or the family, were reported above.
Summary
In this chapter, the core part of the model of dignity in hospice (MDH) was
reported as the preliminary model of dignity management (MDM) in hospice.
“Acknowledge,” “define,” “prepare,” and “manage” were identified as the steps to
manage dignity in hospice. The process of dignity management involves the four steps,
flowing from “acknowledge”, “define” to “prepare”, and then “manage” as the final step
to formalize the whole process. Themes within each step showed how to complete each
step. Themes in those four steps can be explained by components in the model of dignity
in hospice (MDH), but they were re-organized to explain the process of dignity
management. These components include the definition of dignity, qualifications of health
care providers, agency environment, and a comprehensive understanding of application
of dignity in hospice.
Differently, the step of “manage” in the preliminary model of dignity
management (MDM) focuses on strategies to support dignity and processes of attending
to dignity in hospice, which is the information primarily reported in this chapter.
Strategies to support dignity of the patient and family were synthesized from data. Data
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collected in this study were synthesized into themes based on the definitions of dignity
for the patient and family, these themes were then classified into categories, including
practice, daily performance, communication, and relationship, as well as patient selfmanagement of dignity in hospice. Then, by linking the synthesized strategies with the
timeline of hospice, the processes of attending to dignity in hospice were developed.
The process of attending to dignity refers to the collaborative work between hospice staff,
family, and patients aimed at attending to dignity of the patient and family over time, as
well as the accompanying actions and interactions. The processes of attending to dignity
reported in this chapter include the process of attending to dignity within the patientfamily unit, the process of attending to dignity of patients, the process of attending to
dignity of the family, as well as the process of attending to dignity of the patient-family
unit.

162

CHAPTER 7
CASE REPORT
Introduction
The definitions of dignity for both patients and family, the model of dignity in
hospice (MDH) which explained dignity as a phenomenon in hospice, and the
preliminary model of dignity management (MDM) which described the process of
dignity management and processes of attending to dignity in hospice, are the main
findings of this study which have been reported in Chapter 4, 5, and 6. Aim of this
chapter was to describe and tentatively verify the preliminary model of dignity
management (MDM) in hospice using the two cases in this study: the case of Mr. A and
the case of Mrs. M. Following a comprehensive report on each case, proposed categories
or steps, themes and sub-themes of the preliminary model of dignity management (MDM)
in hospice were specially described using the cases of Mr. A and Mrs. M as examples to
explain and support them.
Case A: Mr. A
Mr. A in Hospice
Mr. A was an eighty-six year old man, he worked as a mechanical engineer for a
living. Mr. A was admitted in the hospice program of the residential hospice on
September 28th, 2013 with a terminal diagnosis of prostate cancer which had metastasized
to kidney and stomach. He had been receiving hospice service at home until March 10th,
2014, then he was transferred to the hospice residence and died on April 22nd, 2014, at the
hospice home. Mr. A was recruited on January 15th, 2014 and was in this study until he
died. Wife. P was the primary family caregiver for Mr. A, was recruited on January 21st,
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2014, and was in this study until late May. Both Mr. A and Wife. P were well aware of
Mr. A’s terminal diagnosis and his impending death. Nurse.M and HHA.S were the
primary formal caregivers for Mr. A when he was in the hospice program at home.
Professional services were provided to Mr. A and Wife. P by the interdisciplinary team
from the residential hospice. Staff members of the interdisciplinary team mainly included
nurses, physician, home health aides, social worker, spiritual and bereavement counselor,
and volunteers. In addition, appropriate social supports were offered as needed.
Issues and Needs
Mr. A had a good understanding of his prognosis of less than 6 months, and he
said he was ready to die. Before coming to the hospice residence, Mr. A lived at home
with Wife. P who was the primary family caregiver. Since Mr. A was fairly independent
before he got sick, he needed time to accept of the fact of having to be cared; and time to
adjust to life at the residential hospice was needed after he transferred from home to the
hospice residence. The main distresses Mr. A suffered were uncertainty, grief and
depression, and pain and fatigue in later stage of life. Mr. A was cared for mainly by
Wife. P at home, but also got support from other family members, friends, volunteers,
and community. Mr. A had no specific religious belief, but mostly he accepted the reality
of the coming death, and meanwhile he wished to have a death that was under his control.
Feelings of uncertainty regarding the dying process and the psychological and existential
distress caused by uncertainty were identified as main issues Mr. A had. Mr. A most of
the time wished the end came at the time he expected, but sometimes he hardly accepted
the fact of the impending death. In terms of coping ability, before significantly declining,
Mr. A had good sense of control of his death, although he experienced intermittent
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episodes of depression and became worried when noticing new symptoms; when he was
actively dying, his pain was significantly increased, but under well control. Meanwhile,
he was getting more and more confused. Besides Mr. A, Wife. P also had a good
understanding of the patient’s diagnosis and prognosis. Wife. P had strong selfadjustment ability, both psychologically and spiritually. However, due to her own illness,
she needed more support on personal care and daily affairs. Overall, Wife. P had been
coping well most of the time, including the period of bereavement.
Dignity Management for Mr. A
Acknowledge and Define
Allowing patients to live their last days in comfort and die with dignity are the
key mission of the residential hospice. All hospices, including the residential hospice in
this study, believe that each individual has the right to die with dignity. All staff in this
study repeatedly addressed the significance of dignity in hospice and admitted treating
patients and family with dignity as their responsibilities and obligations. In terms of
offering and supporting dignity, staff members in this study always ask themselves two
questions: first, whose dignity is getting supported? Second, what are their
understandings of dignity? Those two questions always work, especially when there are
conflict ideas between staff and the patient and family.
“Sometime people make hard choices, but we honor their choices, even though
they might not be something that we would choose for him/her. If it really
reinforces his/her sense of dignity, we respect and support him/ her.” (IV.SW.P)
With regard to the Case of Mr. A, Mr. A and Wife. P were considered together as
the unit of care. Staff applied dignity in practice based on what they considered as
dignified care, which they learned from their experience with the patient and family;
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meanwhile, care was individualized according to the needs of Mr. A and Wife. P. For
example, Mr. A preferred to stay at home receiving care, and staff supported his dignity
by respecting his choice and allowing him to get care at home.
“It (the hospice service) supported that part of our humanness because of its
availability, because of its timelessness, because this is Mr. A wants, he wants to be
home, I want him to be home, and they provided that.” (IV. Wife. P)
Based on the observations, interviews with Mr. A, Wife. P, and the hospice staff,
as well as the information from chart review, dignity-related concerns of Mr. A and Wife.
P were synthesized and are presented in Table 6 . Time slots specific to hospice for Mr. A
are also reported in the table below. Since data were not collected before Mr. A was
recruited to this study, “pre-admission” and the time of “admission” in Case Mr. A refers
to the time right before and after being transported to the hospice residence, rather than
being admitted to the hospice program.
Table 6: Dignity-related concerns of the case of Mr. A
Mr. A
Respect
Being informed
Having choices

Wife. P
Respect
Being informed

Admission
(03/10)

Respect
Having choices
Self-adjustment

Respect
Being involved

In Hospice
(01/15-03/12)

Maintenance of comfort
Privacy
Being informed
Respect
Autonomy and independence
Being human and being self
Having choices
Existential concern

Being informed and involved
Being capable
Family well-bing
Respect
Physical and psychosocial comfort
Maintain normalcy

Actively Dying
(04/13-04/22)

Maintenance of comfort
Being human and being self
Respect
Companionship

Being informed
Being capable
Physical and psychological well-being
Respect
Family self-adjustment

Pre-admission
(-03/10)
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Death
04/22

Respect: how to die, where to die, who Being informed
to be with, and so on.
Respect

Bereavement
04/22-June

N/A

Bereavement
Self-adjustment
In memory of the deceased family

Prepare
How to be well-prepared to offer dignified care is not the focus of this study;
however, being prepared and being qualified to offer dignified care were regarded as
extremely important to attend to dignity in hospice. Mr. A showed his appreciation to the
hospice staff for their adequate preparation and high professional qualifications by saying:
“We made a list of questions that we wanted to get answered, and when the nurse
came and talked to us, we couldn’t ask one question because during the talk with us
she answered every question that we had on the list in advance without us asking. I
was impressed.” (IV.Mr.A)
“If they were not supporting my dignity, they will no longer be there. But they do,
there is no way I can say they don’t.” (IV.Mr.A)
Mr. A and Wife. P were surprised many times by the residential hospice, which
could imply that staff supported the dignity of the patient-family unit more than they
expected. This can be achieved through integrating and applying dignity in the context of
hospice. The process of preparing for the environment, as a long-term team work, usually
happens simultaneously with the process of managing environment in the step of
“manage.” Particularly in the case of Mr. A, the environment included the psychosocial
environment hospice staff brought to Mr. A’s home and the physical and psychosocial
environment in the hospice residence.
Manage
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Managing dignity in hospice is composed of management of the environment,
people involved in the managing process, strategies to support dignity, and processes of
attending to dignity in hospice. The physical and psychosocial environment of the
residential hospice was described in Chapter 5. The residential hospice in this study has a
dignity-supporting environment, which was supported by Mr. A stating:
“Places like that (the residential hospice) we have to have, everybody has to have
some place like that in their life when it comes to the trail, you are gonna have some
places that are willing and able to handle things that come up in a positive manner.
And we are lucky we have places like that.” (IV. Mr. A)
Referring to the dignity-related concerns of Mr. A and Wife. P and based on data
from this study, strategies to support dignity of the case of Mr. A were reported below in
the process of attending to dignity within the patient-family unit (Figure 9), the process of
attending to the dignity of Mr. A (Figure 10), and the process of attending to the dignity
of Wife. P (Figure 11). All factors, including the patient, the family, and strategies to
support dignity, were connected together and linked as a process by the timeline, from
pre-admission, at the time of admission, in hospice to actively dying, the time of death,
and bereavement.
In terms of dignity management of the patient-family unit of the case of Mr. A, a
particular phenomenon along with the dignity management process for Mr. A was the
process of negotiation and compromise between Mr. A and Wife. P. Below is an example:
“I wanted to set up several services to help them, especially to help his wife who
was taking care of him and has her own health problems, but that is a tricky thing
about dignity because he (Mr. A) just wanted the one thing, he wanted us, he
didn’t want anything else, but she (Wife. P) did, she wanted the help for the
laundry, the shopping. That is a dignity issue between the two of them. In this
case, she decided with a little bit more discussion with him. She talked to him and
knew how to work Mr. A.” (IV.SW.P)
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Figure 9: The process of attending to dignity within the patient-family unit of the case of
Mr. A

Pre-Adm
ission

Admis
sion

Strategies:
Respect
Offer autonomy/control
Fully understand
Maintain comfort/peace
Well inform patient
Trustable relationship

Actively
Dying

In
Hospice

Strategies:
Respect
Maintain humanity and self
Offer autonomy/control
Offer companionship
Maintain comfort and peace
Maintain and offer privacy
Dignified care and treatment
Fully understand
Maintain normalcy
Well inform patient
Basic courtesy
Promote existential satisfaction
Social support
Meaningful relationship
Support family dignity

169

Death

Bereav
ement

Strategies:
Respect
Offer companionship
Memory after death

Figure 10: The process of attending to the dignity of Mr. A in hospice
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Figure 11: The process of attending to the dignity of Wife. P in hospice
Case B: Mrs. M
Mrs. M in Hospice
Mrs. M was an eighty-eight year old woman, and a retired biologist. Mrs. M
enrolled in the hospice program of the residential hospice on January 22nd, 2014, with
diagnoses of small bowel obstruction and depressive disorder. This was the second time
she was in this hospice program; she had received hospice service at home once before.
Mrs. M had been staying at the hospice residence until June 18th, and she was discharged
from hospice due to ineligibility. She then moved back to her original place in a
retirement community. Mrs. M was recruited into this study on February 11th, 2014, and
was in this study until she was discharged. Daughter. S was the primary family caregiver
for Mrs. M. Both Mrs. M and Daughter. S were well aware of Mrs. M’s impending death.
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Nurse. L was the primary nurse for Mrs. M when she was in the hospice residence.
Professional services were provided to Mrs. M and Daughter. S by the interdisciplinary
team at the residential hospice. Staff members of the interdisciplinary team mainly
include nurses, physician, home health aides, social worker, spiritual and bereavement
counselor, and volunteers. Meanwhile, social support from church and friends were also
provided.
Issues and Needs
Mrs. M, who was well aware of her prognosis of less than 6 months and was
ready to accept end of life, was admitted to the residential hospice with an unusual
admitting diagnosis of small bowel obstruction. Before coming to the hospice residence,
Mrs. M lived in a retirement community for many years, thus adjustment to life at the
hospice residence was needed. The main distresses Mrs. M suffered were pain, grief and
depression, and fatigue. Mrs. M got supports from both family and community, such as
daughter and son-in-law visiting frequently with loving support, and friends and
volunteers also visiting regularly. With regard to spiritual strengths, since Mrs. M has
strong religious belief, she accepted the reality of the coming death and had faith in the
eternal life beliefs, and meanwhile hoped for a peaceful death. However, feeling a loss of
spiritual meaning and connection was identified as another main issue Mrs. M had,
although she appreciated her daughter, son-in-law, and her friends, as well as the pastor
for their support. Overall, she wished her end came sooner rather than later. In terms of
coping ability, Mrs. M wanted to die quickly, she felt depressed and had no appetite.
Besides Mrs. M, the family of Mrs. M also had a good understanding of patient’s
diagnosis and prognosis. Potential distress of the family of Mrs. M included grief and
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burdensome duties on care and their own work. However, family, here referring to the
primary family caregiver Daughter. S, seemed to be coping well most of the time. Since
Mrs. M had been in hospice and hospital before, Daughter. S had developed positive
coping skills and healthy anticipatory grief; and also she accepted self-limitation as a
family caregiver.
Dignity Management for Mrs. M
Acknowledge and Define
With regard to the Case of Mrs. M, Mrs. M and Daughter. S were considered as
the major part of the unit of care. Similarly, staff applied dignity in practice based on the
understanding of the patient and family, and care was offered individually according to
the preferences of Mrs. M and Daughter. S. For example, Mrs. M was very proud of her
accomplishes and she liked teaching, this implied a way to attend to her dignity.
“She loves teaching, so I always try to be the student to let her teach me, and I
think that gave her some real some self-esteem, some dignity.” (IV.SC.N)
Dignity-related concerns of Mrs. M and Daughter. S are synthesized and
presented in Table 7. Time slots specific to hospice for Mr. A are also reported in the
table. As Mrs. M was discharged from the residential hospice, instead of ending up with
dying there; therefore, information specific to “actively dying,” “the time of death,” and
“bereavement” was missing in the case of Mrs. M.
Table 7: Dignity-related concerns of the case of Mrs. M
Pre-admission
( -01/20)

Admission
(01/20)

Mrs. M
Being informed
Respect
Autonomy and independence
Having choices

Daughter. S
Being informed
Respect

Respect
Having choices

Being informed
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In Hospice
(01/20-06/18)

Being informed
Respect
Autonomy and independence
Having choices
Maintenance of comfort
Maintain normalcy
Existential and spiritual satisfaction
Companionship and social support

Being informed
Physical and psychological well-being
Being capable
Self-adjustment

Discharge
(06/18)

Being informed
Respect
Having choices
Maintenance of comfort

Respect
Being informed

Prepare
Since Mrs. M was in this hospice program before, she trusted the people here and
was satisfied with the services been offered. Mrs. M was happy to come to the hospice
residence, and she believed that staff here would take care of her well. All of these could
express how well-prepared staff of the residential hospice was. Mrs. M clearly stated that
she was impressed by the high professional qualifications of staff in the residential
hospice and was satisfied with the care she received.
“Staff here are well-trained, I am very satisfied with their care.” (IV.Mrs.M)
“I walk, but not every day; sometimes I feel dizzy. The aide xx, she is particularly
good at foreseeing dizzy. When I walk with her and at the time I feel dizzy she can
see that and ask do I want to sit down for a while. I appreciate that.” (IV.Mrs.M)
Manage
Referring to the dignity-related concerns of Mrs. M and Daughter. S and based on
data from this study, strategies to support the dignity of the case of Mrs. M are reported
below in the process of attending to dignity within the patient-family unit (Figure 12), the
process of attending to the dignity of Mrs. M (Figure 13), and the process of attending to
the dignity of Daughter. S (Figure 14). Similarly, all factors related to the dignity of the
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Case of Mrs. M are connected together and linked as a process by the timeline, from preadmission, at the time of admission, in hospice to discharge.
A phenomenon particular to Mrs. A was “discharge and re-admission.” The first
time when Mrs. M was in hospice, her main issue was depression. During that time, she
tried to isolate herself, to just stay at home, and she rejected most of the suggestions the
daughter and hospice staff brought up. This time she was more open, although she still
experienced depression. She enjoyed the discussion and review of life with family, and
she liked people visiting her. Therefore, offering companionship was identified as one of
the main strategies to support her dignity.
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Figure 12: The process of attending to dignity within the patient-family unit of the case of
Mrs. M
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Figure 13: The process of attending to dignity of Mrs. M in hospice
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Figure 14: The process of attending to the dignity of Daughter. S in hospice
Summary
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This chapter reported how dignity in the cases of Mr. A and Mrs. M were
managed in hospice based on the preliminary model of dignity management and the
processes of attending to dignity in hospice. The case of Mr. A includes Mr. A and Wife.
P as the primary family caregiver; the case of Mrs. M includes Mrs. M and Daughter. S,
who was the primary family caregiver. A comprehensive report on each case included
demographic information, hospice care history, awareness of diagnosis and prognosis,
services received, and staff involved in care, as well as issues and needs particular to each
case. Following the steps of “acknowledge and define,” “prepare,” and “manage,” dignity
management for each case was elaborated on with examples from the two cases as the
support. Specifically, dignity-related concerns of each case, including concerns of the
patient and concerns of family, evidence of how care providers were well-prepared, and
time slots specific to each case were described. In addition, strategies to support dignity
of each case were presented in the processes of attending to dignity of each case,
including the process of attending to dignity within the patient-family unit of Case Mr. A,
the process of attending to the dignity of Mr. A, the process of attending to the dignity of
Wife. P, the process of attending to dignity within the patient-family unit of Case Mrs. M,
the process of attending to dignity of Mrs. M, and the process of attending to the dignity
of Daughter. S in hospice.
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CHAPTER 8
DISCUSSION
Introduction
Findings of this study were discussed in the context of existing literature and
compared with previous studies in relation to dignity in end-of-life care. This chapter
discusses the definition of dignity for patients and family in hospice and the phenomenon
of dignity in hospice with focus on the components in the model of dignity in hospice
(MDH), and then a comparison of models in relation to dignity in end-of-life care is
conducted, following that is the discussion on the preliminary model of dignity
management (MDM) in hospice, the processes of attending to dignity, and strategies to
support dignity in hospice. In addition, this chapter also discusses the preliminary model
of dignity management (MDM) in hospice in terms of verification and application of the
model. Next, reflections on current findings are presented, which aim to place current
findings in the context of existing literature and to highlight the significance of current
findings and their potential contributions to health literature. The latter part of this
chapter discusses the contribution of this study to scientific knowledge, strengths and
limitations of this study, impacts of this study, including the impacts on the researcher,
the interdisciplinary care team, and the patients and family in this study, and implications
of this study on the areas of research, practice, policy and education.
Discussion on the Definition of Dignity
The Definition of Dignity for Patients in Hospice
Associating the term dignity with the dying process makes the definition of
dignity more complicated. Dignity for patients in hospice was identified as a changing
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concept in this study due to the changing health status of the patient, the changing level
of independence, and the increasing needs for care; therefore, dying with dignity was
considered as a dynamic process changing over the trajectory of illness. This conclusion
was consistent with findings of previous studies which reported that perceptions of
dignity may be subject to change caused by the advancing illness, which could change
the order of priority among the various dignity themes (Chochinov, Hack, McClement,
Kristjanson, & Harlos, 2002). In addition, similarly reports from other studies, such as
Allmark (2002), stated that dignity is developed through one’s life and interpersonal
relationships; Chochinov (2006) proposed that dignity is individualistic, transient and can
be affected by personal and social factors; and Leung (2007) argued that dignity is
intrinsically constructed with a particular self, thus dying with dignity means different
things based on an individual’s historical, social, and cultural contingencies, dignity was
declared in this study as a social, individualized, and cultural-sensitive concept.
In an integrative review paper, Guo and Jacelon (2014) proposed that patients and
health professionals have similar understandings of the definition of dignity for dying
patients. Even with a limited number of cases in this study, it is easy to see the shared
understanding of the dying with dignity. For example, both patients and staff considered
dignity as a human right; they both stated that dignity means respect; they agreed that
offering choices, being able to make decision, and maintaining autonomy and control
were important to preservation of dignity for dying patients; they admitted the importance
of offering and maintaining privacy for patients in hospice, although it might be hard
because of patients’ increasing need for personal care; in addition, both patients and staff
maintained that patients should be well-informed, as appropriate and according to their
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preference. Furthermore, all staff participants in this study stated that their understanding
of the definition of dignity for patients was based on patients’ understanding of their
dignity, which implies that dignity in hospice is patient-centered, and this is supported by
Pleschberger (2007) who stated that patients’ personal preferences were generally
considered as central to dying with dignity.
Themes constituting the definition of dignity for dying patients are consistent with
those from previous studies. Themes, such as “a human right,” “autonomy and
independence,” “respect and honor,” “comfort and peace,” “being human and being self,”
“trust-based relationship,” “dignified care and treatment,” “privacy,” and
“existential/spiritual satisfaction” were overlapped with findings from other studies
(Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002; Doorenbos, Wilson, &
Coenen, 2006; Enes, 2003; Gamlin, 1995; Hall, Longhurst, & Higginson, 2009; Karlsson
& Berggren, 2011; Periyakoil, Kraemer, & Noda, 2009; Pleschberger, 2007; Pullman,
2004; Tait & Hodges, 2009; Vosit-Steller, White, Barron, Gerzevitz, & Morse, 2010;
Wilson, Coenen, & Doorenbos, 2006). Unique themes of the definition of dignity for
patients in hospice discovered in this study are “having choice and being able to choose”,
“being informed and full understanding”, “living with dignity”, and “protecting and
supporting family”. “Having choice and being able to choose” to some extent was
overlapped with “autonomy and independence”; however, the theme of “having choice
and being able to choose” proposed in this study emphasized more on staff’s efforts to
offer choices in decision making process, so that patients could have opportunities to
choose, to make their decisions. Another theme, “being informed and full
understanding,” was particularly pointed out by staff and patients in this study when
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being asked to define dignity. However, it was suggested to consider this theme together
with dignity as an individualized concept; thus, “being informed and full understanding”
specifically means to be able to get the information patients want to know, so that they
could have a “full understanding” of their situation, according to their view. Since dying
is a part of living, so it is easy to understand that dying with dignity means living with
dignity. In addition, a death is good or bad depends not only on what happens to the
dying patient, but also what happens to the family (McDonald, 2004), this supported the
finding of this study: dying with dignity requires staff to protect family and to support
their dignity.
A well-known definition of dignity for terminally-ill patients was developed by
Chochinov and his research team (Chochinov, Hack, McClement, Kristjanson, & Harlos,
2002), who did an inductive analysis of qualitative interviews conducted with 50
palliative cancer patients and proposed an empirically derived model of dignity in the
terminally ill. Three elements that contribute to dignity in palliative care in their model
were: a) illness-related concerns which refers to things that result from the illness itself,
and threaten to, or actually do, impinge on the patient’s sense of dignity (Chochinov,
2002; Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002); b) dignity conserving
repertoire which speaks to ways of looking at or coping with one’s situation (Chochinov,
2002; Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002); and c) social dignity
inventory which points to social issues or relationship dynamics that enhance or detract
from a patient’s sense of dignity (Chochinov, 2002; Chochinov, Hack, McClement,
Kristjanson, & Harlos, 2002). Themes of the definition of dignity for patients in hospice
proposed in this study could fit their model well. Specifically, “comfort and peace,”
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“being informed and full understanding,” and “dignified care and treatment” are the
management of physical and psychological symptoms, thus they belong to the category
of “illness-related concerns;” “having choice and being able to choose,” “being human
and being self,” “respect and honor,” “existential/spiritual satisfaction,” “autonomy and
independence,” and “living with dignity” are about what patients prefer their situation to
be and how to cope with their situation, thus they fell into the category of “dignity
conserving repertoire;” and “respect and honor,” “privacy,” “trust-based relationship,”
and “protecting and supporting family” could be explained as environmental or external
influences on the patient’s sense of dignity, so they are part of “social dignity inventory.”
The Definition of Dignity for Family in Hospice
McDonald (2004) argued that not just what happens to the dying person, but also
what happens to the family makes a death good or bad, so providing dignified care to
patients was suggested to extend to the family, friends, and even the community.
Furthermore, since families are part of the care unit and they play a key role in the dying
process, they are supposed to be included in dignity support interventions. However, right
now few studies have been done to explore the dignity of family members who are also
the recipient of hospice care. This study proposed the definition of dignity for family in
hospice, based on data from family and hospice staff.
One the one hand, family members as caregivers have the responsibilities and
obligations to respect dignity of the patient. One the other hand, in order to effectively
support dignity of the patients, caregivers should also possess dignity (Haddock, 1996).
Therefore, with respect to dignity of family in hospice, this study proposed aspects of
dignity specific to the dual-role of family in hospice: care-receiver and care-giver. As part
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of the unit of care, family should be respected as human beings and unique individuals,
and they should be treated equally regardless of personal backgrounds. Family members,
as care-receiver, are not so centered in the unit of care as the patient; as care-giver, they
are not so professional as the interdisciplinary team, so they could be uncomfortable on
both roles in some situations. Therefore, to support family dignity is to make them feel
comfortable in hospice, either as a care-receiver to get care or as a care-giver to offer care.
Family, as part of the caregiving team in hospice, would like to be involved in team work
and preferred to be well-informed regarding what is going on with their loved ones.
Meanwhile, in order to be dutiful to the patient, family members are eager to be capable
to take care of the patient, and to feel valuable to the patient at the last stage of their loved
one’s life. This is just “self-regarding” dignity which means to honor the dignity of self, it
requires an appraisal and recognition of one’s own value and worth, and it is closely
related to individuals’ inner feelings and roles (Gallagher, 2004; Milton, 2010). However,
family could be easily overwhelmed due to reasons such as physical and psychological
distress, heavy burden in daily living and work, and so on; therefore, staff addressed the
importance of offering them personal space and time to preserve family’s dignity. In
addition, the dignity of family was discovered in this study to be highly related to patient
dignity and the relationship between patients and family. Family and staff in this study
stated that respecting the patient’s dignity is to respect family’s dignity, and to respect
family dignity is to help them have quality time with the patient.
Discussion on the Phenomenon of Dignity in Hospice
Dignity as a Phenomenon: the Model of Dignity in Hospice
Preservation of patient dignity is an important focus in end-of-life care and
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research. People experiencing end-of-life care often fear loss of dignity (Chochinov,
Hack, McClement, Kristjanson, & Harlos, 2002). However, dignity, as an individualized
concept, means different things to different patients and their families, depending on the
individual’s historical, social and cultural perspectives. Therefore, dignified care was
suggested to comprise a broad range of care actions based on a holistic understanding of
the sources of distress that might impact on the patient’s sense of dignity (Chochinov,
2002). Furthermore, as Zeytinoglu (2011) suggested, the family and the patient should be
viewed as a whole unit, this study took the patient-family as the unit of care and the
model of dignity in hospice (MDH), the preliminary model of dignity management
(MDM), as well as strategies and processes of attending to dignity developed in this
study are all patient- and family-centered.
In order to support the dignity of patients at end of life, it was suggested that the
environment should be created to help them feel worthy of compassion and support,
rather than to feel embarrassed or to feel they are a burden (Guo & Jacelon, 2014). This
study investigated the broader range of environment which includes patients, family, staff,
the residential hospice, and also the community patients and their family were in.
Furthermore, the particular environment in hospice, including physical environment and
social environment, was further discussed. In addition, dignity in hospice is managed by
the interdisciplinary team through team work, thus quality of team work matters in terms
of offering dignified care. Besides professional capability of the team members, staff
personal emotion, and relationships with other staff members, organizational factors were
commonly indicated that might affect the quality of team work (Rodriquez, 2011).
Organizational factors include work environment (Lawless & Moss, 2007),
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organizational structure, resources and policy (Dwyer, Andershed, Nordenfelt, &
Ternestedt, 2009; Lawless, 2008), and work load (Lawless & Moss, 2007). All those
were included in the description of the phenomenon of dignity in hospice in Chapter 5.
The interdisciplinary team in hospice, as professional caregivers, were fully
described in terms of their qualifications, including awareness, attitude, knowledge, and
skills. These qualifications are highly related to and could express another term,
“professional dignity.” Health professionals as human beings have basic dignity within
them regardless of their profession (Stievano, Marinis, Russo, Rocco, & Alvaro, 2012).
Although professional dignity is not the focus of this study, the concept "dignity" is
important to health professionals not only because professional dignity can affect their
ability to respect and support patients’ dignity, but also because dignity is an intrinsic
human and worker right, and it is a critical factor in sustaining development of healthy
workplaces and healthy workforces (Gallagher, 2004; Lawless & Moss, 2007). Being
able to respect other people’s dignity and being competent to provide dignified care could
promote staff’s sense of dignity. Furthermore, health care, especially nursing care,
consists of not only the needs of the patient but also the responsibility and competency
that health care providers adopt to meet those needs (Gastmans, 2013). The American
Nurses Association Code of Ethics (2001) states that nurses have the responsibility to
preserve integrity and safety, to promote competence, and to continue personal and
professional growth.
In addition, as other scholar suggested, family members are important to dying
patients and should be included in the plan of care (McDonald, 2004). When describing
the phenomenon of dignity in hospice, this study considered the patient and family as the
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unit of care in hospice, thus the model of dignity in hospice (MDH) is a patient- and
family-centered model. The dual-role played by family in hospice was addressed in the
model of dignity in hospice (MDH) and the preliminary model of dignity management
(MDM), and the role of family were elaborated in the section of introduction to the
patient-family unit in Chapter 5. Furthermore, the four processes of attending to dignity
in hospice detailed the changing role and position of family in hospice care in terms of
management of dignity, as both a care-receiver and a care-giver.
Comparison of Models of Dignity in End of Life
There were several theoretical models in relation to dignity in end-of-life care that
have been developed. The Dignity Model, which is a well-tested and validated model,
was developed by Canadian scholars Chochinov and colleagues based on patient data.
This model indicated three primary resources that affect patients’ sense of dignity:
illness-related concerns, dignity-conserving repertoire, and social dignity inventory
(Chochinov, 2002; Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002). In
addition, dignity was explained as a concept in terms of its intrinsic and extrinsic
components in two other models. Pleschberger (2007) developed the Dignity Conceptual
Model based on the perspectives of older nursing home residents in western Germany
regarding the meaning of dignity with regard to end-of-life issues. Dignity in this model
was differentiated into personal dignity and relational dignity, which have been
mentioned above in the review of literature chapter. Similarly, dignity in the Theoretical
Model of Preservation of Dignity, developed by Periyakoil et al (Periyakoil, Kraemer,&
Noda, 2009) based on a survey of 100 American care providers from across disciplines in
geriatrics and palliative care, was classified into intrinsic and extrinsic dignity. Another
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model is the Dignity-Driven Decision-Making Model developed by Vladeck and
Westphal (2012). They applied dignity in decision-making process and then proposed a
patient- and family-centered care for terminal patients based on their model with the
purpose of offering comprehensive care for people with advanced illnesses.
Similar to the Dignity Model proposed by Chochinov (2002), the model of dignity
in hospice (MDH) developed in this study demonstrated factors that might be able to
influence patient’s dignity, such as environment of the hospice residence, communication,
qualifications of the interdisciplinary care team, and so on. Same as the Dignity-Driven
Decision-Making Model (Vladeck & Westphal, 2012), the model of dignity in hospice
(MDH) is a patient- and family-centered model, which considered the experience of the
patient and family as a key outcome of the care and meanwhile both models addressed
the collaborative work among healthcare providers, patients, families, and other
supportive resources as critical to the provision of dignified hospice care. Differently, the
model of dignity in hospice (MDH) was developed in this study to explain the context of
dignity management in hospice, so it includes a broader range of elements, including not
just the patient, the family, the interdisciplinary team, but also elements such as
environment, resources, policy, and services, located in the organizational or community
level. Since the model of dignity in hospice (MDH) is a broad framework, unlike other
models, the definition of dignity was not explained in a detailed way in this model, even
though it is central to it. Unlike the Dignity-Driven Decision-Making Model which
emphasized the process of decision making, the model of dignity in hospice (MDH) takes
the process of dignity management as a core category.
Discussion on Dignity Management in Hospice
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The Preliminary Model of Dignity Management in Hospice
The preliminary model of dignity management (MDM) in hospice is unique since
currently no such theoretical model exists in current literature. Specifically, it is special in
that it provides health professionals with guidance on how they can manage the dignity of
the patient-family unit in hospice, from recognizing dignity as an important phenomenon
in hospice and understanding the definition of dignity, to preparing themselves and
offering dignity-conserving care. The four steps of the preliminary model of dignity
management (MDM) could help health professionals to self-assess their dignity
caregiving competencies. The categories and themes of the preliminary model of dignity
management (MDM) can stimulate discussions with health professionals regarding what
may be of importance for them to provide dignified care and what may be the strategies
to achieve that.
Scholars suggested that to achieve the goal of preservation of dignity in hospice,
health professionals should understand the meaning of dignity for patients and their
families, and should also enrich their knowledge and enhance their skills to provide
dignified care (Baillie, Ford, Gallagher, & Wainwright, 2009; Jackson & Irwin, 2011;
Lawless, 2008). That is to say, health professionals need to be well-prepared in
knowledge, skill, and attitude in order to be able to provide dignified end-of-life care
(Chochinov et al., 2005; Guo & Jacelon, 2014; Leung, 2007; Vladeck & Westphal, 2012).
The preliminary model of dignity management (MDM) in hospice was specially
developed to offer health professionals a better understanding of how to integrate dignity
in hospice over time and how to integrate health professionals’ understanding of dignity
with their awareness, attitudes, knowledge, and skills that would be used in clinical work.
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In addition, the module/category of “manage” is particularly practical, with focus on
actions and interactions regarding attending to the dignity of the patient and family.
Staff participants in this study stated that patients’ dignity should be integrated
into hospice before they are admitted into the hospice program. Guo et al (Guo, Jacelon
& Marquard, 2012) developed a model of palliative care in illness trajectory which
suggested that bereavement care should be continuously provided for families after the
patient’s death. Taking these into account, the timeline of hospice was divided into six
time slots, which are pre-admission, the time of admission, in hospice, actively dying, the
time of death, and bereavement period, or discharge. The preliminary model of dignity
management (MDM) can be used in any of the time slots, although focused steps may
vary. For example, during pre-admission, staff may spend more time of the steps of
“acknowledge,” “define,” and “prepare.” During the time in hospice, four steps in the
preliminary model of dignity management (MDM) in hospice may go simultaneously
with a focus on the step of “manage.” In the period of bereavement, staff always switches
their attention to family, thus the steps of “define,” “prepare” and “manage” will be
adjusted to manage dignity of the family in hospice.
Overall, the preliminary model of dignity management (MDM) in hospice
proposed in this study provides a new perspective that can enhance care for terminally-ill
patients and their families. The practical nature of the model may allow the researchers to
develop testable hypotheses regarding management of dignity in hospice. The
preliminary model of dignity management (MDM) in hospice is considered sufficiently
narrow in scope that research can focus on individual caregiver as well as groups who
have the responsibilities and obligations to offer dignity in hospice. Meanwhile, the
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model is also broad because it can be applied to a wide range of health professionals
working in end-of-life circumstances regardless of their expertise or job roles.
Attending to Dignity in Hospice
Quality care aims at support of the dignity of the human person in all his or her
dimensions and also succeeds in realizing this intention in practice (Gastmans, 2013).
Consistently with this principle, staff in this study indicated that their understanding of
dignity was referred to the perspective of patients and family, which guided the way they
attended to the dignity of patients and family in hospice. Thus, strategies synthesized in
this study and the proposed processes of attending to patient dignity in hospice are
patient- and family-centered. Furthermore, prior to the step of “manage,” the previous
steps of “acknowledge,” “define,” and “prepare” described what staff can possibly do to
make sure that the strategies they may use to attend to the dignity of the patient and
family can meet their needs; and the repeating of the four steps in the preliminary model
of dignity management (MDM) over time could ensure staff to succeed in realizing the
intention of attending to dignity in patients’ and family’s dimensions in practice.
Strategies to support the dignity of the patient-family unit mainly refers to the
strategies the interdisciplinary team used to attend to the dignity of the patient and family
in hospice. Strategies in this study were classified into four categories: “practice,” which
refers to strategies used in clinical practice to support dignity in hospice; “daily
performance,” which means strategies used in patients and family daily living to support
their dignity; “communication,” which specifically refers to how communication can
support dignity; and “relationship,” which points to how relationships with others can
impact patients and family dignity. These strategies are essentially similar to strategies
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proposed by other scholars, such as respecting patients' rights, autonomy and needs,
protecting patients' privacy in care, improving communication between staff and patients
and families and assisting patients to make informed decisions, recognizing patients'
vulnerability to dignity loss, providing holistic care, improving care environment, and so
on (Baillie, Ford, Gallagher, & Wainwright, 2009; Baillie & Gallagher, 2011; Coventry,
2006; Lin & Tsai, 2011; Tracy & Skillings, 2007). This study also demonstrated that
these strategies interworked with one another to support dignity in hospice. Quality
hospice practice can improve relationships between hospice staff and patients and their
families. Trustable relationships between staff and patients and families can help staff
learn better about the patient-family unit and thus enhance quality hospice care. Daily
performance usually happens simultaneously with hospice care, and they mutual affect
over time in hospice, small acts of kindness in daily living can personalize care and
enhance patients’ and family’s sense of dignity (Chochinov, 2007). Effective
communication has the potential to improve quality hospice care, which is consistent
with the conclusion that quality end of life care requires effective communication
between patients, their family, and the interdisciplinary care team and timely information
provision (Chopra 2001, Selman et al. 2009). High quality communication could enhance
the trust and connection between patients and their health care providers (Chochinov,
2007), which was demonstrated in the strategies relationship figure as communication
improves relationship between patients, family, and staff in hospice.
Although respect for one’s own dignity is equally important to family, it has not
been studied yet. Most of the health literature relating to dignity is patient-focused, and
these reports consistently privilege patient dignity over family dignity. However, in this
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study, although the patient was regarded as the center of the patient-family unit of care,
and patient’s dignity was always placed on a high priority when conflicts happened
between patients and their families, in terms of management of dignity in hospice, the
focus of the management process may continuously have changed over time, depending
on the physical and psychosocial status of patients and family as well as their needs. This
phenomenon was explained in this study by the proposed process of attending to the
dignity of the patient-family unit in hospice.
In addition to strategies used by the interdisciplinary hospice team to support
dignity of the patient-family unit, this study also discovered strategies used by the patient
and family to support each other’s dignity and the strategies used by the patient and
family to manage self-dignity in hospice, based on data. Since families are part of the
care team in hospice and they play a key role in the dying process, they were
recommended to be included in the process of attending to dignity of the patient. Scholars
have pointed out that family function should be taken into consideration and families
should be essential caregivers in dignity management in hospice (Vosit-Steller, White,
Barron, Gerzevitz, & Morse, 2010). Family supported the dignity of their loved ones
through helping with activity of daily living, offering care and companionship, showing
love and respect, and doing life review together with patients before death and holding
memorial service after death. However, evidence on how family supported patients’
dignity in hospice is lacking; findings from this study need to be tested and further
developed. The originality of this study can also be reflected in the proposed strategies
used by patients to support the dignity of the family. Similar to previous studies
(Pleschberger, 2007; Tait & Hodges, 2009), not being a burden to the family was
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revealed as one of the strategies used by the patient to support family dignity in hospice
in this study. Moreover, patients in this study supported their family’s dignity through
showing understanding and appreciation to their family, giving them personal space, and
comforting and encouraging them. Besides efforts from other persons, the dying patient
also needs to fulfill several tasks to achieve a dignified death. Adjusting the self to be
ready to detach from the physical world was the primary result of this study. In terms of
family management of self-dignity, strategies are mainly focused on adjusting to new life
situations and coping with the burdens of their sick family member, preparedness for
death and bereavement, and maintaining their own well-being. However, the fact is
family caregivers often see their own needs as secondary to the patients' needs and pay
less attention to their own needs even though they may recognize the importance of their
own needs (Harrington, Lackey & Gates, 1996).
The terminal illness, burdensome illness-related concerns, and a taxing social
dignity inventory were shown as having deleterious effects on dignity, and these negative
influences might be buffered by a positive dignity conserving repertoire that includes
dignity conserving perspectives and/or dignity conserving practices (Chochinov, Hack,
McClement, Kristjanson, & Harlos, 2002). Managing dignity in this study refers to the
dignity conserving perspectives and dignity conserving practices, it includes respecting
for, maintaining, supporting, and even recovering dignity in hospice. Accordingly,
“strategies” and ”processes” in the step of “manage” are directed at attending to dignity
in hospice. Furthermore, as Chochinov et al (Chochinov, Hack, McClement, Kristjanson,
& Harlos, 2002) stated, given that advancing illness fluctuates in its clinical presentation,
perceptions of dignity may be similarly dynamic and subject to change. Therefore,
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strategies in the processes of attending to dignity may keep changing, it means the mainly
used strategies in each time slot may vary over time. Since this change is up to the patient
or the family’s individual perception on dignity, so the processes of attending to dignity
in hospice, especially strategies that could be used in each time period, should be flexibly
considered in terms of patient/family personal situation.
Verification and Application of the Preliminary Model of Dignity Management in
Hospice
From the two cases in this study, it is easy to see that patients’ and families’
dignity-related concerns were changing over the trajectory of their illness, and thus
strategies used to support their dignity were changing accordingly. Attending to the
dignity of the two cases generally followed the proposed processes; however, they were
different in details. In terms of the trajectory of the illness, the case of Mr. A clearly
demonstrated the processes of attending to dignity from “in hospice” to the end of the
timeline which is “bereavement;” however, the case of Mrs. M did not experience
“actively dying” and “death,” instead, she went through the declining stage of illness and
remained stable and finally was discharged from hospice because of ineligibility. Another
difference is the care setting, since being admitted to the hospice program in September
until transforming to the hospice residence in March, Mr. A had been cared for at home,
right before moving to the hospice residence, Mr. A started declining significantly. In
terms of Mrs. M, she had been staying in the hospice residence from admission until
being discharged. Thereout, Mrs. M is a good case that could explain the processes of
attending to dignity from “pre-admission” to “in hospice” in the setting of a hospice
residence. In accordance with the description of the processes of dignity management,
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strategies used to attend to dignity of the patient and dignity of the family in those two
cases vary in different stages, depending on the changing needs of the patients and their
families.
Primarily following the Straussian (Strauss & Corbin, 1990, 1998) grounded
theory approach, the developed preliminary model of dignity management (MDM) in
hospice is verified to some degree, and it is helpful to inform further action by providing
an understanding of the phenomenon (Annells, 1997). When reporting the two cases,
proposed relations amongst categories or modules, themes and sub-themes of the
preliminary model of dignity management (MDM) were mapped using the two cases as
examples to support them. This in turn resulted in a preliminary model that reflected
associations amongst the categories, themes and sub-themes. The four categories or
modules in the preliminary model represent the major steps of managing dignity in
hospice. In terms of informing practice, the module of “acknowledge” in the preliminary
model could strengthen health care providers’ awareness regarding dignity management
as an essential phenomenon in hospice. The module of “define” of the model could direct
health care providers to understand and define the meaning of dignity from the
perspectives of the patient and the family in the context of hospice. The module of
“prepare” of the model has the potential to guide health care providers to prepare
themselves to be able to delivery dignity-conserving care. Finally, the module of
“manage” focus on actions and interactions that are specific to the processes of attending
to dignity in hospice, and the four processes of attending to dignity in “manage” could
guide health care providers to maintain or bolster dignity of the patient and the family
over the trajectory of illness until bereavement.
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In summary, the preliminary model of dignity management (MDM) and the
processes of attending to dignity in hospice were initially verified by the two cases
reported in this study. Based on that, the tentative application of the preliminary model of
dignity management (MDM) and these processes of attending to dignity in practice were
able to be explored. The preliminary model of dignity management (MDM) and the
processes of attending to dignity in hospice could provide health care provider directions
for a range of patient- and family-centered dignity management interventions; they also
could inspire care managers and health care providers to include dignity as part of the
patient's overall plan of hospice care. However, the preliminary model of dignity
management (MDM) in hospice is a theoretical model developed in the hospice setting,
its applications might be restricted to that specific location of care; furthermore, the
number of patient and family participants in this study is small, therefore, in order to
apply the model of dignity management (MDM) across a broad spectrum of end-of-life
circumstances, it needs to be further developed and tested in non-hospice, albeit palliative
care settings, with more patient, family and staff participants.
Reflections on Current Findings
Dignity in end-of-life care has recently been gaining attention. Scholars have
explored the meaning of dying with dignity and aspects of dignity in end-of-life care
theoretically and empirically. Existing literature on dignity at the end of life mainly
focused on the following categories: meaning of the dignity of patients at the end of life;
factors that influence dignity at the end of life; dignity-related theoretical models;
instrument development and validation; and interventions to maintain and support
patients' dignity. To help people have a comprehensive understanding of this literature,
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Guo and Jacelon (2014) synthesized the meaning of dying with dignity and reported on
common aspects of dignity in end-of-life care in their integrative review paper published
in Palliative Medicine. With regard to this study, besides the exploration of the definition
of dignity for patients and families in hospice, the primary findings are description of the
phenomenon of dignity in hospice, development of the preliminary model of dignity
management (MDM) in hospice, summary of strategies used to support the dignity of the
patient-family unit, and proposal of the processes of attending to dignity in hospice.
Current findings are significantly similar to some of previous findings but also
demonstrate uniqueness in some respects.
The term dignity is gaining increasing attention now. The word "dignity" has been
discussed by many scholars in a variety of ways in different settings. It has been explored
using different methods, such as thinking critically and philosophically about it,
analyzing the concept historically and philologically, asking or observing people to figure
out their understanding of dignity, empirically examining the ways in which certain
groups of persons use the word, or looking to the humanities and considering accounts in
novels, poetry, theatre or the visual arts. In an integrative review paper on dignity in endof-life care published by Guo and Jacelon (2014), they retrieved a total of twenty-eight
reports regarding the meaning of dignity in end-of-life care, including seven theoretical
articles and twenty-one empirical articles. Of them, ten articles reported the meaning
from the perspectives of patients, twelve reported the meaning from the perspectives of
health professionals, and two reported the meaning from the perspectives of families and
significant others. As for health professionals, nurses are the most researched group. This
study proposed the definition of dignity for patients and family from views of patients,
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family, and hospice staff, but the amount of patient and family participants is very small,
which is a limitation of this study.
Among a large number of scholars, Chochinov and his team systematically
developed and applied this concept in end-of-life care. They explored the definition of
dignity from the perspective of dying patients and examined how demographic and
disease-related factors could affect their sense of dignity (Chochinov, Hack, McClement,
Kristjanson, & Harlos, 2002; Chochinov et al., 2002, 2006). In their studies, three themes
were identified: illness-related concerns, which included level of independence and
symptom distress; dignity conserving repertoire, containing dignity conserving
perspectives and dignity conserving practices; and social dignity inventory, which
consisted of privacy boundaries, social support, care tenor, burden to others, and
aftermath concerns (Chochinov, Hack, McClement, Kristjanson, & Harlos, 2002).
Comparison of the proposed definition with the definition proposed by Chochinov has
been discussed above. Pullman (2004) argued that dignity is a fundamental moral worth
of human beings, dignity in this study was clearly stated by patients and staff as a human
right. Dignity was proposed as an individualized concept that can be explained by the
term “personal dignity” proposed by other scholars (Haddock, 1996; Leung, 2007;
Pleschberger, 2007; Pullman, 2004). Personal dignity considers dignity as a dynamic
subjective experience, specifically, it means personal beliefs, value and wishes, as well as
aspects of the body (Pleschberger, 2007; Pullman, 2004), which is intrinsically
constructed with a particular self, and thus dying with dignity means different things
based on an individual’s historical, social, and cultural contingencies (Leung, 2007).
Furthermore, similarly, Chochinov (2006) proposed that dignity is individualistic,
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transient and can be affected by personal and external factors. As to dying patients,
suffering and loss of autonomy are inevitable as death draws near, dignity becomes a
construct slowly recognized as embodied and dependent on others (Leung, 2007). In
addition, Street and Kissane (2001) stated that dignity is about a process of intersubjective relationships in care, patients’ relationships with families and health providers
critically influence their dignity. Therefore, dignity exists in one’s existing social
relationships and encounters (Pleschberger, 2007), and it is something that developed
over one’s life through interpersonal relationships (Allmark, 2002). The current study
stated personal dignity as such things as having choice and being able to choose, being
human and being self, comfort and peace, autonomy and independence, and
existential/spiritual satisfaction. External aspects of dignity were proposed in this study as
respect and honor, comfort and peace, privacy, being informed and full understanding,
dignified care and treatment, trust-based relationship, and protecting and supporting
family. In addition, Gamlin (1998) investigated healthcare professionals, patients and
relatives in palliative care through internet survey and defined dignity as a changeable
definition, which was closely linked to the individual’s health status, ability to choice and
to retain control over treatment decisions, as well as the respect from others. Similarly,
Guo and Jacelon stated that dying with dignity as a dynamic concept changing over the
trajectory of illness. In terms of the proposed definition in this study, it was described as
“living with dignity.” Furthermore, themes constitute the definition of dignity for patients
in this study were overlapped with other scholars’ findings. Enes (2003) conducted indepth interviews with hospice cancer patients, relatives and multi-professional caregivers
and reported the following four dimensions relating to dignity emerged with all three
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groups: “relationship and belonging,” “having control,” “being human,” and “maintaining
the individual self.” Pleschberger (2007) proposed other themes that composed dying
with dignity, which include“being active to the very last,” “being allowed to die and
having control,” and “being amongst persons close to one.”
Different from previous studies, family is an important part in this study. In order
to explore the process of attending to dignity of the patient-family unit, this study
proposed the definition of dignity for family of patients in hospice, which has not been
explored by other scholars yet. This definition was analyzed mainly based on interview
data and observation data from staff and family and a review of patients’ medical records.
Grant and Boylan (2006) suggested that a shared community worldview could
comprehensively support other criteria that are crucial in end-of-life care. These other
criteria mentioned by them firstly included a comprehensive assessment of the family
background, including the education level of the primary family caregiver, the family’s
dynamics, values, worldview, and resources, as well as other family members roles with
the primary caregiver. Staff in this study addressed the necessity of having a full
understanding of the patient and family, even before they were enrolled in the hospice
program. Not only patients in this study were holistically assessed, but also the primary
family caregivers and possibly other relatives and significantly others were included in
the assessment process, which extends to members of the big family who may have a
significant relationship with the patient. Secondly, it was suggested that hospice staff
should help the family shape their outcome expectations in relation to the various options
and resources that are available in hospice and even in the community (Grant & Boylan,
2006). This was reflected in current study by the proposed theme “empower family,”
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which was considered crucial to both the patient’s and the family’s dignity, it was used to
describe the definition of family dignity and was treated as a strategy to support patient
and family dignity. In addition to resources and staff from the residential hospice, social
support and resources in the community were discovered as essential in terms of support
of family dignity in hospice.
Most innovatively, first, this study explained the phenomenon of dignity in
hospice by the model of dignity in hospice (MDH). The model of dignity in hospice
encompassed all possible factors in hospice, including community, agency, people and
environment. It followed the principles and policies proposed by other scholars or health
institutions (Jacelon, Connelly, Brown, Proulx, & Vo, 2004; Teno & Connor, 2009;
Tracy & Skillings, 2007; Woolhead, Calnan, Dieppe, & Tadd, 2004), such as palliative
hospice care should be patient- and family-centered, caring for patients is to maintain
their dignity, dignity as a patient right, and dignity as a central phenomenon of nursing.
The model was also able to achieve one of the aims of this study and would help readers
better and easily to understand the preliminary model of dignity management (MDM) in
hospice. Second, the preliminary model of dignity management (MDM) developed in this
study proposed a good example on how to support the patient’s and family’s dignity in
their dimensions, which was suggested by Gastmans (2013) as a possible way to
successfully apply dignity in practice. In this model, keeping in mind whose dignity is
being taken care of and individualizing the concept based on that person’s perception
were addressed in each step. In practice, this can be accomplished through interviewing
or talking to the patient who is currently in care and reflecting the care experience with
those who have been through the dying process. As Johnston, Östlund, and Brown (2012)
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suggested, when the aim is to conserve dignity, it is especially important that patients are
given a voice regarding their care, their wishes, and how they want to be treated.
The preliminary model of dignity management (MDM) in hospice described the
steps health care providers can follow to manage dignity in hospice. The processes of
attending to dignity in the preliminary model of dignity management (MDM) detailed the
strategies and processes care providers may use to take care of the patient and the family
in practice. Both the model and the processes can direct hospice staff to deliver ongoing
dignity-conserving care in hospice to both the patient and the family, from pre-admission
to the period of bereavement. With similar aims, the dignity care pathway (DCP) has
been developed to be used by community nurses when caring for patients in their end of
life, during the whole end-of-life trajectory until the patient’s death (Johnston, Östlund, &
Brown, 2012). The DCP consists of four steps: first, the Patient Dignity Inventory
developed by Chochinov et al (2008) was used to identify dignity-related distress and key
concerns from the patient’s viewpoint; second, reflective questions were used to expand
on the identified issues, elucidate patient preferences on how to deal with them, and
identify whether further actions are needed; third, the care actions were intended to be
used by the nurse in discussion with the patient; and finally, the effectiveness of the care
actions were evaluated by reusing the PDI. Compared with the DCP, the preliminary
model of dignity management (MDM) has an advantage in inclusion of a wider range of
factors, such as environment, qualifications of caregivers, and the whole interdisciplinary
team in hospice. It also addressed the importance of acknowledgment of the essential of
dignity to human beings and to hospice care, this awareness can further shape staff
actions in care. Another advantage of the preliminary model of dignity management
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(MDM) in hospice is it took both the patient and the family as the unit of care, thus
processes included in the model included not just the process of attending to patient
dignity, but also that of attending to family dignity in hospice. More specially, how
dignity was managed within the patient-family unit and how dignity of the patient-family
unit was managed were reported in the model of preliminary model of dignity
management (MDM) proposed in this study. Sufferings and issues of patients and
families they may have were mentioned in this study, but they were not very fully
discussed, this may lead to possible ignorance of factors that may violate patient and
family dignity in hospice. In addition, as a preliminary model, the actual effect of the
model of dignity management (MDM) has not been tested and evaluated yet.
Contribution of this Study to Scientific Knowledge
This proposed project will be able to make several original and substantial
contributions to scientific knowledge. This study took the family with a dying patient as
the research case, and it explored and analyzed these cases not only through the lens of
the dignity of the dying patient but also the dignity of the patient’s family, which has
been little investigated. Thus, the findings will be able to enrich existing knowledge on
dignity in hospice care through providing a proposed definition of dignity for families of
dying patients. In addition, this study developed the model of dignity in hospice (MDH),
which explained dignity as a phenomenon in the context of hospice and also provided
insight into what may influence and how they could support the dignity of the patientfamily unit in hospice. In summary, the model of dignity in hospice (MDH) could lead to
an explanation of the situation faced by patients and their families in terms of dignity in
hospice, so that readers will be able to gain a comprehensive understanding of this
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complex phenomenon from the concepts, properties, dimensions and categories
developed in this study.
Furthermore, the preliminary model of dignity management (MDM) in hospice
and the processes of attending to dignity in hospice could add information regarding how
dying patients, their families and the interdisciplinary team manage dignity of dying
patients and their families to health literature where no such theory currently exists. The
preliminary model of dignity management (MDM) provides a broad framework which
incorporated a range of processes of acknowledging, defining, preparing, and managing
that may help individuals understand the process of dignity management in hospice. Each
aspect of the preliminary model of dignity management (MDM) may provide direction
for caregivers about how to prepare themselves and how to care for patients nearing death
and their families in a way that is most likely to bolster or preserve their sense of dignity.
Processes of attending to dignity could provide directions to how to construct dignityenhancing interventions for patients nearing death and their families.
Strengths and Limitations
One of the strengths of this study is the rich and deep data that were collected
using a combined method of data collection. Furthermore, the large sample of care givers
allowed greater “saturation” in that group and it ensured the full development of the
preliminary model of dignity management (MDM) in hospice. To date, research has not
focused on the social processes by which health care providers attend to the dignity of
patients and family in end of life circumstances. Besides the definition of dignity and
strategies used to support dignity of patients, this study further explored the dignity
management processes used by patients, family and the interdisciplinary team to attend to
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dignity of the patient-family unit in hospice, based on data. In addition, the preliminary
model of dignity management (MDM) in hospice is a patient- and family-centered model,
it takes not just the dying patient but also the family as key parts of hospice care; and it
also explored the dignity of family member as well as the effect of family function on
dignity support in hospice. Furthermore, as a patient- and family centered care model, the
preliminary model of dignity management (MDM) in hospice has extended care beyond
the patient’s death into the period of bereavement. All of those have the potential to fill
gaps of current literature which were mentioned in the review of literature section.
Dignity in this study was integrated in care and explained in the context of hospice with
all dignity-relevant factors been included. Based on that, the model of dignity in hospice
(MDH) was developed, and it could help readers better understand dignity as a
phenomenon in hospice.
The inclusion of a small number of cases due to difficulty in recruiting
participants is one of the limitations of this study. I started participant recruitment from
early August, but got no patient participant until November due to patients having
difficulty with decision making, their unstable health and mental status, being too weak,
unwillingness to take part in, or unwillingness to talk about dying openly, and so on.
Therefore, I updated my research proposal in early November to include not only patients
living at the hospice residence, but also community patients who were receiving hospice
service from the residential hospice at their own homes. Finally, three patients agreed to
be in this study by March, but one withdrew due to loss of interest. Although the number
of cases is small, data from the two cases are deep, including observation and interview
with the patient, family, hospice staff, and a review of agency documents and patients’
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medical records. In addition, this study was conducted in a local hospice in Amherst, so it
was limited in the hospice setting. Furthermore, all participants in this study are White, so
the lack of diversity in research sample is another limitation. Due to limited cases and
hospice as the specific setting of research, I can only get a preliminary theoretical model
of dignity management (MDM) in hospice, further and full development of the model of
dignity management (MDM) in other care settings, albeit palliative care, with more and
diverse participants is needed.
Impacts of this Study
The Impact on the Researcher
I have greatly enjoyed my experience in the residential hospice, including both
research and volunteer experience. Strauss and Corbin (1998) specifically acknowledged
the place of personal experience, professional background of the researcher and perceived
need along with the literature in shaping the area of study. I have clearly experienced how
I have developed the model of dignity in hospice (MDH) and the preliminary model of
dignity management (MDM) in hospice through my experience that worked as an
analytic device to stimulate reflection about the data and to enhance theoretical sensitivity.
Throughout this study, I analyzed data by following the data analysis strategies of
grounded theory approach, based my professional knowledge and background; I worked
as an interpreter of the data; and I actively reacted to participants over time. Therefore, I
agree with Strauss and Corbin (1990, 1998) that the theory produced to some extent
reflects the perspective of the researcher.
During the time at the residential hospice, I greatly appreciated patients’ smiles
and jokes; I was always touched by their kindness and nice; I enjoyed staying together
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with patients even without speaking; I was so satisfied when they were able to eat up the
food I gave them; I also appreciated their concern and respect to me. In summary, my
experience in hospice was amazing and worthy, from which I have gained so much
dignity. Meanwhile, I was significantly influenced by the experience with the patients
and their families and the death of the patient. Again, I appreciated their help to me at the
end stage of their life. I felt so sorry and guilty because I was not around when my patient
died, I felt like I even didn't do the last thing I could do for him. But on the other hand, I
was a kind of gratified because we have always been connected, even after he died. I was
on his wish list, which makes my project not just a research project.
The Impact on the Interdisciplinary Team
Staff indicated that this project made them start thinking about the phenomenon of
dignity. They stated that the most important thing in life was to feel that “our dignity is
preserved.” They reflected dignity in hospice and their role in hospice as:
“When we were living we work hard to do that (preserve dignity) for ourselves, and
then there is a turning over when we are not able to do that anymore, then we have
to invite or allow people to do very personal things for us. We lose our control to all
the things we used to doing, I think that is so frightening for people. It would just to
be terrifying if there were not people to hold you and help you when you are dying.”
(IV.Nurse.M; IV.HHA.S)
In addition, staff indicated that the project helped them engage more in looking at
their attitude towards patients and family, and helped them always keep in mind what
they are doing here, which is addressing patient and family dignity. Therefore, it is
reasonable to say that thinking about this study has the potential to improve staff’s
awareness of maintaining dignity and to remind them to pay more attention to their own
behaviors in work, and thus to enhance their ability to attend to dignity in hospice.
Furthermore, staff told me that they appreciated me for doing this and also appreciated
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that I allowed myself to become part of the team. Although the physician was not been
recruited, staff participants offered me information regarding how they collaboratively
worked together with the physician as an interdisciplinary team to support the patientfamily unit in hospice.
The Impact on Patients and Families
In this study, I only recruited patients and families who were well aware of their
actual situations and were willing to talk about death and dying and their experience in
hospice. All patient and family participants told me they were willing to offer me any
information I needed from them, and they wished they could do more for me. After the
interview with them, they all stated that this study gave them chances to think about their
current situations and to consider death and dying deeply. All of them said they were
looking forward to reading my dissertation when I am done, or even preferred to get a
copy of it. In my opinion, engaging in this study has the potential to promote their sense
of meaning and value, and thus supported their dignity.
However, due to the unstable health status of patients, I needed to pay close
attention on what was going on with them and to closely collaborated with their primary
nurses. To not be a burden or a disturbance to the patients, I tried not to go to their rooms
or home too often, especially for Mr. A when he was staying at home. In fact, Mr. A
appreciated that by telling the staff: “I do not mind her coming to my home at all, because
she had come intentionally overlapping with the nurse.” For Mrs. M who was staying at
the hospice residence, I tried my best to protect her privacy during my visits. As she is a
very social person and would want to be connected with outside by talking to different
people, instead of visiting her too often, I did plenty of observations by paying close
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attention on other people’s visits with her without going into her room. In addition,
hospice staff at the residential hospice worked as the liaison between me and patients and
their families, and they were ready to help at any time when needed. Overall, the
feedback from staff at the residential hospice indicated that both patients and families in
this study were very positive toward the interaction they were having with me and their
involvement with my research study.
Implications
The central phenomenon of nursing is not health or some sort of restoration of
holistic balance and harmony but respect for human dignity (Jacobs, 2001). Findings of
this study, including definitions of dignity for dying patients and their family, the
proposed model of dignity in hospice (MDH), the preliminary model of dignity
management (MDM) in hospice, and the processes of attending to dignity in hospice,
have implications for research, clinical practice, policy and health education.
Research
The preliminary model of dignity management (MDM) can lead to further
research, which would focus on intervention strategies to support dignity of dying
patients and their families and the development of meaningful plans of high-quality care
for the patient-family unit in hospice. This study has clarified the interactive processes by
which health care providers, patients, and their families attend to the dignity of patients
and families in hospice. However, as a theoretical model developed in the hospice setting,
its applications might be restricted to that specific location of care. Therefore, in order to
apply the model of dignity management (MDM) across a broad spectrum of end-of-life
circumstances, it needs to be further developed in non-hospice, albeit palliative care
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settings. The preliminary model of dignity management (MDM) will provide a critical
stepping stone to the development of a more substantive and encompassing model, with
applications in various end-of-life circumstances and care settings. Furthermore, guided
by major concepts, processes and outcomes inherent in the development of a more robust
model of dignity management (MDM), one aim of my future work is to develop the
Dignity Caregiving Assessment Scale (DCAS) which will be designed to capture the
extent to which health care providers provide care that supports dignity. In addition, it
was innovative to use grounded theory method to develop a theory that could act as a
stimulus to other researchers to explore other studies of this nature with different types of
patients and families in different settings. In this way, the study could lay the foundation
for later development of a formal theory. Meanwhile, the generated preliminary model of
dignity management (MDM) in hospice can inspire further research questions for this
program of research, which can be investigated using both quantitative and qualitative
research approaches.
Practice
Findings of this study can help care providers understand the phenomenon of
dignity conserving palliative care and contribute to their efforts aimed at delivering this
quality of care. The preliminary model of dignity management (MDM) in hospice can be
used to provide a framework to guide health care providers in defining the objectives and
caring considerations fundamental to hospice care. The proposed processes of attending
to dignity presented a range of activities directing at attending to the dignity of patients
and families in hospice. These findings have the potential to contribute to health care
providers' efforts aimed at providing dignity-conserving care for both dying patients and
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their families. In addition, findings of this study, especially the prosed process of
attending to dignity within the patient-family unit, will be able to support families in their
efforts to assist the dying family member. Ultimately, all of those have the potential to
lead to the improvement in quality of life for patients and their families in hospice.
Policy
Health-related disciplines have always taken dignity as a professional code or a
standard for health care. The meaning of dignity synthesized in this study and the
concepts, processes, and goals of the preliminary model of dignity management (MDM)
in hospice have relevance for those responsible for the development of policy regarding
hospice care, which could guide policymakers to develop policies directing at promoting
the provision of dignified care in hospice. Specifically, the model of dignity in hospice
(MDH) and the preliminary model of dignity management (MDM) can be integrated into
health system and policies of hospice agencies. In addition, this study suggested that
dignity should be considered in the comprehensive context of hospice, therefore, health
systems should support dignity of patients and family through organizational efforts
involving all available resources and agency policies; and meanwhile, health systems and
organizations are suggested to take the promotion of health professional dignity into
account through providing a supportive work environment.
Education
This study explored the meanings of dignity from the perspectives of patients,
family, and the interdisciplinary team in hospice; it described the phenomenon of dignity
management in hospice through presenting the model of dignity in hospice; this study
also investigated the processes of dignity management in hospice and explored strategies
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that hospice staff usually used to attend to dignity of patients and families in hospice.
These findings could enable and inform the development of training programs aimed at
enhancing caregivers’ ability and ultimately improving the quality of hospice care. These
training programs for health professionals can include knowledge about palliative and
hospice care and dignity in hospice, attitudes towards patients and family in hospice,
practices regarding taking care of patients and family in hospice, and communication in
hospice. Since findings of this study were synthesized based on data from the
interdisciplinary team, including nurses, physicians, home health aide, social work,
spiritual counselor, volunteers, thus to develop training programs based on current
findings would be applicable to different types of health professionals.
Summary
Dignity was identified as a changing concept in this study due to the changing
health status and the changing level of independence of patients, and the increasing needs
for care, which was consistent with previous studies. In addition, themes constituting the
definition of dignity for dying patients are consistent with those from previous studies.
The definition of dignity for family in hospice was considered as a significant
contribution of this study since no such definition was proposed in current literature.
With respect to dignity of family in hospice, this study proposed aspects of dignity
specific to the dual-role of family in hospice: care-receiver and care-giver. The
phenomenon of dignity in hospice was discussed from the aspects of environment,
patient-family as the unit of care, qualifications of the interdisciplinary team, and the
dual-role of family in hospice, by comparing with existing literature. In addition, the
developed model of dignity in hospice (MDH) was compared with the existing theoretical
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models of dignity in end-of-life care. Similarities between the proposed model and
existing models, such as the demonstration of factors that might influence patient’s
dignity, and differences, including different focus of each model and range of each model,
were reported. The preliminary model of dignity management (MDM) in hospice was
considered unique since no such theoretical model has been proposed yet. Furthermore,
categories and themes of the model were discussed based on existing literature and a brief
critique of the preliminary model of dignity management (MDM) in hospice was reported.
In terms of strategies to support dignity in hospice, they were shown as being similar to
strategies proposed by other scholars, and the four categories of these strategies,
including practice, daily performance, communication, and relationship were supported
by relevant literature. Meanwhile, strategies used by patients and family to attend to each
other’s dignity and used for self-dignity management were also discussed. Following the
discussion on main findings of this study, verification and application of the preliminary
model of dignity management (MDM) in hospice were explored. The preliminary model
of dignity management (MDM) in hospice was argued to be able to provide health care
providers directions for a range of patient- and family-centered dignity management
interventions, although further development of the preliminary model was considered
necessary.
Reflections on current findings revealed that current findings, including the
exploration of the definitions of dignity for patients and families in hospice, description
of the phenomenon of dignity in hospice, development of the preliminary model of
dignity management (MDM) in hospice, summary of strategies used to support the
dignity of the patient-family unit, and proposal of the processes of attending to dignity in
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hospice, are significantly similar as some of previous findings but also demonstrate
uniqueness in some respects. The main innovative discoveries of this study include the
description of the phenomenon of dignity in hospice through the model of dignity in
hospice (MDH) and the preliminary model of dignity management (MDM) in hospice as
a good example on how to support the patient’s and family’s dignity in their dimensions.
Through comparing with other literature, the preliminary model of dignity management
(MDM) in hospice stands out for the inclusion of a wider range of factors, the emphasis
on acknowledgment of the importance of dignity, and the consideration of patient and
family as the unit of care. Contributions of current study and strengths and limitations of
this study were report in this chapter. In addition, impacts of this study, including the
impact on the researcher, the impact on the interdisciplinary team, and the impact on
patients and family in hospice, were reported. Findings of this study were indicated as
having implications for research, clinical practice, policy and health education, which
were also discussed.
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CHAPTER 9
CONCLUSIONS
Dignity-conserving care is the care that attempts to conserve or bolster the dignity
of care recipients, it could help patients feel valued, comfort families’ grief, and improve
their quality of life, as well as inspire health care providers to provide the most
comprehensive, empathic end-of-life care possible, hence having implications for patients,
families, health care providers and healthcare systems alike (Chochinov, 2002, 2013).
Hospice care is patient-and family-centered and aims to improve quality of life of both
dying patients and their families and to conserve the dignity of the patient-family unit
(Macklin, 2004; National Hospice and Palliative Care Organization, 2012). In order to
provide dignity-conserving care for both dying patients and their families in end of life
situation, it is necessary to know how health care providers, dying patients and their
families perceive and manage the dignity of the patient-family unit during hospice.
Existing literature revealed that to date, research on dignity of dying patients and how to
manage their dignity during the dying process has increased. However, dignity of the
family and the process of dignity management which takes dying patients and their
families as the unit of care and involves dying patients, their families and the
interdisciplinary care team in the care process are not well researched yet. This study
addressed these gaps through comprehensively examining the phenomenon of dignity
management in hospice, the actions and interactions of dying patients, their families and
the interdisciplinary care team during hospice care.
Referring to the theoretical framework of symbolic interactionism and
pragmatism, this study aimed to utilize grounded theory qualitative research method to
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develop a preliminary model of dignity management (MDM) explicating the social
processes of dignity management inherent in the experience of and interactions among
dying persons, their families and the interdisciplinary team in hospice, based on data.
Besides that, the definitions of dignity for patients and family were explored and the
phenomenon of dignity management in hospice was also elaborated in this study.
Dignity in this study was identified as a culture-sensitive concept, a social concept,
and an individualized concept. Dying with dignity is a basic right of each person,
specifically, dignity for patients in hospice refers to having choice and being able to
choose, being human and being self, respect and honor, maintaining comfort and peace,
being offered and having privacy, existential/spiritual satisfaction, autonomy and
independence, being well informed, living with dignity, availability of dignified care and
treatment, meaningful relationships with family and staff, and protecting and supporting
their families. With regard to the dignity of family, it was synthesized as respect,
respecting patient’s dignity, treating family individually and equally, being involved and
being informed, feeling comfortable, being capable and valuable, privacy and personal
space, and having quality time with the patient.
In this study, dignity was managed in the context of hospice with a possible
extension to the community. Dignity of the patient and family can be influenced and
supported by resources and social support from the community, agency policies and
missions, environment of the residential hospice, and services and resources from the
residential hospice. People involved in the phenomenon of dignity in hospice were
mainly the interdisciplinary team and the patient-family unit, and the patient-family unit
was depicted as the core of the dignity management process, with patient as the center of
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the unit. Dignity management was treated as the core part of the model of dignity in
hospice (MDH), and it refers to the process of dignity management in hospice.
Dignity management in the preliminary model of dignity management (MDM)
was identified as a process that integrated dignity in care over time and managed by the
interdisciplinary team. Dignity management is the core category of the preliminary model.
Categories of the model, which refers to the four steps of the dignity management process,
including acknowledge, define, prepare, and manage. The process of dignity management
involves the four steps, flowing from “acknowledge,” “define” to “prepare,” and then
“manage” as the final step to formalize the whole process. Themes within each step
showed the ways to complete each step.
Strategies to support dignity of the patient and family in the step of “manage”
were synthesized from data and classified into categories, including practice, daily
performance, communication, and relationship, as well as patient/family selfmanagement of dignity in hospice. The proposed strategies were then linked with the
timeline of hospice to form the processes of attending to dignity in hospice. The process
of attending to dignity, as a sub-theme in the preliminary model of dignity management
(MDM), refers to the collaborative work between hospice staff, family, and patients
directing at attending to dignity of the patient and family over time. The processes of
attending to dignity included the process of attending to the dignity within the patientfamily unit, the process of attending to the dignity of patients, the process of attending to
the dignity of the family, as well as the process of attending to the dignity of the patientfamily unit.
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The developed preliminary model of dignity management (MDM) in hospice is
verified to some degree in this study. The two cases in this study were used to describe
and tentatively verify the preliminary model of dignity management (MDM) in hospice.
Following a comprehensive report on each case, proposed categories/steps, themes and
sub-themes of the preliminary model of dignity management (MDM) in hospice were
specially described using the cases of Mr. A and Mrs. M as examples to support them.
Dignity management for each case, following the steps of “acknowledge and define,”
“prepare,” and “manage,” were elaborated with examples form the two cases as the
supports.
Findings of this study could make several contributions to scientific knowledge,
clinical practice and policy, research, and education. This study enriched scientific
knowledge through proposing the definition of dignity for family in hospice. The model
of dignity in hospice (MDH) could lead to an explanation of the situation faced by
patients and their family in terms of dignity in hospice, so that readers will be able to gain
a comprehensive understanding of this phenomenon. The preliminary model of dignity
management (MDM) is unique since currently no such theoretical model exists in
existing literature. It could guide health professionals to manage the dignity of the
patient-family unit in hospice, from recognizing dignity as an important phenomenon in
hospice and understanding the definition of dignity, to preparing themselves and offering
dignity-conserving care. The four steps of the preliminary model of dignity management
(MDM) in hospice could also help health professionals to self-assess their dignity
caregiving competencies. In addition, the definitions of dignity, the concepts in the model
of model of dignity in hospice (MDH), and processes and goals of the preliminary model
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of dignity management (MDM) have relevance for those responsible for the development
of policy regarding hospice and palliative care, which could guide policymakers to
develop policies directed at promoting the provision of dignified care in hospice and
palliative circumstances. With regard to implication to research, the preliminary model of
dignity management (MDM) can lead to further research, such as interventions to support
dignity of dying patients and their families and development of meaningful plans of highquality care for the patient-family unit in hospice. In terms of education, findings of this
study could enable and inform the development of training programs aims at enhancing
caregivers’ ability. These training programs may include knowledge about palliative and
hospice care and dignity in hospice, attitudes towards patients and family in hospice,
practices regarding taking care of patients and family in hospice, and communication in
hospice.
Although data from the two cases in this study are deep, the small number of
patient and family participants is a main limitation of the study. Another limitation is the
research setting, which was limited to the hospice setting. In addition, lack of diversity in
research sample can be regarded as one of the limitations because all participants in this
study are white. Due to limited cases and hospice as the specific setting of this study, I
can only get a preliminary theoretical model of dignity management (MDM) in hospice.
Therefore, the application of the preliminary model might be restricted to that specific
location of care. To apply the model of dignity management (MDM) across a broad
spectrum of end-of-life circumstances, it needs to be further developed in non-hospice,
albeit palliative care settings, with more patient, family and staff participants.
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APPENDIX C
SCRIPTS FOR PARTICIPANTS RECRUITMENT
SCRIPT FOR PATIENT RECRUITMENT
Hello, my name is XXX, I am a XXX here at the Fisher Home. I would like to invite you
to participate in a research study conducted by a doctoral student from University of
Massachusetts Amherst School of Nursing. Please read the flyer in the envelop for more
information regarding the research project. After you have read the flyer, please check
the appropriate box on the flyer and return it to the envelope. I will return the envelope to
the researcher, and she will come visit you if you have said yes. Or that you would like
more information. If you have any questions, please feel free to contact the researcher
whose contact information can be found in the flyer.
Participation in the study is voluntary and I am just passing the information along. Your
care will not be affected whether you decide to participate in the study or not.
Thank you!
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SCRIPT FOR FAMILY RECRUITMENT
Hello, my name is Qiaohong Guo, I am a doctoral student from University of
Massachusetts Amherst School of Nursing. I am conducting a research about dignity in
hospice care. Your family member xxx (name of the resident) has agreed to participate in
this study, now I would like to invite you to take part in my research study. Please read
the flyer and the informed consent form for more information regarding the research
project. If you have any questions, please feel free to ask me. Participation in the study is
voluntary. Your family member’s care will not be affected whether you decide to
participate in the study or not. Following reading the consent form and asking questions,
please sign the consent form if you would like to participate. Please return a copy of the
signed form to me and keep another copy. If you do not want to participate, please return
the whole package to me.
Thank you!
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SCRIPT FOR STAFF RECRUITMENT
Hello, my name is Qiaohong Guo, I am a doctoral student from University of
Massachusetts Amherst School of Nursing. I would like to invite you to participate in my
research study about dignity in hospice care. Please read the flyer and the informed
consent form for more information regarding the research project. If you have any
questions, please feel free to ask me. Participation in the study is voluntary. Following
reading the consent form and asking questions, please sign the form if you would like to
participate. Please return the signed form to me and keep another one. If you do not want
to participate, please return the whole package to me.
Thank you for your time!
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APPENDIX D
RESEARCH FLYERS
RESEARCH FLYER FOR PATIENTS
Hello, my name is Qiaohong Guo (Chow-hong Goo), I am a doctoral student from the
School of Nursing at the University of Massachusetts Amherst. I am conducting a
research study about dignity and how to support dignity. The purpose of my research is to
understand how patients, their families and caregivers maintain the dignity of patients
and families in care. Eligible participants are patients who receive service from the Fisher
Home, family members who visit the patient regularly or take care the patient at home,
and staff at the Fisher Home. There are three parts to the study. If you agree to participate,
you can take part in all three parts or choose the part(s) you would like to participate. The
three parts are: 1) Observation. I will spend time with you to learn about your experience
at the Fisher Home. I will sit quietly in the corner of the room for part of every day to
observe your care, and how you work with your family member(s) and the Fisher Home
staff. 2) Interview. I will interview you to ask questions about your ideas of dignity and
how other people take care of your dignity. I will record the interview. If at any time you
want to stop the interview, we will stop and may continue at another time. 3) I will read
and take notes on your medical record at the Fisher Home to gain more information about
you and your experience. Your part in the study will continue as long as you live at the
Fisher Home or until you wish to stop. To maintain your confidentiality, you will be
given a false name for the study which will be used so that all information obtained from
you will be treated in a non-identifiable, confidential manner.
Your participation is voluntary. You can stop any observation or interview if you want to,
and you can withdraw at any time without affect on your care. If you have any questions
you may reach me by email at qguo@nursing.umass.edu or by phone at 413-687-4854.
Meanwhile, I will also invite your family member who visits you regularly to participate
in my study.
If you want more information or would like to participate in the study, please check
“YES.” If you are not interested in participating, please check “NO.” Your decision will
have no effect on the care you receive at the Fisher Home.
After you check yes or no, please put the flyer in this envelop, I will pick it up later.
Thank you for your time!
YES, I want more information or am willing to take part.
________ NO, I am not interested in the study.
Your Name:

Room Number:

Note: I shall be in touch with you shortly if you check “YES”. You will be asked to read
and sign a consent form detailing the purpose of the study, expectations of participants
and issues of confidentiality. You will have opportunities to ask questions before giving
consent.
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Best regards,
Qiaohong Guo PhD(c)
School of Nursing
University of Massachusetts Amherst
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RESEARCH FLYER FOR FAMILY
Hello, my name is Qiaohong Guo (Chow-hong Goo), I am a doctoral student from the
School of Nursing at the University of Massachusetts Amherst. I am conducting a
research study about dignity in hospice care. The purpose of my research is to understand
how patients, their families and the interdisciplinary team maintain the dignity of patients
and families in hospice care. Eligible participants are patients who receive service from
the Fisher Home, family members who visit or take care of the patient regularly, and staff
at the Fisher Home. I am inviting you to participate in the study. There are three parts to
the study. You can participate in all three parts, or choose the one(s) you would like to
participate in. These three parts are: 1) observation. I will spend time with you to learn
about your experience with the patient at the Fisher Home or at your own home. I will sit
quietly in a corner for part of every day (1-2 hours). I will be trying to understand your
actions and interactions with your family member (the patient), other family members,
and care providers regarding taking care of your family member (the patient) and
yourself. 2) interview. I will interview you to ask questions about your ideas of dignity
and how you take care of dignity of the family member (the patient) and your own. I will
record the interviews. If at any time you want to stop the interview, we will stop and may
continue at another time. 3) After your family member’s passing, I will interview you
again to ask questions about how you take care of dignity of yourself after the family
member passes away. Your part in the study will continue up to one month after the
resident’s death or until you wish to stop. To maintain your confidentiality, you will be
given a false name for the study which will be used so that all information obtained from
you will be treated in a non-identifiable, confidential manner.
If you need more information or would like to participate in the study, please read the
attached consent form. If you have any questions, please feel free to ask me. Following
reading the consent form and asking questions, please sign the form if you would like to
participate. Please return a copy of the signed consent form to me and keep a copy for
yourself. If you do not want to participate, you can stop here and please return the whole
package to me. Your participation is voluntary. You can stop any observation or
interview if you want to, and you can withdraw at any time without affect on your family
member’s care.
Please fill in the following information if you would like to participate. Leave them blank
if you don’t intend to participate.
Your Name:

Contact information:

Relationship with the Resident:
Thank you for your time!
Best regards,
Qiaohong Guo PhD(c)
School of Nursing
University of Massachusetts Amherst
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RESEARCH FLYER FOR STAFF CAREGIVER
Hello, my name is Qiaohong Guo (Chow-hong Goo), I am a doctoral student from the
School of Nursing at the University of Massachusetts Amherst. I am conducting a
research study about dignity in hospice care. The purpose of my research is to understand
how residents, their families and the interdisciplinary care team maintain the dignity of
residents and families in hospice care. Eligible participants are patients who receive
service from the Fisher Home, family members who visit the patient regularly or take
care of the patient at home, and staff at the Fisher Home. There are two to three parts to
the study. If you agree to participate, 1) I will observe your actions and interactions with
dying patients, their families, and other staff regarding taking care of the dying residents
and their family members at the Fisher Home. 2) I will interview you to ask questions
about your ideas of dignity and how you take care of dignity of dying patients and their
family members in hospice care. After patient’s death, I might interview you again to ask
questions about how you take care of dignity of their family members. I will record the
interviews. If at any time you want to stop the interview, we will stop and may continue
at another time. 3) You might also be invited to participate in a focus group interview. To
maintain your confidentiality, you will be given a false name for the study which will be
used so that all information obtained from you will be treated in a non-identifiable,
confidential manner.
If you want more information or would like to participate in the study, please read the
attached informed consent form. If you have any questions, please feel free to ask me.
Following reading the consent form and asking questions, please sign the form if you
would like to participate. Please return the signed form to me and keep another one. If
you do not want to participate, you can stop here and please return the whole package to
me. Your participation is voluntary. You can stop any observation or interview if you
want to, and you can withdraw at any time.
Please fill in the following information if you would like to participate. Leave them blank
if you don’t intend to participate.
Your Name:
Your job position:
Your contact information:
Thank you for your time!
Best regards,
Qiaohong Guo PhD(c)
School of Nursing
University of Massachusetts Amherst
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RESEARCH FLYER FOR DIRECTOR
Hello, my name is Qiaohong Guo (Chow-hong Goo), I am a doctoral student from the
School of Nursing at the University of Massachusetts Amherst. I am conducting a
research study about dignity in hospice care. The purpose of my research is to understand
how patients, their families and the interdisciplinary care team maintain the dignity of
patients and families in hospice care. Eligible participants are patients who receive
service from the Fisher Home, family members who visit the patient regularly, and Fisher
Home staff. There are two parts to the study. If you agree to participate, 1) I will observe
your actions and interactions with patients, their families, and other staff regarding taking
care of patients and their family members at the Fisher Home. 2) You will be invited to
participate in an individual interview or a focus group interview with other directors,
including the executive director, clinical director, medical director, and volunteer
coordinator. In the interview or the focus group, I will ask you questions about your ideas
of dignity and how you take care of dignity of patients and their family members and how
you work with each other and cooperate with other staff to manage dignity of patients
and their family members in hospice care. I will record the interview or focus group.To
maintain your confidentiality, you will be given a false name for the study which will be
used so that all information obtained from you will be treated in a non-identifiable,
confidential manner.
If you want more information or would like to participate in the study, please
read the attached informed consent form. If you have any questions, please feel free to
ask me. Following reading the consent form and asking questions, please sign the form if
you would like to participate. Please return the signed form to me and keep another one.
If you do not want to participate, you can stop here and please return the whole package
to me. Your participation is voluntary. You can stop any observation or interview if you
want to, and you can withdraw at any time.
Please fill in the following information if you would like to participate. Leave them blank
if you don’t intend to participate.
Your Name:
Your job position:
Your contact information:
Thank you for your time!
Best regards,
Qiaohong Guo PhD(c)
School of Nursing
University of Massachusetts Amherst
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CONSENT FORMS
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APPENDIX F
DEMOGRAPHIC QUESTIONNAIRE
(Resident)
Age:
Gender: ____ Male

____ Female

Race/Ethnicity:
____ Hispanic/Latino
____ African American
____ American Indian or Alaska Native
____ Asian
____ White
____ Native Hawaiian or Other Pacific Islander
____ Other
Education:
____ did not complete high school
____ high school
____ junior college
____ college/university
____ graduate school
Current or past job:
Admission diagnosis:
Time of diagnosis:

current

past

Admission date:
(month/date/year)
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DEMOGRAPHIC QUESTIONNAIRE
(Family Member)
Age:
Gender: ____ Male

____ Female

Race/Ethnicity:
____ Hispanic/Latino
____ African American
____ American Indian or Alaska Native
____ Asian
____ White
____ Native Hawaiian or Other Pacific Islander
____ Other
Education:
____ did not complete high school
____ high school
____ junior college
____ college/university
____ graduate school
Current or past job:

current

past

Relationship with the patient:
Are you the primary caregiver at home?
Yes

No
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DEMOGRAPHIC QUESTIONNAIRE
(Staff)
Age:
Gender: ____ Male

____ Female

Race/Ethnicity:
____ Hispanic/Latino
____ African American
____ American Indian or Alaska Native
____ Asian
____ White
____ Native Hawaiian or Other Pacific Islander
____ Other
Education:
____ did not complete high school
____ high school
____ junior college
____ college/university
____ graduate school
Current job position at the Fisher Home:
____ agency director (please specify):
____ nurse
____ nursing assistance:
____ social worker
____ counselor
____ volunteer
____ other (please specify):
Are you certified?

Yes

No

How long have you worked in this field (healthcare)?
How long have you worked in hospice?
How long have you worked in the Fisher Home?
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APPENDIX G
DIGNITY MANAGEMENT OBSERVATION FORM
Record #:

DIGNITY MANAGEMENT
OBSERVATION FORM
Date:

Start Time:

Setting:

End Time:

Observer:

Participant:
Observation Contents
Setting characteristics:

Participant characteristics:

Participant activity and behavior:

Interactions with others:

Reflection on observation:
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APPENDIX H
OBSERVATION RECORD
Name
OB.1
OB.2
OB.3
OB.4
OB.5
OB.6
OB.7
OB.8
OB.9
OB.10
OB.11
OB.12
OB.13
OB.14
OB.15
OB.16
OB.17
OB.18
OB.19
OB.20
OB.21
OB.22
OB.23
OB.24
OB.25
OB.26
OB.27
OB.28
OB.29
OB.30
OB.31
OB.32
OB.33
OB.34
OB.35
OB.36
OB.37
OB.38
OB.39
OB.40
OB.41
OB.42
OB.43
OB.44
OB.45
OB.46
OB.47
OB.48
OB.49
OB.50

Date
08/25/2013
0916/2013
09/18/2013
09/20/2013
09/23/2013
09/24/2013
09/25/2013
09/26/2013
09/26/2013
09/26/2013
09/27/2013
09/28/2013
10/01/2013
10/02/2013
10/03/2013
10/04/2013
10/06/2013
10/07/2013
10/07/2013
10/08/2013
10/08/2013
10/09/2013
10/09/2013
10/11/2013
10/17/2013
10/21/2013
12/12/2013
01/15/2014
01/21/2014
01/22/2014
01/23/2014
01/24/2014
01/25/2014
01/28/2014
01/31/2014
02/04/2014
02/11/2014
02/12/2014
02/12/2014
02/12/2014
02/12/2014
0/213/2014
02/13/2014
02/17/2014
02/17/2014
02/21/2014
02/21/2014
02/26/2014
02/26/2014
02/26/2014

Time
1:50-3:50 pm
1:00-3:00 pm
1:00-3:00 pm
10:15am-12:15pm
10:15am-12:15pm
12:00-2:00 pm
10:00-11:30 am
9:30-11:00 am
9:30-11:00 am
9:30-11:00 am
3:00-5:00 pm
3:00-5:00 pm
9:00-10:40 am
9:00-10:40 am
9:00-10:40 am
11:30 am-1:00 pm
11:30 am-1:00 pm
11:00 am-1:00 pm
11:30 am-2:00 pm
11:00 am-1:00 pm
3:00- 4:00 pm
12:40-4:00 pm
12:40-1:20 pm
1:00- 3:30 pm
1:00- 4:30 pm
10:00am-12:00 pm
12:00-1:15 pm
1:15-3:15 pm
11:00-1:00 pm
2:00-4:00 pm
12:40-2:10 pm
1:50-4:40 pm
2:19-4:00 pm
11:00 am-1:00 pm
2:15-3:45 pm
11:00-12:30 pm
12:30-1:30 pm
9:30-11:00 am
9:30-11:00 am
9:30-11:00 am
11:00-1:30 pm
11:00 am-1:00 pm
12:30-2:30 pm
1:50 pm-3:50 pm
1:50-3:50 pm
8:30-10:00 am
10:30-11:30 am
10:30-11:30
11:30-2:00 pm
11:00-2:00 pm

Participant
Staff
Staff
Staff
Staff
Staff
Staff
Staff
IDT
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
Staff
CA
Staff
Staff
Staff
Staff
CA
Staff
CA
Staff & CA
IDT & Staff
IDT & CA
IDT & CB
CB
CA
CB
Staff
CB
CA
CB
Staff & CA
CB
Staff

Name
OB.51
OB.52
OB.53
OB.54
OB.55
OB.56
OB.57
OB.58
OB.59
OB.60
OB.61
OB.62
OB.63
OB.64
OB.65
OB.66
OB.67
OB.68
OB.69
OB.70
OB.71
OB.72
OB.73
OB.74
OB.75
OB.76
OB.77
OB.78
OB.79
OB.80
OB.81
OB.82
OB.83
OB.84
OB.85
OB.86
OB.87
OB.88
OB.89
OB.90
OB.91
OB.92
OB.93
OB.94
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Date
02/27/2014
02/27/2014
02/27/2014
02/27/2014
02/27/2014
02/28/2014
03/04/2014
03/04/2014
03/04/2014
03/11/2014
03/11/2014
03/13/2014
03/13/2014
03/14/2014
03/14/2014
03/21/2014
03/26/2014
03/26/2014
03/26/2014
03/27/2014
03/28/2014
03/29/2014
03/29/2014
04/01/2014
04/01/2014
04/01/2014
04/03/2014
04/10/2014
04/16/2014
04/16/2014
04/17/2014
04/17/2014
04/23/2014
04/24/2014
04/25/2014
04/25/2014
05/06/2014
05/08/2014
05/14/2014
05/17/2014
05/21/2014
06/08/2014
06/11/2014
06/17/2014

Time
9:40-10:40am
9:40-10:40am
9:40-10:40am
10:50am-2:00pm
11:00-2:10 pm
2:30-3:30 pm
10:00 am-1:00 pm
10:00-12:00 pm
11:00-12:00 pm
10:00-12:30 pm
10:00-12:30 pm
12:40-3:50 pm
12:40-3:50 pm
1:00-5:00 pm
1:00-5:00 pm
1:00-5:00 pm
12:30-5:00 pm
12:30-5:00pm
12:30-5:00pm
1:00-3:40pm
1:00-3:00pm
8:00am-1:00pm
8:00am-1:00pm
12:00-8:00 am
12:00-8:00 am
12:00-8:00 am
12:00-8:00 am
1:00-3:00 pm
1:30-4:00 pm
1:30-4:00 pm
12:30-3:40 pm
12:30-3:40 pm
3:20-5:00 pm
3:20-5:00 pm
3:10-4:00 pm
3:10-4:00 pm
4:15-7:00 pm
1:40-2:00 pm
5:00-7:00 pm
10:00-11:30 am
1:50-2:40 pm
9:00-11:00 am
12:30-2:05 pm
1:00-2:00 pm

Participant
IDT & Staff
IDT & CA
IDT & CB
CB
Staff
CB
CB
Staff
CA
CA
CB
CA
CB
CA
CB
Staff
Staff
CA
CB
CA
CA
Staff
CA
Staff
CA
CB
Staff
Staff
CA
CB
CA
CB
Staff & CA
CB
CB
Staff
CB
CB
CA
Staff
CB
Staff
CB
CB

APPENDIX I
INTERVIEW SCHEDULES
INTERVIEW SCHEDULE FOR PATIENTS
Thank you very much for willing to be in my study! The following are the questions I
may ask you in the interview. If at any time you want to stop the interview, we will stop
and may continue at another time. Thank you!
How have you connected to the Fisher Home?
What does dignity mean at this stage in your life?
Tell me about how your family (the primary family caregiver) usually take care of your
dignity?
What do you think the staff in the residential hospice usually do to support your dignity?
Is there anything else you would like to share with me or you want to add that would help
me to better understand your dignity and your experience here?

THANK YOU FOR YOUR TIME!

Note: This interview schedule is intended to be a guide and not rigidly adhered to
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INTERVIEW SCHEDULES FOR FAMILY
Thank you very much for willing to be in my study! The following are the questions I
may ask you in the interview. If at any time you want to stop the interview, we will stop
and may continue at another time.
Interview Schedule Before Patient's Death
Let’s begin by your telling me how you and your family member knew the residential
hospice?
Tell me something about your experience of taking care of XX (name of the patient)?
What is your understanding of dignity of a dying person?
What is your understanding of dignity in relation to yourself?
Tell me about how you and XX (patient’s name) take care of each other’s dignity?
What do you think staff in the residential hospice usually do to take care of XX (the
patient)’s dignity?
What do you think staff in the residential hospice usually do to to take care your dignity?
Is there anything you would like to add that would help me to better understand dignity in
hospice care?

THANK YOU!

Note: This interview schedule is intended to be a guide and not rigidly adhered to
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Interview Schedule After Patient's Death
What does your family member's death means to you?
What have you done to take care of your own dignity after the family member’s death?
What the staff in the residential hospice have done to take care of your dignity after the
patient’s death?
Is there anything else you would like to share with me?

Note: This interview schedule is intended to be a guide and not rigidly adhered to.
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INTERVIEW SCHEDULES FOR STAFF
Interview Schedule Before Patient's Death
General Questions:
What is your understanding of "dying with dignity" or dignity of a dying person?
What is your understanding of "dignity" in relation to family members of a dying patient?
What do you usually do to take care of the dignity of a dying patient?
What do you usually do to take care of the dignity of family of a dying patient?
How do you work with other staff to take care of patients’ and family’s dignity in hospice?
Based on your experience, can you tell me how the patient and the family usually take
care of each other’s dignity and take care of self dignity in hospice?
Questions Specific to a Patient:
What have you done to take care of dignity of XX (name of the patient) and his/her
family members?
How do you work with other staff to take care of dignity of XX (name of the patient) and
his/her family members?
What do you think XX (name of the patient) has done to take care of dignity of
himself/herself and his/her family members?
What do you think the family members have done to take care of XX (name of the
patient)'s dignity and their own dignity?
Is there anything you would like to add that would help me to better understand dignity
management in hospice care?

Note: This interview schedule is intended to be a guide and not rigidly adhered to.
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Interview Schedule After Patient's Death
General Questions:
What do you usually do to take care of the dignity of family after the patient’s death?
How do you work with other staff to take care of the dignity of family after the patient’s
death?

Questions Specific to a Case:
What have you done to take care of dignity of XX (name of the patient)'s family
members after his/her death?
How have you worked with other staff to take care of dignity of XX (name of the
patient)’s family members after XX (name of the patient)'s death?

Is there anything you would like to add that would help me to better understand dignity
management in hospice care?

Note: This interview schedule is intended to be a guide and not rigidly adhered to.
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INTERVIEW SCHEDULE FOR DIRECTORS
What is your understanding of "dying with dignity"?
What is your understanding of "dignity" in relation to family members of a dying patient?
What do you think the patient and the family usually do to take care of each other’s
dignity?
What do you usually do to take care of dignity of dying patients?
What do you usually do to take care of dignity of family members?
How do you work with other directors to support dignity in hospice?
How do you supervise and cooperate with the interdisciplinary care team to support
dignity of dying patients and their family members?
What organizational policies do you know that are able to support dignity of dying
patients and their family members in the residential hospice?
Is there anything you would like to add that would help me to better understand dignity
management in hospice care?

Note: This interview schedule is intended to be a guide and may not rigidly adhered to.
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APPENDIX J
CITI TRAINING REPORT
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APPENDIX K
CURRICULUM
VITAE

256
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258

259

260
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APPENDIX L
TIMELINE
Proposal
Defense
04/13
05/13
06/13
07/13
08/13
09/13
10/13
11/13
12/13
01/14
02/14
03/14
04/14
05/14
06/14
07/14
08/14

IRB
Approval
univ.

Data
Collection

Data
Analysis

IRB
Revision

IRB
Renewal

Writing

Dissertation
Defense

×
×
×
×
×
×
×
×
×
×
×
×
×
×

×
×
×
×
×
×
×
×
×
×
×
×
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×

×

×
×
×
×
×
×

×
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