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our lives to dance. The term dance is used figuratively because I really do not dance with 

the expected rhythm of movement to music. But early in my PhD program, Dr. Gunby 

reminded my cohort to take care of ourselves. So my movement and escape was to 
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listen not only to others, but also to myself. Susie Que gave me the impetus to focus and 
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families, but also to your personal families and yourself. Your caring for yourself 

enables you to care for others. This dedication is with my deepest appreciation to the 

participants in my study and other nurses who are caring. May you have a Susie Que to 

share yourself for your personal knowing and caring.
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ABSTRACT

RITA W. FERGUSON
KNOWING ABOUT AND CARING FOR PERSONS RECEIVING HOSPICE CARE: 
THE LIVED EXPERIENCES OF NURSES WORKING IN HOSPICE AGENCIES 
Under the direction of DR. SUSAN S. GUNBY

Little is known about the unspoken phenomena of knowing and caring by nurses 

who practice nursing in a hospice setting. Caring is a value o f nursing and implies a 

relationship of knowing the patient. Minimum research has been presented concerning 

nurses who work in hospice and palliative care regarding knowing about and caring for 

persons receiving hospice care.

The purpose of this descriptive phenomenological qualitative study was to explore 

the lived experiences of nurses working in hospice agencies regarding their knowing 

about and caring for persons receiving hospice care. The phenomenological approach 

allowed the nurse participants to describe their lived experiences of working in hospice 

agencies. Through documentation of nurses’ lived experience of knowing about and 

caring for, the work of nurses in hospice agencies is made visible, the practice of end-of- 

life nursing care is validated, and more is known about nursing practice needs in the 

provision of end-of-life care.

After obtaining Institutional Review Board approval, interviews were conducted 

using semi-structured questions and probe statements and were recorded for verbatim



transcription. Field notes and journal entries were made for use during the analysis 

process. Giorgi’s (2009) method was utilized to structure the data analysis process. Four 

themes and sixteen subthemes were identified.

Nurse participants verbalized their knowledge improved the caring behaviors 

demonstrated with patients and family members. The nurses were able to describe their 

methods of obtaining knowledge as it related to the biomedical process, the patient’s 

pattern and response to the illness, and discovery of who the patient was as a person. 

Other descriptions were identification of the family members and the family role in 

support of the patient. The acknowledgment of experience and the value it provided to 

being a better nurse was also explained.

The nurse participants articulated the uniqueness o f professional nursing in the 

hospice agency. It is important this distinctiveness for nursing be recognized by others in 

the healthcare community so nursing support is provided through education and 

workplace policies. Recommendations for future research are including for-profit 

corporation nurses in the research and nurses of different ethnic and gender background.



CHAPTER 1 

INTRODUCTION

Nurses who work in hospice agencies support individuals with life limiting illness 

by providing nursing care which is evidenced-based and esthetic (Hospice and Palliative 

Nurses Association, 2011). Hospice care by nurses includes managing symptoms, 

supporting patient and family emotional needs, working as part of an interdisciplinary 

team to coordinate a plan of care, and providing indicated nursing care (Thornburg, 

Schim, Paige, & Grubaugh, 2008). Understanding the differences concerning healthcare 

intended to cure a disease and supportive comfort care methods is needed when providing 

care to persons receiving hospice services (City & Labyak, 2010). Hospice care as a 

model is focused on the patient and family with direction provided by those receiving 

hospice services. Nurses knowing about the person receiving hospice services can 

enhance caring and improve the personal concerns of self-worth and importance as 

defined by the patient and family (2010).

Nurses’ knowledge of symptom management has been a focus in the hospice and 

palliative care publications as noted in a preliminary review of the literature. In a study 

conducted by White, Coyne, and White (2012), symptom management was considered 

the most important end-of-life competency. The management of common 

gastrointestinal symptoms was the focus of K. Miller and Miller (2002). Gross hematuria 

management was the subject of Groninger and Phillips’ (2012) journal article. Symptom



management is an important aspect of end-of-life care (Ferrell, 2011), but may limit the 

nurse’s pattern of knowing to scientific and procedural knowledge related to patient care. 

An example of procedural knowledge in oncology is the emergence of the diagnosis, 

treatment protocols, and impersonal care based on technology (2011). However, Ferrell 

(2011) was concerned scientific knowledge alone could limit complete meeting of 

patients’ needs. Nurses’ presence is a crucial need for patients and their families who are 

confronting death (2011). Nurses’ practicing with procedural expertise surrounded with 

consideration for the person is emphasized (Ferrell & Coyle, 2008). These authors noted 

the importance for the connection of compassion and knowledge by the nurse toward the 

person requiring care.

Nursing care in hospital palliative care services was noted by Olthuis, Dekkers, 

Leget, and Vogelaar (2006) to be biomedical and task oriented. However, Olthuis et al. 

(2006) noted dying patients’ discernment of improvement was dependent on an 

unrestricted affiliation with nurses. Patient-centered care led to improved quality of care 

and was contingent on a focused relationship of compassion and uncensored connection 

with nurses (2006). These authors noted uncensored connection was an approach used by 

a nurse'to relate to a patient through the elements of presence, touch, and listening. The 

nurse’s attitude toward the patient was described as “being with” (2006, p. 30).

Nurses may also use a contact approach with a focus on tasks and limited 

attentiveness to the person receiving care (Olthuis et al., 2006). The nurse’s attitude 

when in contact mode with the patient is “being there” (2006, p. 31). An emphasis upon 

symptom management may lead a nurse to use a contact approach accompanied by a



focus on scientific and procedural knowledge when caring for a person receiving hospice 

services. Unfortunately, recent trends in nursing education have concentrated on tasks 

and scientific knowledge with a lack of thinking, demonstrating, or compensating for 

comportments such as kindness and attendance to the person receiving health care 

(Ferrell & Coyle, 2008).

Many of the symptoms patients experience at end of life are a cause for distress to 

both the patient and caregivers (McMillan, Small, & Haley, 2011). The severity of 

symptoms can influence one’s perception of quality of life (Stark, Tofthagen, Visovsky, 

& McMillan, 2012). However, Stark et al. (2012) noted symptom severity and suffering 

associated with symptoms are not the same. It is unknown if  nurses who work in hospice 

agencies recognize the difference between symptom management, symptom severity, and 

suffering associated with symptoms.

Failure by nurses to utilize all ways of knowing in the provision o f nursing care 

can lead to practice limitation. A practicing nurse has multiple patterns of knowing 

including scientific knowledge, clinical and procedural knowledge, and knowledge 

related to nurturing the person (Boykin & Schoenhofer, 2001). Nurturing the person was 

defined by Boykin and Schoenhofer (2001) as the art of nursing demonstrated as caring. 

Professional nursing is expected to have visible knowledge and skills or scientific and 

clinical knowledge. Brown (2011) believed nursing’s art, nurturing the person, should be 

equally visible as part of professional nursing.



The provision of patient care by nurses providing hospice services is a complex 

activity. The essential work of nursing is providing for others to improve or maintain 

one’s health status; or death, when it occurs, is peaceful (Lazenby, 2013). The 

complexity for nurses providing care for the person in hospice is addressing the 

individual’s concerns regarding the control of symptoms, provision of comfort care, the 

maintenance of one’s independence, and moral concerns (Valente, 2011). Common fears 

of persons at the end of life include poor pain management, suffering, and life-prolonging 

measures being provided without consideration of quality of life. Individuals with a 

terminal illness may request the healthcare provider to assist with evaluation of current 

treatments and technology (2011). When physicians focus on curative treatments which 

are in opposition with the patient’s wish for end-of-life care, it is often the nurse who is 

communicating with other healthcare members regarding the need to maintain the 

patient’s personal goals and dignity (2011). Being the patient advocate, alleviating the 

fears, and providing accurate information are roles for the nurses who provide end-of-life 

care (City & Labyak, 2010). Learning the nurse’s experiences of knowing and caring for 

the person receiving hospice services can improve outcomes for terminally ill patients 

and their families.

Hospice is considered to be part of palliative care as noted by City and Labyak’s 

(2010) use of the term. The increased use of the term palliative as compared to hospice is 

noted in Ferrell and Coyle’s (2010) textbook of palliative nursing compared to Ferrell 

and Coyle’s (2001) edition of the same book. Hospice care is the focus in Egan and



Labyak’s (2001) chapter compared to the same chapter by City (formerly Egan) and 

Labyak (2010) which is focused on palliative care. City and Labyak (2010) indicated the 

hospice Medicare benefit does not meet all end-of-life care needs.

Expanded models of hospice palliative care are being developed. These models, 

referred to as “Open Access” (Coyle, 2010, p. 5), are defined as a merged of restorative 

care and comfort care. However, a hospice program would need an average daily census 

greater than 400 patients per day to support an open-access program. The majority of 

hospices in the United States are unable to financially support this model, as palliative 

therapies tend to be expensive related to comfort measures only (2010). Little is known 

about nurses working in hospice agencies experiences related to knowing and caring for 

persons receiving hospice services during today’s era of healthcare reform.

Nursing, as a human science, seeks to understand the meaning of an experience 

and learn from individuals having the experience (Munhall, 2012). Brown (2011) 

asserted technological advances made in healthcare have dehumanized the nurse-patient 

encounter. Cognitive and psychomotor requirements of nursing are a focal area for 

teaching and learning in nursing education, with caring behaviors not being included in 

the curriculum for future nurses (2011). O’Brien (2001) noted nurses often lack 

awareness regarding the effect of nursing practice on patients and families. However, 

caring is the amalgamating consideration for nursing and is the core value for 

professional nursing ethics and knowledge underpinnings (Brown, 2011). O’Brien’s 

(2001) statement provides support to the importance of this study regarding



understanding the experiences of nurses working in hospice agencies of knowing about 

and caring for the person receiving hospice services. Lack of utilization of all ways of 

knowing may limit these nurses’ practice to primarily cognitive and psychomotor 

domains. Patterns of knowing utilized by nurses who work in hospice agencies when 

caring for persons receiving hospice services have not been studied.

Identify the Phenomenon of Interest

Caring as defined by Mayeroff (1971) is helping another grow. An expectation of 

nurses providing end-of-life services is to help the person and the family during a 

difficult life experience, which metaphorically leads to growth. This growth occurred as 

a result of caring. A critical element of caring is knowing (1971). Caring is 

characterized by regard, empathy, and reassurance. These characteristics connect 

knowing by the nurse to the patient (Kelley, Docherty, & Brandon, 2013).

Ways of knowing as described by Mayeroff (1971) include explicit and implicit, 

knowing that and knowing how, and direct and indirect knowledge. Explicit knowing is 

the ability to verbalize knowledge with words, whereas implicit knowing is the inability 

to verbally express the knowledge (1971). An example of explicit knowing would be to 

describe a friend’s physical appearance. The implicit knowing of the same friend would 

be the inability to describe one’s feelings about the friend, but knowing one’s life would 

be different without the friend. The explicit, knowing that, and direct ways of knowing 

are easier to communicate verbally and limit ways of knowing to verbal descriptions



Patterns of knowing were described by Carper (1978) as empirical, ethical, 

esthetic, and personal. Carper’s seminal work is foundational to understanding the 

complexity of nursing’s ways or patterns o f knowing. Knowing and caring are 

connected, as previously noted by Mayeroff (1971). Therefore, revealing how nurses 

who work in hospice agencies know about and care for patients receiving hospice 

services potentially can illuminate both the explicit and implicit implications related to 

end-of-life care. By elucidating these nurses’ experiences, end-of-life quality of care may 

be enhanced and nursing education improved.

Nursing as a discipline has identified specific types of knowledge including 

scientific, theoretical, and experiential (Jenny & Logan, 1992). Benner, Tanner, and 

Chesla (1996) presented evidence of nurses using more than detached scientific or 

academic cognitive processes when providing patient care. They found nurses gained 

clinical knowledge as the nurses experienced similar situations in rendering nursing care. 

Nurses with experience were able to acknowledge the patient’s response to illness and 

personalize the care for the person (Benner et al., 1996). Nursing practice is expanded 

through utilization of different types of knowledge to meet patient needs.

A nurse working in a hospice agency has the potential to grow in caring as a result 

of knowing the person while providing end-of-life care. As the nurse’s personal growth 

is enhanced by self-awareness, the ability to respond to an individual’s discernment o f the 

situation and specific needs are increased (Berragan, 1998). Knowing the person aspect



of nursing is often not included in the educational process, yet is an important part of the 

total formation of a professional nurse.

Comprehension and information regarding the patient’s care needs are acquired 

through knowing (Amendolair, 2011). According to Amendolair (2011), knowing the 

patient helps to understand the patient and connects the nurse to the person. A 

connection to the patient can lead nurses to indicate they have greater job satisfaction and 

believe they can make a difference. Connection between patient and nurse contributes to 

a caring relationship demonstrated by the nurse’s presence, delivery of comfort, and 

managing the fluctuating requirements of the patient with competence.

Nurses’ caring behaviors are often invisible in their daily activities; therefore, 

caring is not valued or noted to impact patient outcomes (Amendolair, 2011). By telling 

their stories of experiences of knowing about and caring for patients receiving hospice 

services, nurses who practice hospice nursing can verbalize the unspoken phenomena of 

knowing and caring. By giving voice to this dimension of nursing, relationships and 

impact of nursing on the patient and family receiving hospice nursing services have the 

potential to become visible to others.

Caring as an attribute for nursing is often considered a natural occurrence without 

giving emphasis to including the concept as an expected nursing behavior. According to 

Olshansky (2007), if caring is considered “something that nurses do” (p. 247), there is 

risk for nursing to be marginalized by other health care professionals and the lay public.



Caring is the unseen effort of nursing and often not credited as a value or influence for 

healthcare results (Amendolair, 2011).

Attributes of caring in nursing described by Amendolair (2011) include 

developing relationships, being present, and knowledgeably meeting the needs of 

patients. In a relationship, an individual makes a choice to respond to another. The 

choice to be caring is taking information and attaching it to feeling regarding an 

individual or group (Authier, 2004). Caring is a choice of connecting with others which 

occurs through the giving of one’s presence to another. Being present to others is active 

demonstration of caring and impacts lives (2004). Story and Butts (2010) explained the 

concept of caring is a way to add humanness to learning experiences. Connecting with 

others is how caring is demonstrated by nurses working in hospice agencies and may help 

the patient and family during end-of-life care; furthermore, it may enhance the 

development of a nurse both personally and professionally.

Caring, when viewed as more than caretaking tasks, is considered a desirable 

experience in human relationships (Noddings, 1984). Concern, interest, and motivation 

were described by Waldow (2009) as how caring action is differentiated between 

interaction with another and task completion. Caring which is interactive and involves a 

foundation of kindness, respect, and consideration is desired (2009). When nurses have 

an awareness of devotion and a commitment to affecting the patient and significant others 

in an approach which is expressive, the philosophy of caring is most powerful (Felgen, 

2004). Nurses who shared themselves with a patient reported a feeling of satisfaction as
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they made a difference (Amendolair, 2011). Although Amendolair’s study was 

conducted with hospital nurses to develop a practice model based on Swanson’s caring 

theory, the results of improved job satisfaction by nurses supported the impact of caring 

behaviors on the professional aspect of nursing. Caring, when identified with improved 

satisfaction, can support the trend of healthcare’s focus on quality improvement and 

patient outcomes.

Hospice nursing is a service to others with a holistic focus of the person including 

the physical, emotional, and spiritual care needs rather than just the disease process (City 

& Labyak, 2010). Caring has been studied, but there has been little research regarding 

the influence of ways of knowing on the caring role of nurses who provide hospice care. 

The educational preparation of nursing students has focused on technology and learning 

content, while ignoring nursing’s core value of caring (Cook & Cullen, 2003). According 

to Cook and Cullen (2003), caring is a core value of the nursing discipline and is 

foundational to guiding nurses for providing individualized, person-centered care. 

Interpersonal concern for people is to be encouraged (Tanner, 1990). Nurses who 

provide end-of-life care are in a unique role of working with individuals and their 

families during a very stressful, emotional, and intimate time. The clinical decisions 

made by the nurse working in a hospice agency are based upon knowledge. However, 

the knowledge may be limited to knowing the symptom and disease processes rather than 

encompassing multiple ways of knowing. Nurses, who work in hospice agencies, use of



11

knowing about patients and persons have received little attention related to caring in 

hospice nursing.

Purpose of the Study 

Caring has been a tenet of nursing (Coyle, 2014) implicating a relationship 

between the nurse and the patient. Caring required knowing another’s needs so one could 

respond (Mayeroff, 1971). Development of a relationship between the nurse and the 

patient required knowing the patient (Bundgaard, Nielsen, Delmar, & Sorensen, 2012).

A preliminary review of the literature resulted in minimum research concerning nurses 

who worked in hospice and palliative care regarding their knowing and impact on caring 

or relationship development. My interest in caring as an essence of nursing provided the 

impetus for this study’s purpose, which is to explore the experiences of hospice agency 

nurses in knowing about and caring for persons receiving hospice care. Attention to 

ways of knowing in nursing may be valuable for development of knowledge utilized in 

nursing practice (Berragan, 1998). Through the use of a descriptive phenomenological 

method, common meanings embedded in the experiences of nurses working in hospice 

agencies will be revealed and offer insight about the specialty of hospice nursing.

Research Question

The research question for this study was: What are the experiences of nurses 

working in hospice agencies in knowing about and caring for persons receiving hospice 

care?
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Conceptual Framework 

The use of Boykin and Schoenhofer’s (2001) nursing as caring theory and 

Liaschenko and Fisher’s (1999) typology of knowledge provided the conceptual 

framework related to how nurses working in hospice agencies experience knowing about 

and caring for persons receiving hospice services. Nursing as caring theory (Boykin & 

Schoenhofer, 2001) was used to support this study because caring is defined as the 

encouragement of others through “living caring and growing in caring” (p. 12). Boykin 

and Schoenhofer (2001) were influenced by MayerofFs (1971) definition of the caring 

process as one person helping another person grow. Mayeroff (1971) connected caring 

and knowledge when he noted caring requires one to know both general and specific 

information of the cared-for person. Nursing as a response to nurturing the human need 

to be cared for is the focus of nursing as caring theory (Boykin & Schoenhofer, 2001). A 

nursing situation occurs when a nurse is involved with another person and uses nursing 

knowledge. The experience related to caring between the nurse and one receiving care 

has the potential to enhance personhood for both the giver and receiver of care (2001). 

The nurse’s connection with another person results in personal growth. Boykin and 

Schoenhofer (2001) noted the uniqueness of caring to nursing is a result of the musing 

situation and the focus of understanding how the person receiving care is maintained and 

fortified in the personal growth through connection with another.

A foundational belief of the nursing as caring theory is that all persons are caring 

(Boykin & Schoenhofer, 2001). Nursing is a response to a person to sustain and enhance
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the person’s life and growth. A nurse enters another person’s world to be present with

the individual and to intentionally know the person and engage in the nursing situation

(2001). Boykin and Schoenhofer (2001) posited their definition of caring as the

intentional and authentic presence of the nurse with another who is recognized as 
person living caring and growing in caring. Here, the nurse endeavors to come to 
know the other as caring person and seeks to understand how that person might be 
supported, sustained, and strengthened in his or her unique process of living 
caring and growing in caring, (p. 13)

Knowing the patient is a common term used by nurses as noted by Tanner,

Benner, Chesla, and Gordon (1993). The meaning associated with this terminology 

indicates the nurse understands the situation from the patient’s perspective. This 

knowledge was found to be necessary by the nurse in order to engage in clinical 

judgment (Tanner et al., 1993). These authors concluded caring resulted from knowing 

the patient and was essential for providing personalized patient care. Knowing the 

patient as caring practice created advocacy and preserved the patient’s dignity, whereas 

lack of knowing the patient increased the patient’s vulnerability (1993).

Nursing’s work is connected between knowledge and actions (Liaschenko & 

Fisher, 1999). Nursing has an obligation to define its knowledge used in the work of 

nursing so it will be visible and valued. The types of knowledge used by nurses to meet 

the needs of those who are receiving care and connects nursing’s knowledge to nursing’s 

work were referred to as case knowledge, patient knowledge, and person knowledge 

(1999). Liaschenko and Fisher’s purpose was to use terminology to link nurse’s action to 

the type o f knowledge used and thus legitimize nurse’s work. Liaschenko and Fisher’s
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(1999) knowledge typology parallels Boykin and Schoenhofer’s (2001) nursing as caring 

theory patterns of knowing.

Case knowledge was defined by Liaschenko and Fisher (1999) as biomedical 

knowledge and is comparable to scientific knowledge described by Boykin and 

Schoenhofer (2001). Case knowledge involves knowing the anatomy and physiology of 

the body, the impact of disease processes, and the clinical treatment of the disease. 

Nursing work associated with this knowledge includes monitoring disease processes and 

therapeutic responses (Liaschenko & Fisher, 1999).

Patient knowledge, the most prevalent and complex area of nursing’s work, is 

essential to the effort of nursing (Liaschenko & Fisher, 1999). Boykin and Schoenhofer 

(2001) referred to this as clinical and procedural knowledge. Patient knowledge 

identifies the person as a patient and includes all those involved in the caregiving process 

for the patient (Liaschenko & Fisher, 1999). Monitoring and negotiating a patient 

through the healthcare system utilizes this knowledge. Patient knowledge makes the 

work of nursing visible, according to Liaschenko and Fisher (1999).

Person knowledge was Liaschenko and Fisher’s (1999) third type of knowledge. 

Person knowledge was described as knowing of the individual’s own history and desires 

for the future. The person knowledge is nurturing the person as described in Boykin and 

Schoenhofer’s (2001) nursing as caring theory. If the nurse has person knowledge, then, 

the person becomes central as the receiver of care rather than a disease process or object 

of monitoring (Liaschenko & Fisher, 1999).
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Individuals, other than nurses, are also involved in the care of the person. Nurses’ 

work involves organizing care for multiple patients and multiple care providers. Social 

knowledge was Liaschenko and Fisher’s (1999) terminology to describe the knowledge 

of other healthcare personnel and the person. Social knowledge connects case knowledge 

and patient knowledge. Patient knowledge and person knowledge are also linked by 

social knowledge (1999).

“Knowing the patient” was observed by Tanner et al. (1993, p. 273) in two 

approaches by nurses. Nurses identified knowing the patient in terms of Liaschenko and 

Fisher’s (1999) patient knowledge. Nurses who demonstrated patient knowledge were 

able to identify patterns of responses and recognize which patterns needed nursing 

attention (Tanner et al., 1993). The person knowledge depicted by Liaschenko and Fisher 

(1999) is very similar to the second approach of nurse knowing the patient delineated by 

Tanner et al. (1993). This knowing the patient referred to recognizing desires of the 

person. Research related to nurses’ knowing about and caring for hospice patients has 

not been identified in the literature.

Significance of the Study

In the healthcare world of competency-driven behaviors, there is a risk that 

interpersonal or knowing the person behaviors will not be included in the plan for patient 

care. The problem can begin during the educational preparation of nursing students with 

curricula laden by content and saturated with scientific knowledge. Relational actions 

between nurses and patients are lost in the teaching of technical features and tasks of care
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relationship characteristic of nursing may be in jeopardy when the emphasis is on 

technology for diagnosis and treatments (Perry, 2013). Hospice nursing, as a specialty 

area of care, is based on foundational nursing concepts and values. In this time of 

technological advances, nurses working in hospice agencies may tend to focus on the 

application of technology rather than upon the person receiving the technology. It is 

important for nurses working in hospice agencies to discern ways of knowing about 

persons receiving hospice services and notice if caring was influenced by the use of 

different patterns of knowing. This information could identify the uniqueness of 

professional nursing in providing hospice services. Added knowledge to the specialty of 

hospice nursing and end-of-life care could be the importance of how the person is 

included in the plan of care.

In today’s complex healthcare environment, decisions are made based on 

technological, economic, political, and legal sources of knowledge (Davidson, Ray, & 

Turkel, 2011). Tanner (2006) declared good clinical judgment requires the ability o f the 

nurse to determine the characteristics of the clinical situation which may not be clearly 

defined, interpret the implication, and properly react to the situation. An unspoken but 

necessary feature of the clinical situation is the inclusion of the person who is receiving 

healthcare. Knowing the person and developing a caring relationship distinguishes 

nursing care (Davidson et al., 2011). Development of relations of one cared-for by one 

caring (Noddings, 1984) involves person knowledge. If nurses who work in hospice
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agencies ignore knowing the person as an important part of nursing, then patient care can 

be incomplete.

Caring is considered an essential value o f nursing (Davidson et al., 2011). When 

caring occurred as part of an interpersonal relationship between the person receiving care 

and the nurse, it was noted the nurse benefited and reported establishment of professional 

identity (Amendolair, 2011). This finding supported Mayeroffs (1971) theory of one 

growing through caring.

As the nurse grows in caring, the influence of knowing the patient as a person for 

nursing practice is important (Radwin, 1996). Recognition and treatment o f the patient as 

a person is accomplished by knowing the patient. Knowing the patient leads to expert 

decision making (1996).

Previous research related to knowing the patient has recognized the person as 

unique and the need for nurses to acknowledge the person’s individuality (Radwin,

1996). As noted by Radwin (1996), research has not revealed how knowing the person 

occurs. This knowledge of knowing the person may be significant about how caring is 

provided in end-of-life care. It is expected the understanding of nurses working in 

hospice agencies experiences of knowing and caring for persons receiving hospice 

services could improve the development of the hospice nurse from novice to expert in the 

specialty.

According to Kehoe (2006), the knowledge related to hospice nursing as a 

specialty is learned through the practice of nursing rather than official nursing education.
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Nursing education is dedicated to modifying nursing approaches, regulating actions, and 

quantifying clinical consequences without consideration to understanding the 

multifaceted effect of nursing practice (Thornburg et al., 2008). White et al. (2012) noted 

continuing education for hospice and palliative nurses in symptom management related to 

relief of patient suffering does not meet current requirements. Therefore, how muses 

working in hospice agencies learn the use of ways of knowing and apply to patient care in 

the hospice domain may augment the educational process of novice hospice nurses and 

their orientation to the specialty. Development o f hospice nursing as a specialty and 

recognition of hospice nurses is a desired outcome of my research.

Another significant factor related to the concept of knowing the patient was the 

achievement of positive patient outcomes (Radwin, 1996). According to Radwin (1996), 

positive patient outcomes in the acute care setting were related to nurses knowing the 

patient. The reported outcomes included improved patient satisfaction, averted 

emergency situations, and fewer readmissions associated with discharge planning (1996). 

Positive patient outcomes for the hospice patient are different than the acute care setting 

as the focus for nursing in hospice and palliative care is appreciation of life and 

completion of relationships (City & Labyak, 2010). However, the concept of knowing 

the patient has potential to improve patient outcomes in the hospice setting. Hospice 

nurses work with the patient and family as part of an interdisciplinary team to meet the 

goals established by the patient and family (Penz, 2008). An essential factor in providing 

quality care by hospice nurses was knowing the person (2008).
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Nursing practice has changed related to the amount o f time available to get to 

know the patient. The situation of minimum patient time in the healthcare setting 

impacts the nurse’s ability to get to know the patient (Radwin, 1996). Limited time with 

patients and increased numbers of patients are concerns for hospice nurses (Dahlin & 

Mazanec, 2011). According to information provided about Medicare coverage, the 

Medicare Payment Advisory Commission (MEDPAC) reported the median length o f stay 

has remained 17-18 days since 2000 (Medicare Payment Advisory Commission, 2012). 

The average time a person is in hospice care is dependent upon the admission diagnosis. 

According to MEDPAC (2012), patients admitted to hospice late in the disease trajectory 

averaged five days from admission to death which has remained unchanged since 2000. 

Although Medicare average length of stay for hospice patients has increased since 2000, 

these patients reflect an increase in extended stay of hospice patients (2012). The 

Medicare Hospice Benefit was designed to support individuals at home during the last six 

months of life when their disease trajectory was predictable, such as in a person with the 

diagnosis of cancer (City & Labyak, 2010). However, the aging population in America is 

increasing and the associated chronic illnesses are life-limiting, yet unpredictable, 

regarding when end of life will occur (2010). The increased use of hospice for a person 

with a non-cancer diagnosis has resulted in the increase in very long hospice use.

Assumptions and Biases 

The following are my assumptions and possible biases. The assumptions have 

influenced me and are foundational for my research. Some of the assumptions are related
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to and derived from nursing and other disciplines; other assumptions are from my lived 

experience.

Relational involvement with the person is needed to assist with the process o f 

making clinical judgments using the three types of knowledge: case, patient, and person 

(Liaschenko & Fisher, 1999). It is expected nurses who work in hospice agencies will 

think like a nurse as described by Tanner (2006) and will use multiple ways of knowing 

to accomplish the goal of thinking like a nurse. Tanner (2006) described thinking like a 

nurse as a method of involvement with patients and performing care which benefited the 

patient.

Nurses need to have the knowledge and skill to work with equipment and 

computers available in the highly complex technological environments of today’s 

healthcare setting. However, nurses must also develop relationships in this environment 

so people are considered as humans rather than just objects o f healthcare (Bevis & 

Watson, 2000). The use of Liaschenko and Fisher’s (1999) terminology for knowledge 

provides a classification for nurses to communicate their work within the healthcare 

system.

Nursing is knowledgeable caring for the welfare of others (Swanson, 1993). The 

informed nurse, whether a new graduate or a practicing nurse with many years of 

experience, is expected to provide care to individuals or populations. Nursing practice is 

based on knowledge acquired from the sciences and the humanities, and knowledge
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obtained from experience. Enhancement o f the welfare of those receiving nursing care is 

nursing’s goal (1993).

Multiple ways of knowing will be described by nurses working in hospice 

agencies. Nurses may not use the terms case knowledge, patient knowledge, or person 

knowledge, but will describe their use of knowing which will meet the definitions as 

noted by Liaschenko and Fisher (1999). Nurses’ work can become visible through the 

descriptions provided.

Knowledge development and ways of knowing will indicate the novice’s focus is 

on case knowledge and patient knowledge. Person knowledge does not become 

incorporated by the novice nurse and caring may not be seen as important to develop 

initially, unless nurses graduated from nursing schools which emphasized this way of 

knowing. Nurses who work in hospice care often have prior nursing experience, but 

nurses who recently began to work in hospice agencies may focus on case and patient 

knowledge rather than person knowledge.

Costs associated with patient care may influence the decision-making process. In 

a study of patients with heart failure by Metzger, Norton, Quinn, and Gramling (2013), 

the decision to not participate in hospice was related to rules associated with the 

Medicare Hospice Benefit. The patients and family members in the study voiced the 

belief hospice care would limit their choices for symptom management (2013).

Attitudinal aspects of nursing, such as patient relationships, are secondary to 

nursing education’s focus on intellectual knowledge and acquisition of psychomotor
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skills. Cook and Cullen (2003) noted an observable appearance of caring behavior was 

uncommon when the healthcare industry focused on technology. Nursing education is a 

contributor in not cultivating or promoting relational, caring interactions with the patient 

(2003). In my career as an educator nurse, I have observed that case and patient 

knowledge are emphasized, but person knowledge is secondary in the process of teaching 

nursing students.

Caring has been considered a nice-to-do expectation of nursing without being 

recognized for the value caring provides to the healing environment. Duffy (2003) noted 

nurses in clinical practice rushed to complete multiple tasks without taking time to be 

with patients. Spending time with patients allows nurses to connect with patients. 

Connection to others is the forerunner of knowing (2003). Knowing the patient is a 

primary caring practice (Tanner et al., 1993) and is part of the clinical judgment decision

making (Tanner, 2006). Therefore, caring becomes an important value of nursing 

practice to be acknowledged by practicing nurses, health care administrators, policy 

makers, and nursing educators.

Definition of Terms

For this study, the definitions o f key terms were as follows:

Caring

Caring, a feeling rather than a process, is defined by Turkel, Ray, and Komblatt 

(2012) as a relationship between two people which gives meaning and importance to the 

lives of the people.
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Caring in Nursing

Boykin and Schoenhofer defined (2001) caring in nursing as the deliberate 

attendance of the nurse to another person for support and help in the process of “growing 

in caring” (p. 12).

Nursing Situation

Nursing situation is the interaction between the nurse and the nursed which has a 

“nursing focus” (Boykin & Schoenhofer, 2001, p. 13).

Relational Caring

Relational caring involves interaction between the one being cared for, such as 

patient and family, and the caregiver or nurse (Duffy, 2003). It is expected both or all 

participants will benefit from the interaction. Relational caring is an interaction which 

includes the processes of listening and communicating between the patient and nurse to 

enhance the connection rather than a focus upon tasks. Communication which 

demonstrates the nurse’s authenticity of presence allows the patient to be viewed as a 

person rather them an illness or a job to be completed (Duffy, 2003).

Clinical Judgment

Tanner (2006) defined clinical judgment as the understanding or decision making 

process regarding a patient’s requirements, apprehensions, or health issues, and the 

choice to intervene (or not), to provide customary or modified methods, or create 

different procedures as determined appropriate by the patient’s reaction.
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Caring Factors

Caring factors were delineated by Duffy, Hoskins, and Seifert (2007) as 

encompassing focused support, admiration, reassurance, and acknowledgment of one’s 

uniqueness. Focused support is the nurse’s ability to realistically and therapeutically 

provide hope and comfort. Admiration acknowledges the human as a unique individual 

and demonstrates behavior which values the individual. Reassurance refers to a nurse’s 

positive attitude. Acknowledgment of one’s uniqueness recognizes what makes the 

individual different than everyone else (2007).

Types o f Knowledge

Case knowledge was defined by Liaschenko and Fisher (1999) as biomedical 

knowledge. It is the knowledge of the anatomy and physiology of the body, how disease 

processes impact the body or the person’s quality of life, and the clinical treatment o f the 

disease. Nursing work associated with this knowledge is comprised of monitoring 

disease processes and therapeutic responses (Liaschenko & Fisher, 1999).

Liaschenko and Fisher (1999) referred to patient knowledge as being how an 

individual becomes a patient and includes all those involved in the caregiving process for 

the patient. This knowledge, according to Liaschenko and Fisher, was the observing and 

conveying a patient through the healthcare system and was the observable work of 

nurses.

Person knowledge was Liaschenko and Fisher’s (1999) third type of knowledge 

and it consisted of knowledge related to the individual’s own history and future. If the
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nurse has person knowledge, then the person becomes central as the receiver of care 

rather than a disease process or object to be monitored. The result will be an 

understanding of the relationship in nursing, a necessary value to practice patient- 

centered care (Liaschenko & Fisher, 1999). Case, patient, and person knowledge are 

included in the nursing as caring theory (Boykin & Schoenhoefer, 2001) as this 

knowledge is part of the nursing situation.

Social knowledge is the link between case and patient knowledge and patient and 

person knowledge (Liaschenko & Fisher, 1999). Social knowledge is the knowing of 

others who are involved with the patient (1999). The nurse knowing the abilities of 

others enables the nurse to match the essential care with proper sources (1999).

Patterns o f Knowing

In Carper’s (1978) seminal work, four fundamental patterns or ways of knowing 

were identified. These patterns were described as empirics or the science of nursing; 

esthetics, the art of nursing; personal knowledge or the therapeutic use of self in nursing; 

and ethics or the moral knowledge of nursing. Knowing in multiple patterns provides 

nursing care which is perceptive and leads to an understanding of patients’ personal 

experiences. Using multiple patterns of knowing assists the nurse in anticipating the 

outcome of nursing actions for patients and is considered an essential ability (1978). 

Hospice nursing

Hospice nursing is a provision of care to others with an all-inclusive emphasis of 

the person and significant others receiving hospice services including the physical,
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emotional, and spiritual attention needs rather than just the disease progression (City & 

Labyak, 2010).

Hospice Care

Hospice care provides for care related to a person’s advanced, life-limiting illness 

by using a multidisciplinary team approach. Support for family members through the 

hospice patient’s dying experience and during the family’s bereavement is included as 

part of the hospice service. In the United States, Medicare limits benefits to those with a 

prognosis of six months or less if the disease sustains the expected trajectory, and 

additionally, the patient must be willing to waive further curative treatment (City & 

Labyak, 2010).

Palliative Care

Palliative care is meeting the inclusive physical, psychological, social, and 

spiritual needs of patients and families confronting incurable, advancing illnesses (City & 

Labyak, 2010). Philosophically, palliative care includes hospice care. However, the care 

is differentiated from hospice care as noted by Metzger et al. (2013) regarding palliative 

care may be applicable during the disease process and utilized with curative type 

interventions.

Summary

This chapter presented an overview of the literature related to the purpose of the 

study. Supported by the conceptual framework of Boykin and Schoenhofer’s (2001) 

nursing as caring theory and Liaschenko and Fisher’s (1999) typology of knowledge, this



phenomenological study explored the experiences of nurses working in hospice agencies 

regarding their knowing about and caring for persons receiving hospice care. Also, 

provided in this chapter were the research question, significance of the study, and key 

terms to be utilized in the study. This chapter also included a discussion of my 

assumptions and biases.



CHAPTER 2 

REVIEW OF RELATED LITERATURE 

The hospice movement was initiated to improve the quality of life by improving 

patient care (Wright, 2002) and nurses are identified as vital professionals on the hospice 

team. Wright (2002) referred to hospice as having predominantly a nursing purpose. 

Descriptions of nurses’ who work in hospice agencies experiences of knowing about and 

caring for individuals receiving hospice services were the foci for this research study. In 

this chapter, an examination of the literature will identify current knowledge about the 

studied phenomena. Qualitative and quantitative studies were reviewed as all can 

provide information to support the current study. This chapter includes a discussion 

about the context of the study. A preliminary synthesis o f the literature was presented in 

this chapter.

Context of Study

The qualities of nurses who work in hospice services have been discussed in the 

literature. Qualities of these nurses include durability, a passion for work as a hospice 

nurse (Gaydos, 2004; Wright, 2002), partnership development with patients (Penz, 2008; 

Wright, 2002), compassion, technological knowledge, spirituality, and insightfulness 

(Wright, 2002). There is a lack of discussion in the literature regarding how nurses who 

work in hospice agencies developed these qualities. By asking nurses who work in 

hospice agencies to describe their experiences, there is potential the nurses can provide
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information related to the development of these and other qualities demonstrated by 

hospice nurses.

Penz (2008) examined the literature for identification of qualities associated with 

hospice nurses who worked and remained in community palliative healthcare delivery. 

Identified qualities o f palliative care home nurses noted by Penz (2008) included 

development of partnerships with patients and families, acknowledgment by the nurse of 

the patient and family’s control of the care setting because it was their home, and the use 

of time to connect to patients and families. Knowing the patient and the family members 

was identified as vital to the delivery of excellent care (2008). Penz recommended 

further research regarding community-based palliative care nurses and their relationships 

with patients and families.

In a literature review by Rose and Glass (2006), the dearth o f erudition regarding 

the part and influence of community nurses functioning with palliative patients was 

noted. Nurses working in the community are often invisible and marginalized (2006). 

Rose and Glass (2006) related the invisibility and marginalization to community nurses’ 

work being done while in the patient’s home. A reason provided for the marginalization 

of nurses working in the home was related to society’s views on aging and the fact that 

most home care nurses are working with the older population. The implications for the 

lack of registered nurses’ visibility working in the patient’s home environment are 

potential decreased job satisfaction, decreased recognition, and decreased promotion 

opportunities within the nursing profession (2006). The opportunity for nurses who work
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in hospice community agencies to describe their experiences of knowing about and caring 

for persons receiving hospice services has the potential to increase their visibility and 

identify processes of connections between nurses and their patients and the patients’ 

families.

Historical

Carper’s (1978) seminal work identified four essential configurations or patterns 

of knowing in nursing. The purpose of Carper’s research was to identify the kinds of 

knowledge utilized in nursing. According to Carper (1978), the ways of knowing include 

empirical knowing, described as the scientific basis of nursing; personal knowing is the 

nurse’s self-awareness and leads to relationship development with another; ethical 

knowing is the moral component of nursing judgment; and esthetic knowing is the art of 

nursing. Carper (1978) considered a nurse’s ability to distinguish and understand the 

individual experiences of patients essential to musing; therefore, the nurse’s activities 

were planned to meet these needs. Recognition of patient’s specific needs prevented 

nursing care from becoming routine or automatic.

In 1984, Patricia Benner’s seminal work From Novice to Expert: Excellence and 

Power in Clinical Nursing Practice was published. Benner (1984) started the book with 

a commentary regarding the lack of knowledge concerning nursing practice. A lack of 

knowledge related to nursing practice created a risk of inability to describe and define the 

actual work of nursing. Too often, when questioned regarding their work, nurses 

describe the tasks of nursing’s work which communicate technical skills rather than the



31

skill acquisition associated with clinical judgment. In fact, Benner (1984) alluded to this 

issue regarding the focus of learning being on the latest technological procedures rather 

than achieving proficiency in clinical judgment.

The approaches of nursing practice (Berragan, 1998) were identified as a 

continued issue for nursing, which Berragan addressed as ways of knowing in nursing. 

Like Benner, Berragan (1998) considered nurses’ ability to describe the actions o f nurses 

rather than the nurses’ knowledge as detrimental to the nursing profession. Berragan 

(1998) believed the ability of nurses to verbalize and describe nursing’s knowledge and 

how the knowledge is developed was essential for the future of nursing practice.

How nurses developed clinical knowledge was a major focus of nurse researchers 

during the 1990s. Expert nurses referred to knowledge acquired by experience as 

“knowing the patient” (Jenny & Logan, 1992, p. 254). Jenny and Logan (1992) 

connected the concepts of knowing and caring to inform the nurse of the patient’s needs. 

The connection concerning technologic and biobehavioral disciplines and patient results 

transpired from knowing the patient (1992).

Jenny and Logan (1992) identified the need for research among different nursing 

specialties to support nurses’ clinical knowledge and professional credibility. Kennedy 

(1998) wrote an article regarding ways of knowing in palliative nursing. However, 

Kennedy’s article gave a United Kingdom perspective regarding palliative care and was 

not written to publish research findings. Kennedy (1998) was concerned with the future 

of nursing education related to palliative care and the expected increased demand for
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palliative services in the United Kingdom. Palliative care services are now increasing in 

the United States as predicted 16 years ago by Kennedy (1998) regarding the expected 

increase for palliative care services in the United Kingdom. Experienced palliative care 

nurses were noted by Kennedy (1998) to have a substantial amount of the understanding 

essential for palliative care services. However, Kennedy did not define what experienced 

means in terms of such things as length of time working in palliative care or development 

of knowledge. According to Kennedy (1998), nurses’ personal knowledge was receiving 

attention in nursing research at that time.

Both Jenny and Logan (1992) and Kennedy (1998) referred to expert nursing 

knowledge. A gap in the literature is noted regarding how nurses become expert in their 

knowledge and how peers, other healthcare providers, and patients recognize nurses as 

experts. Benner (1984) believed an expert developed over an extended period of time. 

However, in today’s complex healthcare system the need and expectation for expert 

nurses is pronounced. Therefore, identification of how knowledge is obtained and shared 

with other nurses is indicated for improved professional credibility and nursing 

education.

Radwin (1996) recognized knowing the patient was a developing model of 

clinical knowledge and conducted a review of the literature on knowing the patient. 

Knowing the patient was documented as imperative to nursing provision (1996).

Radwin’s (1996) recommendations for future research based on the analysis of literature 

included analysis of the association concerning nurse caring and the notion of knowing
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the patient, identification of any connection between expert nursing practice and knowing 

the patient, and exploration about whether knowing the patient does improve patient 

outcomes. Even though patterns of knowing were identified by Carper (1978), 

development of clinical knowledge was addressed by Benner (1984), and nurses knowing 

the patient was addressed by Jenny and Logan (1992) and Radwin (1996), hospice and 

palliative nursing care related to knowing about and caring for persons receiving hospice 

services remains unidentified.

In this study, I queried nurses who currently work in hospice agencies regarding 

their experiences related to knowing about and caring for those individuals receiving 

hospice services. Experience was expected to develop proficiency, skill acquisition, and 

competency as a hospice nurse. However, this has not been discussed in the literature. 

Qualitative data obtained can assist nurses to identify professional attributes associated 

with hospice nursing, help educate nurses interested in hospice care, and facilitate nursing 

students’ understanding of end-of-life care.

Experiential

Knowing the patient was defined by Mantzorou and Mastrogiannis (2011) as two 

entities: knowing one’s response to health care and knowing the individual. Liashenko 

and Fisher (1999) separated knowing the patient into two distinct areas: patient 

knowledge and person knowledge. Consequences for knowing the patient included 

experienced clinical judgment, connection, patient advocacy, and clinical knowledge 

about larger populations (Mantzorou & Mastrogiannis, 2011). Support for other ways of
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knowing besides empirical was provided by Mantzorou and Mastrogiannis (2011) as the 

need for a broader method of knowledge than permitted by evidence-based practice into 

all forms of knowing and validate the relevance and use in practice.

Although Mantzorou and Mastrogiannis’ article was published in 2011, it is 

interesting to note their references related to knowing were written prior to 2000. This is 

an indication there has been limited published research on the concept o f knowing despite 

the significance of knowing on the outcome for the individual receiving nursing care. 

Therefore, a study of nurses, who work in hospice, on knowing about and caring for those 

individuals who are receiving hospice services was indicated.

Philosophical

Philosophically, nursing science has emphasized empirical knowledge as 

nursing’s primary method of knowledge development (Berragan, 1998). The focus on 

evidence-based practice has put more emphasis on the positivist paradigm to increase 

nursing’s credibility as a science (Kennedy, 1998). However, nursing practice compels 

muses to increase knowledge through more than experimental approaches (1998). 

Kennedy (1998) believed nursing care which included the both the psychological and 

social facets of health needed more than randomized controlled trials as a method to 

provide evidence-based care. The psychosocial characteristics of nursing are key 

concepts and foundational to nursing’s philosophy of care, especially palliative care 

nursing’s philosophy (1998).
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Philosophical Underpinnings 

The context of this research was based on nursing as caring model (Boykin & 

Schoenhofer, 2001), knowledge used by nurses to articulate the work of nurses 

(Liaschenko & Fisher, 1999), and caring as defined by Mayeroff (1971). In order to 

provide a broader sense of nursing care, Boykin and Schoenhofer’s (2001) nursing 

situation was utilized to define nursing care. A nursing situation is a condition with an 

application of nursing to meet patient needs (Boykin & Schoenhofer, 2001) and broadens 

the perception of nursing care to include tasks, relations, empirical knowledge, ethical 

principles, and experiential knowledge.

Liashenko and Fisher’s (1999) classification for knowledge was used for 

identifying types of knowledge rather than Carper’s (1978) patterns of knowing.

Carper’s work was seminal and identified other ways nurses use knowledge in providing 

care for others. This was important for acknowledgement of using types of knowledge 

besides empirical knowledge in a human science environment. My preference for 

Liashenko and Fisher (1999) is related to the definitions used as nurses’ ways of knowing 

connect the work of nursing in a language used by practicing nurses. Liashenko and 

Fisher’s (1999) terminology also parallel my interpretation of Boykin and Schoenhofer’s 

(2001) model of nursing as caring. Definitions were provided in chapter 1 and will not 

be repeated; however, further delineation of the nursing as caring model and knowledge 

classification is essential in understanding the philosophical underpinnings of this study.
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Nursing as caring model proposed by Boykin and Schoenhofer (2001) focused on 

caring. An assumption of the model is that all people have the capacity for being caring 

even though every act does not have to be a caring manifestation. An implication of this 

assumption is the person who expresses caring to others is also developing her or his own 

capabilities as a caring person.

Caring for self and others is nurtured in relationships. Development of 

relationships between nursed and nurse shape caring for self and others. As a person 

discovers self as caring, there is self-growth in caring and shaping of self as an authentic 

caring person (Boykin & Schoenhofer, 2001).

The types of knowledge classification devised by Liaschenko and Fisher (1999) 

structured the work of nurses in a language pertinent to nursing practice. The language 

used is descriptive of nurses’ work and is understandable by both nurses and non-nurses. 

Nurses need a language which is easy to understand and can be used as a framework to 

guide nursing practice. Liaschenko and Fisher’s (1999) case knowledge, patient 

knowledge, and person knowledge meet this criterion.

The knowledge used by individuals to connect case, patient, and person 

knowledge was defined by Liaschenko and Fisher (1999) as social knowledge. Social 

knowledge between the case and patient is knowledge of the “social actors” (Liaschenko 

& Fisher, 1999, p. 35) involved in a complex healthcare system. These individuals 

include the multitude of other professionals or technicians involved with a person 

receiving healthcare. Mindfulness of influences which affect different lives creates
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awareness by the nurse to connect patient and person knowledge (1999). This awareness 

helps the nurse envision the individual patient as someone more than a disease process. 

Although the link of social knowledge is between case and patient or patient and person, 

the knowledge is of individuals as participating in shared circumstances and is knowledge 

obtained through relationships (1999).

Synthesis of Literature 

Using several databases and the search terms knowing, caring, and hospice 

nursing, a variety of journal articles were identified. The researcher determined 

relevance based on identification of topic and professional group. There is a lack of 

nursing research which focuses on hospice nursing and the use of ways of knowing about 

and caring for persons receiving hospice services. Much of the literature regarding ways 

of knowing and knowing the patient was written prior to 2000. The literature review 

process continued during data analysis.

Knowing the patient was identified by Radwin (1996) as an evolving concept 

which represents individualized patient care, a significant nursing value. Radwin (1996) 

conducted an analysis of research on the concept of nurses and knowing the patient. 

Nurses noted knowing the patient was an important practice by nurses, although there 

was no consistent definition provided in the studies analyzed by Radwin (1996). A 

recurring finding in the analysis described knowing as composed of two components, 

which were the empathy o f the nurse and the clinical choices selected. Knowing the



38

patient was expressed as supportive acknowledgement of the person as an individual

(1996).

Knowing the patient was a concept presented by Radwin (1996) as being 

important for nursing practice because patients were acknowledged and treated as 

individuals. Providing individualized care is stressed in nursing education, although the 

student may not understand the meaning. It was noted by Radwin (1996) that knowing 

the patient was more characteristic of expert nurses and their decision-making ability. 

Hospice nurses’ focus on patient and family care and improving the quality of end-of-life 

care emphasize knowing the patient, however, no research was found in the literature 

which described hospice nurses’ experiences of knowing the patient.

Benner and Wrubel (1989) noted knowing the patient was a term used by expert 

nurses to refer to knowing a patient’s everyday routines, desires, and usual behavior. The 

term has been used since 1989 in nursing literature. Nurses continue to refer to knowing 

the patient, but a review of the literature reveals little research regarding the concept has 

been conducted since 2000. It is believed expert nurses include the concept of knowing 

the patient in their assessment and interventions (Jenny & Logan, 1992). Knowledge of 

the person is considered a value of nursing in the provision of individualized care which 

is an expected patient right (1992).

Jenny and Logan (1992) described the concept of knowing the patient as a 

reasoning and relational process. Nurses’ professional trustworthiness was improved by 

their capability to detect significant characteristics of the patient and situation.
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Knowledge of the patient and the situation help the nurse improve care by enhanced 

clinical reasoning (1992).

In a study by Wright (2002), it was noted the literature is limited regarding 

hospice nurses, and Wright’s study was focused on ascertaining the gaps of nursing 

knowledge about hospice nurses. Wright’s (2002) stated purpose was to identify and 

describe qualities or characteristics of hospice nurses. Twelve qualities of hospice nurses 

were identified in Wright’s (2002) focused ethnography. These qualities included being 

present, compassionate, independence, spiritual, confident, entrepreneurial, being part of 

an interdisciplinary team, a sense of calling, humility, intuitive, a sense of humor, and 

having technological knowledge. However, Wright’s (2002) study did not address how 

hospice nurses learned or gained the identified qualities. Hospice nurses knowing about 

and caring for persons receiving hospice services was not mentioned in the study. While 

these qualities for hospice nurses were identified by Wright (2002), it is not known if  the 

researcher found these qualities were learned behaviors or intrinsic in nurses who chose 

hospice as their specialty. However, presence was acknowledged as the most 

conspicuous quality of the hospice nurse (2002).

Oncology nurses’ experiences o f engagement in relationships with patients who 

were dying were the focus of a phenomenological study by Rittman, Paige, Rivera, 

Sutphin, and Godown (1997). Themes noted in this study included knowing the patient 

related to specifics of the illness, continuing hopefulness, reducing conflict, and offering 

solitude (1997). Participants in this study were experienced oncology nurses rather than
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hospice nurses. Experience provided a practical knowledge of knowing which is 

different than the theoretical knowledge taught in educational programs. Knowing the 

patient was described as important for the nurse’s approach in caring for dying patients 

(1997). Oncology nursing expertise provided knowledge of the expected illness course. 

Nurses were able to use their case knowledge to provide support to patient and family

(1997).

Interestingly, Rittman et al. (1997) reported knowing the patient did not always 

include close bond development between the nurse and the patient. However, when there 

was a significant bond between the nurse and patient, it took a commitment by the nurse 

for the bond to occur. An expert oncology nurse knows how to accompany the patient 

and family on the journey into death. Knowing the patient was described as 

understanding the signs of occurring changes, both physical and spiritual (1997). 

However, nurses who did become closely involved with patients reported personal 

learning and growing in addition to the patient benefiting (1997). This statement 

supports Mayeroff s (1971) caring theory regarding helping another grow.

The manner in which hospice nurses leam to know about and care for patients 

receiving hospice services was discussed by Kehoe (2006), who commented the 

specialized knowledge of hospice nurses was obtained by experience rather than through 

formal education. Kehoe (2006) noted the capacity to identify and receive the invisible 

gift connected with human relationship was a significant element of hospice nurses. 

However, there was no discussion regarding how the hospice nurse obtained the
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experience. Further discussion regarding learning was focused toward case knowledge 

related to knowing palliative treatments, disease processes and progression, assessment 

and technical skills, and psychosocial skills (2006). It is unknown if this focus on the 

case knowledge was the hospice nurse’s emphasis. Also, unknown is if the focus on case 

knowledge would change over time as the hospice nurse gained more experience. My 

research study provided opportunities for participants to describe ways their experiences 

as nurses working with hospice patients impacted their ways of knowing.

An expectation of quality nursing care is involvement of the nurse with the 

patient. A nurse-patient relationship is centered on the nurse getting to know the patient 

so the best patient outcome can be achieved (Luker, Austin, Caress, & Hallett, 2000). 

According to Luker et al. (2000), there has been limited research related to the 

complexities of nursing care provision for terminally ill persons and their families 

receiving home care. However, getting to know the patient and family was considered a 

precursor for quality care to be provided (2000). Getting to know the patient and family 

appeared as the necessary substance for the delivery of effective home care support in the 

Luker et al. (2000) study of United Kingdom community nurses working with patients 

who have a terminal disease. They concluded nurses’ knowing the patient and the 

caregivers who were providing home care were essential for the delivery of optimum 

palliative care and goal achievement of the patient being able to die at home.

Another concern related to knowing is the personal understanding related to the 

disease process or the available care options. Personal understanding can impact the
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choices made by the patient and their caregivers. The personal awareness of the 

healthcare provider can also influence the care provided to the patient. In a study by 

Metzger et al. (2013) of patients in heart failure, appropriate referrals to palliative care 

services for consultations were not provided. The rationale for not providing referrals 

was related to confusion between the terms of palliative services and hospice services 

(2013) or lack of understanding of these terms by the healthcare providers and patient or 

family members.

The qualitative study conducted by Metzger et al. (2013) described the 

experiences of patients with heart failure and their family members in understanding the 

role of palliative care in late-stage heart failure. The participants confused palliative care 

and hospice care as being the same type or level o f care provided. One identified theme 

was the blending of palliative care and hospice care resulted in being a barrier to 

palliative care referrals for patients with heart failure. Much of the confusion resulted 

from the referring source’s definition of palliative care (2013). The study results support 

a supposition regarding how incorrect or inadequate understanding of healthcare 

providers can influence the understanding of patients and their family members. My 

study identified gaps regarding how nurses providing hospice care are able to provide 

health education to others regarding palliative care and hospice care. In the research by 

Metzger et al. (2013), the patients with heart failure who considered hospice and 

palliative care synonymous elected not to participate in palliative care as part of the 

treatment plan. The study participants believed the rules for participation in hospice care
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would not allow the patient to get the medication needed for comfort related to heart 

failure. Metzger et al. (2013) suggested healthcare providers introduce palliative care 

early in the diagnosis of a long-term disease process as an attitude toward maintenance of 

the disease process rather than an end-of-life delivery care method. Personal knowledge 

of healthcare providers regarding palliative care and hospice services needs to be known 

and corrected, when necessary, by education. The integration of palliative care services 

with curative services is indicated (2013) in disease processes such as heart failure. It is 

unknown how nurses who work primarily with hospice patients describe palliative care to 

patients or family members. The confusion of hospice nurses related to palliative care 

and hospice care, if present, could contribute to the confusion regarding palliative care 

services to patients and family members. Another unknown is whether hospice nurses 

may have experienced the influence of hospice participation rules on patient care.

In a study by Minick (1995), the phenomenon of early recognition of patient 

problems by critical care nurses was researched. Caring was noted to be present between 

patient and nurse when early recognition of patient problems was identified. In Minick’s 

(1995) qualitative research, the nurses verbalized a connection between knowledge and 

caring. Caring and concern were involved in all episodes where nurses noticed change in 

patient’s status. If caring had not been included as part of the patient involvement, early 

recognition of the patient’s status was not a noted event though the nurse had the 

knowledge to make appropriate interventions (1995). Also noted, when nurses were 

detached from their patients, early recognition of patient problems did not occur. Minick
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(1995) asserted caring did make a difference with patient care and was an important part 

of nursing. Furthermore, nursing practice can be improved by caring as it can intensify 

nurses’ observations (1995). Creating an environment in both education and the clinical 

arena to acknowledge all types of knowing is valuable. Furthermore, caring as a nursing 

tool was noted to improve patient outcomes (1995). Hospice nurses have not been 

studied to identify if there is a similar response o f connection between knowledge and 

caring as noted by Minick (1995) and critical care nurses.

Inferences for Current Study 

Nursing practice and ways of knowing were discussed by Berragan (1998), but 

the article was an essay about observations or beliefs rather than research supported by 

data. Berragan (1998), similar to Liaschenko and Fisher (1999), was concerned with 

articulating nursing’s value by describing the how of nursing practice. However, there 

has been little research identifying how nurses describe their practice.

A relationship between the nurse and patient can lead to getting to know the 

patient. Knowing the patient was considered by Luker et al. (2000) as vital to 

accomplishing the best patient results. However, as Luker et al. (2000) discussed, 

community nurses relationships with patients are complex because the relationship occurs 

in the patient’s home environment and research focused on community nursing has been 

deficient. Because most hospice nursing occurs in the community (City & Labyak,

2010), a similar knowledge gap of hospice nurses’ knowing about and caring for clients 

receiving hospice services could be anticipated.
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Knowing the patient and family was the indispensable precursor for the delivery 

of excellent care (Luker et al., 2000) by community nurses providing end-of-life care.

The concept of getting to know the patient is complicated in community nursing as the 

family is included in the knowing process and a more emotionally challenging encounter 

than getting to know patients in the hospital setting (2000). Luker et al. (2000) reported 

there had been minimal focus on examining the nurse’s relationship with family 

members. Also, the getting-to-know feature o f nursing care is part of the invisible work 

of nursing yet important for quality care to be provided (2000).

The lack of research supporting nurses’ influences to patient outcomes was noted 

by Minick (1995). Minick’s (1995) qualitative study was about critical care nurses and 

their early recognition of patient problems. The findings challenged objective knowledge 

sources as the only way of nurses knowing and making clinical decisions. Subjective 

data and all forms of knowing impacted patient outcomes and caring were recognized as 

influencing the ability for early recognition of patient problems (1995). Although 

Minick’s (1995) study was with nurses in critical care setting, it did identify the 

importance of caring and early identification of patient problems. Nurses detaching 

themselves from patients resulted in belated identification of complications (1995). No 

studies have been found which look at hospice nurses and the identification of knowing 

about and caring for persons receiving hospice services. Documentation of hospice 

nurses’ use of knowing and caring has the potential to make visible the work of these 

nurses, validate nursing practice, and improve quality patient outcomes.
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In a study focused on caring by nurses providing end-of-life care in an inpatient 

hospital setting, Thornburg et al. (2008) identified nursing practice needed more than 

physical items and energy. Thornburg et al. (2008) acknowledged further research 

regarding the ways nurses are present with patients and their significant others was 

indicated. Nurses’ presence with patients may result from utilization of different ways of 

knowing.

In a study conducted by Radwin (1995), knowing the patient was a central 

development identified for nurses to interact therapeutically with patients. This study 

was conducted in a large teaching hospital. Nurse managers or peers identified 

participants as expert nurses. Two elements of knowing the patient were acknowledged 

in the study. Patient understanding, the first element, was established by the nurse’s 

proficiencies, comportments, thoughts, and/or discernments. Customized involvement 

was the second element of knowing the patient (1995). Customized involvement with 

the patient by the nurse would indicate the nurse knew the patient as a person and was 

able to respect the goals of the person. Recognition of the person encourages 

individualized interventions on behalf of the patient. In contrast, Radwin (1995) 

identified individualized care was not provided when the person was not known. My 

study considered hospice nurses and their recognition of the person as part of the plan of 

care.

It is unknown if person knowledge is considered as important as the case 

knowledge and patient knowledge when a person enters a hospice program. Radwin’s
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(1995) study indicated time and familiarity with the patient were positive factors for 

nurses when planning more individualized nursing interventions for the patient. The 

patient’s expressed care preference was more likely to be supported, even if  difficult, 

when time and familiarity was higher (1995). Hospice nurses have not been studied to 

identify the time and familiarity aspects toward improved patient-centered care. Also, the 

complexities of out-of-hospital healthcare services and increased family involvement, as 

would be noted in community hospice service, have not been included in previous 

studies.

The hospice Medicare benefit influences reimbursement for hospice services and 

impacts whether individuals will choose to utilize available programs to improve end-of- 

life care. In a study by Metzger et al. (2013), patients with heart failure and their families 

were questioned regarding their perceptions and the probability of utilizing palliative care 

services as part of their treatment plan. The study’s conclusion was rules pertaining to 

hospice conflicted with exceptional end-stage heart failure care (2013). If hospice nurses 

have a similar experience with hospice rules, then the potential for barriers to care exist. 

This information is important for policy makers so access to quality palliative care is 

improved.

Gibson, Bordofsky, Hirsch, Kearney, Solis, and Wong (2012) documented their 

experience of providing palliative care for a community through an outpatient service. 

These authors noted the access to quality palliative care was influenced by the hospice 

Medicare benefit. At the beginning of the pilot program, patients were not charged for
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the palliative care services. Through collaboration with agencies in the community, 

palliative care outpatient services were provided. Reimbursement strategies were 

implemented using Medicare part B or private insurance for physician or nurse 

practitioner visits. Home care nurses received palliative care training to provide pain and 

symptom management. Patients who meet hospice admission guidelines could be 

transitioned from home health to hospice services when appropriate in this community 

palliative care program. Gibson et al. (2012) noted similar confusion as Metzger et al. 

(2013) regarding patient and health care providers understanding of hospice and 

palliative care services. Gibson et al. (2012) considered the major challenge was 

explaining palliative care as part of the disease course. A crucial concern included 

confusion regarding the difference between hospice and palliative care. Clarification was 

required for healthcare providers, patients, and families. Nurses’ experiences of knowing 

about palliative care services could be an issue for providing quality end-of-life care and 

is an unknown entity at this time.

In a quantitative study by Stark et al. (2012) regarding symptom severity and 

distress, it was noted nurses focus on symptom severity but may not give the same 

emphasis to symptom distress. Stark et al. (2012) believed nurses were knowledgeable 

regarding symptoms which create distress in patients with cancer. Symptoms of fatigue, 

pain, and lack of appetite were identified in the study as common distressful symptoms. 

Nurses’ assessment of distress, the suffering related to specific symptoms, is also needed 

as part of the plan of care to address the distinctive requirements of the person (2012).
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Stark et al. (2012) recommended nurses’ plan individualized care with interventions 

which are evidence based. The study participants were part of a large comprehensive 

cancer center. Therefore, the nurses providing care were part of the cancer center rather 

than nurses providing care in the home setting. It is unknown if hospice home care 

nurses assess for distress associated with symptom severity different than oncology clinic 

nurses. It is possible hospice nurses’ knowledge of symptom and distress assessment 

may be described as part of their experience of knowing the patient.

Decisions regarding options including curative treatment, palliative care, or 

hospice care are made by patients without complete understanding of the terminology 

(Schulman-Green, Ercolano, Jeon, & Dixon, 2012). Goals for each o f the care options 

vary from disease alteration, symptom management, and end-of-life comfort management 

(2012). However, if healthcare providers and patients or their family members are 

unclear regarding these options and the goals o f each option, then the lack of knowledge 

can be a barrier to accessing the care needed. The authors developed and conducted 

research to validate an instrument to measure knowledge of options related to treatment, 

palliative care, and hospice care known as Knowledge of Care Options (KOCO). The 

conclusion of the initial research was the instrument is a valid tool for identification of 

knowledge gaps regarding the care options available. Identification of patients and their 

family members’ knowledge gaps is helpful so healthcare providers can provide 

appropriate education. Patients and families who are informed can make better and more 

appropriate decisions regarding care options (2012). It will be interesting to learn if
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hospice nurses acknowledge patients’ lack of knowledge regarding care options is a 

barrier to providing hospice care.

Summary

The experience of hospice nurses knowing about and caring for persons receiving 

hospice service has potential for describing how quality end-of-life care was provided; 

nurses use of ways of knowing when providing care; if development of relationship 

between patients, family members, and the nurse occurred; or how access to care is 

limited related to lack of knowledge. This preliminary literature review revealed 

concerns related to care options, relationships, nurses use of ways of knowing, and 

complexities of community care. However, there is a dearth of research which focuses 

on hospice nurses and their experiences.



CHAPTER 3 

METHODOLOGY

This chapter outlines the research methodology plan for the study, including an 

explanation of descriptive phenomenology and the justification for using this method. A 

description of the setting, participants, data collection, processing, and the data analysis 

process for identifying themes are included in this chapter. Information regarding human 

subject protection and confidentiality, procedures to ensure trustworthiness and rigor, and 

potential limitations of the study are also discussed.

Research Method and Design

To address the research question of this study, the qualitative approach was 

descriptive phenomenology. Utilizing a descriptive phenomenological approach was 

appropriate for this research because it generated an understanding of the lived 

experiences of hospice nurses as they know about and care for persons receiving hospice 

care. This approach allowed participants to describe their experiences of a phenomenon 

while the researcher avoided making impulsive analytical or clarifying concepts (Giorgi, 

1985). Giorgi’s (1985, 2009) procedural steps for applying a descriptive 

phenomenological approach were used to structure the data analysis process.

The philosophical assumptions of phenomenology are briefly discussed to provide 

the foundational underpinning of phenomenology as a research method. Phenomenology 

assumes there is something in the nature of human experience, beyond shear reason or



52

sensory observations, which will produce knowledge (Davis, 1978). This statement by

van Manen (1990) described this perspective:

And since to know the world is to be in the world in a certain way, the act of 
researching-questioning-theorizing is the intentional act of attaching ourselves to 
the world, to become more fully part o f it, or better, to become the world, (p. 5)

This form of attachment of the person to the world is called the principle of

intentionality. Intentionality was defined by van Manen (1990) as one’s inseparable

connection to the world. Intentionality indicates one is conscious retrospectively of one’s

lived experience (1990). Intentionality, according to Giorgi (1985), is described as

consciousness which is “always directed or oriented toward something that is not

consciousness itself’ (p. 43). Giorgi (1985) further believed intentionality consisted of

“act and operative intentionality” (p. 43). Describing these, Giorgi (1985) noted:

The former refers to the reflective level and it indicates a voluntary taking up of 
a position or attitude toward an object, whereas the latter refers to a certain 
manner of taking a stand with respect to a human situation or real event that is 
discoverable only in being lived since it manifests a pre-predicative unity of our 
life and world. The uncovering of operative intentionality requires description 
from within the reduction in order to be made manifest, and consequently, 
understood, (pp. 43-44)

Phenomenology originated as a philosophy concerned with knowledge related to 

issues of consciousness (Moran, 2012). Phenomenology as a philosophical method is 

credited to Husserl, a German mathematician and philosopher (Giorgi, 2009). Husserl 

developed transcendental phenomenology “as a science of essential Being” with a 

purpose to establish “knowledge of essences” (Husserl, 1931/2012, p. 3). Concise terms 

of the central thoughts of a phenomenon define essence (Polit & Beck, 2012). Husserl 

envisioned phenomenology as a philosophical approach which embraces an attitude of
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seeking information related to the experience, considers the essence of the phenomenon, 

and describes the essence (Giorgi, 2008). Phenomenology’s philosophical perspective 

pursues the comprehension of the experiences o f one’s consciousness (Giorgi, 2009). 

Giorgi (2009) defined phenomenology as a “method for investigating the structures of 

consciousness and the types of objects that present themselves to consciousness” (p. 87). 

The perspective of consciousness of everyday activities is viewed from how the 

phenomenon is experienced by the individual (Giorgi, 2009).

Husserl’s philosophical framework of phenomenology was used by Giorgi (1985) 

for his descriptive phenomenological method and for his procedural steps for data 

analysis. According to Giorgi (2009), the philosophical concern was knowledge of being 

conscious of everyday activities rather than taking these activities for granted. Everyday 

life experiences are the phenomena of interest when conducting research using a 

phenomenological approach rather than generating situations for experimentation (Davis, 

1978).

Giorgi was educated as an experimental psychologist and became aware of 

phenomenology as he struggled with his identification of the weakness of rigor and 

precision related to the study of human phenomena (Giorgi, 1985). Psychology, as a 

scientific discipline, had endeavored to demonstrate its knowledge development through 

quantitative measurement which did not include the phenomena of experiences (Giorgi, 

1985). Giorgi determined phenomenology would give psychologists a framework to 

study the “complex processes of human psychological phenomena” (1985, p. viii).
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Knowledge development is a result of qualitative and quantitative research 

(Meleis, 2007). Quantitative measurement techniques are utilized primarily within the 

natural sciences. Nursing science is regarded primarily as a human science. Knowing 

the world of human experiences is included as a concern of human science (Boykin & 

Schoenhofer, 2001). Inquiring about lived experiences is a qualitative method of human 

science knowledge development.

Several authors (Boykin & Schoenhofer, 2001; Giorgi, 2009; Lincoln & Guba, 

1985; Polit & Beck, 2012; Streubert & Carpenter, 2011; van Manen, 1990) declared the 

classical causal model of empirical science is inappropriate to study lived experience of 

humans. Science has traditionally utilized quantitative measurement as the only 

acceptable approach to knowledge development, but the positivist context limits the 

ability to measure certain human phenomena (Streubert & Carpenter, 2011). Empirical 

science’s significance is substantial when the research subject is not human behavior, 

however, nurses and other social science disciplines relate to humans and their behaviors 

(2011). Giorgi argued “phenomenological philosophy is as rigorous as empiricism, if 

properly understood, and . . .  it can serve equally well as a basis for scientific practices” 

(Giorgi, 2009, p. xiii). Although Giorgi (2009) wrote regarding how to apply the 

phenomenological method in the discipline of psychology, it can be applied to “any 

social science that works with human beings” (p. xiii). Nursing, as a discipline, is 

interested in interactions with humans and needs to consider research which can explain
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and appreciate people’s involvements (Streubert & Carpenter, 2011). Therefore, the 

phenomenological method as a research design is applicable to nursing.

Philosophical characteristics associated with phenomenology include description, 

reduction, essences, and intentionality (Giorgi, 1985). The naive description is 

completed prior to analysis or explanation of the phenomenon. Giorgi (1985) noted that 

the classifications or justification should not enter the initial descriptions. Reduction, the 

second characteristic, refers to bracketing of the researcher’s past knowledge about the 

phenomenon to be studied (Giorgi, 2009). The search for essences indicates the 

researcher listens to the descriptions and attempts to understand the structure of the 

prevailing relationships. Intentionality, the last characteristic, is directing consciousness 

toward phenomena which is not part of one’s consciousness (Giorgi, 1985).

Phenomenological research is supported by the phenomenological philosophy.

As mentioned in the preceding paragraph, phenomenological reduction is referred to as 

bracketing and is specific to the descriptive phenomenological method (Giorgi, 2009).

The descriptions of the experience will come from the participants. Other steps of the 

phenomenological method are intuiting to identify “meaning units” (Giorgi, 1985, p..91) 

of the experience as described by the participant. The researcher, after reading a 

transcript for a sense of the whole description, then breaks the description into parts to 

make the process manageable. These meaning units are describing the experience, but 

the researcher reads the transcript from a “psychologically sensitive perspective” (Giorgi, 

2009, p. 130) and therefore, continues the reduction attitude. The researcher then
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describes the “essence of the phenomenon, or the essential themes” (Giorgi, 1985, p. 93). 

The meaning units are reviewed and themes are identified to provide a description o f the 

phenomena (Giorgi, 2009). Because the phenomenon being studied has been brought to 

the consciousness of the participant, the themes will contain a psychological description 

(Giorgi, 2009).

The analysis phase begins after the interview is completed (Giorgi, 2009). Raw 

data results from the interview and are transcribed so the participants’ descriptions can be 

analyzed. The researcher will stay with the information (Giorgi, 2009) during this 

process so the meaning units are transformed into “phenomenologically psychologically 

sensitive expressions” (Giorgi, 2009, p. 130).

Descriptive phenomenological methods are associated with Husserl (Giorgi,

2008). Distinctive features of descriptive phenomenological methods include the 

participant sharing a personal conscious account of the phenomenon and the researcher 

avoids interjecting personal judgment or bias into the participant’s explanation of the 

phenomenon (Wojnar & Swanson, 2007). Bracketing is the term used by Giorgi (1985) 

to describe how the researcher does not prejudge the experience described by the 

participant. Bracketing by the researcher is considered an expected procedural process of 

a descriptive phenomenology research method (Giorgi, 1985). A descriptive 

phenomenology method is recommended when the purpose of the research is to pursue 

resemblances in individual practices, look for repetitions, and eventually attempt to 

discover remedies (Wojnar & Swanson, 2007).
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Rationale for Research Approach 

The purpose of my research was to question nurses who work in hospice agencies 

regarding their lived experiences of knowing about and caring for persons who are 

receiving hospice services. The phenomena of knowing about and caring fo r  are 

elements of the daily activities of a hospice nurse. However, these phenomena may not 

be a part of the nurse’s consciousness. Questions, which focused on the phenomena, 

were used to guide the nurse to mindfulness of the phenomena and lead the nurse to 

verbalize the experience. The verbalization would be descriptive o f the experience and 

meet the criteria for a descriptive phenomenological study (Giorgi, 2009). If patterns of 

knowing about and caring for are identified, then patient outcomes may be improved 

through education of nurses in hospice and palliative care services at both the 

institutional level and the education process of nursing students. Therefore, a descriptive 

phenomenological method was appropriate for the research methodology of this study.

It is important to understand the ways of knowing about and caring for patients 

exhibited by nurses who work in hospice agencies, because their nursing actions will be 

influenced by their perceptions. Through this research, their voices can be heard. A 

descriptive phenomenological'study of hospice nurses’ experiences focused on hearing 

their stories can inform nursing practice regarding the experiences of knowing about and 

caring for patients receiving hospice services.

A preliminary review of the literature revealed most authors focused on qualities 

of hospice nurses and case or empirical knowledge needed to provide hospice care.
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However, as demonstrated in research by Benner et al. (1996) and Minick (1995) with 

critical care nurses, patient care benefits were noted by nurses using additional ways of 

knowing other than case knowledge as defined by Liashenko and Fisher (1999). Critical 

care nurses identified knowing the patient as important for improved patient outcomes 

(Benner et al., 1996; Minick, 1995). However, there has been no description of hospice 

nurses’ experiences of knowing about and caring for persons receiving hospice services. 

When a group describes their experiences it may be helpful in practice development 

(Creswell, 2007) and beneficial to improving patient outcomes.

Hospice nurses’ use of knowing related to the disease process, the impact of the 

disease, or a patient’s personal goals may influence the nursing care provided. A nurse 

may not be conscious of the impact caring has on a person receiving care until questioned 

about the experience. It is important to know the perceptions of hospice nurses related to 

their knowing and caring experience as this knowledge may improve the job satisfaction 

of hospice nurses. Nurses who are able to describe their distinctive understanding and 

proficiency as it relates to end-of-life care have self-confidence and sustain their practice 

as a hospice and palliative care nurse (Penz, 2008). A person’s perception of an 

experience is important because perception gives meaning to the experience (Munhall, 

2012).

Setting

Individual face-to-face interviews occurred in multiple hospice organizations in 

the southeastern United States. Physical face-to-face interviews were preferred, although
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electronic face-to-face interviews could have been conducted to meet the needs of 

participants if necessary. Electronic interviews were not necessary and physical face-to- 

face interview method was the only method used. Preference was given to participants 

located geographically within reasonable traveling distance, and all participants were 

within 150 miles one way from the researcher’s home.

Participants

A purposive sample of nurses employed in hospice settings was utilized. With 

purposive sampling, participants are chosen because they are representative of the 

population of interest, in this case, nurses who work in community hospice agencies. The 

sample consisted of 14 nurses currently employed in a hospice agency in keeping with 

the aim of illuminating and describing the richness of individual experiences.

Inclusion criteria for the study participants were registered nurses currently 

working full time in either a not-for-profit or a for-profit hospice agency. Participants 

had completed their orientation to the hospice agency and had worked as a hospice nurse 

for a minimum of six months. A purposive sampling of nurses with variable time of 

experience was used. Participants had to be able to understand and speak English. 

Registered nurse participants may be certified in hospice and palliative nursing; however, 

certification was not a requirement for participation in the study.

It was unlikely I would have known the individuals prior to the interview. If I had 

known participants as a result of teaching them in undergraduate prelicensure education 

or as members of a hospice and palliative nurse association, they could have been
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included in the study. However, individuals who practiced hospice nursing with me 

when I was director of nursing in a hospice agency would have been excluded.

Data Collection Procedures 

Mercer University Institutional Review Board (IRB) approval was obtained by 

submitting the study proposal and required materials prior to initiating the study.

Because I am on the faculty at another university, I requested IRB approval at this 

institution after receiving Mercer University IRB approval. I worked with individual 

nurses who worked in hospice agencies rather than representatives o f specific hospice 

agencies, and did not obtain further IRB approval from the agencies. I did receive 

agency approval from different not-for profit and for-profit agencies, plus approval from 

two chapters of Hospice and Palliative Nurses Association to solicit participants and 

these approvals were included in the IRB approval request. After obtaining the requisite 

IRB approvals, I notified hospice agencies from which I had received previous approval 

to contact potential participants utilizing both electronic mail and postal mail. Letters 

(see Appendix A) were mailed to the director of nursing of each identified hospice 

agency with an explanation of the research and request to encourage nurses’ participation 

in the research. An announcement flyer (see Appendix B) regarding the study was also 

provided to the director of nursing in each agency, and I requested the flyer to be posted 

in a prominent place for nurses to see. I also sent the letter (see Appendix A) with the 

announcement flyer (see Appendix B) to the presidents of the two Hospice and Palliative 

Nurses Association chapters within the 150 mile driving distance of the researcher. The
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presidents were requested to distribute the announcement via the chapter’s email list. 

Nurses who volunteered to participate were requested to contact me directly so an 

interview time could be scheduled. If there was less than adequate response to the 

announcement flyer, which was less than 10 participants or if  data saturation had not 

occurred, Hospice and Palliative Nurse Association members would be contacted through 

chapters located in the southeastern United States. Adequate participants volunteered 

without contacting other southeastern United States Hospice and Palliative Nurse 

Association chapters’ membership.

The announcement flyer (see Appendix B) briefly summarized the proposal for 

the study and asked for nurse volunteers. The flyer contained details o f the study 

purpose, my contact information, and participant inclusion criteria. Potential participants 

contacted me through electronic mail or telephone. I contacted nurses who expressed 

interest in participating in the study to discuss the purpose of the study, possible benefits 

from the study, and the inclusion criteria. During the conversation, an opportunity was 

provided to discuss confidentiality concerns or to address any questions the prospective 

participants had regarding the study. Participants were told there were no foreseeable 

risks involved in participating in this study. However, participants were told they could 

experience positive or negative feelings as they respond to the questions. These feelings 

could cause discomfort or emotional reactions. Contact information was obtained prior 

to beginning the semi-structured interview questions. Participants were counseled on 

their right to withdraw from the study at any time. I explained to all prospective
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participants that I am a doctoral student at Georgia Baptist College of Nursing, Mercer 

University, and I was the sole interviewer. Additional discussion regarding interview 

procedures was conducted as needed.

Nurses who verbally volunteered to participate in the study were scheduled for a 

specific time to conduct the interview. I established with the potential participant a 

meeting location which was conducive to audio recording the conversation. All meeting 

locations, except one interview, were in hospice agency offices or conference rooms and 

were scheduled for the expected period of time. At the request of one participant, the 

interview was held in a quiet section of a coffee shop. It was not necessary to schedule 

any interviews in an electronic platform such as Skype. During the meeting, an informed 

consent (see Appendix C) was signed, demographic data were obtained (see Appendix 

D), and the interview conducted. Interviews took approximately 45 to 90 minutes to 

complete. No follow-up meeting with any participant was needed for clarification. A 

Starbucks gift card valued at $10 was given to participants upon completion of the 

interview.

A purposive sample of nurses working in hospice agencies with varying years of 

hospice experience was obtained. The sample was composed of two nurses with 6 

months to less than 2 years of hospice experience, four nurses with 2 to 5 years of 

hospice experience, three nurses with hospice experience greater than 5 years but less 

than 10 years, and five nurses with 10 or more years of hospice experience. Purposive 

sampling provided a variety of hospice-experienced nurses which facilitated an
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understanding of how each group developed knowing about and caring for individuals 

receiving hospice services.

Snowball sampling was also included, as nurses who did participate were 

requested to recommend another hospice nurse for participation in the study. Snowball 

sampling is asking early sample members to refer other people to participate in the 

research (Polit & Beck, 2012). Advantages of snowball sampling include being 

economical, efficient because less time is spent attempting to identify participants, and 

establishment of trust between the participant and researcher may occur quicker because 

the referring person is known by the participant (2012). However, a disadvantage of 

snowball sampling may be in limiting the participants to a small network of individuals 

whose experience may be similar (2012). The disadvantage was avoided by using 

multiple agencies in multiple counties.

Sampling continued until adequate data saturation occurred. Data saturation is 

achieved when the information received from the participants is not generating new 

information (Streubert & Carpenter, 2011). In qualitative research, there are not an 

established number of participants identified to obtain significance based on statistical 

operations. Predetermination of a specific number of participants is not utilized with 

qualitative research, but the study continued until the researcher believed data saturation 

had been reached (Streubert & Carpenter, 2011). The projected number of nurses to be 

interviewed was 10 to 14. The final number of nurse participants was 14. This number 

of participants met the purposive sampling plan and data saturation was noted.
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Prior to beginning the interview, I collected demographic information for each 

participant (see Appendix D). This information included: name; contact information; 

gender; age; race; place o f employment and current employment time; highest level o f 

completed education and year completed; any certifications related to nursing; previous 

and current work experiences as a nurse and dates o f these experiences; membership in 

professional organizations; and continued educational programs or classes (and dates) 

related to hospice or palliative care. The purpose of obtaining pertinent demographic 

data was for insight into the nurses’ background.

I conducted all of the interviews and utilized a semi-structured interview sheet to 

guide the process (see Appendix E). Open ended, semi-structured interview questions 

and probe statements were used. All interviews were audio recorded with the 

participants’ knowledge and consent. I made brief field notes during and after the 

interview regarding pertinent observations. Upon completion of the interview, journal 

entries were made regarding thoughts and reflections about the interview for use during 

the analysis process.

During phenomenological research, the researcher has an awareness of personal 

past experiences and there is a risk of comparing these past experiences to the current 

experiences of the participant. The researcher is challenged to avoid the influence of 

personal past experiences upon the interpretation of the experience by the participant. It 

was not possible for me to forget all of my past experiences, but I did have an awareness 

of my past experiences and their potential for influence. Giorgi (2009) supported the
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view that the researcher does not forget personal past experiences but has an awareness of 

the past, its potential for influence, and can view the participant’s current experience 

without reference to personal past experiences. This process is referred to as bracketing 

and is done to reduce the influence of the personal past experiences o f the phenomena 

(Giorgi, 2009). I maintained a journal during the interview process to make notes of 

personal reflections in order to bracket past experiences and identify additional potential 

assumptions and biases.

Research Question

The research question for this proposed study was: What are the experiences of 

nurses working in hospice agencies in knowing about and caring for persons receiving 

hospice care?

The following questions and probing statements or questions were used to guide 

the interview:

(1) When you began working as a hospice nurse, what knowledge did you use to 

provide care for persons receiving hospice services?

(2) How did you learn to care for persons receiving hospice services?

(3) Describe what you learned in nursing school regarding hospice services and 

the persons who receive these services.

(4) Describe what you learned in nursing school regarding caring.

(5) How does your knowledge influence caring for the person receiving hospice 

services?
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(6) Please describe how education influences the way hospice nurses learn to care 

for others.

(7) How does experience influence the way hospice nurses learn to care for 

others?

(8) Please share some example of what influences nurses to choose to practice in 

the specialty of hospice care.

(9) What do you believe influences hospice nurses to continue to work in hospice 

care?

(10) Allow me to share some information first before I ask the next question. 

Patricia Benner (1984), a noted nurse researcher and author, wrote about the 

development process of nurses. The novice is a beginner and enters into a 

situation with no previous experience. The advanced beginner is able to 

adequately exhibit satisfactory nursing care. The competent level nurse has 

some level of experience and competence is assumed if the same clinical 

position has been held for two to three years. A proficient nurse has more 

experience and is able to assess a situation and use knowledge to manage 

care. An expert nurse has diverse experience and is able to use multiple 

sources to provide patient centered care, identify health care system 

problems, and support other nurses with less experience.

a. When you began to work as a hospice nurse at which o f these levels did 

you feel you began to work? (Note: Novice, advanced beginner,
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competent, proficient, and expert were listed on a 4 inch by 6 inch index 

card and provided to the participant as a review of the different levels 

previously mentioned in the probe question.)

b. If your level of nursing experience or development has increased, what 

caused this increase?

(11) Please share how you know about the persons you care for who are receiving 

hospice services.

(12) Please share your experiences of caring for persons receiving hospice 

services.

(13) Please share any other comments or examples about how you learned to 

know about and care for persons in hospice services that we may not have 

discussed.

Protection of Human Subjects

Institutional Review Board (IRB) approval, as previously discussed, was obtained 

from Mercer University and the researcher’s university o f employment. No 

implementation of study-related procedures occurred until both IRB approvals were 

obtained. Participants were informed of strict adherence to confidentiality and told that 

no identifying information obtained from the interviews would be shared with anyone.

To further increase participant confidentiality, participants were requested to provide a 

pseudonym of their choice, which was not related to their real name, prior to beginning 

the audio recording. The pseudonym was noted on the demographic sheet, at the
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beginning of the audio recording, and used throughout the transcription. After the 

participant was satisfactorily counseled at the time of the interview regarding 

participation requirements and human subject protection, the informed consent form was 

completed and signed. A copy of the signed informed consent form was provided to the 

participant.

Participant demographic data were obtained after the informed consent form was 

completed and prior to beginning the audio recording. I wrote the participant’s responses 

to the questions on the demographic data. The demographic data form had the 

pseudonym selected by the participant at the top of the demographic data sheet. If a 

participant selected the same pseudonym of a previous participant, that participant was 

requested to use a different pseudonym so no duplicate pseudonyms were utilized.

It was anticipated that potential nurse participants could have confidentiality 

concerns which could limit their desire to provide honest reflection of knowing about and 

caring for persons receiving hospice services. As previously stated, these concerns were 

addressed to ensure participant confidentiality rights are protected. The demographic 

data form had the participant’s pseudonym and was kept separately from the transcribed 

data. Transcribed data were labeled with the pseudonym and not the participant’s real 

name or location. Participant names were not used in the researcher’s journaling. The 

assigned pseudonym was used during the reflection journaling and in the field notes to 

protect participant confidentiality. Participant names were not utilized in the recording, 

journaling, transcriptions, or discussion with committee members to protect
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confidentiality. Participants were instructed that their names would not be recorded on 

any transcripts and were advised to not mention any identifying information within their 

interviews. When participants mentioned names or other identifying information, this 

information was redacted and random letters or pseudonyms were assigned. Participants 

were advised that I would make some notes during the conversation. These notes were 

labeled to correspond with the transcript and did not contain names of any individuals or 

additional identifying information mentioned during the interview. Hospice agencies 

were labeled using a system of three letters assigned to each agency and maintained 

throughout the research. Participants were not advised regarding the assigned agency 

identification label except to know the agency would not be identified in the audio 

recording, transcription, or any publication of the research.

Only the dissertation committee chair and I had access to the audiotapes. The 

committee chair and I were also the only individuals with access to the demographic 

forms. I checked all transcribed narratives to ensure confidentiality had been maintained. 

After the dissertation process is completed, all audio recordings of interviews will be 

destroyed.

To maintain participant confidentiality, participant names were not included on 

the transcription of the interview or used in the final analysis. Demographic data were 

kept on a separate form which was maintained in a locked cabinet in the researcher’s 

office and will be destroyed after completion of the dissertation process. Nurse
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participants were reminded prior to beginning the audio recording of their right to 

discontinue the interview at any time without penalty.

Audio recordings were made during the interview process using digital recording 

capable of linking to a personal computer for transcription. Augusta Medical 

Transcription Services was utilized to transcribe verbatim the interviews for analysis.

The company maintained the confidentiality of participant information as noted in the 

transcriptions services agreement signed by the vendor and researcher. As previously 

mentioned, the audio recordings are maintained in a locked file in the researcher’s office 

until completion of the dissertation process and then will be destroyed. Dissertation 

committee members had access to transcription copies of interview recordings.

Recordings were available to only the researcher and the committee chair. Written 

participant identification information was kept separate from the recordings and will be 

destroyed upon completion of the dissertation process. Transcriptions of the recordings 

without names or other identifiable information will be maintained for an indefinite time 

by the researcher. Participants were informed the narratives with no identifiable 

information will be used for scholarly publications and presentations.

Data Processing

Interviews were recorded using a digital recording device. The recording began 

after the participant had signed the consent form. A demographic profile including name, 

contact information, gender, age, race, place of employment, current employment time, 

highest nursing education level and year completed, any certification related to nursing,
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previous and current work experiences as a nurse and dates of these experiences, 

professional organization membership, and continued educational programs or classes 

(and dates) related to hospice or palliative care was obtained by the researcher. This 

information was written on a demographic data sheet and labeled with the participant’s 

selected pseudonym to correspond with the audio recording. The recording did not begin 

until the personal information was obtained in order to protect individual identification of 

participants on the recordings. I used a transcription company to transcribe verbatim 

each recording to a written format. An exception to verbatim transcription was changing 

any potential identifying names of persons, locations, or agencies. I checked each 

transcript with the audio recording to confirm each transcript was verbatim.

I made field notes regarding observations during the interview. Time was allotted 

immediately after each interview for field notes to be written regarding the interview and 

my thoughts related to the interview. Bracketing of personal experiences was noted in 

the field notes so an awareness of self did not unduly influence the final interpretation of 

the data.

I maintained a journal during the experience of interviewing. This provided an 

outlet for personal thoughts and reflection about progress related to the research. Journal 

notes included thoughts, insights, observations, ideas, and comments related to learning 

as the data was collected and analyzed. Journal notes supported the data analysis.

A digital recorder with transcribing capability was used to record the interviews. 

An additional recorder was used simultaneously in case of recorder malfunction.
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Microsoft Word was used for transcribing the interviews. Microsoft Word documents 

were backed up on an external hard drive maintained by me in my home office. 

Supplementary processing procedures for data protection included electronic and manual 

safeguarding measures such as locked storage of external hard drives and documents in 

my home office, using a security code on my personal laptop, and providing the 

committee chair weekly updates on data processing procedures and copies of transcribed 

narratives.

Data Analysis

Data analysis in this qualitative research began during the data collection phase as 

the researcher obtained information and carefully listened to the experiences verbalized 

by the participants. Streubert and Carpenter (2011) noted qualitative data analysis is a 

hands-on process during which the researcher becomes immersed in the data and dwells 

with the data. Following data collection, the interview was transcribed from the audio 

recording to word processing files. Once the interviews were transcribed, the narratives 

were checked for verbatim adherence with the audio recordings in order to ensure the 

accuracy of the transcriptions.

Following the transcription of the audio recordings, Giorgi’s (2009) method was 

utilized to structure the data analysis process. A first reading of the transcribed 

interviews was done to get a sense of the phenomenon’s description. The purpose of the 

first reading was to obtain a universal awareness o f the phenomenon’s description 

(Giorgi, 2009). Field notes, journal inserts, and my reflections were included in this first
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reading. The purpose of the first reading of all transcriptions was to gain an overall 

awareness of the descriptions hospice nurses used regarding knowing about and caring 

for persons receiving hospice services.

After the first reading of transcribed data, Giorgi’s (2009) second step of data 

analysis is determination of meaning units. A second reading of the data is conducted for 

identification of meaning within the descriptions. The reading is conducted from a 

mindset where one is looking at the phenomenon being studied and noting shifts of 

meaning in the data. Shifts are noted as meaning units within the margins so descriptions 

are manageable (Giorgi, 2009). The notation of meaning units in the researcher’s notes 

can be a method of setting aside or bracketing the researcher’s biases and assumptions, so 

the participants’ descriptions are heard without bias from the researcher. During this 

second step, I utilized first and second cycle coding methods as delineated by Saldana 

(2013). A code is a word or short phrase which provides a comprehensive, relevant, 

“essence-capturing” (2013, p. 3) characteristic o f the data. Coding looks for patterns or 

similarities shared by the data (2013). The researcher begins the coding process as part 

of the analysis and it is an iterative process because it takes more than one attempt to 

codify the data. Multiple cycles of coding focus the prominent qualities of the qualitative 

data for creating meaningful conceptions and/or constructing theory (2013). The 

researcher notes patterns or themes while reviewing and coding the data. Themes will 

emerge as a result of the coding analysis (2013).
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The third step used by Giorgi (2009) involved the researcher’s transformation of 

meaning units into descriptions of the phenomena being studied. This step utilized the 

researcher’s consciousness of the phenomena as described by the participants and 

identified in the meaning units delineated during the second step. This process is lengthy 

and requires the researcher to dwell with the data and be imaginative, sometimes 

requiring several versions before obtaining the “desired expression” (Giorgi, 2009, p.

132) of the meaning units. Description of the experience as it relates to the phenomenal 

characteristics is the end result (2009).

Transformation of meaning units was augmented by the use of Saldafla’s (2013) 

coding processes and subsequently lead to the identification of themes and subthemes 

that revealed salient aspects of the phenomenon being studied. Reflection was a major 

part of this third step delineated by Giorgi (2009). The final step in Giorgi’s data analysis 

process involves the synthesis and integration of the transformed meaning units or themes 

into a statement regarding the structure of meaning of the experience. This final step 

uncovered the general description of the phenomenon being studied.

Trustworthiness/Rigor

The goal of rigor in qualitative research is to correctly represent the experiences 

of the study’s participants (Streubert & Carpenter, 2011). Building trustworthiness in the 

research is important so findings have value (Lincoln & Guba, 1985). Often the 

qualitative investigator must defend the value of findings because conventional 

quantitative researchers may not recognize the methodology (1985). Conventional
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paradigm criteria of internal validity, external validity, reliability, and objectivity are 

inappropriate in qualitative research (1985). I incorporated the four trustworthiness 

criteria identified by Lincoln and Guba (1985). These criteria are credibility, 

dependability, confirmability, and transferability.

The process of credibility is the first means by which Lincoln and Guba (1985) 

believed the qualitative researcher could meet the trustworthiness criteria. I utilized the 

techniques of prolonged engagement, persistent observation, and triangulation to enhance 

credibility of my study. The purpose of prolonged engagement is to build trust, decrease 

misrepresentation, and study the setting (1985). Prolonged engagement is not related to 

time spent in the environment. Instead, time was spent with participants at the beginning 

of the interview to learn about the participant on a personal level. Prolonged engagement 

included taking the time needed to build trust when conducting the interview.

Credibility was also increased by persistent observation (Lincoln & Guba, 1985). 

The intention of persistent observation is to identify features and components which are 

relevant to the phenomena being studied. My study focused on analyzing the salient 

factors in an interview situation and then exploring them in detail.

A third method of demonstrating credibility was triangulation (Lincoln & Guba, 

1985). Data triangulation occurred by using more than one site to collect data. Streubert 

and Carpenter (2011) refer to collecting data at more than one site as space triangulation. 

Hospice nurses from multiple sites were interviewed. The use of multiple community- 

based hospice agencies also decreased the likelihood of the interviewees knowing one
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another and possibly influencing responses to the questions. A second method of 

triangulation was person triangulation, defined by Streubert and Carpenter (2011) as 

interviewing different levels of individuals. Participants were registered nurses who had 

completed their orientation to a hospice agency. Purposive sampling was utilized to 

select participants with varying levels of experience based on years worked as a hospice 

nurse.

My dissertation committee members were utilized to further establish 

trustworthiness. The chair of my committee reviewed the data routinely and provided 

guidance. Committee members debriefed me during the research process. Debriefing by 

committee members involved questioning me about predispositions, assumptions, 

analysis, and explanations I have made (Lincoln & Guba, 1985).

Member checking is considered by Lincoln and Guba (1985) as the most crucial 

technique for forming credibility. However, Giorgi (2008) argued strongly against this 

practice of verification of findings. Giorgi’s (2008) argument is the participants have 

provided personal experience, however, a researcher with a phenomenological attitude 

and a discipline’s, such as nursing, perspective has analyzed the data. Therefore, 

according to Giorgi (2008), member checking by participants is not a reliable method of 

trustworthiness. Giorgi (2008) also stated his rationale for not including member 

checking was related to the disciplinary expertise. The findings of a phenomenological 

study are for the discipline, not the individual participants. Therefore, the analysis o f the 

data from a disciplinary viewpoint may not meet an individual’s perception. It is not the
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point of the study for the individual to agree with the findings, but rather the purpose of 

phenomenological research is to improve the comprehension of phenomena (Giorgi, 

2008). I utilized Giorgi’s method and did not include participant member checking as 

part of the credibility process.

I used triangulation by sharing data with the committee chair so information 

obtained was checked by another source. Also, the committee chair participated in the 

coding and theme identification process. The purpose of triangulation is accurate 

determination of certain data items (Lincoln & Guba, 1985). Triangulation along with 

the researcher’s reflective journaling established confirmability (1985).

Transferability was the second means devised by Lincoln and Guba (1985) to 

establish trustworthiness. My study attempted to provide the thick description necessary 

to enable someone interested in making a transfer to reach a conclusion about whether 

transfer can be contemplated. Thick description is defined by Lincoln and Guba (1985) 

as specifying the smallest components required in order that another person considering 

the use in an alternative situation could make comparable links.

The third and fourth means to establish trustworthiness and rigor are 

dependability and confirmability (Lincoln & Guba, 1985). These were established in my 

research primarily by the use of an audit trail. Keeping a reflective journal is a principal 

part of an audit trail. Journaling enhances credibility, transferability, dependability, and 

confirmability (1985).
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Journaling was conducted throughout the study. Three aspects o f journaling 

included: (1) daily routines of the schedule; (2) reflective journal or personal diary of 

thoughts and insights; and (3) a procedural log in which operational judgments and 

rationales were chronicled (Lincoln & Guba, 1985). Lincoln and Guba (1985) considered 

the journal useful as an audit tool to demonstrate the biases of the researcher, rationale for 

decisions, and methodology selected during the research process.

Limitations

Potential limitations of the research were the narratives could reflect similar 

responses as all the participants are the same gender. Participants’ interpretation of the 

word “knowledge” may be a limitation, if the respondents only consider one way of 

knowing such as only case or empirical knowledge. Possible limitations such as 

education, experience, or certification were not identified as limitations after completion 

of the research.

Summary

This chapter described the descriptive phenomenological perspective selected as 

the research method of choice for my dissertation. This approach is relevant for this 

research because shared significances embedded in the experiences o f hospice nurses 

may be discovered and contribute to the specialty of hospice nursing. The rationale for 

utilizing a qualitative research approach such as descriptive phenomenology was 

explicated in this chapter. Included in this chapter was a description of purposive 

sampling, intensive interviewing, Giorgi’s (1985) data analysis method, and uncovering



the essential structure of the phenomenon. Information related to the setting of the study, 

the participants, the sampling techniques, procedures for data collection, data analysis, 

establishing trustworthiness and rigor, and the protection of human participants was 

discussed.



CHAPTER 4 

PRESENTATION OF FINDINGS 

The findings of this descriptive phenomenological study are discussed in this 

chapter. Detailed descriptions of the data management and analysis procedures utilized 

in the study are delineated. Themes and subthemes that emerged following the coding of 

the narratives are discussed and representative quotes are provided. This chapter 

illustrates the evolution of data management and analysis, which effectively captured and 

described the lived experiences of nurses working in hospice agencies knowing about and 

caring for persons receiving hospice care. A discussion of findings presents a descriptive 

interpretation of participant narratives, researcher reflections, and the illumination of 

themes and subthemes.

Data Management 

Prior to beginning the interview sessions, a contract was secured with a 

transcription company for verbatim transcribing of taped conversations between the 

researcher and participants. The interviews were digitally recorded and transferred by a 

password-protected application program provided by the company for use by the 

transcriptionist. The transcriptionist typed each verbal interview into a Microsoft Word 

document and returned the file to the researcher by electronic mail. Upon receipt of the 

transcribed Word document, it was downloaded into a document file on the researcher’s 

computer.

80
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The researcher reviewed the verbatim content o f the digitally taped interview with 

the Word document and made corrections when necessary to clarify verbatim content or 

to ensure confidentiality of individuals or hospice locations. After final researcher 

review, the transcribed documents were saved on the researcher’s computer, with an 

external hard drive for back up, and printed for the researcher’s use. A copy of each 

verbatim-transcribed interview document was provided to the committee chair through 

electronic mail.

Confidentiality was maintained throughout the process by incorporating 

participant-chosen pseudonyms. The researcher initiated and maintained a file for letter 

assignment for facilities or assigned pseudonyms for individuals identified during the 

interview sessions. This process ensured confidentiality by eliminating the use of 

surnames or other identifiers. All documents were kept in files on the researcher’s 

password-protected computer or in a locked file container in the researcher’s office.

Data Analysis

Weekly communications between the researcher and dissertation committee chair 

were established to review transcripts, identify codes, and discuss pertinent issues related 

to data analysis. The researcher did manual coding using first and second cycle coding 

methods, as delineated by Saldafia (2013). Basic word processing was utilized for 

entering and formatting narratives, which were then printed and analyzed using manual 

coding. Performing a comparison of individual coding for similarity between the 

researcher and committee chair during weekly debriefing sessions enhanced the rigor of 

the study.
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Utilizing Giorgi’s (1985) process for data analysis, transcripts were read as a 

whole to improve understanding of the participant’s description. Coding began as the 

data were collected, and formatted as recommended by Saldafia (2013). First and second 

cycle coding methods were discussed with the committee chair and methods were 

selected. Transcripts were coded in order of receiving them from the transcription 

company rather than order of interview completion. First cycle coding was completed on 

the first nine transcripts received before beginning second cycle coding. The first and 

second cycle coding commenced on the remaining five transcripts when received from 

the transcription company. After an extensive analysis for meaning units, four primary 

themes and sixteen subthemes were revealed to describe the nurses’ experiences of caring 

for and knowing about persons receiving hospice services.

Coding

As previously described in chapter 3, coding uses a word or short phrase to 

provide relevant, comprehensive meaning to data (Saldana, 2013). Looking at the 

characteristics of data and beginning the analysis commenced the coding process. This 

iterative process resulted in the identification of patterns and themes as noted by Saldafia 

(2013).

Saldafia’s (2013) first and second cycle coding methods were used for analysis of 

the narratives. Transcribed data were read prior to formally beginning the analysis. A 

second reading of the verbatim transcriptions was conducted and this began the first cycle 

coding process. The researcher did the first cycle coding manually. Words reflecting the
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participants’ lived experiences were written in the margins o f the transcribed data. This 

methodology of coding identified similar meaning units, Giorgi’s (1985, 2009) 

terminology, among the different participants’ verbatim transcripts. Following the 

second cycle coding process, themes with supporting subthemes were revealed.

Elemental methods of in vivo coding and descriptive coding (Saldana, 2013) were 

utilized for the first cycle coding. Descriptive coding labels data with the basic topic and 

is useful in any qualitative study (2013). Although descriptive coding is a basic method 

of categorizing data so there is recognizable organization, it can limit the researcher’s 

ability to consider complex patterns during the progression (2013).

In vivo coding uses the actual word or words o f the participant (Saldana, 2013). 

Besides being useful for beginning qualitative researchers, in vivo coding displays and 

respects the participant’s voice. Thus, in vivo coding serves as a means for the voice of 

the participant to be heard. Both descriptive and in vivo coding methods are effective for 

clarification and support o f second cycle coding methods (2013).

Second cycle methods, if needed, require advanced analysis of the data as coded 

through first cycle methods (Saldafia, 2013). The use of second cycle coding facilitates 

the reorganization and condensing of the codes generated from first cycle coding (2013). 

Focused coding was the second coding method used for the development of the themes 

and subthemes from the data.
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Descriptive Phenomenology

Describing the phenomena being studied utilizes the researcher’s consciousness 

of the phenomena as describe by the participants and results in identification of the 

phenomena’s characteristics (Giorgi, 2009). The practices of knowing and caring by 

nurses who provide hospice care to patients and families were the foci of my study.

Nurses were asked to describe their experiences of knowing and caring while providing 

hospice care. The narratives provided by the nurse participants helped make the nurses 

conscious of the phenomena of knowing and caring. Upon completion of transforming 

the coding into description of the phenomena, Giorgi’s (1985) third step is completed and 

a synthesis statement describing the studied phenomenon is provided as the fourth and 

final step.

A descriptive phenomenological approach was appropriate for this research 

because it focused upon gaining an understanding of the lived experiences of nurses who 

work in hospice agencies as they came to know about and care for individuals and their 

families receiving hospice care. Phenomenology, as a method, seeks information related 

to the experience (Giorgi, 2008), and how an individual consciously comprehends the 

experience (Giorgi, 2009). The nurse may not have a conscious awareness of the 

phenomena knowing about or caring fo r  even though these phenomena are part of the 

nurse’s daily activities. Bringing to light the consciousness of everyday activities and 

describing the activities, or themes, in a psychological manner is the objective of 

phenomenological research (2009).
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Discussion of Findings 

Participants in the study were 14 nurses who were currently employed full time in 

community-based hospice agencies located in the southeastern United States. All 

participants were Caucasian. Table 1 gives information regarding characteristics of 

participants including length of time as a registered nurse, age, and length of time 

employed at current hospice agency.

Table 1

Participant Characteristics (N=14)

Characteristic n Observed range Mean

Gender: Female 14

Length of time as a registered 
nurse

4.5 years -  36 years 17 years

Participant age 26 years — 66 years 48.5 years

Employed at current hospice 
agency

6 months -  24 years 8 years

Years of employment in hospice agencies met the purposive sampling plan as 

noted in Table 2. The highest level of nursing education attained by these participants 

and membership in the Hospice and Palliative Nurses Association is also included in 

Table 2. Two of the associate degree nurses were currently enrolled in a RN-BSN degree 

program and the advance practice nurse was board certified as a family practice nurse.
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Two of the participants had scheduled a date to take the certification examination for the 

hospice and palliative nurse certification before the end of the year. One participant was 

previously certified as a hospice and palliative nurse, but allowed the certification to 

lapse. When questioned about certification, the two nurses with less than two years 

experience both responded that they must have at least two years of experience before 

they can take the exam.

Table 2

Participant Employment, Education, and Certification Features

Years of employment in a 
hospice agency

> 6 months and < 2  years 
> 2 years and<5 years
> 5 years and < 10 years
> 10 years

2 nurses
4 nurses
3 nurses
5 nurses

Highest nursing education 
degree

Associate’s degree 
Bachelor’s degree
Master’s degree in Advance Practice

9 nurses 
4 nurses 
1 nurse

Certified Hospice and 
Palliative Nurse

7 nurses

Membership in Hospice and 
. Palliative Nurses Association

7 nurses

Analysis of the data resulted in four meaning units or themes: a different kind, 

knowing, ‘‘i t’s a calling, ” and “save the last dance fo r  me. ” A total o f 16 subthemes 

were revealed. The most comprehensive and compelling theme to materialize was “save
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the last dance for me." This theme served as a vivid description of the nurses’ lived 

experiences and their relationships with patients and families.

A discussion and illustration o f the four themes, or meaning units, will follow.

The use o f verbatim quotes will illustrate the meaning units and their subthemes. An 

outline of the themes and subthemes is provided below. Following the outline, each 

theme and supportive subtheme are examined and elucidated with the participants’ 

narratives.

MEANING UNITS OR THEMES WITH SUBTHEMES

1. A DIFFERENT KIND

a. “not just little clinical skills”

b. you are a nurse

c. “all about the care of a person”

d. team approach

2. KNOWING

a. learning about

b. knowing the case

c. knowing the patient

d. knowing the person

e. knowing the family

f. experience matters



3. “IT’S A CALLING”

a. “the guide on the journey”

b. rewarding

c. “this is where I belong”

4. “SAVE THE LAST DANCE FOR ME”

a. connection

b. gift of presence

c. “if we listen, we can learn so much”

Theme One: A Different Kind

The theme or meaning unit, a different kind, captured the experiences of the 

nurses working in hospice agencies as compared to their experiences associated with 

working in other specialties of nursing. Examples of prior nursing work experiences 

included intensive care, labor and delivery, pediatrics, nursing home, general medical 

surgical, oncology, home health, and emergency department settings. Although end-of- 

life patient outcomes may occur in any nursing specialty, the goal for all persons 

involved with receiving hospice services is to experience excellent comfort care and feel 

respected as they proceed through the anticipated occurrence of end-of-life (City & 

Labyak, 2010). The recognition of differences carried the message that being a nurse 

working with individuals experiencing expected end-of-life outcomes was not a common 

experience for every nurse.
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A different kind referred to the type of nursing provided and the skillset needed to

provide this care. Subthemes included “not just little clinical skills,'” you are a nurse, “all

about the care o f a p e r s o n and team approach. The nurses recognized they provided

hands-on physical care during their work with patients and their families. However,

more than physical care was needed to meet the patient’s needs. Sherry expressed the

differences with hospice care as “one of those areas you can truly see holistic care.”

Susan noted the difference:

I had basic nursing skills. I had good bedside skills. I had good clinical skills.
But end-of-life, which is so important to know about when you are in that kind of 
work, working with the families and end-of-life and how that is different than just 
med/surg or clinical.

Participants described identification and provision of physical, mental, emotional, 

and spiritual needs. Holistic nursing care, as identified by the nurses, provided a 

consciousness of caring. The delivery of care for the whole person and that person’s 

caregiver was expected behavior of being a nurse working in a hospice agency as noted 

by Ashley:

We’re not just about doing the medical side of things. We’re about the emotional 
part of it, the spiritual part of it. Whatever that patient needs, we want to be there 
to help them, within reason of course. But you know, if we can’t do it, we try to 
find the resources that will help them.

Nursing care for dying patients, although a recognized role for nurses (Treas & 

Wilkinson, 2014), requires more knowledge regarding the abilities and individual 

management methods the professional nurse uses to support patients and their families 

during this difficult phase of life. There is a lack of description regarding nursing’s role
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in end-of-life care as recognized by Davies and Oberle’s (1990) study to describe the 

nurse’s role in supportive care for terminal cancer patients. The lack of knowledge 

identified in Davies and Oberle’s (1990) work was also acknowledged by the nurses in 

this study as evidence by Florence’s comment, “I am amazed to this day how little people 

understand what hospice is.” The caring for the whole person and not just the physical 

illness was emphasized by the participants and acknowledged as making their current role 

as a nurse different than when working in other specialty areas of nursing.

Palliative care is recognized as a subspecialty of healthcare with a focus on 

quality of life for those individuals experiencing life-limiting illness (Lynch, Dahlin, 

Hultman, & Coakley, 2011). Hospice care is a subset of palliative care. In ideal 

situations, palliative care is offered early in the illness trajectory and would transition into 

hospice care as the illness proceeds from a disease medical management model of care to 

a caring quality of life approach (City & Labyak, 2010). Nurses, in my study, who 

provide end-of-life care verbalized having a special relationship with the patient and the 

family. They acknowledged the importance of knowing the disease process, but also 

knowing the patient as a person was recognized as a needed attribute of their nursing 

care.

Subtheme: “Not just little clinical skills. " Nurses working in hospice agencies 

noted their abilities included more than clinical skills or tasks. Although basic nursing 

skills were noted to be important, the nurses recognized more than tasks were needed to 

support the individual receiving end-of-life care. The nurse’s focus when providing this
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type of nursing care is symptom and situation management rather than curing. Sherry

described it as a “fix-it mode” and noted nurses who had an “everything must be done to

cure” mindset did not remain in hospice. However, if  nurses are looking for a better way

of caring, then they adapt to providing hospice services. In Sherry’s words:

Nurses who come to us that are coming from an ER background or an ICU 
background, I call it they are in the “fix it mode.” They have to adapt themselves 
from fixing it, to “letting it be.” And for some that is an impossible transition and 
if it is, they typically recognize that and leave hospice on their own. Or they are 
kind of like I was, there has got to be a better way. So if they are o f that attitude, 
they transition very well to hospice.

Caring behaviors are an expected competency of the nurse working in hospice 

services (ANA, 2014). Caring for others was characteristic of the nurse participants and 

was described by Florence as “Something you learn more in life experience rather than in 

nursing school. You learn in nursing school that is part of the job for sure. It is a big part 

of the job. It is not just little clinical skills.” Another nurse, Beth, referred to curing as 

“wellness nursing” and considered caring “should come natural.” Although the nurse 

participants considered caring as part of nursing, Elizabeth recognized learning to care in 

this manner:

I’ve learned to be more caring of the person through their eyes and what their 
goals are for death and dying, not what mine are. You know, I look at what their 
expectations are, their spiritual needs, the family’s spiritual needs, the family’s 
goals for that person dying. I try to look at it more from their point of view 
instead of mine.

Subtheme: You are a nurse. The nurses appreciated the autonomy they had while 

working in a hospice agency. There was recognition of hospice nursing as a specialty 

with a unique intensity of care. However, these individuals believed this specialization is
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not for all nurses. In a study of oncology nurses, Rittman et al. (1997) noted care 

provided to dying patients was potentially unique to oncology nursing practice. A feature 

identified in the study by Rittman et al. (1997) was the value of doing physical care so 

emotional care was also accomplished. The oncology nurses considered caring for dying 

patients gave them an opportunity to participate in the patient’s life instead of focusing on 

the dying process. The nurses who participated in my study also acknowledged the 

emphasis on life. Florence stated, “Working for hospice reaffirms life to me, even 

though it is about death, it is wonderful how life can work.” The standards of practice of 

caring for dying patients noted by Rittman et al. (1997) for oncology nurses were also 

important to the nurses working in hospice agencies. A different attitude is requisite 

because the focus of care is the individual and family emotional and spiritual needs along 

with the management of symptoms. Nurses working in hospice encouraged the 

recognition of individuals’ distinctiveness and their personal right to die as they have 

lived (Kehoe, 2006). The nurses noted this as holistic care focused upon meeting 

physical, emotional, and spiritual needs o f patients and their families.

The subtheme, you are a nurse, was the voice of the participants verbalizing 

practicing nursing in a close manner with the patient and family in order to provide vital 

services. Nursing acts include working with a patient for the promotion or restoration of 

health or accompanying the patient toward a peaceful death (Lazenby, 2013). All 

participants were registered nurses, so one might question the meaning of the statement 

related to being a nurse. Sandy commented, “I love feeling like I can do something for
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somebody; that I can actually do nursing.” Lexie considered her way of thinking

regarding goals of care had changed from “make people better. And now our goal is to

make people comfortable.” Lucy referred to student nurses doing clinical rotations at the

hospice agency and noticing differences:

How different our side of nursing is and the slower pace and getting to spend the 
time and the quality time with the people and getting to talk to them, it kind of 
brings back what they probably wanted to go to nursing school to begin with was. 
. . .  I feel like that makes a difference of them wanting to because they actually 
see the good side of it.

Sherry’s feeling of “there had to be a better way when it came to the point of dying” led

her to change from working in oncology to working in a hospice agency.

Focused care with special attention to the sick and dying person is the essence of

lived experiences of nurses working in hospice agencies. The person-centered care

positions the emphasis on the human and is considered essential for nursing practice

(Lazenby, 2013). Ashley verbalized this need for person-centered care as a part of

nursing in her statement, “I always knew that I needed to be in a place where I could

really [with emphasis on really] care for people.” Addressing nursing practice in hospice,

Ashley said, “This is where I belong because this is my type of nursing. You know, the

nursing that you’re supposed to be able to do.”

As previously noted, Rittman et al. (1997) found nurses who cared for dying

patients experienced nursing practice that was thought to be unique to nurses who worked

in oncology. The subtheme in the current study indicates nursing practice uniqueness is

not limited to oncology practice areas, but may also indicate the nurse in a hospice setting
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has characteristics distinctive for nursing practice which deals with death and dying on a 

regular basis. Sarah Louise described it with these words, “As a registered nurse in a 

hospital a lot of times we’re dealing with just the disease process. Now you’ve got to 

have another process here that you’re dealing with and you’re dealing with the dying 

process.” The findings of the study by Rittman et al. (1997) included four themes: 

knowing the patient and the stage of illness, preserving hope, easing the struggle, and 

providing for privacy. Nurses who work in hospice agencies do experience the death of 

patients on a frequent basis. Nurses’ experiences of frequent death occurrences in 

hospice services would be a shared similarity with nurses’ experiences who work in an 

oncology setting.

The emphasis by the participants of being a nurse was a different view from 

Allen’s (2007) conclusion of nurses’ roles identified as negotiators in the healthcare 

systems without the reality of close connections to patients. Nurses are expected to make 

clinical decisions and provide patient-centered care. The nurse participants in my study 

believed getting to know the person was important to their nursing practice, as illustrated 

by Lexie:

And then when I get out there then you kind of really get to know about them.
It’s a lot of personal stuff. When you, hospice care is not like any other care, like 
I said. You go in and it’s not just get right to it, unless it’s a critical situation. 
Hospice is kind of, home care is you go in, kind of chitchat, warm up to 
everybody and then you do your physical assessment. So, it’s just all-together 
kind of different than other nursing.

Henderson (1997) conducted seminal research in Australia regarding nurses and 

patient participation while in the hospital by observing nurses provide care to patients.



Factors to inhibit knowing the patient were identified when nurses did not take time to 

get to know patients and the nurses’ focus of care was on routine and tasks of care.

Nurses in Henderson’s (1997) study verbalized the importance of knowing the patient, 

but the nurses’ actions as observed by the researcher did not demonstrate an effort to 

know the patient. If nurses were task oriented and did not make an effort to engage in 

talk with patients except to know them as a disease process, knowing the patient was 

inhibited and patient participation in care was decreased. Although time was 

acknowledged as a barrier to knowing the patient, Henderson noted the nurses did not 

involve themselves with the patients when time was available to talk with the patient. 

Also, when the nurses did communicate with patients, they used closed-style questions to 

guide the conversation with patients (1997). These findings were in contrast to the nurses 

in my study who were focused on being a nurse while working in the hospice agency. 

Tiffany, who had experience in other nursing specialties prior to working in a hospice 

agency, identified the practice of hospice nursing as being intense, with one-to-one care 

similar to an intensive care unit, but different “on a personal level because you are not 

doing with tubes and all the things you have to keep up and all the machines, you are 

dealing with the person, which I love.” Lexie recognized herself as different when she 

stated, “I believe I was a good nurse when I came here, but I believe I’m a really good 

hospice nurse now. There’s a difference in my mind. I’m a different kind of nurse now 

than I ever was before.”
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Subtheme: “All about the care o f a person. ” This sub-theme supported being

different since patient and family determined the nursing focus. The type or kind of

involvement with the patient and family was noted to be different in hospice than in the

hospital. Ashley illustrated her perceptions of the difference when she stated:

You want to do your part in helping the world, you know. A lot of people that 
want to work in the hospital setting, I guess maybe it’s just a paycheck sometimes 
but for us it’s not. You know, it’s all about the care of a person and that’s what 
we want.

When Sarah Louise began working in hospice, she noted that one difference was

the importance of meeting spiritual needs. Her words were:

When I first come here, not having that hospice background, it amazed me at how 
our agency, and it’s the only agency I’ve worked for as far as hospice, that they 
really, if you take care of the spiritual then the physical and the other needs seem 
to fall into place.. . .  You know, when we are dealing with that patient that is 
dying, it’s something once they get settled, the rest o f it seems to fall into place.

Meeting patient care needs was the focus of the nurses, and as Elizabeth noted, it meant

nurses educating themselves to “let go of their own personal feeling about death and

dying. You know, recognize it, work through it, but actually they have to have a deep

understanding of separating their own personal knowledge, their own personal religion.”

Historically, nurses have been firsthand observers of patients who were

experiencing important life events and are able to tell others about their observations

(Kahn & Steeves, 1994). The internalization by nurses concerning end-of-life as a

different type of life event for the patient and family assists the nurses as they

communicate with patients and families regarding what to expect during this phase.

Informing patients and families about signs and symptoms to anticipate and management
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of care is considered to be part of palliative nursing care (Lynch et al., 2011). A nurse’s

development of relationships with the patient and family becomes a partnership of

admiration and assurance which contribute to the nurse’s ability to advocate for them.

Lucy’s statement to describe this partnership was:

We also learn from our patient’s and families. I think sometimes we lose sight of 
that in every type of nursing or whatever you’re doing because we feel like we are 
the expert and we don’t listen to them and, you know, they have things that they 
can teach us. I always respect the families that say after the fact, “let me tell you 
some things that I feel like could have made you better.”

Susan recognized the difference of nurses being task oriented and the need to

focus on the person in this description:

When I worked at XXX facility, when I saw all those poor older people dying by 
themselves, no one to come see them. Lot of the nursing staff, I wouldn’t say 
they didn’t care, but they just were not always a priority. They had meds to pass 
and things to do and so I think that was also an influence as far as the caring goes, 
being able to be available to someone at that time in their life.

Recognition of the person’s and family’s desires, apprehensions, and hopes allows nurses 

to use knowledge to improve quality and satisfaction by providing relational nursing care 

(Mitchell, 2009). In my study, the nurses viewed their work as a partnership of guiding 

the patient and family through the dying experience, and in Lucy’s words, “Meet people 

where they are, and you try to give them what comfort and things you can.” Rittman and 

colleagues (1997) noted the role of patient advocate was included as parts of planned 

patient care with the intent to assist the patient accomplish meaningful goals. The sub

theme, “all about the care o f a person, ” supported the role o f advocacy and the person- 

centered care provided by the nurses who provided nursing care in a hospice agency.
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Subtheme: Team approach. Although autonomy was appreciated from the 

nursing perspective, the knowledge that there were others with a different perspective 

who were available to assist in caring for patients and their families was noted to be an 

important part of hospice nursing. The nurses related this provided a feeling of support, 

and sharing experiences with other team members generated encouragement to continue 

working in a setting that delivered end-of-life care. Successful nurses who work in 

hospice agencies are able to effectively utilize the interdisciplinary team members 

(Kehoe, 2006). The nurses in my study noticed the importance of other healthcare 

members in caring for patients and families. The nurses verbalized the use of the 

interdisciplinary team was different from their experiences in other healthcare settings.

An interdisciplinary team approach is expected in hospice care. Professional team 

members, who include, but are not limited to, physicians, nurses, social workers, and 

chaplains, provide the inclusive attention toward patient and family (Lynch et al., 2011). 

Lynch et al. believed a challenge for nursing within the healthcare system is to define the 

uniqueness of nursing’s contribution to life-limiting disease processes. Elements 

identified by Ferrell (2011) which characterize nursing’s distinctiveness of contributing 

to quality care of dying patients were the communication o f expertise and knowledge in 

palliative care, attendance to symptom management, and recognition that end of life is a 

spiritual experience. The nurses in my study were exemplars of Ferrell’s observations. 

Lynn verbalized the provision of quality care as a team approach when she stated:

I guess in those situations [referring to her work in ER and ICU], you feel like
you’re working on your own.. . .  There’s not much of a team approach to
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anything. Whereas in hospice, we have to work together. We have to learn 
together as a team.. . .  To be able to share that knowledge is vitally important.

Improving quality of life is a recognized goal o f nursing. Therefore, how

palliative care nursing and its subspecialty of hospice care nursing support quality o f life

is a major focus for continuing education. As an integral member of the interdisciplinary

team of hospice care, an important part o f the nurse’s role is assessment, planning,

implementation, and evaluation of pain and symptom management. Also, the provision

of support to the patient and family is a crucial element of hospice care (Harris, 2013).

The social support received from all interdisciplinary team members is vital to nurses

working in hospice care (2013). The participants in Harris’ study found the relationships

among hospice co-workers were different than previously experienced in other places of

employment. The explanation of this difference was related to the nature of hospice

work which encouraged the formation of significant relationships with coworkers (2013).

Abby emphasized the relationship of coworkers when she stated:

I will say for this agency, I can’t say for every agency, but for this agency, we are 
a family, okay, and everybody, yes we have our quirks, our own disagreements 
just like a family does, but we always got each other’s back, always. I don’t care 
if it is in the middle of the night or on the weekend or a holiday, always got each 
other’s back.

Florence stated, “It is a wonderful team approach. That’s another thing that means so 

much to me.” Sherry noted the difference of teamwork in the hospice setting related to 

other healthcare areas with this statement, “Whereas it is more fragmented and you may 

be aware of it, but you really don’t see the team working totally together in other fields.” 

She was referring to non-hospice fields or areas.
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Theme Two: Knowing

Knowing, as a meaning unit, captured what nurses who work in a hospice agency

know about in order to deliver the necessary care to individuals and their families. The

participants were able to verbalize their knowing in the contexts of Liaschenko and

Fisher’s (1999) typology. A brief summary of the typology is presented. Nursing’s work

consists of actions which are founded on knowledge. Lisaschenko and Fisher (1999)

used words that nurses included in their language and were understood by others, such as

healthcare providers and patients. The terms used are case knowledge known as

biomedical knowledge, patient knowledge considers response to treatment, and person

knowledge serves to recognize the individual’s goals and desires (1999). Classification

of knowing will be further delineated in the description of the subthemes that follow.

The nurse participants described knowing about different diseases, knowing

obtained through their nursing experiences, and knowing from the patient and family as

persons. Sandy’s observation regarding her knowledge illustrates this point:

I did have a strong background in that [referring to geriatrics] so I think the 
biggest knowledge was not textbook knowledge, it was the knowledge that I had 
had the experience to know that there were things a lot worse than death. I have 
seen agonizing deaths and I think I brought the maturity to it and then of course 
the orientation that I received was very good.

Lynn summed the importance of all types of knowing in her statement:

Knowing your patient, knowing what this person feels, knowing their spiritual 
beliefs, knowing their cultural beliefs. All of those things have to come into play. 
You can’t just use a cookie cutter formula for every patient. Every patient has to 
be individualized. So, I guess you have to use the knowledge of the science, and 
the knowledge of the person you’re caring for to help them die peacefully, to give 
them quality.
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Subtheme: Learning about. For these nurses, learning about end-of-life care

occurred on the job and through continuing education programs rather than originating in

pre-licensure nursing education. Furthermore, nursing peers provided instruction

regarding symptom management and meeting patient needs. Learning about patient

needs also occurred through the experiences of providing direct patient care. As the

nurses learned, they were able to use their knowledge to provide more comprehensive

care to other patients who were experiencing similar symptoms or concerns. Tiffany

expressed the need to learn in this statement:

I don’t know everything and if you come into this job thinking you do, this is not 
the job for you. I learn everyday. If you don’t have that openness to learning, 
you will never move forward and you will never do the best for your patient.

Nursing, by definition, includes the primary palliative care principle of mitigation

of distress as nurses diagnose and plan interventions to ease suffering related to the

human response (Lynch et al., 2011). Nursing education includes caring for individuals

and their families, completing an assessment with a plan to relieve pain and support

quality of life, and the ethical considerations of patient autonomy to make informed

decisions. Pre-licensure nursing education also includes skills and knowledge related to

offering psychosocial assistance, teaching patients regarding the disease process, and

providing culturally competent care (ANA, 2014). Lexie described what was learned in

nursing school regarding the provision of hospice care as, “The basics of taking care of

people.” Lucy stated she used “a lot of assessment skills” to provide care for persons
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receiving hospice services. Ashley’s statement regarding knowledge she used to provide 

care for hospice patients was, “Basic nursing knowledge, you know, your fundamentals.” 

The educational preparation for hospice and palliative care begins in the pre

licensure nursing educational program. However, the nurse participants in my study, 

regardless of their nursing education pre-licensure degree, reported having little or no 

education related to what they considered hospice or end-of-life care included in their 

pre-licensure education program. Abby’s comments when questioned regarding what 

was learned in nursing school regarding hospice services and the persons who received 

these services was an emphatic:

Nothing, absolutely nothing. You did death and dying, but it was just one course 
and you then moved on to something else. In nursing school, I don’t think they..
. it was more getting them better and getting them home and getting them back to 
square one. So, death and dying was not really something that they [nursing 
instructors] expounded on at all.

An explanation for the tendency to not recognizing education related to palliative and

hospice care is because educators of nurses are not using terminology such as palliative

care in the curriculum and most students are not giving consideration to end-of-life care

as a purpose of nursing care.

The report regarding lack of hospice and palliative care information by the nurse

participants in my study is supported by Al Qadire’s (2014) finding of a deficiency in

registered nurses’ knowledge regarding palliative care. Although, basic nursing

education supports palliative care principles as stated by the American Nurses

Association (2014), there is a need for nursing education to include palliative and end-of-
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life care in the pre-licensure nursing education program (Wallace, Grossman, Campbell, 

Robert, Lange, & Shea, 2009). In the study completed by Wallace et al. (2009), a 

comparison between sophomore and senior students revealed a significant difference in 

knowledge related to palliative care by the senior group. The senior group rated a grade 

level of “B” compared to the sophomore grade level of “D” (2009). Nurses’ minimal 

knowledge of palliative care can impact the quality of palliative care in the healthcare 

system.

It is expected nurses who do practice in hospice and palliative care are likely to

have a greater expertise in areas related to complex management o f pain and symptoms,

communication, and organization of interdisciplinary care (ANA, 2014). Nurses who

decide to work in hospice agencies receive an organizational orientation and are expected

to continue their education to develop the competencies of working with clients receiving

end-of-life services (2014). Lynn described learning to care for persons receiving

hospice services in this statement:

Besides the orientation, I think it’s a hands-on, you learn from your patients. You 
learn from the families what they need and what their goals are and what their 
desires are. Getting out there and actually doing it is one o f the main ways I 
learned. Besides that, getting the training through different continuing education 
courses like the one I was talking about earlier, the state hospice organization, 
their training. But to me, it’s a lot of talking to people and finding out what they 
need and researching it myself to find out what I need to know to care for them.

Ashley summed this subtheme of learning about with her statement, “You learn a lot

when you’ve actually been here [in hospice] and you see what the patients need and what

helps them.”
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Subtheme: Knowing the case. Nurses in my study acknowledged the need to 

know the disease process so they could provide the nursing care to the patient. Lucy was 

able to describe specific case knowledge needed in providing patient care with her 

statement, “I would say assessment skills and knowing disease progression and, of 

course, pharmacology. Knowing medications and how they work and why they work 

with a, you know, particular patient was huge.” Abby verbalized other healthcare 

providers such as physicians trust the nurses’ knowledge when she stated, “They 

[physicians] don’t argue with you because they know that you know what you know.. . .

I know that sounded crazy but they just know it, that you are knowledgeable enough to 

take care of these patients.” The nurses recognized symptom management as an 

important part of the nursing care they provided. Ashley responded, “I know how to treat 

people because of my nursing degree and because of the continuing education that I ’ve 

received. It helps me to care for them.” According to Lynch et al. (2011), the 

implementation of scientific-based practice enables nurses to enhance patient and family 

care, and this was congruent with what the participants of my study reported.

Sarah Louise identified the importance of case knowledge and how it supported 

the patient and family during the disease and dying processes. During the discussion of 

personal knowledge and its influence on caring for the individual receiving hospice 

services she commented knowledge was “very important because there’s so many issues 

. . .  you’ve got to have the disease process, but with that disease process, there’s also a 

dying process.” Ashley was able to recognize the importance of case knowledge and the
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difference of application in the hospice setting compared to the hospital setting, “Just to 

know the disease processes better, you know, and how to deal with them. Even though 

we don’t deal with them the same as what the hospital does.” Ashley also used the 

patient’s history and physical document to learn the patient’s experience with the disease 

from beginning to end. Knowing the case prepared the nurse to later apply the 

knowledge of the disease process to the patient and use this knowledge to support 

knowing the patient and responding to the patient’s needs.

Florence acknowledged she utilized different types of knowledge and all types of 

knowing when providing care to the patient receiving hospice services. She referred to 

the “pathophysiology type of information” used to provide care. However, this 

knowledge was also considered in context of the patient and setting. Her prior 

experience of working in intensive care units had strengthened her desire to consider 

knowing the person. Florence’s life experiences influenced her knowledge as expressed, 

“So, you know, I saw the value of ICU in saving a life, but sometimes I think it really 

didn’t save lives and I didn’t agree with, I wouldn’t want that for myself.” Beth noted the 

focus of nursing education being on case knowledge as learning “the hard facts, what do 

you do for this” and little focus on knowing the person.

Sandy indicated she started with case knowledge, “I start with the H and P 

[history and physical]. I start with any medical records I can get my hands on and I want 

them [referring to patient and family] to know I am familiar with their case before I ever 

visit.” Angel referred to knowing the disease process as important in providing support
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to the patient and family. She commented she would research the disease process

because the family wanted to know and “go worst case scenario straight to the Internet.

So I do a lot o f research with that.”

Subtheme: Knowing the patient. The recognition of patterns related to disease

processes and how the patient and family were impacted were important aspects of

nursing’s caring role. An ability to have time with the patient for the purpose o f knowing

the patient was characteristic of the participants. Abby described the difference related to

time with the patient in the home with hospice care rather than in the hospital setting:

At home, if they don’t get dressed everyday, sometimes they are in their pajamas 
when you go see them. Sometimes they are at their worst when they are angry 
because they are sick, then you see them at their best when they are thanking God 
for what little time they do have.. . .  It’s a lot different than just seeing them for a 
few minutes and giving them some medicine and taking their blood pressure.

The nurses expressed their desire to know the patient’s experiences with the intent to

improve nursing care. Sherry’s description of learning about providing hospice services

was through experiences with a variety of patient care situations. She learned “to look

through the eyes of someone who is dying and the spiritual aspect.”

Angel stated she would “spend a lot of time talking with them” [patients] and at

times would identify problems which were not related to their hospice diagnosis.

Knowing the patient combined with knowing the case helped to identify patient responses

and plan appropriate care. Angel verbalized knowing the patient happened because she

was “spending a lot of time talking with the patients about goals of care and what they

want.”
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A descriptive summary of 21 publications between 1996-2013 was conducted by 

Zolnierek (2014) to review the concept of knowing the patient. Findings in the literature 

search of peer-reviewed, English-issued journals identified topics relating to care, 

connection, and proficient practice. When nurses know the patient, their understanding 

of patterns and responses enables them to determine appropriate interventions, avert 

unfavorable occurrences, and offer excellent care (2014).

According to Dunniece and Slevin (2002), listening to the patient contributed to 

knowing the needs and providing patient-center care. It was noted by Zolnierek (2014) 

that knowing the patient improved the nurse’s clinical judgment. By knowing patterns of 

responses learned through experience and knowing the patient’s pattern of responses and 

having a relationship with the patient, Tanner (2006) identified knowing the patient as 

fundamental in improving nursing practice.

Subtheme: Knowing the person. Because hospice care is concentrated on the 

goals of the person, providing person-centered-care is an essential component of hospice 

nursing. An ability to know beyond the disease and symptoms was acknowledged by the 

participants. The provision of comprehensive care for the individual and their family 

required knowing the person.

This finding is congruent with the review of the literature conducted by Zolnierek 

(2014); she noted that knowing the patient was important for relationship development 

between the nurse and the patient. Relationship building was noted by Henderson (1997) 

to be significant as the patient was more likely to participate in the care if  the nurse
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developed a relationship with the patient. Knowing the patient as part of relationship 

development meets the criteria of knowing the person as defined by Liashenko and Fisher 

(1999).

Nurses in my study referred to being nonjudgmental, which allowed the nurse to

know the person. Florence commented, “It’s having compassion, and being

nonjudgmental, I think is very important. You know I think I just treat people the way I

would want to be treated.” Abby identified knowing the person as an attachment in this

statement, “I don’t think that you can not interact with other people and not eventually

have some kind of an attachment.” This attachment coincides with Boykin and

Schoenhofer’s (2001) nursing as caring theory where knowing the person is supportive to

connection between the nurse and the nursed. Abby continued with verbalizing this

connection and importance of knowing the person as part o f her caring:

It’s like a light bulb goes on, you know where they are at, where you just get more 
empathy and you understand, and you can feel for that person. You don’t have to 
like what they are and what they have done, but you have to understand where 
they came from, okay, and then when you do that then you become a part o f that 
person. All of our lives touch each other and no matter how simple it is or how 
complex it is, we interact. The more we interact, the more attached we become of 
people.

N u rs e s ’ knowing the patient was noted to be a representation of the individual’s

lifespan rather than just the one version of the person at the time of being in hospice

(Dunniece & Slevin, 2002). This concept was supported by Abby’s description of

learning about the person:

We have an admissions team that goes out and gathers lots o f information, but I 
always on my first visit, I always like to hear it from the family, where we started 
at and where we are because, you know, the family has a different view. What we
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put on paper is kind of, you know, kind o f leaves out all of the love, the anger, the 
whatever, and I always like to hear the stories from the families so I get a 
firsthand view of where that patient is and where that family is at and then I go 
from there.

Sherry valued knowing the person as indicated in her statement, “Respect of

individuals, nonjudgmental, remembering you don’t know where they’ve been that has

gotten them to there, um acceptance.” Lexie described getting to know the person as

“seeing where they are at.” Florence defined knowing the person as “you have to know

what that person wants.” Florence also recognized the person’s personality as an

influence to knowing the person, and stated that a person who is controlling is “going to

try to control their symptoms until the end. They are going to be about the numbers.

And sometimes they do that so that they don’t have to look at how they are really

feeling.” Beth also considered personality and knowing the person in her statement, “I

will sit there with them for a little while longer and just say, what kind of lady was she

because I think personality plays a huge role in the dying process.” Beth continued to

explain this information helped her to know the person and allowed the family members

to tell stories about things the patient had done. Allowing time for the nurse to know the

person gave an opportunity for the family to share their stories with others.

Time was also a factor in knowing the person as described by Florence:

You leam a lot from the H and P. Sometimes you don’t learn everything they did, 
you are in there very quickly and they pass away. Like the other day, I only had a 
patient for like a week and it was all kind of a crisis situation and then I later read 
the obituary on this person and there were so many thing that were just totally 
fascinating that I never got to know about this person, because there was not 
enough time.
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Florence continued to reflect on taking time for knowing the person. She ended her 

reflection with noting similarities of all persons, which echoed Boykin and Schoenhofer’s 

(2001) consciousness of unity between the nurse and nursed when knowing the person 

occurred:

If you had the time, like if you were in there, one of my very dearest patients . . .  I 
had him for over a year, died a month ago . . .  and I miss him terribly and I knew 
everything about him. I knew all his family dynamics, I knew all his friends and I 
knew what he loved, I knew what he hated. He was one of my very dearest 
friends and the longer you have them, even if you don’t like them, you leam to 
like them or you leam to like something about them and when I do find myself 
being judgmental I try to find one redeeming factor.. . .  Usually you just realize 
everybody is human, they all want the same things, they want to be loved, they 
want to be remembered when they die and so we are all the same, really, and that 
to me makes me feel good about the world.

Subtheme: Knowing the family. The patient defines who is family (ANA, 2014). 

The family’s desires and goals are considered in the hospice plan of care. Family 

members are often the direct caregivers, therefore, supporting their ability is fundamental 

to the provision of nursing care. Abby expressed the importance of support to the family 

as, “If I can see that caregiver [referring to family member] take a deep breath and say, 

‘I’ve got this,’ then the hospice nurse has done her job.”

Florence spoke of the importance of knowing the patient and the family as, “We 

are really part of their world. They are letting you into their house. It is a totally 

different relationship than you have in an institutional setting.” Abby expressed, “I 

always on my first visit, I always like to hear it from the family, where we started at and 

where we are at because, you know, the family has a different view.” Lynn considered 

learning from the family as, “You leam from the families what they need and what their
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goals are and what their desires are.” Susan conveyed knowing helped to “anticipate

needs better. We just bring all of our skill sets in, assess, and plan and I think we are able

to help the families better and the patients better.”

Families use the nurse for knowledge and assistance during the difficulties

associated with end-of-life. Beth verbalized family needs of knowing:

Most people don’t understand what hospice can do for you until they have been in 
the situation and the biggest thing is that you told me what to expect, I was not 
scared of the unknown because you told m e . . . .  So that is the one thing, they 
can’t thank you enough because you took the fear out of it.

Describing family and knowing, Sandy stated, “There was not adequate education to the 

families, that we need to talk about this, we need to talk about these end-of-life issues.” 

Subtheme: Experience matters. All nurses participating in this study described 

how experience impacted their knowing. It was noted their description of developing 

knowledge, skills, and attitudes requisite to providing nursing care in a hospice setting 

was influenced by their professional and personal experiences. Tiffany said experience 

“gives you confidence that you need to know that I have dealt with this before.. . .  So 

experience is tremendous, the more you have the more confident you can handle this.” 

Nursing practice developed over time related to the experience gained by the 

nurses. Nurses’ development has been influenced by their experiences in both clinical 

practice and life experience (Arbon, 2004). Many participants in my study verbalized 

that their personal experiences had influenced them to consider working in hospice or 

continue their work with hospice services. Arbon (2004) noted these life experiences
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impact how nurses relate to others and give personal understanding to their behaviors and 

beliefs.

Life experience by the participants had influenced many to look at hospice care

for their career. Sherry noted her experience “personally and professionally” influenced

her. She expressed her belief that “there had to be a better way when it came down to the

point of dying.” This related to both what she experienced as a nurse and a family

caregiver. Her story:

And then of course, when my father died, being in the family role and I was a 
nurse at the time, so my family kind of leaned to me and because I was an 
oncology nurse they really leaned to m e . . . . So, wearing the family hat o f an 
oncology patient and seeing some things that we did and, I remember stopping 
them from doing blood cultures and it was like three hours before he died and I 
knew he was dying, but I thought “you are not putting him through this.”

Florence’s life experience influenced her decision to come to hospice as a nurse and she

stated:

Both my parents died of cancer. My mother when I was working in ICU.. . .  
Being an ICU nurse, I wanted to get an MRI to see what was going on. My oldest 
sister, said, “Look at her, she is clearly dying. Why are we? I am not doing this.”

Florence continued her story regarding her mother’s peaceful death at home with hospice.

“I actually knew at that point that I wanted to work in hospice.” Elizabeth experienced

death and dying during 25 years of working in a hospital, but it took her husband’s death

to be led to hospice. She expressed this personal knowledge as, “I just felt like that when

I come here that my eyes was kind of opened of the things that we did not correct in the

past.”
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Theme Three: “It’s a Calling”

As previously identified in the theme, a different kind, end-of-life care is not the

specialty for every nurse. The “it’s a calling” theme captured the rationale for becoming

and remaining a nurse working in a hospice agency. There was no indication by the

participants regarding a desire to leave the specialty of hospice and palliative nursing

care. Two of the participants were continuing their nursing education with the goal of

advance practice, but did not elaborate regarding their future practice focus area.

Hospice and palliative nursing is utilizing advance practice nurses and has developed a

certification for advance practice. Therefore, this theme supported the nurses’ desire and

plan to remain in the specialty of hospice nursing.

The rationale given for working in a hospice agency was personal for each of the

nurses. All participants had worked in other healthcare organizations besides hospice

prior to their current place of employment. Although their reasons were different for

seeking work in a hospice agency, participants noted the sense of being “called” to work

in hospice care. This was similar to Wright’s (2002) finding regarding the feeling

verbalized by hospice nurses of bring called to work in end-of-life care. Lexie stated:

You have to have the heart for it. If it’s not in your heart, if  it’s not something 
you love, it’s not doable. That’s why the hospice turnover is so great, is because 
it’s just a hard job. You know, death and dying everyday is not what most people 
want. And so you have to have the heart for it to keep you here.

Ashley referred to her being in hospice care as, “it’s almost a calling.” Lynn stated, “I

knew I had the heart for it and I knew I could develop the knowledge for it” referring to
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hospice. She believed the reasons nurses remaining in hospice care were influenced by 

multiple factors:

I think probably experiences like mine, where they had patients who should have 
been hospice patients long ago. I think that is a huge factor in it. I think that a 
person’s spiritual beliefs and feelings of this is their ministry, influences them to 
go into something like this. Family experiences, we have several nurses who 
have had family experiences that make them want to go into this field and desire 
to do that kind of thing.

Tiffany referred to her working in hospice as “a ministry” and that she would “never do

any other work. I will retire from here.”

Subtheme: “The guide on the journey. ” The participants in my study used a

journey as the metaphor for life, and nurses working in hospice were attendants on this

passage. This metaphor is similar to the view expressed by Puchalski (2002) that dying

may be the most challenging experience of one’s life and concludes the voyage of mortal

existence. Nursing roles include providing education, being a patient advocate, and

listening to the patient and the family members. Abby described herself as an advocate

guide, “You know which one needs you and which one doesn’t need you, and that is

exactly what you do. You kind of guide whichever way they need to go.” Abby

continued her reflections about the holistic characteristics of being a guide and receiving

guidance with this statement:

I think there are spirits and they are in this world, and I think they are here to 
guide us, and I think I have a spirit that guides me to take care of people. So, 
that’s about all I can tell you, that it is the most wonderful job I’ve ever had.
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Sandy described herself as a guide and being the “voice to the doctor” for telling

what the patient wanted or being the patient’s advocate. Sandy also thought her

knowledge helped guide patients to make informed decisions:

It [knowledge] enables me to help them make informed decisions. They may 
have assumed things are right because Uncle Harry died 10 years ago and this is 
what happened to him and just being able to identify their needs and helping them 
make decisions.

Sarah Louise viewed herself as a guide, as she stated, “It takes the experience and the 

knowledge to say ‘this is going to happen to all of us.’ So, let’s walk this part of their 

journey with them as peaceful and as quiet and as comfortable as we can.” Susan said, 

“We are at that last chapter in life where we are helping prepare for this other and so we 

get to establish the relationship and go through this process with them.” Florence 

considered “working for hospice reaffirms life to me, even though it is about death, it is 

wonderful how life can work.”

Angel shared her spiritual self and role of being a guide with her statement,

“What God has called me to do is assist these families and guide them and that’s why I 

do what I do.” Lynn said she shared herself as she journeyed with the patients. She 

recalled a patient who was 99 years old and she had watched this individual progress 

from a lady who visited the beauty salon each week until her recent death. Just prior to 

the lady’s death, the lady held Lynn’s hand and told her, “I love you and I want you to 

know how much you mean to me.” Lynn’s summary of providing hospice care was,

“And that’s the kind of thing that makes it all worthwhile. Makes the whole journey 

worthwhile.”
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The participants’ statements were supported by Schaffer and Norlander’s (2009) 

comments regarding how nurses journey with patients and families and may provide 

guidance regarding the dying process, but they emphasized it is the patient’s and family’s 

journey. Nurses allow the patient and the caregivers to discover their journey. Nurses 

offer education, choices, management strategies, available resources, and 

interdisciplinary teamwork, but it is the individuals’ ultimate decision how the journey 

will be taken.

Subtheme: Rewarding. A desire to help others is often verbalized as a reason to 

enter the nursing profession. This aspiration was accomplished as a nurse working in 

hospice and was rationale for continuing as a hospice nurse. The participants regarded 

their compassion for others as an incentive for remaining in the specialty.

As a nurse working in a hospice agency, the ability to influence and make a 

difference in another person’s life supported remaining in the current position. As noted 

in previous subtheme texts, the nurses acknowledged that patients and families 

appreciated their efforts. Beth found nursing in hospice was “making a difference in 

someone’s life.” Penz and Duggleby (2012) reported that nurses employed in community 

palliative care settings appreciated the recognition of their knowledge and work. The 

nurses in my study verbalized similar rewards from this type of recognition. As a nurse 

working in a hospice agency, the ability to influence and make a difference in another 

person’s life supported remaining in the current position. The nurses experienced
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appreciation for their efforts and considered their work to be rewarding. Angel provided

an illustration of this feeling:

It’s a very rewarding job. Knowing that in their greatest time of need, that you 
are able to help them. That you are able to help them take care of their loved ones 
in their home or in assisted living or a nursing home. I don’t have a lot of 
experience in nursing home, but in the homes, you know, where people first think 
“Oh my goodness. I can’t do this. What am I going to do?” And you walk them 
through it, step-by-step. And, it’s that “we never would have made it without 
you” kind of thing. It’s just, I don’t feel that a lot of jobs are rewarding. And, 
this is not a financial thing. It’s an emotional. I go home in the end of the day 
feeling like I made a difference.

The feeling of giving back serves to equipoise the negative aspects of employment in a

community-based palliative care service (Penz & Duggleby, 2012). Participants in my

study focused more on their rewards than the negatives, as noted by Beth, “It is very

rewarding to work with hospice.” Sherry noted the reward even when the work was

difficult both physically and emotionally:

I think it’s totally the knowing you’re making a difference. Even if it’s just for a 
temporary time, but just, just knowing that if you’ve caused one smile, if you’ve 
relieved one burden, if you’ve been the companion for just a very short time on a 
very difficult journey. I think that’s what keeps us going. I think the very 
positive comments that our patient’s families send to us, particularly after the 
deaths. I think that helps the staff, but at the same time, it can be pretty heavy.

Elizabeth responded in this manner to family and friends questioning her how she could

work every day in a hospice environment:

I will tell them that this is the most rewarding thing I’ve ever done. If you care 
for a dying person, and I know you’ve probably heard other people say this, if  the 
job is done well, that’s the most rewarding thing you will ever do in your nursing 
career.
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Subtheme: “This is where I  belong. ” The participants regarded their compassion

of caring for people as noted by Ashley’s statement, “Always knew that I needed to be in

a place where I could really [with an emphasis on really] care for people.” She

considered hospice where she needed to be and noted, “it’s all about the care of a person

and that’s what we want.” Ashley left hospice care briefly but returned, “Because I knew

this is where I belong, because this is my type o f nursing. You know, the nursing that

you’re supposed to be able to do.” The caring verbalized by the participants for the

people in their care led to the subtheme of “this is where I  belong.” Lynn described the

emotional rewards related to working with individuals and providing end-of-life care:

I think that it is a firm belief in what we’re doing. A firm feeling of this is a 
calling, this is not just a job' I think that you have to feel like this is something 
that you’re actually making a difference in people’s lives. I think that there is a 
lot of reward and not necessarily physical reward, but to hear somebody express 
to you how much you helped them at the end of somebody’s life is a huge reward. 
And, I think that those things help you keep going.

Susan identified being a nurse in hospice needed a “hospice frame of mind.” 

Susan’s perspective, “I don’t think they stay in hospice very long because you either have 

to be hospice oriented or you are not, so they probably don’t stay in very long. I don’t 

see how you could.”

Theme Four: “Save the last dance for me”

The theme, “save the last dance fo r  me," captured the relationships nurses have 

with patients and their families experiencing end-of-life concerns and the lessons learned 

from these patients and families. Nurses articulated their meaningful experiences and 

insights gained while working with terminally ill persons and their families. The
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denouement brought messages from multiple sources and gave a sense of purpose to the

nurses, which they were able to share with others as part of their own living. A major

focus of this theme is summarized by Willis, Grace, and Roy (2008) as they noted that

relational nursing practice, with recognition of the person as valuable, will contribute to

the person’s health and augment the healing process even when cure is not achievable.

The relationship between the nurse and patient leads to understanding the patient’s

concept of quality-of-life. Angel’s narrative eloquently and vividly described this theme,

“My final question that I always ask, ‘What can I do for you before I leave?’ And he

said, ‘Save the last dance for me.’ And I said, ‘OK’ and I thought wonder who that

message was meant for?” The rest of Angel’s story is very compelling. She mentioned

to her mother regarding the patient’s statement o f “save the last dance for me.” Angel’s

mother said, “That song is what me and your Daddy used to dance to.” Now Angel knew

who the message was meant for and commented:

I feel like that was God’s way of giving me a message from my Daddy. Some 
people may think I’m crazy, but it was just so special to me. So I always tell my 
family members of patients, look for those hidden things that may not mean 
anything to you, but they could mean something to somebody else.

Subtheme: Connection. The nurses richly described the critical need for clear

communications with both patients and their families. Some nurses indicated they would

eliminate technology if it interfered with patient communication. Tiffany provided an

illustration of how technology interfered with the connection between nurse and patient.

She shared she was using a laptop computer while in the patient’s home. After waiting

for a while, the son of this patient asked Tiffany, “When are you going to pay attention to
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my mother?” Tiffany’s response was to shut down the computer, and she decided not to 

ever take a computer into a home again. She stated, “I don’t want a computer in front of 

me when I am dealing with someone who has emotional or physical issues that are 

looking to me for help. It doesn’t work for me” [referring to having the computer in the 

home during the nursing visit].

Caregiving improves when there is a bond between the nurse and the patient as 

told by Angel:

This was going to be I am going to meet you where you are, you set the topic for 
the day .. . .  And by her sharing those things of her wants. She was able to tell 
me those things and I was able to share those with the family and they were very 
appreciative. She did not want hospice, but I could come in once a week. If you 
started talking about what ever else, she was absolutely fun, she just did not want 
to talk about the disease.

Angel continued to describe the impact o f having a connection with patients and their

families with this comment, “These patients really touch me and they make me a better

nurse.” Tiffany’s description of the bond with patient was, “They [referring to patients]

depend on us and we become like family members to them. I think it is easier if you have

that, you have to have compassion.” Abby’s words to describe connection were, “They

[patients] are all unique each of them in their life experiences, too. So like I said, I get

more back from those people than I ever give to them.” Abby summarized the subtheme

of connection with, “You just have to love people and if you love them, they’ll love you

back.”

Subtheme: Gift o f presence. The capacity to remain with another during difficult 

experiences is a skill few individuals possess. The nurse participants believed this was a
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received ability. Larkin (2010) articulated the essence of this subtheme when she 

declared that the presence of the nurse caring for the person who is suffering will impact 

the patient and family’s experience. Susan acknowledged the difficulty in offering one’s 

presence:

This is very common when someone doesn’t know what to do, they walk away 
including nurses and doctors; yeah, but the gift o f presence is very important and 
just being there, sitting there, if  you are just reading or whatever it i s . . . .  Just go 
and spend a few minutes and let that person know someone is there and touching 
them and talking even if  you don’t expect a response.

Presence has been described as a way to share humanity with another and is

foundational for caring practice as a nurse (Benner & Wrubel, 1989). Florence was able

to share her presence with a patient who did not want to acknowledge his illness and

impending death. She did not force her knowledge on the patient, but allowed him to

define his desire, and she remained with him and acknowledged him as a person, not as

an illness:

He was not going to die basically. I know not to force him to deal with this. You 
know, I tell him “your feet are more swollen. You look a little yellow.” But I 
never say, because I know he doesn’t want to hear it. He is not going to be open 
to me if I force him to look at this. He doesn’t want to look at this. He is going to 
die not looking at it and that is okay too. It frustrates his family to no end. He is 
okay.

Sarah described one patient’s death as “peaceful.” Furthermore, the patient was 

able to verbalize to her, “It’s exactly as you told me it was going to be.” Sarah had 

offered herself to the patient early in their relationship, and her presence was comforting 

as the patient transitioned to the last phase of his dying. Larkin (2010) substantiated this 

same belief when she noted the nurse’s presence is significant to the patient and family’s
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experience during the dying process and offers the psychosocial caring needs. The

nurse’s role as witness during the transitional phase as the patient confronts the illness,

the distressing symptoms, and progresses toward death may serve the family as an

authentication of the patient’s transition (Kahn & Steeves, 1994). For Angel, presence

was the provision of compassionate caring as noted in her narrative:

You know, often in our families, a patient will want one thing but somebody else, 
a daughter or a wife, will not be on the same page. And we have to advocate for 
that patient’s wants and desires. I try to do that gently, in a compassionate way.
. . .  And, there was a family where I thought I won’t get through to them. This is 
going to come out harsh, but I feel like I have to be very straight forward.. . .  The 
next day, when I went out there, I was thanked for giving difficult information in 
a compassionate way and not sugar coating it. How I did that? I did not learn 
that in a book or in a lecture. It’s an innate thing.

Compassion responds to the whole person by the philosophical core sensitivity of 

meeting the needs of others (Larkin, 2010). Service to others was an integral part of the 

mission expressed by all nurses as they related their experiences in knowing about and 

caring for persons receiving hospice care. They were able to describe how they used self 

in order to be present for patients and families. Their interactions demonstrated the 

elements of presence described by Schaffer and Norlander (2009); these elements are 

thoughtfulness, kindness, honesty, and attendance through listening. Osterman, Schwatz- 

Barcott, and Asselin (2010) considered nursing care tasks could be combined with 

presence. However, the findings by Osterman et al. (2010) were a contrast to Schaffer 

and Norlander’s (2009) statement that nursing care was composed of the separate entities 

of either being present or responding to problems. The research by Osterman et al.

(2010) noted the nurses’ ability to combine tasks and patient-centered care. Patients
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noted nurses’ presence although nurses did not always consciously consider presence 

with the patient.

Subtheme: “I f  we listen we can learn so much. ’’ Listening to learn led the nurses

to know what the patient and their families wanted and needed. The knowledge obtained

by hearing the patients gave meaning to the relationships between the nurses and their

patients. Listening was identified by O’Brien (2011) as a concept of caring. Listening,

as an act, is comprised of noticing the person’s words and tone (Potter, Perry, Stockert, &

Hall, 2013) and a process that nurses innately do well (O’Brien, 2001). However, the

participants in my study recognized listening was more than the practice of hearing; it

also involved their commitment of caring to the patients and families. Lucy stressed

listening as part o f caring in her statement, “I think that if we will listen, we can learn so

much. So, like I said, not just the educational pieces but listening to who we’re caring

for.” Abby describe listening as relationship development rather than just hearing:

They will tell you if you’ll just listen. Your listening skills have to be great 
because they will tell you a lot more than you really want to know . . .  but you can 
tell by what they say and how they interact with you. They may not the first 
couple of times when you are there but the more times you go, the more they 
relax around you and they will give all sorts of information and you will 
understand where they are at.

O’Brien (2001) described listening for understanding as an art by using the 

listener’s heart. Listening with ears and heart allowed the nurses in my study to be with 

the person for relationship building. Listening with the heart was described as perceiving 

one’s feelings and reflecting how personal experiences influenced understanding of the 

client (Pointon, 2008). The nurses provided multiple descriptions of the nurse’s unique
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role in identifying and intervening with patients and families to provide psychosocial

needs. However, Larkin (2010) noted effective provision of the psychosocial needs

compelled the nurse to cultivate a perceptive consciousness o f listening as a source of

care giving. The listening intuitiveness supports the art of nursing in providing end-of-

life care and involves the nurse examining personal beliefs and anticipations in order to

be available to others (2010).

Elizabeth’s response when questioned how she supported patients while providing

care was, “We listen to them.” Being with the person is a method of providing hope, as

are doing things for the person, which can lead to relationship development between the

nurse and those receiving nursing care. Evolving the relationship may lead to healing

when defined as acknowledgment o f change (Larkin, 2010) rather than seeking a cure for

the illness. Healing has been expressed as a repair of relationships or awareness of self

which de-emphasizes current society’s focus on cure, but also supports hope during end-

of-life care (Puchalski, 2002).

The awareness of self by the nurse and listening to the patient and family supports

the art of nursing. Sandy recognized nursing’s art and how nurses learn by listening:

You just know what to say and when to be quiet and not say anything. You know 
when to hug and when not to hug. You just leam .. . .  Being in a home situation 
you use your eyes, you use your heart, you listen to what they say, you look at 
their environment and [pause] you just know.

Sherry used listening to leam which words the patient used when discussing the illness:

I just ask them to tell me about their illness and what they’ve been through and 
what they understood to be going on so that I could hear them talk about it, know 
what words were safe. . . .  You know, whatever their safe words were but, 
hopefully, I know because they teach me. Hopefully, I listen.
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Both Sandy and Sherry realized listening to the patient and family helped the nurse to

understand the patient’s experiences. An important part o f the nursing role was allowing

the patient and family to verbalize their requirements and requests.

There are times when patients or caregivers are searching for someone to listen.

Susan verbalized this “searching for” in a very compelling and poignant manner:

I am a good listener, but I think you have to be a better listener. It takes more 
time, it takes more patience and you just can’t jump in and try to answer all o f 
their questions because sometimes they don’t want answers, they just want to talk.

The concept of listening, as described by Susan, may be difficult for nurses and other 

health care professionals because the common practice is to intervene rather than listen. 

Listening, without the intent to intervene, but to hear the patient’s story, is another way to 

offer healing (McLeod & Wright, 2008).

Synthesis Statement 

The research question for this study was: What are the experiences o f nurses 

working in hospice agencies in knowing about and caring for persons receiving hospice 

care? It is unknown if all nurses who work in hospice agencies have the same 

experiences, but the nurses in my study were able to make visible their caring through 

their lived experiences of knowing using case knowledge, patient knowledge, and person 

knowledge. They were able to be a different kind of nurse who focused on all ways of 

knowing, and believed they were doing the work they were called to do. Knowing in 

three conditions of case, patient, and person supported the nurses’ experience of caring. 

The theme “save the last dance” was intended not only for the patient and family but also
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for nurses providing end-of-life care in a hospice agency. This research is important 

because it adds visibility to nurses and the work they do in providing end-of-life care.

The last step of Giorgi’s (1985) data analysis method is synthesizing the meaning 

units or themes into a statement describing the phenomena. The preceding findings 

provided a description of the nurses’ lived experiences of knowing about and caring for 

persons who are receiving hospice services. The fours meaning units or themes identified 

were a different kind, knowing, “i t ’s a calling, ” and "save the last dance fo r  me. ” The 

participants gave a rich description of their knowing and caring while giving themselves 

to others as nurses.

The registered nurses who participated in the study considered their nursing 

experiences in hospice agencies different than previous experiences in other healthcare 

agencies. Their reflections indicated they used ways of knowing associated with the 

disease process and person and family as impacted by end-of-life care. The nurses had 

elected to work in hospice, and believed their purpose was to be with patients and 

families during this most difficult life event. The nurses took time for knowing the 

patient and family, which served to connect the nurse to the patient and family. “Save the 

last dance” was a demonstration of connection, presence, and listening. Presence was 

described as a gift. Through connection with the patients and their families, the nurses 

believed they received a gift or were rewarded. The gift of presence was noted to be 

mutually beneficial to patients and the nurses. Listening was utilized for the purpose of 

learning and entailed more than listening to hear, it involved listening to leam and know
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who the person was and continued to be, even in the last season of life. Nurse 

participants were able to verbalize their sadness and joy related to being a nurse working 

in a hospice agency.

Summary

This chapter presented the findings of the research. It described the data 

management and data analysis. A discussion of findings identified four themes, or 

meaning units. These themes are a different kind, knowing, “it’s a calling, ” and “save 

the last dance for me. ” There were 16 subthemes acknowledged in support of the 

themes. The chapter concluded with a synthesis statement as part of Giorgi’s (1985) 

methodology related to data analysis.



CHAPTER 5

DATA SYNTHESIS, CONCLUSIONS, RECOMMENDATIONS 

This chapter includes a discussion about the synthesis of the study’s narratives, 

conclusions, and recommendations for use in clinical practice, hospice administration, 

and musing education. The significance of the study is described. Implications and 

recommendations for nursing practice, education, administration, and research are 

provided. The chapter concludes with the researcher’s final reflections.

Data Synthesis

My study was focused on nurses who are currently providing end-of-life care in 

community-based hospice agencies. The themes identified included a different kind, 

knowing, “it’s a calling, ’’ and "save the last dance fo r  me. ” Nurses who participated in 

this study were able to share their lived experiences of working in palliative care with a 

focus on end-of-life nursing care. The nurses provided vivid descriptions of their lived 

experiences of knowing and caring. Stories about remaining with patients so they would 

not die alone were meaningful and demonstrated knowing and caring. Elizabeth told the 

story about a patient who lived alone and with the help of the hospice team, he was able 

to remain in his home until he died. Instances o f caring behaviors such as listening to 

hear the patient speak about who they were as a person rather than focusing on a terminal 

disease process demonstrated knowing the person. Listening to hear messages, as 

described by Angel, provided insight about the knowing and caring comportment

128
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utilized by nurses while providing hospice services. Sherry’s story of helping a dying 

husband understand why his wife psychologically would not agree to not take him to visit 

his eventual gravesite while he was still living was an illustration of knowing and caring 

for the family member. Nurse participants described nonjudgmental behaviors as part of 

their caring, and they also recognized the need for different kinds of knowledge in order 

to provide care to others.

The conceptual framework of Boykin and Schoenhofer’s (2001) nursing as caring 

theory and Liaschenko and Fisher’s (1999) typology of knowledge was supported in this 

study. The nurse participants were exemplars o f the essences contained in Boykin and 

Schoenhofer’s (2001) nursing as caring theory. The participants demonstrated nursing as 

caring theory as they verbalized their experiences associated with tasks of nursing, the 

relations they had with patients and families, their use of empirical and experiential 

knowledge, and maintenance of ethical principles. Their descriptions of nursing 

situations also acknowledged their ways of knowing in the language as described by 

Liaschenko and Fisher (1999). Case, patient, and person knowing were all exhibited 

during the nurses’ descriptions of caring for persons receiving hospice care.

The purpose of nursing care includes health promotion and restoration, illness 

prevention, and end-of-life care (Treas & Wilkinson, 2014). Nurses need to have 

knowledge, skills, and attitudes related to providing end-of-life care for patients with 

complex, chronic health problems. Nurses in my study reported they did not remember 

end-of-life nursing care being included, or if included it was very limited, in their pre

licensure nursing education. Experience was reported by the nurse participants as the
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primary method of learning to provide nursing care for patients and their families 

receiving hospice services. Participants in my study supported the findings of Pesut and 

colleagues (2014) that the degree or amount of nursing education about palliative care 

was decreasing in spite of the aging population in the United States and the increase 

demand for nurses to provide palliative care.

Participants served as voices for nurses who work in community-based hospice 

agencies by describing their lived experiences of knowing and caring for persons 

receiving hospice services. Person-centered relationships were the focus of the nursing 

care described by the participants and the nurses’ descriptions indicated the relationship 

was a priority in their nursing plan of care. Nursing practice in a hospice agency was 

described as a different kind because it involved more than nursing tasks, provided 

person-centered care, and included other healthcare professionals as part of the team. 

These findings are congruent with White, McClelland, VanderWielen, and Coyne’s 

(2013) results related to the importance of interpersonal skills as an aspect of palliative 

nursing.

My research purpose was to hear nurses’ experiences and insights related to 

knowing and caring for the patient and family who were receiving hospice care. Nurses’ 

knowing how to care for dying patients has not received attention (Dunniece & Slevin, 

2002). Participants in my study described using scientific knowledge to explain the 

disease process and what the patient or family could expect as the disease progressed.

This information was useful in the provision of symptom management. Knowing the
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patient was helpful to nurses in order to provide specific, individual care. Nurses’ 

descriptions about knowing the person showed the use of discernment o f what 

discussions the nurse could have with the patient and how the nurse could respect the 

individuality of each patient or family. Larkin (2010) indicated the art o f nursing was 

related to the humanness of nursing and what nurses do to improve the health or assist 

with a person’s peaceful death. There is a need for nursing research to include nursing’s 

humanities, as well as the positivistic nursing view (2010). My study participants were 

able to give powerful and passionate descriptions of the human contact between nurse 

and patient or families which support nursing care as being more than science or the 

positivist paradigm. Holistic nursing care is focused on science, patient, and person 

knowledge. An important behavior when caring for a dying person is knowing both the 

patient and the disease process (Rittman et al., 1997).

Nurses in my study spoke of their work as their service to others. They used 

terms of “it’s a calling,” “guide on the journey,” “rewarding,” and “this is where I 

belong” to describe their experiences. An influence related to continuation in a service 

profession such as nursing is the appreciation of the human relationships by others 

(Kehoe, 2006). Recognition from patients and families was an important part of the 

nurses’ experiences, and this supported them as they did their daily work of being with 

dying patients.

Relationships with others give meaning to the work of nursing. Descriptions of 

relations by the participants included terms such as connection, presence, and listening.
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Presence, listening, and giving were terms used by Lynch et al. (2011), Kehoe (2006), 

and Wright (2002) to describe findings in their studies. Nurses in my study considered 

affiliations with patients and families as a crucial part of their nursing care. The art of 

being present, along with the provision of evidence-based interventions, supports 

palliative care nursing’s concepts of anticipation, prevention, and recognition to enhance 

a person’s quality of life (Lynch et al., 2011).

Significance of the Study 

The purpose of this descriptive phenomenological qualitative study was to explore 

the lived experiences of nurses working in hospice agencies regarding their knowing 

about and caring for persons receiving hospice care. The phenomenological approach 

allowed the nurse participants to describe their lived experiences of working in hospice 

agencies. Ways of knowing in nursing provided an awareness of nurses’ knowledge used 

in nursing practice. Through documentation of nurses’ lived experience of knowing 

about and caring, the work of these nurses is made visible, die practice of end-of-life 

nursing care is validated, and more is known about nursing practice needs in the 

provision of end-of-life care.

Community nurses’ provision of care for terminally ill persons has not been 

studied (Luker et al., 2000; Rose & Glass, 2006). In addition, nurses who work in a 

patient’s home environment are not visible to other healthcare providers and their work 

may be unnoticed (Rose & Glass, 2006). White et al. (2012) identified the lack of 

research about nurses who work directly with hospice patients’ beliefs and experiences.
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Visibility of nurses’ involvement in caring and therapeutic relationships is needed if 

others are to appreciate their work. My study is significant because it does recognize the 

value of the participants in their lived experiences of knowing and caring for individuals 

receiving end-of-life care through a community-based hospice agency.

Consideration of patient outcomes is emphasized in today’s healthcare 

environment. Positive patient outcomes have been related to the relationships developed 

between patients and nurses (Bright, 2012). Presence, as a concept, has been used to 

support development of relationships. Nurses interviewed for my study valued having a 

caring relationship as part of their nursing care. They verbalized their knowledge 

improved the caring behaviors demonstrated with patients and their family members. 

Authentic presence of the nurse with a patient helps the nurse internalize the patient’s 

identity as a person rather than a disease (2012). Knowing and caring behaviors by the 

nurse add value to the nursing profession and health care and need to be verbalized and 

documented for others to know how nurses contribute to patient care.

Participants verbalized their belief in service to others as their ministry. They 

believed there was a connection between the nurse and the patient. Nurses’ presence in 

end-of-life care has recently been recognized, but is a difficult concept to define (Trout,

2013). Concepts such as knowing and caring are difficult to quantify with measurable 

terms, but they are meaningful to patients. Nurses who provide end-of-life care, as a 

specialty such as palliative or hospice nursing, have a professional responsibility to tell 

their stories to improve the visibility of their service.
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Nurses’ use of knowing to improve patient outcomes and provide quality care is 

also significant. The nurses were able to describe their methods of obtaining knowledge 

as it related to the biomedical process, the patient’s pattern and response to the illness, 

discovery of who the patient was as a person with hopes and dreams, identification of the 

family members and their role in support of the patient, and acknowledgment of 

experience and the value it provided to being a more informed and compassionate nurse. 

These findings build the body of knowledge regarding how nurses use knowledge to 

provide patient care and improve patient outcomes. Knowledge which recognizes nurses’ 

ways of knowing is more than biomedical science. Nurses’ ways of knowing articulate 

the relationships of nurses to those for whom they care. Therefore, it is appropriate for 

research to describe nurses’ experiences of the different ways of knowing used in 

providing nursing care.

As palliative care continues to be recognized as an important part of the 

healthcare system, nurses will be more involved in palliative care as general nursing care 

providers and advance practice nursing providers. It is important for nurses to be more 

visible to other healthcare professionals and the general public regarding how and what 

nurses do to support those experiencing life-limiting illnesses. The nurses in this study 

recognized there were differences in how care is provided and the emphasis on the person 

receiving the care. They also identified palliative care was more of an interdisciplinary 

team approach, and team support was needed for both the people providing care and the 

person receiving care. Identification of the importance of team support by the nurses in
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my study was similar to Dunniece and Slevin’s (2002) study where palliative care nurses 

considered the importance of learning palliative care skills from team members.

Nurses in my study recognized working in a hospice agency was not the 

preference for all nurses, but for these nurse participants it was their choice. The nurses 

in my study considered their work to be their calling and this was congruent with 

Wright’s (2002) study in which the nurses expressed being a hospice nurse was their 

calling. The nurses in my study were able to identify themselves as nurses who were 

practicing nursing the way they thought nursing would be like. Sandy illustrated this 

when her supervisor introduced her to me. The supervisor made a comment that Sandy 

had been working as a nurse for more than 25 years, but was now getting to be the nurse 

she thought she would be when she graduated from nursing school. This reflected the 

opportunity to demonstrate caring by being present with patients and families, getting to 

know who the patient is without the focus on the disease process, connecting with 

patients and their families, and guiding them during this difficult journey o f life.

Implications and Recommendations for Nursing Education 

Despite the fact that nursing has provided end-of-life care from the beginning of 

the profession, most participants verbalized they received very little or no education 

related to death and dying as part of their formal nursing education. If  the nurses did 

recall education related to end-of-life care received in nursing school, it was mostly 

related to post-mortem care. The lack of formalized nursing education related to end-of- 

life care as noted by the participants is significant. Nurses are the healthcare
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professionals who spend the most time with patients in healthcare settings. Nursing has a 

purpose to improve the outcomes of end-of-life care through symptom management and 

support of patient and family. Education should improve patient outcomes (Pesut et al.,

2014).

As noted by this study, there are indications for further development and 

education for nurses to provide end-of-life care. Nurses can leam from those receiving 

care, if  they will listen. Nurses must have knowledge that includes biomedical, 

individual response to disease, and patients’ personal goals to provide the best care to 

patients. In today’s complex healthcare system, time to be present and listen to patients 

is limited and there is a focus on the tasks o f nursing care. As nurses become busy with 

tasks of care, there is a risk that professional nurses, as providers of holistic care, will 

experience a lack of knowing and caring related to patients. Nursing behaviors for the 

care of the dying are devised to provide relief of distressing symptoms, preserve a 

person’s quality of life, give spiritual care as desired by the patient, and deliver support to 

both the patient and significant others in the affective response to death (Treas & 

Wilkinson, 2014). The lack of pre-licensure nursing education as described by the 

participants indicates new graduates may not have a grasp of the expected nursing 

behaviors for end-of-life care at a novice level. A lack of knowing and caring by 

professional nurses will risk optimal patient outcomes during this significant time of life 

for patients and the family. If nursing education does not include end-of-life care at the 

undergraduate level, then when and how does the nurse obtain this knowledge?
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Palliative care is not the same as end-of-life care and there are multiple terms 

related to palliative care which confuses both the public and the healthcare system 

(Larkin, 2010). Besides palliative care, another term commonly used includes supportive 

care in relation to chronic and life-limiting illnesses. Terms such as these do not imply a 

person will experience death in the near future or would need referral to hospice care.

The clinical management of individuals with life-limiting illnesses is to be included in 

healthcare education. Nursing education also has a responsibility to include the 

psychosocial aspects of nursing care in support o f the holistic management of care 

(2010). The lack of nursing education related to end-of-life care may cause the beginning 

nurse to avoid supporting the patient and family in a holistic approach. Nursing 

education has a responsibility to improve end-of-life care as part of the pre-licensure 

nursing education.

As noted in chapter 4, Lynch et al. (2011) acknowledged nursing’s challenge was 

to define the uniqueness of nursing’s contribution to life-limiting disease processes with 

the focus on quality of life in the healthcare system. It is expected the need for hospice 

and palliative care nursing as a specialty will increase (2011). Nursing’s contribution to 

palliative care should be documented through research and publication. As more 

knowledge is documented through research in the specialty, the focus for further 

education will be known. My research supports the inclusion of content about all ways of 

knowing in pre-licensure nursing education, in continuing education for practicing 

nurses, and in graduate nursing education programs in order to improve the provision of
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care to individuals with life-limiting and terminal illness. It is anticipated additional end- 

of-life care nursing education and certification in hospice and palliative care nursing 

practice will improve the recognition of hospice and palliative nursing as a specialty. It is 

recommended that nursing education at the pre-licensure level include clinical 

experiences related to knowing and caring for individuals who are experiencing life- 

limiting diseases and those experiences should enhance students’ understanding and use 

of case knowing, patient knowing, and person knowing.

Implications and Recommendations for Nursing Practice 

Understanding how nurses who work in hospice agencies know about and care for 

patients receiving hospice services is important for administrators, educators, and other 

health care providers to know. Nurses are the largest group of professional care 

providers in the healthcare system (Kehoe, 2006), yet as identified in this study, 

teamwork is an essential part of the work in palliative care (of which hospice is a primary 

component). Administrators hiring nurses to work in a hospice agency will benefit from 

understanding how to support (a) nursing staff so educational needs are provided; (b) 

encourage self-care strategies to decrease the occurrence of compassion fatigue; (c) 

recognize nurses’ efforts to sustain patient and family dynamics to enhance healing 

relationships; and (d) appreciate the importance of experience in the provision of nursing 

care to this population of patients. As noted in this study, experience was the principal 

learning method nurses utilized for knowing related to case knowledge, patient 

knowledge, and person knowledge.
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As more knowledge is gained about end-of-life nursing care, it is expected 

improved quality outcomes will result. The nurse participants in this study verbalized the 

uniqueness of professional nursing in the hospice agency. It is important this 

distinctiveness for nursing be recognized by others in the healthcare community so 

nursing support is provided through education and workplace policies. A 

recommendation for administrators of hospice agencies is to support experiences for 

nurses by allowing time and money to participate in continuing education programs.

Implications and Recommendations for Future Research

The participants in my study were all female and Caucasian. A weakness of the 

study was the lack of diversity. I could not determine if any male nurses were employed 

at any of the participating agencies. Lack of diversity among the participants may limit 

the cultural applications of the findings. It is unknown if the lived experiences of diverse 

ethnic or gender groups would be different for knowing about and caring for persons 

receiving hospice care. Future research that includes diverse ethnic and gender nurse 

participants is recommended. Another unknown aspect is related to hospice nurses who 

reside in a different state or area of the United States and whether these nurses would 

express similar experiences of knowing about and caring for persons receiving hospice 

services. Consequently, transferability of the research is left to future researchers to 

determine.

A potential limitation of this study was the lack of nurses from for-profit agencies. 

Thirteen of the fourteen nurse participants were from not for-profit community hospice



140

agencies. Nurses in this study recognized the support received from the team, including 

administration, was crucial to their continued success of working in a hospice agency.

The nurses implied being part of a team in the agency was different than their work 

experiences in other institutions. I contacted both for-profit and not-for-profit hospice 

agencies for nurse participants. One for-profit agency supervisor commented to me that 

if nurses consented to participate in the study, the interview would take place during the 

nurse’s personal time. One of the participants, in a reference to profit-making agencies, 

suggested the nurses in the agencies considered the patient, but this participant thought 

the corporation was a constraint. Thus, I recommend future research should be 

conducted in for-profit community-based hospice agencies for identification of ways of 

knowing used by these agency nurses.

Researcher’s Final Reflections 

I reflected on my years o f nursing and know I started out to become a nurse 

because, like the nurses I interviewed, I wanted to make a difference in someone’s life. 

Also, like the nurse participants in my study, I do not recall my nursing education 

including much content or planned clinical experiences related to death and dying. The 

lack of recall regarding death and dying nursing education may have been related to my 

youth and not considering death as part o f life, or perhaps it was the desire o f faculty, 

who taught me in school, to protect students. However, once in practice, it was difficult 

to escape death and dying, especially when I worked on a medical floor where the 

majority of the patients had primarily cardiac or oncologic-related diagnoses. My
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nursing career began before hospice was widely available in the United States and 

diagnosis-related groups were not established in the reimbursement system. It was not 

unusual for a general medical floor to have patients who were recently diagnosed with 

cancer, and we would see them multiple times as their disease progressed or when they 

encountered other illness states. My knowledge had developed to knowing patterns and 

recognizing when patients were being admitted to the unit to die. I knew to provide a 

private room and ignore visiting hour rules so families could come and stay as they 

desired. One particular patient I remember had just been admitted, and she intuitively 

knew this would be her last admission. I also knew this was her last admission. I was 

completing the admission process and remember her looking at me with sad eyes and 

saying, “I don’t know how to die.” Nothing had prepared me for this statement, and in 

my short life and shorter nursing career, I had not stopped to consider how does one die. 

My response was personal, because all I could do was sit next to her, hold her hand, and 

verbalize that I, too, did not know how to die. We cried together. This was my first 

memory of the end-of-life journey and trying to be a guide on the journey.

I am thankful for nurses who want to be guides on life’s journey and make the 

journey as comfortable as possible. Nurses who want to be the voice for the person, 

regardless who that person is or what that person has done. Nurses who want to guide the 

patient and family as they traverse a difficult journey called end-of-life. The nurse 

participants in this study described their experiences of knowing and caring for persons 

receiving hospice services. It is my desire to recognize the nurses who provide hospice
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services and assist nurses to learn from their experiences. Looking back to the patient I 

described above, I hope she saw through my inexperience and focused on my caring for 

her as a person on a very personal journey. I am grateful she let me accompany her until 

the end.

Summary

This chapter presented a synthesis of nurses who provide hospice services 

knowing and caring for persons receiving hospice care and described the significance of 

the study. Implications and recommendations for nursing practice, education, and future 

research were provided. The researcher’s final reflections provided closure to this 

chapter.
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Address

Date

Dear (Director of Nursing), (President of HPNA chapter):

My name is Rita Ferguson. I am a PhD in Nursing student at the Georgia Baptist College 
of Nursing of Mercer University. I am conducting a qualitative research study entitled 
Knowing About and Caring fo r Persons Receiving Hospice Care: The Lived Experiences 
o f Nurses Working in Hospice Agencies. Listening to the experiences of nurses who 
work in hospice agencies regarding their use of knowing and caring has the potential to 
make visible the work of these nurses, validate hospice nursing practice, and improve 
quality patient outcomes.

The purpose of this letter is to invite nurses to participate in the study. I have included a 
flyer with information regarding the study and my contact information. Please provide 
this information to registered nurses in your agency or organization and encourage them 
to participate in knowledge development for hospice nursing. Mercer University’s 
Institutional Review Board (IRB) reviewed this study # H I309251 and approved it on 
October 4,2013.

If you have any questions about the study contact Rita Ferguson by phone at (256) 682- 
8229 or email at Rita.Woosleywilliams.Ferguson@live.mercer.edu 
Thank you in advance for your time and participation.
Sincerely,

Rita Ferguson, RN, MSN 

PhD Nursing Student

mailto:Rita.Woosleywilliams.Ferguson@live.mercer.edu
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NURSES - PLEASE SHARE YOUR EXPERIENCES

You are invited to participate in my doctoral* research study which will explore 

the experiences of nurses working in hospice agencies regarding their “knowing about” 

and “caring for” persons receiving hospice care. If you are a registered nurse currently 

working full time in hospice care and have completed a minimum of 6 months of work 

following orientation, your expertise is needed to understand the multiple ways nurses 

working in a hospice agency use knowledge and experience to provide care.

You will be asked to participate in a 60 to 90 minute interview which will be 

audiotaped. Personal information will not be included in the transcription of the audio 

recording. Interviews will take place in a location (which has minimal distractions) 

convenient for you.

Please contact Rita Ferguson, RN, MSN at 256-682-8229 or email me at

Rita.Woosleywilliams.Ferguson@live.mercer.edu

* Dissertation research title: Knowing About and Caring For Persons Receiving Hospice 
Care: The Lived Experiences o f  Nurses Working in Hospice Agencies

mailto:Rita.Woosleywilliams.Ferguson@live.mercer.edu
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Informed Consent

Title of Project: KNOWING ABOUT AND CARING FOR PERSONS
RECEIVING HOSPICE CARE: THE LIVED EXPERIENCES OF NURSES

WORKING IN HOSPICE AGENCIES

Investigator Name: Rita Ferguson
E-Mail Contact Information: Rita.Woosleywilliams.Ferguson@live.mercer.edu

You are being asked to participate in a research study. Before you give your 
consent to volunteer, it is important that you read the following information and ask as 
many questions as necessary to be sure you understand what you will be asked to do.

Investigators
Rita Ferguson, RN, MSN
PhD Student
Georgia Baptist College of Nursing
Mercer University

Susan S. Gunby, RN, PhD
Faculty Advisor
Georgia Baptist College of Nursing
Mercer University
678-547-6773

Purpose of the Research
This research study is designed to explore the experiences of nurses who work in 

hospice agencies regarding their “knowing about” and “caring for” persons receiving 
hospice care. The data from this research will be used to identify common meanings 
embedded in the experiences o f nurses working in hospice agencies. Identification of 
common meanings may offer insight to the specialty of hospice nursing.

This study is being done in partial fulfillment of the requirements for the Doctor 
of Philosophy in Nursing degree.

Procedures
If you volunteer to participate in this study, you will be asked to respond to 

questions in a semi-structured interview. The questions will be regarding your 
experiences working as a nurse in a hospice agency. Your participation will take

mailto:Rita.Woosleywilliams.Ferguson@live.mercer.edu
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approximately 60-90 minutes to complete one interview.

Potential Risks or Discomforts
There are no foreseeable risks. Participants may experience positive or negative 

feelings as they respond to the questions. The interview will be scheduled at your 
convenience. There are no costs associated with your participation in the study. You 
have the right to discontinue participation, temporarily or permanently, without any 
consequence.

Potential Benefits of the Research
There are no personal benefits to participating in the study. However, 

professional benefits may occur from your contributions to nursing knowledge.

Confidentiality and Data Storage
No identifying information obtained from the interviews will be shared with 

anyone. To further increase your confidentiality, you will be requested to provide a 
pseudonym (which is not related to your real name) o f your choice prior to beginning the 
audio recording. The pseudonym will be noted on the demographic sheet, at the 
beginning of the audio recording, and used throughout the transcription. Demographic 
data will be collected before the audio recording begins; the demographic data form will 
have your pseudonym and will be kept separate from the transcribed data. Transcribed 
data will be labeled with the pseudonym and not your real name or location. Your name 
will not be utilized in the recording, journaling, transcription, or discussion with 
committee members to protect confidentiality. Your name will not be recorded on any of 
the transcripts, and you are requested to avoid the mention of any identifying information 
within the interviews. Should you mention names or other identifying information, this 
information will be removed and random letters or pseudonyms assigned. The recording 
will be used for verbatim transcription. Augusta Medical Transcription Services will be 
utilized to transcribe verbatim the interview for analysis. The company will maintain the 
confidentiality of participant information as noted in the transcriptions services 
agreement signed by the vendor and researcher.

Data will be stored in the researcher’s office in a locked container. Only the 
researcher and faculty advisor will have access to the recording. The transcription o f the 
audio recording may be maintained indefinitely. The audio recording will be destroyed 
after completion of the dissertation process.

Participation and Withdrawal
Your participation in this research study is voluntary. As a participant, you may 

refuse to participate at any time. To withdraw from the study please contact the 
researcher at 256-682-8229 and advise the researcher of your withdrawal.
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Questions about the Research
If you have any questions about the research, please speak with Dr. Susan S. 

Gunby at GUNBY_SS@Mercer.edu or phone 678-547-6773.

If you have questions about your rights or are dissatisfied at any time with any 
part of this study, you can contact, anonymously if  you wish, the Institutional Review 
Board by phone at (478) 301-4101 or email at ORC Research@ Mercer.edu

Incentives to Participate
A Starbucks gift certificate for $10 will be given upon completion of the 

interview.

Audio or Video Taping
The interview will be audiotaped for verbatim transcription. Your name and 

location will not be included on the audiotape.

Reasons for Exclusion from this Study
Exclusion criteria for the study include unable to speak or understand English and 

previous work history with researcher in a hospice agency where researcher was director 
of nursing.

This project has been reviewed and approved by Mercer University’s IRB. If you 
believe there is any infringement upon your rights as a research subject, you may contact 
the IRB Chair at (478) 301-4101.

You have been given the opportunity to ask questions and these have been 
answered to your satisfaction. Your signature below indicates your voluntary agreement 
to participate in this research study.

Signature of Research Participant Date

Participant Name (Please Print) Date

Signature of Person Obtaining Consent Date

R e.08 ,19 /20 ,0

Approval Date:

ixpifatroa Bate;

mailto:GUNBY_SS@Mercer.edu
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Demographic Information

Pseudonym_________________

Name:____________________________

Gender:___________________________

Contact information:__________________________

Age:_____________  Race:__________________

Place of employment:__________________________

Years of experience as a registered nurse_________

Length of time at current place of employment:____

Years worked as a nurse in a hospice agency/setting:

>6 months - <2 years of hospice experience _
>2 years -  5 years of hospice experience___
>5 years - <10 years of hospice experience _  
>10 years of hospice experience______

Highest nursing education level:____________

Certified Hospice and Palliative Nurse: YES

Any other nursing related certification: Y ES__

Previous work experiences as a nurse and dates:

Continuing Education Programs attended related to hospice and palliative care 
with date

Year completed: 

NO

NO

Membership in professional organization(s) ANA HPNA other- list



APPENDIX E 

INTERVIEW GUIDE

164



Interview Guide

The following questions and probing statements or questions will be used to guide 

the interview:

As a means of encouraging discussion, these probing questions or statements will 

be utilized:

(1) When you began working as a registered nurse in a hospice agency, what 

knowledge did you use to provide care for persons receiving hospice services?

(2) How did you leam to care for persons receiving hospice services?

(3) Describe what you learned in nursing school regarding hospice services and 

the persons who receive these services.

(4) Describe what you learned in nursing school regarding caring.

(5) How does your knowledge influence caring for the person receiving hospice 

services?

(6) Please describe how education influences the way nurses who work in a 

hospice setting leam to care for others.

(7) How does experience influence the way nurses working in a hospice setting 

leam to care for others?

(8) Please share some examples of what may influence nurses to choose to 

practice in the specialty of hospice care.

(9) What do you believe influences nurses to continue to work in hospice care?

(10) Allow me to share some information first before I ask the next question.

Patricia Benner (1984), a noted nurse researcher and author, wrote about the
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development process of nurses. The novice is a beginner and enters into a 

situation with no previous experience. The advanced beginner is able to 

adequately exhibit satisfactory nursing care. The competent level nurse has 

some level of experience and competence is assumed if the same clinical 

position has been held for two to three years. A proficient nurse has more 

experience and is able to assess a situation and use knowledge to manage care. 

An expert nurse has diverse experience and is able to use multiple sources to 

provide patient centered care, identify health care system problems, and 

support other nurses with less experience.

a. When you began to work as a nurse in a hospice agency at which of these 

levels did you feel you began to work? (Note: Novice, advanced beginner, 

competent, proficient, and expert will be listed on a 4 inch by 6 inch index 

card and provided to the participant as a review of the different levels 

previously mentioned in the probe question.)

b. If your level of nursing experience or development has increased, what 

caused this increase?

(11) Please share how you know about the persons you care for who are receiving 

hospice services.

(12) Please share your experiences of caring for persons receiving hospice 

services.
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(13) Please share any other comments or examples about how you learned to 

know about and care for persons in hospice services that we may not have 

discussed.
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Institutional Rmrimw Board 
for Research Involving Human Subjects

04 Oct 2013

Ms. Rita W Ferguson Mercer University Instruction Nurse 3001 Mercer University Dr. 
Atlanta, GA 30341

RE: Knowing About and Caring For Persons Receiving Hospice Care: The Lived 
Experiences of Nurses Working in Hospice Agencies (H1309251)

Dear Ms. Ferguson:

Your application entitled: Knowing About and Caring For Persons Receiving Hospice 
Care: The Lived Experiences of Nurses Working in Hospice Agencies (HI 309251 was 
reviewed by this Institutional Review Board for Human Subjects Research in accordance 
with Federal Regulations 21 CFR 56.110(b) and 45 CFR 46.110(b) (for expedited 
review) and was approved under Category 6, 7 per 63 FR 60364.

Your application was approved for one year of study on 04- Oct- 2013. The protocol 
expires 04- Oct- 2014. If the study continues beyond one year, it must be re- evaluated 
by the IRB Committee.

Item(s) Approved:

New application Please complete the survey for the IRB and the Office of Research 
Compliance. To access the survey, click on the

following link: http://https://www.surveymonkey.com/s/K7CTT8R

Respectfully,

Ava Chambliss- Richardson, M.ED., CIP, CIM Associate Director of Human Research 
Protection Programs (HRPP) Member Intuitional Review Board

Mercer University IRB & Office o f Research Compliance Phone (478) 301-4101 Fax 
(478) 301-2329 ORC_Mercer@Mercer.Edu

Mercer University has adopted, and agrees to conduct fts clinical research studies in accordance with, the 
international Conference on Harmonization’s  (ICH) Guidelines for Good CSmcal Practice

1508 College Street •  Macon. Georgia 31207-0003 
(478) 301-4101 »FA X  (478) 301-2329

http://https://www.surveymonkey.com/s/K7CTT8R
mailto:ORC_Mercer@Mercer.Edu
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INtVEASITV OF A lA tA M A  tU  HUN T5V IU E
untsville

Rita Ferguson 
College of Nursing

October 9,2013

Dear Ms. Ferguson,

The UAH Institutional Review Board o f Human Subjects Committee has reviewed your 

proposal, Knowing About and Caring For Persons Receiving Hospice Care: The Lived 

Experiences o f Nurses Working in Hospice Agencies, and the approval letter from Mercer 

University. Your proposal seems to be in compliance with UAH’s Federal Wide Assurance 

(FWA) 00019998 and the DHHS Regulations for the Protection o f Human Subjects (45 CFR 46) 

and has been classified as expedited.

Please note that this approval is good for one year from the date on this letter. If  data 

collection continues past this period, you are responsible for processing a renewal application a 

minimum of 60 days prior to the expiration date.

No changes are to be made to the approved protocol without prior review and approval 

from the UAH IRB. All changes (e.g. a change in procedure, number o f subjects, personnel, 

study locations, new recruitment materials, study instruments, etc) must be prospectively 

reviewed and approved by the IRB before they are implemented. You should report any 

unanticipated problems involving risks to the participants or others to the IRB Chair.

If you have any questions regarding the IRB’s decision, please contact me.

Pam O'Neal PhD, RN 
IRB Chair 
Associate Professor
College of Nursing, University o f Alabama in Huntsville,
328 Nursing Building, Huntsville, AL 35899
phone: 256.824.2437 or 6100 and fax: 256.824.2850 email: irb@uah.edu

OFFICE OF THE VICE PRESIDENT FOR RESEARCH
Von Braun Research Hall M-17 Huntsville, AL 35899 T 256.824.6100 F 256.824.6783

Sincerely,

mailto:irb@uah.edu

